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ABSTRACT

THE PURSUIT OF SEXUAL INTIMACY FOR MEN WITH

CEREBRAL PALSY

by Russell Peter Shuttleworth

There has been relatively little research on the interpersonal experiences of

disabled people in their efforts to form sexually intimate relations, and on how

sociocultural meanings and processes engage with and shape these experiences. This

anthropological study helps fill that gap by exploring the pursuit of sexual intimacy for

men with cerebral palsy, a highly stigmatized population. For this research, I conducted

a series of in-depth, modified life history interviews with 14 men with cerebral palsy,

interviews with other key informants (i.e. girlfriends, wives, ex-partners, personal

assistants, rehabilitation therapists, physical therapists, parents, siblings, etc.), and I also

kept an ethnographic journal during my work as a personal assistant for one of these

men and when socializing within the disability community. I contextually situate these

men's accounts within the wider cultural, historical, social, political and gender contexts

in the United States. Their culturally constructed undesirability is revealed through a

critical analysis of models of disability, medical and rehabilitative approaches to cerebral

palsy, the normative gaze, hegemonic masculine expectations and cultural ideals of

desirability.

A critical-interpretive theoretical approach to disability and sexuality drives this

study and illuminates three aspects of research participants' accounts. First, I critically

explore the range of social and cultural issues perceived by these men that make it

difficult for them to negotiate and establish sexual intimacy with others; these issues

include socio-sexual isolation during their adolescent years, parents' negative or
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protective attitudes, a lack of sexual negotiation models for disabled people, cultural

ideals of desirability, social expectations of normative functioning, poor body image,

male gender role expectations, the dilemma of friendship, embodied responses, and

multiple and boundary identities. I then propose an existential-phenomenological

perspective on research participants' interpersonal relations and encounters in order to

apprehend the ways in which these men contend with the adverse context of disability

and desirability and the often negative resistance of desired others. An analysis of

participants' accounts reveals three salient intersubjective modes of contention:

immobilization, engagement with others, and disengagement or social withdrawal.

Emerging from this discussion, I also note several facilitatory aspects of self and society

whose cultivation by these men assisted them in negotiating and establishing sexual

intimacy with others: employing practical strategies of interpersonal connection,

cultivating supportive and communal contexts, transgressing the employer-employee

boundary in relationships with personal care assistants, expanding the masculine

repertoire, and defusing the adverse context of disability and desirability. Finally, I argue

that one of these aspects, a form of psychic and emotional resistance I call defusing the

adverse context of disability and desirability, also aspires toward a Foucaultian practice

of the self that has potential implications for transfiguring socio-sexual relations.
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CHAPTER I. INTRODUCTION

This dissertation addresses a critical need for research on the meanings and

processes by which disabled people attempt to establish sexually intimate relationships

with others. Research on attitudes toward people with physical impairments in the

United States reveals that stigmatization more frequently occurs in the less public

contexts of dating and marriage than in other social contexts and that cerebral palsy is

one of the most negatively perceived physical disabilities in all contexts (Gordan, Minnes

and Holden 1990; Strohmer, Grand and Purcell 1984; Grand et al. 1982; Abroms and

Kodera 1979; McDaniel 1976). Other research documents the low incidence of actual

dating experiences and marriages for people with cerebral palsy (Blum et al. 1991;

Magyar, Nystrom and Johansen 1977). Yet, despite the very general knowledge that

people with cerebral palsy face adversity in finding sexual and marriage partners, not

much is actually known about how they experience and construct their interpersonal

attempts to establish sexually intimacy with others, how they contend with these adverse

sociocultural meanings and processes, the forms of their resistance and how they in fact

often do establish sexually intimate relationships with others.

Specifically, this is a study of the search for sexual intimacy for 14 men with

cerebral palsy. For this research, I conducted a series of in-depth, modified life history

interviews with these men, interviews with other key informants (i.e. girlfriends, wives,

ex-partners, personal assistants, rehabilitation therapists, physical therapists, parents,

siblings, etc.), and I also kept an ethnographic journal during my work as a personal

assistant and when socializing within the disability community. One man's experience

however is given special attention. I have worked for this man on and off as a personal

assistant since 1984 and consider him a close friend. I lived with him for three and half



years in the mid to late 1990s. Thus, I have detailed knowledge of this man's situation

based on embodied participation in his everyday life, observations of his interactions with

others and our in-depth discussions on his search for sexual intimacy.

Employing a broadly construed critical-interpretive approach and drawing on the

theoretical perspectives of existential-phenomenology and various symbolic and non

objectivist perspectives, I explore these disabled men's accounts of their interpersonal

experiences and efforts to form and maintain sexually intimate relations and show how

sociocultural meanings and processes engage with and shape these experiences. I

contextually situate these men's accounts within the wider cultural, historical, social,

political and gender contexts in the United States. Their culturally constructed

undesirability is revealed through a critical analysis of models of disability, medical and

rehabilitative approaches to cerebral palsy, the normative gaze and other evaluative

processes, hegemonic masculine expectations and dispositions and cultural ideals of

desirability

ORIGINS

During conversations with a friend with cerebral palsy in the summer of 1995, he

began talking about the barriers he faces as a man with a disability in his desire for a

sexually intimate relationship with a woman. Although I had heard this from other

disabled men before, my close and long-time friendship with Josh enabled us to tap into

a particularly rich vein of thought and feeling in our talks." During these discussions,

Josh sometimes used metaphors such as “I feel blocked" and “I feel trapped," or "I am

trapped" and told me that he felt implicitly rejected as a potential lover because of his

disability.

I was deeply moved by Josh's account of his sexual situation. His narrative of

romantic frustration “awakened a mutual resonance in my being" (Leder 1990: 162).



One scene in my past was especially vivid. I was about nineteen or twenty, when at a

party, trying to make small talk with a woman, she turned to me irritatedly and asserted

flatly, “I don't date short men." At the time, her blunt honesty had the effect of

crystallizing for me what I had heretofore allowed to remain consciously diffuse: that my

short stature narrowed my dating options. Narrowed but did not, however, extinguish.

While I could momentarily empathize with Josh, his day-to-day lived experience, as a

disabled man contending with what he perceived as the complete denial of his sexuality

was not familiar to me.

After one of our talks, I suddenly remembered another incident that had occurred

about eight years earlier in 1987. Josh and I had taken in some great blues at a San

Francisco nightclub and toward the end of the night had met some inquisitive young

women pressed up against the bandstand. At the end of the show, when we could hear

each other more clearly, they asked me about Josh's alphabet board. “How does it

work?" I put Josh's head-pointer on him and then spelled out the process word by word

as he pointed to his board. Several minutes later, I was pushing him in his manual

wheelchair out into the night air. The women waved goodbye. I nervously asked one of

them, the one with brunette hair, for her telephone number; she retrieved a scrap of

paper from her purse and wrote it down. In good spirits, Josh and I both watched the

three supple bodies saunter down the avenue away from us and then we headed for the

car. I hoisted Josh quickly out of his wheelchair, placed him up front in the passenger

seat, encircled him with the seat belt, collapsed his wheelchair, tossed it in the trunk and

slid into the driver's seat. The ride home across the Bay Bridge to Berkeley was

uneventful and I found myself thinking of the girl whose number 1 now had tucked

securely in a fold of my wallet. I would call her in a few days and set up a date. Perhaps

have her over to my place for drinks, dinner and who knows what else!



Josh was in a real talkative mood when we got back to his place, and we began

to rehash the evening's events. He asked me if I was going to call her. I said probably.

Somewhere in our conversation, Josh told me that even though he had never even been

out on a date, he would eventually find a girlfriend and someday marry. Although

supportive of his desire, I could not help thinking it might be an uphill climb. After three

years working as a personal assistant for disabled men, there was only one I knew at the

time who seemed to be doing okay in the romance department, a quadriplegic with a

spinal cord injury, who used his service dog as "bait" to lure girls into conversations with

him. For the few years I worked for him, he always had at least one girlfriend and

sometimes several women would be hanging around. His girlfriends would often double

as personal assistants for him. He, however, was the exception among the disabled

men I knew. Several other quadriplegics had confided in me their frustration that women

no longer looked at them the same. I would sometimes hear of visits to sex workers.

Josh was the first man I worked for when I began working as a personal assistant

for disabled men in 1984. He was an eighteen-year-old, scared-to-death freshman at

UC Berkeley, who had attended special schools for disabled kids while growing up, and

only visited his family occasionally on weekends and during holidays. He needed

someone to get him up in the morning, give him a shower every other day, dress him,

feed him his meals and put him to bed at night. I was hired on the spot and began

splitting these duties with another personal assistant. Josh and I hit it off immediately.

have worked as a personal assistant for many men since those early days and consider

several of them friends, but over the years I have grown closest to Josh.

Josh is an intelligent man with a sharp sense of humor. I have watched him

endure many depersonalizing interactions with others and come through them with

dignity and an amazing lack of bitterness. I especially admired his determination to

come to Berkeley. He told me that when he finished high school, his mother took him
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around to various nursing homes to see where he would like to live. Josh, however, had

made other plans. Visiting these places was so frightening for him that he became even

more resolved to follow an alternative course of action. Someone from his school had

attended UC Berkeley and had sent brochures about the Disabled Student's Program

back to his special school. Josh made up his mind to go to Berkeley. Although there

were attempts to dissuade him from this path, citing his significant impairment and

questioning his ability to ever live independently, his determination won out and he thus

escaped a sad fate.

Similar to many moderately and significantly disabled people who come to Cal,

the most pressing immediate task for Josh was not academic—it was learning how to

live independently. While this is something that all young adults in U.S. society are

required to do, for disabled people it is compounded by many issues that non-disabled

people do not have to deal with, perhaps the most significant being learning how to

manage one's personal assistants, that is, hiring, firing and efficiently utilizing them.

Josh was lucky to find two personal assistants who have been with him for the bulk of his

sixteen years in the Bay Area. This feat is almost unheard of in the disability community,

with personal assistants being notoriously fly-by-night, primarily because of the low pay,

short hours and informal status of the job.

That night in 1987, reflecting on Josh's claim of eventual matrimony, I saw no

reason to believe that it would be easier for him to get a girlfriend than the men with

spinal cord injuries I had worked for. After all, they could talk; Josh, however,

communicated in a most unorthodox way, with a head-pointer attached to a helmet he

wore on his head, slowly spelling out on an alphabet board what was on his mind. If you

were persistent you could get pretty good at guessing what he was saying after awhile,

but first you really had to slow down; a gradual honing of the process occurred if you

gave it time; many people were unable to slow themselves down enough and found
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communicating with him awkward and cumbersome. As I left Josh that night and made

my way the few blocks to a studio apartment I rented just off of Telegraph Ave., |

nevertheless gave him the benefit of the doubt.

In the mid-1980s, I was in-between relationships and remember that period of my

life as punctuated by several short affairs with different women. The woman whose

number I had snared that night never responded to my telephone calls. However, after

particularly hot dates, I would tell Josh the details of my romantic adventures. In

retrospect, I was not as sensitive as I perhaps should have been, but I was simply

subjecting him to what other friends of mine also had to endure. While I was in the

throes of a difficult marriage, I lost touch with Josh for several years. In the early 90s,

we reconnected, and by 1995, I found myself as one of his personal assistants again,

living with him in a large house full of people. In the early hours of the morning, Josh

and I would talk endlessly, often about his perception of the barriers he faced in getting a

girlfriend. A major change had occurred since his expression of certainty eight years

earlier. He confided to me that despite having many women friends during this time, he

had been unable to make romantic advances toward any of them.

These intense discussions with Josh were the impetus for me to initiate a larger

anthropological study of disability and sexuality as the subject of this dissertation.

Perhaps being several years out of my marriage and becoming interested in testing the

dating waters again myself, I was more receptive to discussing intimacy and sexuality.

No matter—whatever the catalytic trigger, Josh's expression of what seemed like a multi

layered blockage seemed to cry out for clarification. What interpersonal exchanges,

social processes and cultural meanings were involved in the barriers that he felt? Did

other men with cerebral palsy feel the same way he did? These were the most pertinent

questions for me at the start of this research.



OUTLINE OF DISSERTATION

In Chapter II., I first set the stage for this study by examining several contexts of

disability and desirability in the United States, particularly in relation to people with

cerebral palsy: models of disability, biomedical and rehabilitation perspectives on

cerebral palsy, the normative gaze and other evaluative processes, hegemonic

masculine expectations and dispositions and cultural ideals of desirability. I then discuss

the current attempt by disabled people to reframe disability within a sociopolitical model

and argue that sexuality should be an integral part of their sociocultural change agenda.

| follow this with a discussion of the local context, that is, the San Francisco Bay Area

and its significance in the lives of the disabled men with whom | talked. I conclude

Chapter I. with a participant scenario that illustrates the extent to which some of the

above contexts can influence these men's attempts to establish sexually intimate

relationships with others.

Chapter Ill. examines the current state of anthropological research on disability,

general research on disability and sexuality, and anthropological research on disability

and sexuality. I am especially critical of medical anthropology for marginalizing the study

of disability and for relying on only a few well-worn concepts in the application of theory.

In anthropology, I argue that research on sexuality has virtually ignored disability, and

work on disability has minimally addressed issues of sexuality. I further argue for the

relevance of constructionist approaches to a critical-interpretive anthropology of disability

and sexuality. Finally, I discuss some current, cutting edge anthropological work on this

topic from a critical-interpretive perspective.

In Chapter IV., within the context of disabled people's claims for 'disability

culture,' | first discuss some of the issues and dilemmas that confronted me as a non

disabled anthropologist conducting ethnographic research on disability in the United

States. I then reflect on issues of power and subversion as they played out during the
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course of fieldwork. I subsequently discuss the issue of reflexivity in disability

ethnography. This segues into tracing the origins of the present research as it emerged

from my experience and perspective within the East San Francisco Bay disability

community as personal assistant for disabled men and my close friendship with Josh.

Finally, I briefly outline the research methods I utilized in this study.

Chapter V. begins with a discussion of the significance of the interpersonal

context in determining the normative evaluation and degree of stigma that someone with

a disability will confront in U.S. society. Then using extensive interview excerpts, I

document the range of social and cultural issues and impediments that these men feel

affect their pursuit of sexual relationships with others. When pertinent I also refer to how

relevant others construct these men's sexual situation. Finally, I argue that the myth of

asexuality is a cultural meaning that is fueled by the cumulative effect of these

impediments.

In Chapter VI., I present an interpretive framework for exploring research

participants' narratives. In revisiting Josh's account, which I briefly present in the

introduction, I then provide a detailed analysis and interpretation of his sexual situation at

the time of our initial interviews. A processual understanding of research participants'

intersubjective engagement with others is subsequently proposed that accounts for the

various ways in which the men in this study contend with the adverse context of disability

and desirability and the negative resistance of desired others. Emerging from this

discussion, I also note certain facilitatory aspects of self and society whose cultivation by

these men assisted them in negotiating and establishing sexual intimacy with others.

Finally, I argue that one of these aspects, a form of psychic and emotional resistance

Call defusing the adverse context of disability and desirability, also aspires toward a

Fouacualtian practice of the self that has potential implications for transfiguring socio

Sexual relations.



For three and a half years, I lived and worked with Josh, and we discussed

sexual issues as they emerged in his everyday life. The everyday closeness of our

relationship afforded me the unique opportunity to witness firsthand his ongoing

contention in the sexual arena, how his perspective on his sexuality has changed over

time and his eventual establishment of a long term, sexually intimate relationship with a

woman. Chapter VII. continues Josh's account subsequent to our initial interviews and

within the context of his unfolding life.

In the concluding chapter, I first briefly present my vision for a critical-interpretive

anthropology of disability and sexuality. I follow this by reiterating the major issues,

themes and ideas that emerged from this ethnographic study, extending my analysis at

certain points to further illustrate the sexual situation of the men I interviewed and

offering suggestions for sociocultural change. Then, I again take up the issue of gender.

| argue that the dilemma of gender embodiment that is illustrated by some of the men in

this study represents an issue whose study can provide significant insight for

embodiment, sexuality and gender theorists. I finally offer some concrete suggestion as

to how to combat the desexualizing context that disabled people face in the United

States. I present three appendices, one that provides the interview questions I asked of

all research participants, another that provides brief summary descriptions of all 14

primary participants, and a third that provides further reflections on my involvement in

this research.

DEFINITIONS AND ASSUMPTIONS

Disability
Attempts to provide a universal definition of disability have proved problematic.

The “concepts of disability, handicap, and rehabilitation emerged in particular historical

circumstances in Europe" (Whyte and Ingstad 1995: 7). From a strict constructionist
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perspective, the category of disability exists only in locally specific relation to Western

European notions of medicalization, employment and welfare. Yet, diverse physical or

behavioral differences are recognized in all societies and there are often social

consequences that follow from this recognition. I acknowledge the importance of

elucidating local contexts, knowledge, and responses in the study of particular cases of

physical or behavioral difference. My work with Kasnitz provides a pragmatic working

definition of disability related terminology that I utilize in this dissertation:

Individuals are impaired if they experience (or are perceived to
experience) physiological or behavioral statuses or processes which are
socially identified as problems, illnesses, conditions, disorders,
syndromes, or other similarly negatively valued differences, distinctions,
or characteristics which might have an ethnomedical diagnostic category
or label. Societies may or may not perceive impairments as resulting in
functional limitations. These functional limitations may or may not be
disabling dependent on culture and situational criteria including stigma
and power. Disability exists when people experience discrimination on
the basis of perceived functional limitations. A disability may or may not
be a handicap, or handicapping, dependent on management of societal
discrimination and internalized oppression, particularly infantilization and
paternalism, and on cultural and situational views of cause and cure and
of fate and fault. People often perceive disabilities and handicaps as
enduring whereas illnesses are not necessarily perceived as enduring
(Kasnitz and Shuttleworth 1999: 2).

Disability is often used by advocates and in social science discourse as a gloss

for impairment or functional limitation (Kasnitz, personal communication). However, in

this dissertation, I will use disability when I want to particularly highlight sociocultural

oppression and use impairment when stressing the experience/identification of

physiological/behavioral problems, recognizing that identification and definition of a

problem is also a cultural act. This terminological distinction is simply meant for

analytical purposes. For the most part, I also use the term disabled people rather than

people with disabilities in keeping with the current trend. The disability community's use

of the term people with disabilities in the 1970s through the early 90s was important in

emphasizing that one's disability/impairment was only one aspect of the person (Linton
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1998). However, its use is being superceded by a more radical self-identification with

the experience of disablement (rather than the reifying of disability as a thing carried by

the individual). This model of self-identification is more in-line with sociopolitical models

of disability. One claims the disablement experience and self-identifies as being 'dis

abled' by cultural prejudices and barriers to societal access. In this model, "dis

ablement' is more clearly seen as a sociocultural process. Finally, although I myself do

not have a disability, I use the term non-disabled rather than able-bodied to affirm those

recent strategies to decenter the category of which I am a member (see, for example,

Linton 1998; Thomson 1997; Hughes 1999).

Sexual Intimacy
In this study, I take it as an axiom that for most people in all cultures, there is a

desire for some kind of physical, erotic intimacy with others. I view it as hubris to think

that the body does not have a major stake in this pull toward pleasure. This having been

said, there is obviously a wide range of object choices and sexual practices that are

sociohistorically and culturally constituted. I further define physical or sexual intimacy

very broadly in this research and include both emotionally committed and non-committed

eroticism in the definition. I also do not necessarily mean sexual intercourse when using

the term physical or sexual intimacy, what I mean is any sustained intimacy that involves

sensual, physical contact with another.

It has become commonplace in sexuality studies following Foucault (1978;

Foucault and Sennett 1982)) that modern subjects are uniquely constituted through the

iterative establishment of a sexual identity. Among the questions this constructionist

account has generated is the question of the generalizing of sexual subjectivity cross

Culturally. Exclusionary aspects of Foucault's argument can certainly be challenged

(See, for example, Herdt and Stoller 1990). Yet, sex does appear to have assumed a
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more central place in the constitution of identity and selfhood for many than it previously

occupied. In such a context, securing some kind of sexual intimacy, however defined by

the individual, becomes a paramount project of self-constitution. It is this sense of

urgency in pursuing sexual intimacy with others as an imperative act of self-construction

that should be kept in mind throughout the reading of this dissertation.

The Issue of Gender and the Gendering of the Study
The conceptualization of gender has gone through several recent permutations in

the social sciences. Gayle Rubin's (1975, 1984) work distinguished between gender as

a cultural construct from sex as a universal attribute of the body. Here, sex as culturally

undetermined is interpreted in and through the terms of a particular society's

conventional arrangement of reproduction and kinship. More recently, Judith Butler

(1990, 1993, 1997a, 1997b) has argued that gender is the cultural lens and discursive

formation through which sex as a natural category is constituted. This interpretation

highlights the cultural construction of sex as a natural category and the power relations

that define it. As Tremain (in press) notes, “the theoretical device known as the nature

culture distinction [and those distinctions such as sex-gender which rely on nature

culture] is already circumscribed in a culturally-specific epistemological frame" (9).

Butler (1990, 1993, 1997a, 1997b) further proposes a performative approach to

gender. In her view, gender is not a stable, referential identity, but an identity iteratively

constituted through “a stylized repetition of acts," which are situationally contingent.

Performativity means not simply performance in the dramaturgical and interactionist

sense but is “the vehicle through which ontological effects are established" (1997b: 236).

From this perspective, discourse, or better, a more general “figure or trope of

production," that incorporates discourse, produces the gendered subject (1997b: 235). I

draw from Butler's notion of gender as situational and iteratively established through
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repetitive acts in this dissertation. However, I especially stress the felt significance for

research participants of being unable to perform certain masculine acts (perhaps a

repetitive performance of gender absence) and being evaluated by others and

themselves in terms of narrowly construed masculine ideals.

This dissertation should also be viewed as a masculine co-performance and co

production between myself and research participants. In a long overdue move,

Ashkenazi and Markowitz (1999) maintain, "Conventional anthropological wisdom that

dictates a genderless stance in ethnographic research is not only untenable but also

impossible to sustain. We argue, therefore, that the issue of gendered research must be

addressed" (13–14). Early on, I decided to characterize the study in terms of the pursuit

of sexual relationships and to focus on the attempts of disabled men to establish sexual

intimacy with others. This was the way that some of the initial heterosexual men I talked

to were framing the issue. Referring to their task in this manner highlighted the

gendered aspect of the dilemma that they face. I let the men themselves fill in what they

felt sexual intimacy meant. Yet, as a heterosexual man in this Society, I could relate to

their seeming prioritization of physicality over emotionality. My sharing of the masculine

gaze with research participants is given special attention in Chapter VII.

The masculine journey of these disabled men was problematized for me when I

began reporting some of the early research findings in presentations. I described how

for most of men in this study, friendship with those who they were attracted to was

viewed as a major avenue to a possible sexual relationship and that when rejected as

lovers by these friends, they often attributed it to their disability (see Chapter V.).

Several times, non-disabled women in the audience questioned this as a gendering of

the study and also questioned the men's claims that they were rejected as lovers

because of their disability. How could they know, these women asked? They referred to

their personal experience of friendships and that there were all kinds of reasons one
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might not want to be lovers with a friend. They particularly resented what they felt as

women being viewed as sexual ends not simply intimacy ends by our (the research

participants and myself) collaborative framing of the issue. In our discussions, they

seemed to implicitly argue for a process of first establishing intimacy as a multiply

dimensioned closeness from which sexual intimacy occasionally develops. This, of

course, is no less a gendered construction than the men's focus on seeing a developing

friendship as a possible sexual relationship. What I believe these non-disabled women

were also objecting to was my “experience near" (Geertz 1983:57-58) description of

participant-observations, these men's sexual narratives and my attempt to capture the

existential immediacy and masculine sense of their sexual situation. Yet, any critique of

gender hegemony, which forms an integral if sometimes implicit part of this study,

always needs to be grounded in good ethnographic description.

While for the majority of the men in this study the possibility of becoming sexually

intimate with someone they were attracted to was clearly a significant motivation in trying

to establish a relationship with them, I used the word "seeming" above because during

the course of our interviews, at another level, it became apparent to me that none of the

men were satisfied with purely sexual relationships. Several of them had gone through

phases of paying call girls or other kinds of sex workers for sexual services, but they had

eventually tired of this kind of sexual arrangement, craving a more emotionally

meaningful sexual life (see Chapter VII. for a detailed description and analysis of this

phase of Josh's sexual journey). I came to see that even though physicality might be

what was expressed initially as a motivating factor, emotional meaning was yet very

important to these men's sexuality. In fact, several men explicitly made emotional

meaning a requisite for any sexual relationships.

On another level, I think the issue above is more about disability than gender.

These non-disabled women clearly did not experientially understand what was involved
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for the disabled men I talked with (and I could not convince them). Only with the luxury

of having some significant choice in their sexual partners could they view their

friendships with men in such pure terms. To expect these disabled men not to hope that

a friendship might turn into a sexual relationship robs them of an important avenue for

negotiating sexual intimacy. In fact, in telling a disabled woman about these non

disabled women's protest, she bluntly said to me, "We have no shortage of friends!" Her

implication being that if disability was not an issue, finding a lover would not be such a

problem for disabled men or women.

THEORETICAL PRELUDE

The theoretical stance that I employ in this study is a critical-interpretive

perspective. Typical of current interpretive approaches to human science research (for

example, Denzin 1989a, 1989b, 1997), I bring to bear an eclectic mix of perspectives

such as existential-phenomenology, symbolic anthropology, semiotics and post

structuralism, social constructionism and other non-objectivist orientations on the

interactions that I witnessed and the stories told to me by the men with whom I spoke. I

am firmly of the mind that diverse points of view allow for a richer understanding of our

research issues.” For interpretive approaches generally, as Schwandt (1994) notes,

“The inquirer must elucidate the process of meaning construction and clarify what and

how meanings are embodied in the language and actions of social actors" (118).

Proponents view meaning as being limited by history and the use of language as

inherently hermeneutical or interpretive (Schwandt 1994). In fact, “being-in-the-world" in

a certain way is already to interpret (see especially Heidegger 1961; but also Gadamer

1976).

Primary among the specific theoretical orientations that I employ in this research

is existential-phenomenology. The recent debunking of existential-phenomenology as a
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meaningful perspective for anthropology (see Knauft 1996), would be countered by

anthropologists who successfully employ existential-phenomenological notions in their

ethnographic work (Csordas 1990, 1993, 1994a, 1994b; Jackson 1989, 1996, 1998;

Becker 1984, 1997; Kleinman and Kleinman 1991; Kleinman, 1992). For example, in his

ethnography of Charismatic Christian healing (1990, 1994b), Thomas Csordas, offers a

non-dualistic paradigm of embodiment and sheds significant light on the lived process of

meaning constitution in his use of Merleau-Ponty's phenomenological idea of the pre

objective or pre-reflective, that is, prior to reflection.” In Charismatic Christian healing

practices, “the healer stresses release' from bondage to the evil spirit over ‘expulsion' of

the evil spirit that invades and occupies the person" (16). There is an "experiential

immediacy" of control/release in Charismatic Christian idioms of expression, which is

related to the North American emphasis on control of one's thoughts, feelings and

behavior. The language of control/release mediates between the felt, preobjective

experience of transgressing, for example, Charismatic Christian masturbatory

boundaries and the larger society's emphasis on control/release. Further, the metaphor

Of being controlled or being in bondage to a particular thought, feeling or behavior

"simultaneously invokes a material/corporeal as well as psychological/spiritual condition

addressed by healing" (1990: 16). Thus, the metaphor of control is multidimensionally (a

9eneral, North American cultural orientation, a relation to Charismatic Christians' self

Poundaries, a simultaneously material/corporeal and psychological/spiritual condition)

*nd preobjectively present in the social context of Charismatic Christian healing

Sessions.

Like Csordas and others anthropologists who employ ideas from existential

Phenomenology, | believe these notions can offer ethnographers powerful insight into the

Processual aspect of our research participants' lived experience—experience that is first

*nd foremost felt moment to moment as a lived immediacy, the interface of self and
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culture. An existential-phenomenologically-oriented theory of lived experience, while not

able to fully explain the meaning of cultural attitudes toward disabled people can

nevertheless be useful for studying the experience of disability at the interpersonal level,

especially with regard to intersubjective relations between disabled and non-disabled

people. The intimate connection between one's intentionality and the felt sense of our

intersubjective relations with others provides a starting point to interpret the lived

experience of disability.

Yet, as Csordas and others' work has shown prereflective (as well as reflective)

experience is always shaped and mediated by cultural meanings (Csordas 1990, 1993,

1994a, 1994b; Merleau-Ponty 1962). Therefore, the employment of points of view that

are more sensitive to these processes such as a pragmatic semiotics (Singer 1984,

1991) and an attention to subject's use of metaphors can be useful (Becker 1994, 1997;

Jackson 1989, 1996; Kirmayer, 1992; Scheper-Hughes and Lock 1986; Low 1994).

Strictly speaking, metaphors, “equate one conventional point of reference with another,

or substitute one for another" (Becker 1997: 60). Anthropologists, however, have been

instrumental in expanding the view of this trope as a mediator between embodied lived

experience and sociocultural contexts and processes (for example; Becker 1994, 1997;

Jackson 1989, 1996; Kirmayer 1992; Scheper-Hughes and Lock 1986; Low 1994).

Interpretations of lived experience should not be limited to the immediate

meanings of interpersonal contexts for yet another reason which is political: these

Contexts always reflect social structures and cultural meanings that are power laden and

inevitably hierachial but also contested by social actors. A critical lens is thus essential

to complement the focus on meaning making and to reveal the cultural and political

Sources of asymmetrical social relations and oppressive meanings (Ortner 1984; Dirks,

Eley and Ortner 1994). The critical conception of culture asserts that particular views of

and positions within a culture are perspectival, partial, embedded in relations of power
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and exist in conflict with other views. This is an understanding of “culture as multiple

discourses, occasionally coming together in large systematic configuration, but more

often coexisting within dynamic fields of interaction and conflict" (Dirks, Eley and Ortner

1994: 4). For research on disabled people's sexuality in U.S. society this means

showing how historically and culturally specific meanings of disability and sexuality both

symbolically and structurally stack the deck against them and also constrain their sexual

agency in interpersonal life. Conversely, however, any emphasis on cultural constraint

must allow for noting the forms of resistance.

In summary, I have three primary goals in writing this dissertation: 1) to present

the reader with an existentially relevant description of the lived process of 14 disabled

men's pursuit of sexual intimacy; 2) to examine and critically evaluate the ways in which

social processes, cultural meanings and political sources shape but do not determine

these men's lived experience of the search for sexual love; 3) to explore those aspects

of self and society that helped facilitate the establishment of sexual relationship for these

men.
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CHAPTER II. THE CONTEXTS OF DISABILITY AND
DESIRABILITY

I want to first set the stage for this study by examining the contexts of disability

and desirability in the United States, particularly in relation to people with cerebral palsy.

Four contexts are salient in reference to this population. I do not mean to suggest by

singling these out that there are not other important factors, some of which will become

apparent when I explore research participants' accounts in detail. Yet, I think that the

following contexts deserve preliminary treatment for their powerful influence in shaping

the lives of people with cerebral palsy: 1) models of disability; 2) biomedical and

rehabilitative approaches to cerebral palsy; 3) the normative gaze and other evaluative

processes; 4) gendered norms and ideals of desirability. I then discuss the current

attempt by disabled people to reframe disability in terms of sociopolitical models and

argue that sexuality should be an integral part of their change agenda. I subsequently

briefly examine the local context, that is, the San Francisco Bay Area and its significance

in the lives of the disabled men with whom | talked. I finally present a summary of one

research participant's account to illustrate how the structural and symbolic context can

be incorporated into lived experience.

MODELS OF DISABILITY

The existence of what we would call impairments in human societies has been

noted as far back as the Neanderthals (Solecki 1971). While many significantly impaired

people may not have been able to physically survive before the advent of modern

medical treatment, those who were less impaired probably fared better. The skeletal

remains of an older Neanderthal man buried at Shanidar Cave indicated that he had a

head injury, an amputated arm and arthritis. Solecki (1971) speculates he may have

19



fulfilled the important role of shaman in the community. While all societies hold beliefs in

relation to some physical and functional differences, the extent to which people with

impairments hold meaningful roles in a society and are accorded personhood varies

greatly (Scheer and Gross 1988; Whyte and Ingstad 1995; Hanks and Hanks 1948).

Yet, even in societies in which they are able to contribute and live relatively meaningful

lives, some aspects of personhood can still be denied to people with certain

impairments. For example, in Uganda cultural beliefs that blindness is physically

incapacitating and blind persons are especially vulnerable compared to persons with

other impairments contributes to the assumption that blind women cannot adequately

fulfill their domestic role as wives (Sentumbwe 1995).

Disability theorists are not always as careful as they should be in eschewing a

simplistic Western/non-Western dichotomy and ascribing either "noble savage" or

“brutish and short" to the lives of disabled people outside of their perception of their own

"Western" society. Anthropologists amplify this problem by the paucity of their

engagement in disability studies (Kasnitz and Shuttleworth 1999, in press). It is certainly

true that theorists and activists in English-speaking countries have strong similarities in

their expressed perception of disability and that this extends itself to places where

English is a dominant language in printed academic discourse.

This informs the question “How are people with impairments constructed in the

United States?" What are the prevalent models that orient people's interaction with

them? Christianity must be viewed as an important influence. Within this religious

tradition, the response to physical impairment has been in ambivalent terms. The co

existence of the notion that impairment is punishment for sin and the Christian ethic of

Charity for the underprivileged is not easy to reconcile. The Christian response to

impairment has sometimes reflected God's displeasure or evidence of the devil, and

other times the suffering of Christ (Clayton and Fitgerald 1997; Stiker 1999). Thus,
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“themes which embrace notions of sin or sanctity, impurity and wholeness, undesirability

and weakness, care and compassion, healing and burden have formed the dominant

bases of Western conceptualizations of, and responses to, groups of people who, in

contemporary context, are described as disabled" (Clayton and Fitzgerald 1997: 2). This

fundamental social ambivalence toward physical impairment and disabled people

reflects their being perceived in the cultural imagination as anomalous (Douglas 1966).

Although less overtly present today in a religious sense, a negative moral reading of

disability is still evident in some of the shame or guilt projected onto the person with a

disability and their family, general social ostracism and self-hatred (Kaplan, 2000).

It is important to note the influence of the rise of capitalism in creating the

category of disability and the economic underpinnings of this social category. (see, for

example, Finkelstein 1980; Oliver 1986, 1990, 1996; Barnes 1996). British disability

studies theorists, primarily in sociology, have been the most vocal in advancing this

argument. Finkelstein (1980), for instance, describes the feudal situation in Britain as

one where agrarian society's mode of production does not necessarily exclude people

with impairments. With the advent of capitalism in the West, industrialization and

production, people with impairments were increasingly judged as inefficient in relation to

non-disabled norms. Oliver (1996a) sees the set of underlying beliefs of capitalistic

practices as resulting in social and economic exclusion for disabled people. And, as “a

Consequence of this exclusion disability was produced in a particular form; as an

individual problem requiring medical treatment" (127). In his discussion of theories of

disability, Barnes (1996) likewise favors a narrowly construed materialist view. He

Concludes that, “prejudice, in whatever form it takes, is not an inevitable consequence of

the human condition, it is the product of a particular form of social development

associated with Western capitalism" (57)."
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While acknowledging an important place for materialist analyses in disability

scholarship and research, the perspective taken in this study is that the long history of

negative bodily and functional representation of disabled people acts as a more powerful

influence on their current sexual representation and also on their efforts to express their

sexuality and establish meaningful sexual relationships with others. Certainly a more

equal distribution of wealth and increased employment opportunities for disabled people

will not only increase their public visibility but also aspects of their social acceptance by

others. Yet, as Corker (1999) notes in addressing the claim of some disability theorists

that disability would disappear if all structural barriers were removed:

...in the light of our knowledge about the continued oppression of people
from black and ethnic minorities and women—both highly visible'
populations that have had legal protection against discrimination for over
twenty years—it could equally well be argued that the removal of
structural barriers would leave the attitudinal and discursive dimensions of
social relations intact, together with their implications for social agency
(636).

The rise of “modern" medicine in the 19" Century, along with the enhanced

power of the physician in society created a situation in which medicalization has

flourished. In Foucault's (1975) account of the medicalization of bodies, in the late 18"

Century and early 19" Century discourse within medicine culminated in the replacement

of classificatory medicine with the anatomo-clinical method. The primary feature of this

method was the clinical gaze, which objectified and analyzed a passive body. The

acquisition of new medical truths'-resulted in physicians acquiring a considerable degree

more social power to define reality and therefore identify deviance. The clinical gaze as

normative is a significant aspect of the expanding apparatus of control that infiltrated

multiple disciplines and institutions at this time.

The medical model of disability developed from this historically situated

medicalization of bodies and has wrested the dominant control of interpretation and
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representation away from religious institutions. The medical model is clinically oriented

and focuses on impairment and the functional limitations of individuals. Its mandate is to

cure or fix the impairment, which it views as analogous to sickness (De Jong 1979, 1983;

Llewellyn and Hogan 2000). Although some impairments are associated with pain or

sickness and can benefit from medical treatment, a blanket medicalization of disability

places disability policy issues in the health arena with physicians as the primary

authorities. Occupying the sick role excuses disabled people from the normal

responsibilities that adults have in U.S. society: school, work, family, etc. In this model,

society is not obligated to accommodate disabled people, since they exist in the sick role

waiting to be cured (Kaplan 2000).

Closely related to the medical model of disability is the rehabilitation model. The

rehabilitation model also posits the locus of the problem to be the individual and attempts

to compensate in some way for the functional limitation (De Jong 1979, 1983; Albrecht

1992). It emerged in the United States following World War II “when many disabled

veterans needed to be re-introduced into society" (Kaplan 2000: 355; also see Albrecht

1992). It appears that the United States was a late comer to this new model of disability.

Stiker (1999), writing the history of disability, dates the emergence of rehabilitation, a

new disability discourse in France, with the return from the Great War of "maimed war

veterans" (123). Documenting a discursive shift, Stiker sees the very idea of prosthesis,

not necessarily any of the actual prostheses that are increasingly used to replace

missing hands and feet, as taking hold in the cultural imaginary. "Replacement, re

establishment of the prior situation, substitution, compensation—all this now becomes

possible language" (124). A new will to repair and reintegrate after a catastrophic event

is constituted with this discursive shift. Yet, "the image of disability will become one of

an insufficiency to be made good, a deficiency to eradicate" (124). Different than the
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health related idea of cure, which is about removal and is associated with health,

"Rehabilitation is situated in the social sphere and constitutes replacement for a

deficit...and will be extended [from the war wounded] to all the disabled" (124). Stiker's

analysis then proceeds to reveal the normalization motivation, the impetus to effacing

difference that is at work in the rehabilitative process and documents the increasing

importance of rehabilitation applied to disabled people's lives in the 20" Century. From

the perspective of this dissertation, the medical gaze must make its pronouncements

before rehabilitation is allowed to come into play. It is the fact that disabled people's

impairments are not amenable to cure that some kind of replacement or attempted

restoration of functional ability is attempted.

For Michael Oliver (1996), there are currently two primary models of disability,

the individual model and the social model (the latter will be dealt with later in this

chapter). The individual model sees the locus of the problem to be the individual.

Functional limitations or psychological losses arise from disability itself. An important

dimension underlying the individual model is what he terms the “personal tragedy theory

of disability," which sees disability as “some terrible chance event which occurs at

random to unfortunate individuals" (32). This tragedy theory has obvious roots in our

Christian past and has not been superceded by the more recent medical model.

Disability as tragedy continues to be a cultural force in the United States. Historian Paul

Longmore's (1997) analysis of the telethon, shows how this peculiarly American ritual of

the late 20" century, a compassionate display of moral volunteerism, is in no small part

predicated on “the social stigma inscribed on people with disabilities" (134). The

telethon as ritual plays on the both notion of disability as tragedy and a medicalized view

of disability, in which the “fixing of disability has become a cultural imperative" (156:

1997). This example shows us that there can be no absolute demarcation between

disability as tragedy and medical and rehabilitative perspectives on disability. In fact, the
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imperative to fix or restore is dependent on the sense of tragedy that permeates our

cultural perception of impairment.

BIOMEDICAL AND REHABILITATIVE APPROACHES TO CEREBRAL PALSY

The biomedical explanation for cerebral palsy is that it is due to brain damage

occurring before, during or within five years after birth and results in one of a number of

motor disorders. The child's motor system and posture is affected and some

combination of coordination, balance, and movement problems ensue. Cerebral palsy is

non-progressive. There are several kinds of cerebral palsy that are classified either by

type of movement or by body parts involved or both. The major classifications are based

on type of movement and affected limbs. Types of movement include spastic (rigid),

athetoid (no muscle control), hypotonic (floppy), ataxic (balance and coordination

problems) and mixed. There are several other kinds that appear less often. Affected

limbs are classified in terms of hemiplegia (one arm and one leg on the same side of the

body), diplegia (predominantly both legs but with some minor arm involvement) and

quadriplegia (all four extremities). Classification by type of movement is based on the

predominance of one type over another, and most often several types are involved in

specific cases (Miller and Bachrach 1995).

Some persons with cerebral palsy have little interference with motor function,

others need to use a wheelchair to get around, and still others need assistance with

most or all activities of daily living. In addition to motor function, for some people there

may also be speech disorders, hearing loss, visual impairment, mental retardation or

seizures (Lindemann 1981; Nigro and Sherer 1981). However, sexual function is almost

invariably intact. As Josh wryly commented to me one day, “It is very ironic that for

persons with cerebral palsy, this is the one thing that almost always works perfectly, and

we don't often get to use it!"
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Knowing the etiology and medical classificatory terms for cerebral palsy does not

really tell us anything about the kinds of issues that someone in U.S. society with a

particular variation of this condition will face in their everyday lives. In fact, the key

drama for disabled people today in many U.S. and European-derived contexts is not

curative or restorative but the effort to personally and collectively question the many

social and cultural impediments to their full participation in society. Drawing especially

on Sartre, Bill Hughes (1999) has addressed the limitations of medical classification for

people with cerebral palsy. He argues that it acts to corroborate in a narrower regime of

meaning the non-disabled gaze's constitution of a hierarchy of bodies. In a turn of the

tables, he pathologizes non-disabled perception. As he puts it, “the non-disabled gaze is

disfiguring yet assumes itself to be an act that identifies disfigurement" (165). In the

medicalization of impairment:

the gaze can be reduced to a regime of meaning denoted by the terms
[spastic or 'cerebral palsy'. The point, however, is that the denotative
lexicon, is a massive attenuation, simplification and objectification of the
visual field. The impaired person, becomes synonymous with the
‘condition', is made meaningful and becomes wholly known by it alone.
The (usually complex) clinical meaning of the condition does not need to
be known and usually is not. So the truth' becomes a word (or two) and
the word corroborates the gaze. The moment of corroboration is the
annihilation of the subject—as feminists have repeatedly argued with to
respect to the male gaze (165).

Yet, the “gaze cannot hold itself to a lexicon of neutrality" (165). There is an

inherent moralism in biomedical classification and terminology predicated on the

dichotomy of order/disorder (i.e. abnormality, dysfunction, deficit, pathology). Thus, the

perception of the impaired other' as flawed that is the heart of the medical classification

of cerebral palsy can easily segue into the cultural pronouncement of tragedy (Oliver

1990, 1996). The medical gaze narrows and corroborates non-disabled lay people's

hierarchical perceptual constitution of disabled people and effectively legitimizes this

COnStruction.
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However, biomedicine and its ally rehabilitation do not just affect how people with

cerebral palsy are viewed by others, curative or restorative practices ensue from these

perspectives. People with cerebral palsy often undergo many medical surgeries and

regimes of physical therapy when they are children and adolescents (Miller and

Bacharch 1995; Linton 1998). The rationale behind these practices is to restore function

or to provide for better function. While certain surgeries can help people with cerebral

palsy, for example, achieve a fuller range of motion, accounts of surgeries by the men in

this study suggest they can be extremely painful and there is often only slight or no gain.

Regimes of physical therapy in the past also tended to cause undue pain for several

men in this study (also see Jacobson 1999) and/or embarrassment when they were

often forced to perform therapy in their underwear.” In addition, certain institutional

practices in special schools and hospital clinics of stripping disabled children to their

underwear and having physicians examine them in front of other medical personnel or

interns was reported to me by four men in this study. These practices are potentially

damaging to young people's developing self-esteem (Wendell 1996). If one looks

closely at this interaction with the medical and rehabilitation systems, normalization must

be seen as a primary impetus for curing impairment or restoring function to the individual

(Hughes 1999, 2000; Oliver 1996; Stiker 2000).

Following Hughes (1999, 2000), I want to suggest that biomedicine and

rehabilitation's inherent definition of the CP. body as flawed lends authority to the cultural

perception that the bodies of people with cerebral palsy not only lack certain functions

but also positive value in U.S. society. In fact, biomedicine and rehabilitation's implicit

agenda of normalizing physical-social function operates as a powerful invalidator of

bodily and social worth for disabled people and especially those with cerebral palsy.

Surgeries, other medical procedures, and regimes of physical therapy have the potential
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to adversely affect the developing body image of people with early onset physical

disabilities.

The normalization that the medical system works to accomplish is not specifically

concerned with sexuality, yet self-perceived bodily flaw or lack can have significant

repercussions for the development of a sexual sense of self. The men with cerebral

palsy who I interviewed especially struggled in their adolescent and young adult years to

achieve a positive body image that includes a gendered and sexualized dimension.

Poor body image was mentioned repeatedly as an impediment to their establishing

sexual intimacy with others. While there are many institutions in U.S. society that

convey the message that people with early onset disabilities such as cerebral palsy are

deviant or flawed, the authority of the medical system provides it with significant power in

shaping disabled people's self-images, especially within medically coercive contexts.

For the purposes of this research, biomedical classificatory terminology will be

used minimally in reference to participants. I was struck by the wide physical and

functional diversity of the men in this study. So to as great an extent as possible, I

describe these men in terms of that physical variation, yet note their differences in

physical-social functioning when necessary, not to further reify normative evaluation but

to better discern when both they and non-disabled others construct themselves in these

terms. Specifically, I will describe how they get around (i.e. by wheelchair, crutches, on

two legs but with some difficulty), how they communicate (i.e. with alphabet board and

pointer, speech synthesizer, or with dysthargic or non-disabled speech) and their ability

to manipulate objects.

THE NORMATIVE GAZE AND OTHER EVALUATIVE PROCESSES

According to Davis (1995), the notion of the norm emerged in the 19" Century

from the field of medical statistics. While Western cultural “Myths of beauty and
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ugliness" laid the foundations for normalcy (Davis 1995: 131), after explicit

conceptualization, images of ugliness, illness and disability were increasingly seen as

deviant, that is, they failed to achieve a minimal conformity. This increasing subjection of

individuals to normative evaluation perhaps constrained an earlier polysemy of

impairment that could sometimes result in disabled people being held in high regard

(Hahn 1988; Thompson 1997).

Foucault's historical account of the emergence of normalization views sudden

epistemological ruptures in particular institutional discourses related to medicine (briefly

examined above) and the prison in the 18" and 19" centuries as providing the

groundwork for our current emphasis on measurement, classification and regulation

(1979, 1975). The disciplinary mechanisms of modern institutions, especially

hierarchical observation and normalizing judgement made one subject to both the

evaluative gaze of others and oneself. For the purposes of this dissertation, the

disciplinary mechanism that is most relevant is normalizing judgement, which inherently

refers to a value system. As Canguilhelm (1989) observes, “norms, whether in some

implicit or explicit form, refer the real to values, express discriminations of qualities in

conformity with the polar opposition of a positive and a negative" (240). Normalizing

judgement has become a typical modern cognitive style classifying "people in terms of

their relationship to a social norm" (Douard 1995: 154). In this dissertation it is

understood to operate in one's making judgements about others in relation to a particular

norm of bodily appearance or function that is socially and culturally valued but also as

one subjects oneself to similar judgements. While the lay person's gaze is not as

articulated or as reductionistic as medical classification, it draws its impetus from the

same modern preoccupation with normative evaluation.

Thomson (1997) has shown how disability in Western societies stands at the

intersection of Foucault's historical description of the normative gaze, Douglas' (1966)
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idea of anomaly in cultural classification and Goffman's (1963) socially sensitive

understanding of stigma. These evaluative concepts are respectively historical, cultural

and social concepts. To briefly describe the latter two—Goffman (1963) relied on a

social interactionist perspective to elaborate a complex process of stigmatization that

focuses on an undesired differentness from normative social expectations, a discrediting

attribute. In terms of disability, disabled people are marked as different by non-disabled

people and socially devalued because of this difference (see also, Jones et al. 1984;

Ainlay, Becker, and Coleman 1986; Becker and Arnold 1986; Ablon 1981; Becker 1980).

Douglas (1966) elucidated a theory of cultural classification in which anomalous

phenomena are perceived as “matter out of place," polluting and a danger to the social

order. Although her theory is not focused on impairment and disability, it has been used

to examine these phenomena (see for example Nicolaisen 1995; Shakespeare 1994).

However, rather than view these two concepts and also normalization as mutually

exclusive, they may be fruitfully employed in analytic tandem and obviously overlap in

various ways. For example, normative evaluation in U.S. society maybe a historically

specific and more finely articulated, evaluative practice that can be associated with a

tendency for all societies to notice and ponder anomaly. The fact that normalization has

seemingly taken this tendency to an extreme points to its historical situatedness. Since

anthropologists have been central in elaborating and applying the concepts of stigma

and anomaly, these notions will be elaborated in greater detail in the next chapter which

among other topics discusses theory in the anthropology of disability.

Castoriadis (1984, 1987, 1991) adds another important dimension to our

understanding of normalization in relation to impairment and disability, albeit he does not

theorize this concept specifically, and like Foucault never actually examined impairment

or disability. Castoriadis sees modern culture as operating under the delusion of a
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pseudo-rationality. In terms of the rationalization of economic contexts and employment,

Castoriadis' (1987) observes:

To treat a person as a thing or as a purely mechanical system is not less
but more imaginary than claiming to see him as an owl; it represents an
even greater plunge into the imaginary. For not only is the real kinship
between a man and an owl incomparably greater than it is with a
machine, but also no primitive society ever applied the consequences of
its assimilation of people with things as radically as modern industry does
with its metaphor of the human automaton.

Castoriadis extrapolates this pseudo-rationality to other institutional contexts and

implies its significance for the modern, what he terms, social imaginary in that it

pervades our perceptions in everyday life. This pseudo-rationality is obsessed with the

perfect lining up of aspects of any particular system in terms of their functional efficiency

but a functional efficiency stripped of an awareness of a raison d'être. It is because

functionality has no intrinsic relation to ultimate ends, that Castoriadis sees it as the

materialization of “the extreme autonomization of pure symbolism" (159). In other words,

function itself has become fetishized.

What does this notion add in terms of a focus on impairment and disability? The

fetishization of function illuminates the medical and rehabilitative emphases on cure and

restoration and indeed the cultural groundwork for the creation of impairment itself.

Normalization takes up, as one of its evaluative dimensions, the judgment of function. In

the case of a person with cerebral palsy, for example, the gaze might perceive several

different aspects of this person's physical system as differently functioning. The relative

value and social meaning that different physical functions have is culturally constituted.

However, their larger cultural significance in U.S. society is simply whether they are

more or less efficient, and here is where normalization comes into play, in relation to a

norm.”
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An important phenomenological point of view on impairment and disability has

recently been proposed by Hughes and Paterson (1997, 1999). Following Merleau

Ponty (1962) and Leder (1990), they elucidate the carnal or embodied structuring of

contexts of meaning by non-disabled people and the intercorporeal implications for

disabled people. In their work, they discuss how normatively coded carnal contexts of

meaning pertaining to communication or mobility for example omit disabled people's

bodily input from the structure of social interaction (Hughes and Paterson 1999). They

argue that social models of disability have overlooked the significance of carnal contexts

of meaning. According to these scholars, the problem is not so much that disabled

people disrupt interaction but that the structure of interaction is implicitly coded in terms

of these non-disabled norms. Thus, the political task for disabled people becomes the

restructuring of these bodily contexts of meaning within broader and more inclusive

codes of physical function.

Adapting Leder's (1990) phenomenological perspective on physiological dys

appearance to the social construction of disability, Hughes and Paterson (1999) theorize

the lived experience of the social dys-appearance that occurs for those whose differently

functioning bodies cannot live up to these non-disabled, carnal contexts of meaning. For

example, when someone with a speech impairment is called on to speak in a group of

non-disabled people who may not be used to dysthargic speech patterns, they become

acutely aware of their social difference from non-disabled norms of speech. However,

aside from verbal communication, Hughes and Paterson give short shrift to discussion of

other contexts of non-disabled embodiment, which are significant in excluding disabled

people. I want to suggest that there are four especially salient carnal contexts of

meaning that are structured by non-disabled embodiment, which are especially relevant

for people with cerebral palsy: 1) the walking and/or mobile lower body; 2) the

manipulative upper body; 3) the oral and/or communicative body; 4) an absence of
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involuntary bodily movement. People with cerebral palsy may exhibit one or more of the

following in terms of non-disabled embodiment: difficulty in walking, difficulty in

manipulating objects such as tools, difficulty in mirroring non-disabled speech patterns

and they may exhibit some kind of involuntary bodily movement such as drooling or

repetitive limb movement. Each of the first three of these differences constitutes, in

varying degrees, a functional absence from the structure of non-disabled carnal contexts

of meaning, while the latter is a non-functional presence. Taken separately or in

combination, they are likely to produce a feeling of social dys-appearance in the person

with cerebral palsy in those social contexts emphasizing the particular combination of

non-disabled carnal contexts of meaning.

The personal and social competence of people with cerebral palsy is often

extrapolated, with accompanying depersonalizing symbolic associations, from normative

evaluations that emerge from comparisons with these non-disabled carnal contexts of

meaning. Hughes (1999), in existential-phenomenological parlance, sees the non

disabled gaze as a “means of fixing the ontological certainty of self and other" (165). He

continues, “The carnal flaw of the impaired other is perceived not only as hard evidence

of identity but also as testament to the wholeness of self” (166). Cultural representation

of this comparison between the non-disabled self and the disabled other can be seen in

the current negative image of disabled persons as “damaged goods" (Phillips 1990),

which employs consumer imagery within an implicitly functional context. Frank (1986)

has commented on the hierarchy of disability that even those with physical disabilities

use to emphasize distinctions in functional status and relative acceptability (also see,

Shakespeare, Gillespie-Sells and Davies 1996; and Phillips 1990). The inculcation of a

positive significance accorded to normative functioning does not exempt the differently

functioning in U.S. society. The construction of negative difference from the norm

depends on the degree to which limitations in the above non-disabled carnal contexts of
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meaning and their particular combination comes into play for any person with cerebral

palsy. I would further argue that the negatively valued differences discerned in everyday

normative functional evaluation of disabled people is a significant influence in U.S.

Society's Construction of disabled people as sexually undesirable.

MASCULINITY, DESIRABILITY AND DISABILITY

Masculinity and Disability
The existence of multiple masculinities and/or femininities, and indeed what

some sexuality researchers refer to as third genders, in a society complicates any easy

analysis of gender identity (see, for example, Connell 1995; Herdt and Stoller 1990;

Herdt 1994). For example, in our own society multiple masculinities exist in relationships

of contest and negotiation to one another. Connell's (1995) model of research “studies

various projects of masculinity, the conditions under which they arise and the conditions

they produce" (39). Yet in any society, there are always ideal standards of masculinity

constituting a hegemonic form. Certain typical dispositions such as competitiveness,

self-control, independence and individual initiative, which manifest in bodily comportment

and bodily habits, as well as more consciously intentional actions, are critical

components of U.S. society's hegemonic masculinity.“

These images of masculinity and hegemonic masculine dispositions are

generally perceived as essential in business, sports and dating, among other contexts,

and symbolize male potency. During interpersonal relations that prelude sexual intimacy

for men who are sexually attracted to women, male initiative takes the forms of asking a

woman for a date, making the first sexual moves, etc. This initiative is often expressed

via verbal negotiations and physically with confident, controlled bodily actions that

progressively try to move a relationship with a woman toward sexual intimacy (e.g.
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putting an arm around a date, attempting a kiss, etc.). Thus, non-competitive and

tentative men are usually not located in U.S. society's images of masculine desirability.

Disabled men also fall short of many hegemonic masculine ideals and

dispositions. Yet, there is minimal systematic research on disability and masculinity.

Several social scientists, however, have noted the dilemmas that disabled men confront

in the face of U.S. society's stereotypes or hegemonic ideals of masculinity (Hahn 1989;

Shakespeare 1999; Tepper 1999; Gershik and Miller 1996). These works have begun to

explore how the above masculine expectations and dispositions can often be difficult for

men with disabilities to achieve in everyday life. What is often missed in these attempts

is the degree to which masculine dispositions are often manifest in bodily comportment

and bodily habits, as well as more consciously intentional actions. This body of work

neglects to critically examine the implications for some physically disabled men of not

being able to effectively assume a masculine hexis and some masculine bodily practices

(Bourdieu 1977, 1990), that is, to effect an adequate masculine bodily performance in

one's acts-in-the-world (Butler 1993, 1997a, 1997b). The effects of this hegemony of

masculine bodily dispositions for men with cerebral palsy have not been broached as a

topic of concern (however, see Shuttleworth 1996, 1997, 1998b, 1998c, in press a, in

press b).

Perhaps the most ambitious attempt to theorize disabled masculinity has been

put forth by Gershick and Miller (1996). Their tripartite model presents disabled men as

relying on, reformulating or rejecting hegemonic ideals of masculinity. I am uneasy with

much of their analysis as it was based on minimal interviews and no participant

observation to provide context. One particular problem that obviously relates to this lack

of researcher involvement is that their model is presented divorced from any of the self

projects that concern us in the modern world. Gender can never stand alone as a

cultural category, but is always employed as a self and social identifier in one's projects
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in the world. While acknowledging that all the disabled men they interviewed probably

used a combination of the above modes of coping, they never conceptually connect

gender to the lived experience of intersubjective relations with particular stakes for the

individuals involved. If they had, they might have seen that negotiating masculinity is a

more complex process than they propose and is always connected to other aspects of

intersubjectivity. Gershik and Miller miss the intersubjective dynamics and existential

immediacy of the constitution and performance of gender as a particular project of the

self in the lived moment. For example, in negotiations to establish sexual intimacy,

gender is always necessarily employed, even if it is subverted or negated.

Desirability and Disability
Integral to the perspective taken in this dissertation is an understanding of the

symbolic and representational context of disability as it relates to desirability in the

United States. Euro-American and other European influenced societies have

progressively moved away from an economic and kinship oriented form of marriage to

one that is more sexualized and where personal choice holds sway. As Weeks (1986)

observes, “the idea that choice of marriage partner—and the very nature of marriage—

should be dictated by sexual attraction and compatibility is relatively new" (27). He

Continues:

It was not until the 1910s and 1920s that 'sexologists' expanded the
concept of couple rapport to include sexual intimacy. The writings of such
‘experts' as Havelock Ellis, Bertrand Russell, Marie Stopes, Van de
Velde, Ben Lindsay and many others popularized the idea of a passionate
union whose success could be judged by the degree of sexual harmony.
By the outbreak of the Second World War this was already a dominant
model in the United States, and by the early 1950s the idea of the
‘democratic' family was widespread in Britain. Today the primarily sexual
nature of conjugality seems to be universally accepted, whatever the
reality (27).
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Today, the search for a marriage partner necessarily includes the search for a

sexual partner. And while there were sexual relationships that existed out of wedlock

prior to the 'sexual revolution', these were usually not sanctioned and were often

clandestine. Today, both men and women engage in serial monogamy often as a testing

ground for marriage but not necessarily so.

Giddens (1991) reminds us that the construction of sexuality was enabled

through the gradual freeing of sexual behavior from its intrinsic relation to reproduction of

which modern contraception methods are the most obvious expression. He argues that

with this liberation, the increasingly internalized referentiality of the life-span and the

grasping of self-identity “as a reflexively organized endeavor," among other factors,

sexuality becomes a property of the individual, a player in the dynamics of self

constitution, and “a means of forging connections with others on the basis of intimacy, no

longer grounded in an immutable kinship order sustained across the generations" (175).

Giddens further argues that this “transformation of intimacy" into what he calls the “pure

relationship," defined by the terms intrinsic to it, is essentially a democratization of the

private sphere.

While economic and kinship based factors have obviously diminished in choice of a

marriage partner, depending on the local context, these factors and also class and

ethnicity nevertheless would still hold varying degrees of influence. More critically,

Giddens doesn't analyze the coercive dimension of the modern desirability index, whose

power is exponentially expanded as a result of the gradual diminishment of kinship and

other factors in choice of a sexual/marriage partner. Negatively perceived differences

from this culturally constructed desirability index, which is increasingly influenced by

market forces and the culture industry (Horheimer and Adorno 1972), such as many

kinds of physical impairments hold significant sway in many people's personal choice of

a partner to share intimacy and sexuality with.
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Aesthetic ideals of physical attractiveness constitute an important aspect of this

desirability index. In U.S. society women are especially evaluated in terms of ideals of

physical beauty, while men's desirability, as implied in the previous section, often hinges

on their performance and competitiveness in socioeconomic arenas. Indeed, Asch and

Fine (1988) maintain disabled women are judged much more harshly by the gender

requirement of physical attractiveness than disabled men. Yet, in U.S. society, men in

general are increasingly coming under the sway of the cultural imperative of the body

beautiful (Featherstone 1991), and this would obviously also effect disabled men's

sexual capital.

The experiential discriminations of sexual attraction to bodies are influenced by

culture. Becker (1995) observes that, “Aesthetic preferences for body shape and size

are informed by core societal values" (102). Whatever else it is, sexual attraction also

responds to bodily images of desirability, which are imbued with social, political and

gender power relations.” Indeed, many aspects of physical attractiveness cannot be

disassociated from gendered bodily ideals, broad shoulders or a petite or slim figure are

physically attractive because they suggest certain symbolic associations not unrelated to

power in the sexual imaginary of U.S. society. In terms of the example of petite or slim

women, in many societies in the world, the desirable image of a woman is full-bodied,

what we in U.S. society might judge as fat, which is often symbolically linked to fertility

(Cassidy 1991). Thus, it has been suggested that the desirability image of female

slenderness prevalent among the middle class and elite in U.S. society may reflect male

fear of and control of women's fecundity and sexuality (Counihan 1985; Cassidy 1991).

Another example is illustrated by the female preference for taller rather than

shorter men among the Mehinaku, an Amazonian people living in central Brazil.

Although this female preference has apparently been found cross-culturally as a social

dominance cue (Cassidy 1991; Ellis 1992), its sexual significance in a particular society
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would also depend on symbolic associations from other social contexts enhancing its

meaning in the sexual domain. In Mehinaku society, Gregor (1985) found that above

average height is highly valued for men and is tied to positive cultural meanings of

strength, assertiveness and size. Taller Mehinaku men embody the cultural ideal of

manhood and are more often rewarded with social prestige and political dominance; they

also have a sexual advantage: men over 5'4" had an average of six girlfriends, while

men under 5'4" only had an average of 3.4 girlfriends. From the perspective taken in this

chapter, the significance of above average height in Mehinaku society is likely

strengthened and enhanced in each context through symbolic associations with other

contexts, a synergistic accruing of symbolic capital, as being treated as desirable in one

social context transposes into being desirable in other social contexts. Thus, social and

political power relations as hierarchically symbolized in relative male height are implicit in

female preference for taller men in Mehinaku society.”

While cultural images of desirable bodies such as female slenderness hold

significant sway in a society, they are, of course, always subject to the vicissitudes of

history, as shown in how the pre-1960s image of the voluptuous woman transformed into

this more slender ideal. Popular images of desirability are also contested and subject to

personal interpretation and even inversion. For example, some people in U.S. society

are attracted to full-bodied women. Nevertheless, images of desirability emphasizing

ideals of beauty and certain bodily dimensions act to facilitate or constrain the sexual

and marriage possibilities of those that do or do not embody these images within a

society. Thus, the sexual and marriage possibilities of full-bodied women in U.S. society

are probably markedly less than for their slimmer peers."

How then are physically disabled people in the United States constructed in

terms of their relation to the predominant images of desirability? What aspects of

physical, functional difference erase or perhaps heighten desirability? What are the
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social, political and gender relations, hierarchies of values and moral evaluations

embedded in U.S. society's imagery and the implications for developing sexual intimacy

for physically disabled people? As mentioned, in the 19th century, images of illness and

disability were increasingly seen as deviant in relation to a functional norm. This

subjection of individuals to normative evaluation, as discussed earlier, further

constrained the appreciation of difference (Foucault 1979). Yet, there is also an

aesthetic dimension to normative evaluation. Referring back to Davis (1995), “Myths of

beauty and ugliness have laid the foundations for normalcy" (p. 131). Gilman (1995), in

his study of 19" and early 20" century, medical visual images, shows how health and

illness were increasingly related to images of beautiful and ugly bodies. Healthy and

beautiful bodies are erotic and good, ill and by implication, disabled bodies are ugly and

bad. Symbolically, the former preserve the collective, while the latter are a threat to it.”

U.S. society's current consumerist obsession with cultivating the body beautiful is

a lifestyle orientation that harbors an implicit moral reading of illness and disability. The

preoccupation with and commodification of the body beautiful has been detailed by

Featherstone (1991), “the closer the actual body approximates to the idealized images of

youth, health, fitness and beauty the higher its exchange value" (177). Robert Murphy

(1987) saw clearly that the pursuit of this ideal image is not only an aesthetic matter but

has become a moral imperative (114). Ablon (1981) argues that for the physically

different: “the cosmetic prescriptions of U.S. society have created negative social

stimulus values for the physically maimed or disabled or those simply different: those

‘too short’, ‘too tall’, ‘too fat" (7). The media, of course, have been a primary force in the

reification and enforcement of “cosmetic and social prescriptions for beauty in American

society" (Ablon 1995: 1482) and also the vilification of people with disabilities (see,

Bogdan, et. al 1982; Longmore 1987; Ablon 1995). As Young (1991) states, “ableist

stereotypes proliferate in [the] media, often in stark categories of the glamorously
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beautiful and the grotesquely ugly, the comforting good guy and the threatening evil one"

(136). The media's representation of disabled people as unattractive and morally corrupt

continues unabated. For instance, in “Danny Devito's embittered Penguin, abandoned

by his parents when he was born with flippers instead of arms in the 1992 sequel

‘Batman Returns" (Shapiro 1994:32), and in the crystallization of Dr. Evil's meanest

traits as the dwarf Mini Me in 1999's "Austin Powers: The Spy Who Shagged Me."

REFRAMING DISABILITY

As we have seen, religious and medical models of disability have been

individualizing, moralistic and focused on tragedy, cure and normalization. New

sociopolitical models of disability have reframed the issue. These models argue that the

locus of the problem is no longer the individual but restrictive environments, attitudes,

interpersonal exchanges, and the medical and rehabilitation processes themselves

(Albrecht 1992; Hahn 1985, 1986; Oliver 1986, 1990, 1996; Barnes 1991; Barnes,

Mercer and Shakespeare 1999). Instead of the impairment or functional difference from

the norm being the cause of the barriers faced by disabled people, it is a particular

society that does not take into account these differences in constructing the physical and

social environment that is to blame. Sociopolitical models recognize discrimination as

the most significant problem experienced by disabled people and as the cause of many

of the problems that are regarded as intrinsic to disability itself under earlier models.

The focus has shifted from medicalization and rehabilitation of individuals, to

sociopolitical explanations and a political agenda. In the United States, several

sociopolitical models have emerged, most notably the Independent Living Model and the

Minority Group Model.

The creation of Independent Living Centers, the passage of federal, state and

local laws such as Section 504 of the 1973 Rehabilitation Act and 1990's American with
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Disabilities Act (ADA), the development of new policies and services for people with

disabilities are all accomplishments of the Disability Rights and Independent Living

Movements. Through the work of disability activists working for these movements,

disabled people now have legal recourse in the face of institutional and public acts of

discrimination or denial of access to contexts such as employment and school. The aim

all along has been to "facilitate the reclamation of disabled people's individual autonomy

through opposition to self-serving professional domination and inept bureaucratic

administration of welfare" (Barnes, Mercer and Shakespeare 1999: 69; also see De Jong

1979, 1983). There is agreement on the important components of Independent Living

philosophy: choice, self-determination, consumer control, access to services, and peer

support (DeJong 1979, 1983; Varella 1983). However, the concept of independent living

has more recently come under fire, as advocates and scholars looking at disability and

ethnicity have criticized the notion as a white, middle class, culture bound concept,

ignoring some communities' emphasis on interdependence (Martinez 1996; Mullins and

Roddy 1996).

In the late 1960's, people with disabilities began to recognize the parallels

between their own experiences of segregation, devaluation, and isolation, and the

experiences and treatment of other minorities in this country (Safilios-Rothschild 1976:

Shapiro 1993). In the 1980s, the political scientist Harlan Hahn (1985, 1986) elaborated

on the idea of disabled people as a new minority group similar to ethnic minority groups

and other socially disadvantaged groups such as the poor and the elderly (also see

Safilios-Rothschild 1976; Albrecht 1976). Hahn's Minority Group Model advances a

sociopolitical analysis toward disabled people as opposed to the functional limitations

approach of economic policies, medicine and rehabilitation. These traditional

approaches focus on the individual and do not see disability as an issue for public policy

analysis. Approaching disability in sociopolitical terms, the Minority Group Model has
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been forged from political activism by disabled people who feel that policies must be

advanced to change the social and physical environment. In this view, discrimination not

functional impairments is that which maintains disabled people as second class citizens,

and sociopolitical protest is mandatory in order to secure civil rights. Debate continues

as to the degree to which the Minority Group Model fits an analysis of disability civil

rights (Hahn 1985, 1986; Scotch 1988; Barnes, Mercer, and Shakespeare 1999).

Over the years, British scholars have proposed a social model of disability, which

focuses on disability as a structural issue, using the phrase in a stricter sense than it is

generally used in the U.S., where people are more likely to talk about a sociocultural

model or the social construction of disability (see especially, Oliver 1986, 1990, 1996;

Barnes 1990, 1991, 1996; Shakespeare, Gillespie-Sells and Davies 1996; Shakespeare

and Watson 1997; Finkelstein 1980). The British social model is a materialist

perspective utilizing a predominantly neo-Marxist approach, which views the category of

disabled people as created by capitalist expansion and industrialization in the modern

era (Finkelstein 1980; Oliver 1983, 1986, 1990, 1996; Barnes 1990, 1991, 1996).

However, the idea that disability has emerged in a society that is not premised on

accessibility for all is common to both American and British sociopolitical models.

Disability studies is unanimous in wanting to maintain the political efficacy that

sociopolitical models have given to disabled people. Yet, there are increasing calls for a

more nuanced understanding of disabled people's experience and oppressive social

relations. Additionally, as an overarching theory of disability, sociopolitical models have

been found lacking. Oliver (1996) himself has noted that the British social model of

disability is not a social theory of disability. Sociopolitical models, especially in the

United Kingdom, are currently under attack from several quarters (Shakespeare 1994;

Hughes and Paterson 1997, 1999; Corker 1998a, 1998b, 1999; Corker and French

1998; Crow 1996; Morris 1991, 1996; French, 1993). Shakespeare (1994) argues that
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they tend to exclude the role of culture. Hughes and Paterson (1997, 1999), as

discussed earlier, see the need to include a phenomenology of embodiment in a social

theory of impairment and disability. Feminist critique has most often focused on how the

individual experience of disability and impairment has been ignored in social model

thinking (Crow 1996; Morris 1991, 1996; French 1993). Recently, however, Sheldon

(1999) has countered that these feminist researchers represent a very narrow view of

feminism and that moving beyond descriptive accounts is imperative in feminist analysis.

The British social model as currently conceptualized has also been criticized for tending

to ignore the experience embedded in language and discourse (Corker 1998a, 1998b,

1999; Corker and French 1998).

One of the more important arguments is the move to develop a sociology of

impairment (Hughes and Paterson 1997, 1999; Hughes 1999; Oliver 1996). Proponents

of this perspective see impairment not as traditionally viewed in social model thinking as

a deviation from an essential physical or behavioral norm but as created by discursive

contexts (in the West by biomedicine) but yet also experienced by the lived body

(Hughes and Paterson 1997 1999). Although these theorists do not deny that some

impairments may incur difficulties in living, these difficulties still have to be defined and

given meaning in a sociocultural context.

Similarly, disability studies research methodology, Participatory Action Research

(PAR) (Doe and Whyte 1995; Kasnitz, Bruckner and Doe 1996; Whyte 1991; Litvak et al.

1995; Szymanski 1995) has also come under attack as not being radical enough. PAR,

which is used in applied research, has its origins in market research and is similar to

action anthropology or empowerment research, or other applied research approaches

where all of the stakeholders in the outcome of the research, and particularly the

subjects of the research, have a role in determining each phase of the research process.

However, recently an emancipatory approach to research has been proposed (see
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especially, Oliver 1992, 1996, 1997, 1998; Barnes 1992; Stone and Priestley 1996;

Rioux and Bach 1994). Emancipatory research goes beyond the tenets of PAR in

wanting to reverse the relations of research production by putting researchers, both non

disabled and disabled, at the disposal and control of disabled people.

Despite these disciplinary struggles, the work of disability studies scholars has

reframed the issue of disability and presents some major conceptual challenges to

traditional scholarship on disability. Researchers, especially those in the social

sciences, can no longer go about business as usual in studying disability; they must at

least acknowledge the existence of a disability studies perspective on a particular

research issue or face the public wrath of disability studies scholars.”

The Inclusion of Sexuality
Historically, within the disability community, the issue of disability and sexuality

has been framed in medicalized, apolitical, and individualist terms. While a clinical and

therapeutic bias has assisted many disabled people in dealing with important sexual

issues in their lives, most significantly to achieve sexual self-esteem in a cultural context

of adversity, this individualizing focus has tended to draw attention away from the

structural relations and symbolic meanings of disability and desirability that often

foreclose the possibility for many disabled people of establishing sexually intimate

relationships. Hahn's (1981) early call for more study of the social component of

disability and sexuality languished until recently. This individualized, apolitical and

uncritical emphasis was inadvertently reinforced by the Disability Rights Movement,

which understandably focussed its energy on issues that were more amenable to social

change such as environmental access, employment, etc. (Shakespeare, Gillespie-Sells

and Davies 1996). Ironically, recent calls for an emancipatory paradigm in disability

research (Oliver 1992, 1996, 1997, 1998; Barnes 1992; Stone and Priestley 1996), with
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its policy emphasis and quick fix mentality, preclude the kind of interpretive and critical

study that may lead to initiating the large scale, sustained assault on the current

desirability index that is necessary to widen acceptance of disabled people as sexual

beings (Shuttleworth 1999).

During the past fifteen years, however, there has been a growing insistence by

some disabled scholars that sexuality should be included in the political agenda. In the

late 1980's and early 1990's, Barbara Waxman published a number of short papers

calling for the politicization of sexuality in the Disability Rights Movement (see for

example Waxman and Finger 1989; Waxman 1994). Yet, Waxman could still in 1991

make the statement that, “the disability rights movement has never addressed sexuality

as a key political issue, though many of us find sexuality to be the area of our greatest

oppression. We are more concerned with being loved and finding sexual fulfillment than

in getting on the bus" (1994: 83).

However, with the publication in 1996 of Shakespeare, Gillespie-Sells and

Davies' critical study of disability and sexuality in the United Kingdom, sexuality has

finally been put squarely on the political map of the disability movement. These

researchers argue that research on disability and sexuality has been and still is

“controlled by professionals from medical and psychological and sexological

backgrounds. The voice and experience of disabled people is absent in almost every

case" (3). Yet, they also criticize disability perspectives:

it would be fair to say that issues of sexuality, relationships, and personal
identity have also been neglected within a disability rights perspective,
and it is this absence that we aim to rectify. It is not just that ‘the personal
is the political', but also that a key area of disabled people's experience
has been ignored. Both academics and campaigners have de-prioritized
sex and love

| discuss Shakespeare, Gillespie-Sells and Davies seminal research in more

detail in the next chapter. Here, I simply want to add that in the United States there was
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a flurry of attention to disability and sexuality issues in the mid 1970's to early 1980s,

especially from a psychological and therapeutic perspective (Bullard and Knight 1981;

Nigro and Sherer 1981; Geiger and Knight 1975). While some of this work criticized the

asexual social attitudes and prejudices exhibited toward disabled people and focused on

educating professionals who worked with disabled people (see Jacobson 2000),

sociopolitical critique was never a sustained practice. It is interesting to speculate on

whether the critical dimension of disability and sexuality would have grown faster if

funding for programs such as the University of California, San Francisco's Sexuality and

Disability Unit had not dried up during the Reagan years.

THE LOCAL CONTEXT: SAN FRANCISCO BAY AREA

I now want to discuss the importance of the local context in the lives of the men

who I interviewed for this research. Although the majority of these men were not born in

the San Francisco Bay Area, this particular place holds special meaning for most them.

Berkeley in the East Bay is especially recognized as significant. In fact, scores of

disabled people who I have talked to over the years heard about the progressive

disability agenda of this area and moved here from different parts of the country, either

to go to school at UC Berkeley, access some of the services such as the Disabled

Student's Program at Cal or services offered at the first Center for Independent Living or

just to be part of the progressive disability scene

Traditionally, an ethnography was not only about the culture of a group of living

people, it was also concerned with place, which was often highly significant for the

people being studied." Post-modernity, of course, has changed the literal meaning of

what used to be an anthropological truism. Now with the purported shifting, indeed

fluidity of boundaries, ethnographic place does not necessarily mean the cultural ties to a

particular piece of land. Marcus (1998) in fact sees ethnography as becoming less
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attached to specific locations and increasingly involves multi-site research. However,

there are still occasions when ethnographic place does evoke unusual significance for

the subjects of an ethnography.

While those disabled people living in Berkeley will be the first to tell you that the

city is far from perfect in terms of access and other disability issues, what has

nevertheless been created there is a social and cultural space where the physical and

functional differences of disabled persons can, to an extent not yet possible in most of

the United States, escape the evaluative stares of non-disabled others. In fact, the San

Francisco Bay Area's history of openness to diversity and difference was probably a

large part of the reason it spawned the Independent Living and Disability Rights

Movements in the first place. The following short quotes represent the range of positive

responses by research participants to my question about what the San Francisco Bay

Area meant to them:

(Josh) Yes, it is very significant. I am very politically active, which I feel
is very important. People look to Berkeley as this Mecca for disabled
people. I like that I am a part of making this city the best place for people
with disabilities to live...You know the history around Berkeley and to think
I am a part of trying to improve things for people with disabilities makes
me feel good.
(Brent) It's nice, it's nice to walk down Shattuck or Telegraph and see all
these people whizzing by me, in like wheelchairs or see other people with
crutches. I would see that occasionally in Michigan, but it was
occasional, it was very rare. Here it's not really unusual, there's so many
people with disabilities, especially in Berkeley. I think there's definitely
something affirming about that and also the fact that they're here and
they're out doing things. There not here at the Shady Hills Rest Home,
locked up like a prisoner. They're out, they're students or living in the
community doing this, that and the other. Just seeing that and knowing
that's kind of the case, that's a nice feeling.... You can feel kind of more
odd or more of a freak when you don't see other people of disabilities
around you.

(Michael) Well, Berkeley is the best place to be if you have to be
disabled. Now, I wouldn't leave Berkeley unless somehow I manage to
get a considerable amount of money and since I don't have any rich
uncles out there, I don't think that's very likely to happen.
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(Bob) Yeah (answer to the question, “You’ve chosen to stay in
Berkeley?"), it's because it's the best place for disabled people. Where
we gonna go? Where do you go? I can go to any store or restaurant, I
can do anything I want to do in Berkeley that an able-bodied person can
do.

Some participants, however, also cited other reasons for moving to the Bay Area.

One man who has been very active in the self-advocacy movement and recently worked

in an Independent Living Center confessed that “one of the main reasons I moved here

was I fell in love with the country in the Bay Area."

Despite the significance of the San Francisco Bay Area and especially Berkeley

to many of the disabled people living there, some of the men in this study were skeptical

that increased visibility and public acceptance resulted in increased sexual possibilities

for disabled people in this location. For example, Bob who responded above, “I can go

to any store or restaurant; I can do anything I want to do in Berkeley that an able-bodied

person can do." When I asked him, “What about in terms of dating and sexuality?" He

replied,

(Bob) There's a big void because America refuses to deal with her
sexuality; until they do that, we will always be in a bind. It's like if I tell any
woman—if I walk the street and say I like you to any woman, that
woman's gonna run. Now, if an able-bodied man says the same thing,
they will take a chance. Why? It's not fairl

(Russell) And your point is that this is the same regardless where you are
in the U.S.?

(Bob) Any state, any county, any city. The majority of Americans are
very close-minded; they are afraid of disability. You have to get by that to
become sexual.

In talking about what some of the barriers to sexuality were for people with

cerebral palsy, another man especially casts suspicion on the progressiveness of

Berkeley on issues of disability and sexuality:

(David) The overwhelming barrier is obviously the asexuality of men and
women with disabilities.
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(Russell) How do you mean asexuality?
(David) We do not have a sexual life. It goes on an on and on in
Berkeley supposedly the capital of disability awareness—can I gag now!
I was in the bank Saturday with my six year-old and the teller was a
young woman who was enamored by Mary's helpfulness. And she asked
the question that struck at a nerve and the question is, is that your
daughter? And I guess I am too old to get angry at every piss ass
ignorant question. But that doesn't mean that they go over my head or
that I don't notice them. Society views people with disability as sick and
of course sick people don't have erections.

This same man, who was in his mid-40s, has lived in Berkeley since the 1970's.

Even though he had originally moved to this area years ago for its progressive disability

rights agenda and disability services, he expressed his disillusionment with the San

Francisco Bay Area to me on several occasions. During our last few interviews, he was

in the process of preparing to move having recently been admitted to a Ph.D. program in

a mid-western state.

(David) [name of mid-western state] is going to be a big relief.
(Russell) Because?
(David) It's simple talk. They don't make up. They're not so fucking self
absorbed: their mantra, spiritual growth, healing their inner child. It was
so relieving to walk out of a restaurant in [name of mid-western city], and
we didn't smell incense—what we smelled was a good stiff wind from a
nearby cattle ranch. Of course, I complained profusely and T. [his current
girlfriend] was laughing so hard, she could hardly get me in the car. My
mantra has become cow dung, cow dung, cow dung.
(Russell) You don't include Berkeley in California?
(David) Now that I'm preparing for doctorate studies, I'm finding myself
hanging out more on Telegraph Ave and the campus. There are some
things about Berkeley I really like—they are not like California—but there
are some things that I can't really take.
(Russell) What are those?
(David) I don't know. Maybe it's the parochialism.
(Russell) But, you've been here a long time. You must have found
something you liked?
(David) [Laughs.] My two kids are my main anchor of course to the Bay
Area and their mothers are never gonna leave. So I think that's another
critical factor. When my children come to visit that they have some kind
of comparative environment appreciation that Berkeley is not the U. S.
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(Russell) What about—you came here with that other girlfriend—
(David) Julie, yeah, Julie, Julie, Julie.
(Russell) For reasons that you had then. But you're saying that over—
(David) I think that over the years. I've talked to T. about it. I think I am
a nomad and that I need to move and it seems that I reached my pinnacle
about every 20 years. I get itchy. I talked to T. of giving up the idea of
buying a house or even renting an apartment. I almost said I belong in an
RV because there's too much land to see.

(Russell) So you won't miss the Bay Area's disability consciousness,
awareness?

(David) [Smiles.] I think that's a major delusion on the community
because they don't have one. When they start acting more like ADAPT,
then maybe they will.

(Russell) In Berkeley you mean?

(David) Yeah, I think that everyone in Berkeley is smoked out or burnt
out or both.

(Russell) Was it good at one point? Wasn't it?
(David) Yeah, it was [laughs] about 20 years ago, even 15, but I think
that it's very hard to have a community consciousness without a
community mythology. And what I mean by that...we have to know where
we came from before we can develop a community collective
consciousness and that can't be done just by sipping lattes and getting
high.
(Russell) That's what you do after you get through, after doing something
productive?
(David) No—many, many elders in human and civil rights who will tell
you if you get on, if you join the march, you have to keep marching and
fighting and struggling for equality; you don't get any big accolades, umm,
your accolades come being consistent throughout a lifetime, yeah um, I'm
just as guilty for sitting on my derriere. SSI, SSDI are work disincentives
and personal care attendants should not be tied to income. We could
begin positively on making U.S. society realize that dealing with disability
is dealing with the business of dealing with the everyday operations of
America. If dealing with the disabled is somewhat not in the standard
operating procedure then the US cannot deal with everyday business.

This man has come full circle, moving to the Bay Area from the East Coast for

the locale's disability consciousness in the 1970s but now cynical of what he sees as its

Current lethargic process.
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LIVES LIVED IN CONTEXT

The above contexts exerted varying degrees of influence on the lives of the men

with cerebral palsy in this study. Issues that emerged from interviews with research

participants as being problematic in terms of negotiating and establishing sexual

relationships with others including the above contexts and more specific impediments

will be detailed in Chapter V. Some obvious mitigating factors that would be difficult to

quantify include class origins, ethnic minority status, and the early family dynamics in

which they were raised. For example, an Anglo child with cerebral palsy who grew up in

an upper middle class family who supported him both emotionally and financially in

becoming independent as a young adult may have more resources in accessing and

participating in the range of social and interpersonal contexts in U.S. society. Yet, even

with these advantages over many other persons with cerebral palsy, he would still have

to contend with the medicalization of his impairment and probably some attempt at

medical and/or rehabilitative treatment, the evaluative gaze that places him in relation to

non-disabled norms of functioning, negotiating his masculinity as a disabled man,

aesthetic ideals of physical attractiveness, and trying to present himself as desirable to

others. How do these contexts and issues influence a developing sexual subjectivity and

in negotiating and establishing sexual relationships?

To take an example that does not quite fit the above ideal, at the time of our initial

interview Jack was a 40 year-old man of Anglo extraction who would be considered

severely impaired according to gross medical classification. Jack has brown hair and

boyish good looks; he is mobility impaired, using a wheelchair outside the house, but he

can scoot around on his knees inside the home. Jack has a moderately significant

speech impairment and is sometimes more difficult to understand than at others.

Although he has lived in the East Bay his entire life, he recognizes the significance of

Berkeley as a cultural and political center for disabled people. Jack was born, the first of
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four siblings, into a lower middle class, Mormon family. Growing up, his parents were,

according to him fair, and he was for the most part treated similarly to his brothers and

sister. He maintains good relationships with his siblings today. Jack is the only

unmarried one among his siblings, who all have children. He wore a brace for awhile as

a child to straighten out his legs but eventually stopped because of the intense pain. As

most children with cerebral palsy, Jack also experienced much physical therapy when he

was growing up. On the one hand physical therapy was important for him to maintain

some physical flexibility—he in fact continues with a regimen of physical exercise to this

day—but his interaction with the rehabilitation system also had a down side:

(Jack) I believe it was the last year when I was in 9th grade that my
therapist felt that I didn't need to have physical therapy anymore; I don't
know if I told you all my physical therapists were women...Now, when
they had a session they would take off all your clothes except your
underwear. And you would do your exercises or whatever for a half-hour,
everyday—I think it was everyday, I can't remember; but anyway during
my last couple of years I remember having a hard-on sometimes. Not
because I was attracted to her, but it was just, it would just happen; I
didn't purposely. I felt that this might have been one of the reasons that I
didn't need to have these sessions anymore. I don't know if that's true,
but I kind of felt that way.

(Russell) Do you know the purpose of stripping down to your underwear?
(Jack) I think when your a little boy like that they want to be able to move
your limbs easily; sometimes clothes can get in the way.
(Russell) So you think that perhaps they ended the sessions because
you were getting mature.
(Jack) Yeah, and I was older and going to high school my next year. But
you know, I remember sometimes I would feel like I was an animal in a
cage because sometimes they would bring in visitors or they would have
student therapists observe us.

(Russell) You didn't care for that?
(Jack) Made me feel like I was in a zoo.

I would contend that in such cases the usual meaning associated with taking off

one's clothes (or having one's clothes taken off) for the other's gaze in U.S. society, that

is, sexual intimacy, is displaced by the perspective and practice of normalization. In
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some of the other men's narratives the medical gaze takes more prominence, as naked

to their underwear, they are twisted and prodded by physicians in front of groups of

student interns. Jack was the only one who mentioned becoming sexually aroused

during stripping scenes. Physical therapy usually involves a less overt objectivist gaze

than these medical encounters and has the potential to be perceived by young

adolescent boys in a sexual way. Notice, however, that when Jack did start becoming

sexually aroused, therapy ended. It was not long after this incident that Jack entered

high school and began to experience doubts about his self-esteem and body image

during interaction with girls. He lamented:

(Jack) I was older. I was perhaps not the same cute, little crippled boy
any more; you couldn't pick me up anymore; I was changing physically.

(Russell) Did you have any feelings around this change?
(Jack) It was weird; it was bizarre.

(Russell) So, you felt it was strange?
(Jack) Yes. And I remember in high school, I would sit and watch the
kids go by and one of the things I envied was couples holding hands.
(Russell) This is in some way connected to the changes?
(Jack) Yeah.
(Russell) You were probably very much sexually mature at that point?
(Jack) Oh, yeah. I can remember having wet dreams and feeling bad
about myself for doing it.
(Russell) Yeah, I remember when I first had wet dreams, you don't know
quite what's going on. But you knew what the dreams were about?
(Jack) Oh yeah, I wasn't stupid. I enjoyed them—even though I felt bad.
But you know I never really had a girlfriend in high school. The closest I
got was this Jehovah's Witness girl who kind of liked me but was more
into converting me. But still we were good friends. And I say I didn't have
any girlfriends, I always had a lot of friends in high school, but never a
close girlfriend...They don't know how to deal with the disability aspect.
When I was going to that summer school, I kissed a lot of girls. But in
high school, it hardly ever happened. That was kind of frustrating, and it
made me wonder about myself, my self-esteem and how I was portrayed
by women.
(Russell) So before high school these girls would kiss you, and you got
used to that?

(Jack) Yeah, it was very comfortable.
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(Russell) How were you feeling in that space, with the impact on your
self-esteem?

(Jack) I was feeling left out, kind of alienated.

Jack identifies as a heterosexual and at the time of our last interview had never

had sexual intercourse with a woman. Jack's relations with women have, to his

frustration, never gotten past close friendships until a recent brief affair with a disabled

woman. Women friends, he says, have often rejected him when he tried to move the

relationship to a more romantic place (see Chapter V. for more on the issue of

friendship). The extent of Jack's sexual life had been some goodnight kisses after

friendly outings with women until his recent, short-lived affair, which involved some

petting.

In terms of gender practices, as similar to other men in this study, Jack feels that

it is better if a woman makes the first pass. This inversion of gender expectations of

course would appear to restrict his possibilities for establishing intimacy and sexual

relationships with women, as most women still require the man to make the first move.

While this gender inversion has worked in some of the men's favor (see Chapter VI.), so

far it has not yielded much in the way of sexually intimate relationships for Jack. When

asked what he was attracted to in a partner, he cited some typically mentioned physical

features: "long legs," "big and small breasts," "pretty breasts and pretty face." In

referring to these ideal physical characteristics, Jack perpetuates, as other men did, the

current physical attractiveness index, which he feels is partially responsible for his own

sexual situation. However, the number one thing that attracts Jack to a woman is the

ease with which she can understand his speech. This would further restrict his pool of

possibilities especially since Jack enjoys going to singles bars that are often quite noisy.

Thus, one can see in this brief sketch of Jack's case how some of the Contexts
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CHAPTER III. TOWARD A CRITICAL-INTERPRETIVE
ANTHROPOLOGY OF DISABILITY AND SEXUALITY

The present work hopes to contribute to an emerging critical-interpretive

discourse on disability and sexuality in both disability studies and anthropology. In the

academic year 1995/96, when I conducted an initial literature review for this study, there

was minimal research on disability and sexuality that I would call critical-interpretive.

While a few scholars had sometimes placed disability and sexuality in a political context

(see, for example, Waxman and Finger 1989; Waxman 1994) systematic approaches

that both critiqued the current social attitudes and cultural meanings surrounding

disability and sexuality and attempted to show how these attitudes and meanings were

constructed and influenced the lives of disabled people were non-existent. The

publication of Shakespeare, Gillespie-Sells and Davies' (1996) landmark study of

disability and sexuality in the United Kingdom represents a significant turn toward a

critical-interpretive perspective.

In anthropology, one finds that the study of disability and sexuality has been

virtually ignored. It is important to reveal the context for this neglect—the empirical and

theoretical deficiencies in the anthropological study of disability. Despite these

deficiencies and since the publication of Shakespeare and associates' important work,

several anthropological studies of disability and sexuality utilizing a broadly construed

critical-interpretive approach have made their appearance (Block 1997, 1998, in press;

Kohrman, in press; Guldin 1999, 2000). None of these studies, however, pays much

attention to existential-phenomenological concerns. The present study will more clearly

articulate and also expand on earlier work (Shuttleworth 1996, 1997, 1998b, 1998c

1999, in press a) in which I attempted to develop a critical-interpretive approach to

disability and sexuality that especially draws from existential-phenomenological sources.
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PREVIOUS RESEARCH ON DISABILITY AND SEXUALITY

Prior to the 1960s, research on disability and sexuality was minimal. Through the

early 1980s, most studies were primarily construed in terms of a medical model,

physiological definition of sexual function, and preoccupied with heterosexual men with

adult on-set physical impairments such as spinal cord injuries (see, for example,

Berkman, Weissman and Frielich 1978; Chapelle, Durand and Lacert 1980; Jackson

1972, Tsuji 1961; Zeitlin 1957; and for critiques, see Hahn 1981; Gill 1989). The

diversifying of this narrowly biased research lens and focus that too often omitted the

voices of disabled people themselves has been a gradual process." However, as

disability studies has developed over the last twenty years, research on disability and

sexuality has significantly widened its earlier medical and rehabilitation focus. More

recent research includes a focus on women's sexuality (Richards et al. 1997; Lonsdale

1990; Cole 1988; Mona, Gardos, and Brown 1994), the sexuality and/or gender identity

of disabled gay, lesbian, and bisexual people (Shakespeare, Gillespie-Sells and Davies

1996; Shakespeare 1998; Tremain 1996, 1998, in press; O'Toole 1996, in press;

Appleby 1993, 1994; Ferri, et al. 1998); the sexuality of persons with early-onset

disabilities (De Haan and Wallander 1988; Mona, Gardos, and Brown 1994), and the

psychological study of self-image or self-concept and the sexuality of disabled persons

(Lonsdale 1990; De Haan and Wallander 1988; Mona et al. 1994). Also, within the wider

purview of disability and sexuality research are studies concerned with reproductive

health issues (Rogers 1996; Waxman 1994; Coble 1999; Wong in press), genetic

screening and selective abortion (Saxton 1998; Shakespeare 1998), and the sexual

abuse of people with disabilities (Nosek 1996; Sobsey and Doe 1991), especially

cognitive (Nosek 1996; Sobsey and Doe 1991; Mcabe, Cummins and Reid 1994). After

much neglect, scholars are also finally focusing on the interpersonal component of
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disability and sexuality and other critical cultural and historical issues (see, for example, * .

Hahn 1981; Yoshida 1994; Blum et al. 1991; Shakespeare 1996; Shakespeare,

Gillespie-Sells and Davies 1996; Yoshida 1994; Milligan and Neufeldt 1998; Fitz-Gerald --

and Fitz-Gerald 1998). Although recent studies have widened the disability and

sexuality research focus, this work has tended to be theoretically conservative. For *

example, research on the interpersonal component of disability and sexuality has

explored this issue from psychological (Yoshida 1994), grounded theory (Milligan and º

Neufeldt 1998) and social model approaches (Shakespeare, Gillespie-Sells and Davies i.
***-

1996; Shakespeare 1996), but has not really engaged the issue in symbolic or … --
*-

gº *** --~~~
existential-phenomenological terms. *** -- *~

* **º-º ------

*-** “--> *
º **** 2. -***

MARGINALIZATION OF DISABILITY RESEARCH IN MEDICAL ... --
ANTHROPOLOGY **... :

*~~~~
Before reviewing the anthropological research on disability and sexuality, I want *: º****

to situate this research in its broader context within the study of disability in º
* *…* -

anthropology. Anthropology traditionally focused on the representative members of a ; º º:
society (Radin 1920, 1926; Langness and Frank 1981). There are relatively few * *

º º
* > *:::: º

disabled people compared to non-disabled people, and regardless of whether disabled *----->
people were marginalized or not in a society, anthropologists may have ethnocentrically

questioned whether they could adequately convey typical cultural meanings and

behaviors. In 1953, however, Mead argued that “any member of a group" is

representative of that group “provided that his position within that group is properly

specified (1953:648). In the decades after Mead's statement, anthropologists began to

suspect that perhaps they had never really collected data from “typical" members of

society, that perhaps only those individuals who were exceptional in some way

consented or were attracted to talking about their way of life in depth with the

dºm - -mº
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ethnographer (Pelto and Pelto 1978). Typicality was then seen to be a moot point.

Despite these realizations, the intervening years have seen no anthropological rush to

study disabled people.

While more recently anthropology and specifically medical anthropology has not

exactly ignored disability as a topic of research, it has been situated peripherally to the

core research issues of illness and healing. Illness narratives and illness meanings are

routinely reported on in the literature. Despite medical anthropology's criticisms of the

medical model, on one level this bias most assuredly reflects the medical model's focus

on cause and cure. While the medical model is most responsive to acute states,

chronicity does not necessarily preclude future cure. As Whyte and Ingstad (1995) state,

“Much research in medical anthropology has a ‘therapeutic theme.' It has concentrated

on conceptions of illness and disease, on modes of healing, and on the interaction

between patients and practitioners" (4).

Medical anthropology's focus on illness and healing belies its fascination with

therapeutic transformation, a future state of resolution (or non-resolution). To be sure,

the medical model includes disability in its purview. As Groce and Scheer (1990)

observe, “By defining disability as a disease state, medicine and the allied disciplines

have taken as their mandate the cure and restoration of the disabled individual to as

nearly a normal existence as possible" (v). Yet, disability confounds the assumption of a

curative transformation; and for the disabled person, especially those disabled since

birth, the dynamics of hope often take paths other than for a cure. The absence of

narratives of hope with cure at their core strands many medical anthropologists on

unfamiliar ethnographic shores. In disability narratives, distress and suffering cannot be

securely tied to the fluctuations of curative hope that weaves throughout subjects'

meanings of illness and pain; the suffering and distress that the majority of people with

disabilities experience is more clearly a result of social exclusions.
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Another problem with much of the medical anthropological work on disability is

that the of how well they embody masculinity or femininity and/or differences in the

sociocultural resources available to these re is often no attempt to clearly differentiate

between illness and disability. Although medical anthropology understands this

difference in theory, researchers often do not try to distinguish disability meanings from

illness meanings or those associated with chronic pain (see, for example, Kleinman

1988). Of course, illness, pain, and disability can often be complexly interwoven in

subject's experience and meanings, making it hard for either self or other to make

distinctions, in which case the analytic ideal of differentiation will be hard to meet. Yet, it

seems to me that this ideal is important to strive for nonetheless—disability cannot be

considered synonymous with a diagnosis, or functional impairment let alone with illness

or pain.

THREE TYPES OF ANTHROPOLOGICAL RESEARCH ON DISABILITY

The minimal anthropological research on impairment and disability falls into three

types: 1) a focus on disability constructed from specific impairments; 2) cross-disability

research; 3) the self-reflection of disabled anthropologists. Much ethnographic research

focusing on disability constructed from specific impairments has revolved around the

statuses, roles, and experiences of people with particular impairments, often analyzed as

small societies, or occasionally in cross-cultural comparison. While some researchers

describe emic conceptions of impairment, most of the following studies start with the

anthropologists' own interest, originating in a biomedical model, in certain pre

determined, diagnostic categories: deaf (Groce 1985; Becker 1980; Preston 1994,

1995), blind (Goldin 1984; Deshen 1990, 1992; Gwaltney 1975; Sentumbwe 1995),

leprosy (Gussow and Tracy 1968, 1970; Predaswat 1992), dwarfism (Ablon 1984, 1988),

people with mental retardation (Edgerton 1984, 1993; Angrosino 1992; 1994; 1998;

-- * * * *
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Devlieger and Trach 1996; Block 1997, 1998, in press, in preparation), or mental illness

(Estroff 1981), polio (Kaufert and Kaufert 1984; Luborsky 1994; Scheer and Luborsky

1991), multiple sclerosis (Duval 1984, 1994; Keck 1994; Monk and Frankenberg 1995),

Ehlers-Danlos Syndrome (Myerson 1994), neurofibromatosis (Ablon 1995, 1996a, 1999),

cerebral palsy (Shuttleworth 1997, 1998b, 1998c, in press a, forthcoming), epilepsy

(Whyte 1995a), etc., or narratives of the life of a single disabled individual (Frank 1986,

2000; Bruun 1995; Sachs 1995; Shuttleworth 1996, in press b). Kohrman's (in press b)

research on the Chinese concept of “que zi" is an exemplary anthropological study that

allows emic categories of disability to emerge from fieldwork. Advantages to studying a

particular disability group or the life of a disabled individual includes providing a close-up

view of the members of these groups' interactions with others in particular sociocultural

milieus and rich ethnographic description and detail.

Cross-disability research is less common than the first group of studies. Some of

the most satisfying cross-disability research by anthropologists takes a social problems

approach, for example, Gold on paratransit (1994) and on access (1996), Eames and

Eames (1997) on service animals, and Landsman (1997) on mothers of disabled

children. Cross-disability work most commonly focuses on a single society, often

elucidating the cultural beliefs informing their particular categorization of disabilities (for

example, Nicolaisen 1995; Devlieger 1995). Other anthropologists attempt to theorize

about disability in general, sometimes cross-culturally (Murphy et al. 1988; Scheer and

Groce 1988; Luborsky 1994; Whyte 1995b). Yet, anthropologists, like other social and

behavioral scientists, often overlook important understudied variables such as age at

onset, time since onset, course, level of pain, visibility, “hide-ability," predictability,

availability of accommodations, social acceptability of disabilities (Kasnitz 1995).

There is a significant literature of biographical, autobiographical, and journalistic

work about disability, men and women with disabilities, significant others of people with

º ** -
-

ºn sess -º a 4

* -º-; ,
-

º * - **
* * * *-*---a
i, ºne- -------

--- "ºº-- º

º **. ****
- * * * -*******

62



**-

disabilities, and leadership in the disability rights movement. A few of these are by

anthropologists (Murphy 1987; Gold and Duval 1994; Kasnitz 1993; Preston 1994;

Landsman 1997). Examinations of the lives of individuals with disabilities can inform and

increase understanding of life course dynamics and social change. Anthropologists with

disabilities have written about their own lives and the impact of disability on their

research (Gold 1994; Duval 1994; Keck 1994; Spradley and Spradley 1985; Steiner

1994; Colligan 1994). Others have looked at disability as a social problem in complex

society, centered on their self-reflection and personal experience (Kasnitz 1993; Preston

1994). ` -
*** *** *

. * . - -->
* * * ** ****

THEORY IN THE ANTHROPOLOGY OF DISABILITY º:- --
- *** *-us

* **** - ****
The minimal anthropological research on disability has also been accompanied *** -

º-->
by a theoretical lacuna. In fact, much of the anthropological research on disability has ºº ---->

been conceptualized in terms of a relatively few theoretical notions, the most notable of *~~~!

which are liminality and stigma. The dominance of these concepts in attempts to F. º *

* * * "-ºs-ºs

understand disability borders on the hegemonic. Yet, sociocultural anthropology in º ... --- º
º *** * .

general has experienced much theoretical ferment, and anthropologists researching º
…-->

*- ***

disability need to critically engage with some of the more current understandings of

culture (see Kasnitz and Shuttleworth 1999, in press; Whyte 1995b).

Goffman (1963) defined stigma as a discrediting attribute, an undesired

differentness from social expectations. Anthropological studies utilizing this concept

have contributed significantly to our understanding of the sociocultural construction of

certain chronic illnesses and disabilities (see, for example, Edgerton 1968, Gussow and

Tracy 1968, 1970; Ablon 1981, 1984, 1999; Becker 1980; Becker and Arnold 1986;

Agrosino 1992; Predaswat 1992; Herskovits and Mitteness 1994). Goffman's

perspective, however, has been criticized on several grounds, perhaps most importantly

Ammº. —E
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that it is not sensitive to issues of politics and empowerment (Hahn 1985; Anspach

1979). Although conceding that Goffman contributed social and psychological insight to

the study of disability, Wendell (1996) has further criticized him for reflecting some of the

cultural stereotypes and meanings of disability at the time he was writing, the early 60s.

I think that Goffman's critics hold him to an impossible hermeneutic demand—to step

outside his historical moment and render a disability rights influenced analysis.

Susman (1994) convincingly rebuts Goffman's critics when she argues that he

“does not view the link between stigma/deviance and disability as inexorable, nor does

he claim that disabled people are inevitably passive and victimized. Rather, Goffman

holds that the meaning of disability is a social, therefore changeable, construction" (p.

15). This is the significant insight from Goffman's work—an insight that was a primary

factor in eventually paving the way for today's more critical disability discourse. I am,

however, sympathetic with critics of the concept of stigma such as Hughes (1999) who

feel that it emerged from non-disabled discourse on disability. In addition, the power to

stigmatize effectively reflects the cultural power held over disabled people by non

disabled people in U.S. society. Stigmatization viewed in this way as a power move on

the part of non-disabled people over disabled people can I think be usefully employed

analytically. Similarly, Hughes' (1999) attempt to pathologize non-disabled perception is

a significant development in disability studies discourse that anthropologists should take

note of.

Wendell (1996) also criticizes Goffman for "lumping together all sources of

stigma, which causes him to over-generalize, [and] prevents him from seeing some

crucial aspects of the stigmas of illness and disability" (57; also see Murphy et al. 1987).

In my mind, this is a sound criticism, for if the stigmatization that accompanies disability

is conceived of similarly to that which accompanies membership in an ethnic minority, for

example, then what is the analytical use of the concept? Further, for the student of

lºm E.
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disability, can use of the term be applied equally as the non-disabled response to

divergent impairments? Herskovits and Mitteness (1994) have given us an analytical

grasp of how degree of stigma varies for different chronic illnesses and disabilities

depending on the different cultural values that are transgressed. This is an important

advancement, yet I think this kind of thinking can be taken further. In fact, degree of

stigma will vary from context to context for someone with a certain disability as the

particular social context calls for the use of some culturally defined abilities and invokes

some values but not others. An answer to the question above may be that the concept

of stigma in fact maintains its analytical cogency by being broadly inclusive, whose : lºs -- a---

distinguishing features need to be specifically filled in for particular groups of people in . - -

specific contexts. º ºº
A more serious critique can be leveled at the concept of stigma taking into º, >

account today's theoretical climate in the social sciences. Stigma remains a *::::::
disembodied notion in much of the anthropological work mentioned above. That stigma ** == ---

*

can often lead to internalized oppression or conversely to self-empowerment needs to be º *~
theoretically grounded in intersubjective processes. How do disabled people engage {{ lºº

* * * *

and contend intersubjectively with a particular form of stigmatization and other * all :-
impediments to full societal participation at an embodied level of experience?

Existential-phenomenology may be able to uniquely elucidate this process (Shuttleworth

1996, 1997, 1998b, 1998c, in press a, in press b). Frank's (1986) research on the life of

a woman with missing limbs, Diane DeVries, was an early attempt to bring a

phenomenological perspective into the anthropological study of disability. Yet, Frank's

phenomenological work only focused on one disabled person's image of her body. In a

later move to get beyond the notion of stigma, Frank (1988) attempted to show how

several people with missing limbs since birth move became empowered. However, her

discussion is not adequately grounded theoretically.
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Frank analyzes three case studies of people with missing limbs who strategically

use their highly visible impairments to challenge "the negative construction of their lives

by 'normals" (114). In a telling passage, Frank asserts that "Self-empowerment may be

defined...as the result of symbolically assessing situations and engaging in strategic

behaviors in ways that permit...individuals to participate actively in society against a

background of stigma, discrimination, and functional limitations" (112). This description

of self-empowerment begs the question of how one in fact becomes empowered.

Although noting Scott's (1970) important point that "Goffman's theory should be critically

assessed for its fit to concrete situations" (97), Frank never extends this insight to

encompass the contextual variability of both stigma and the normative gaze. Her

prioritization of symbolic assessment and the language of strategizing misses the

importance that social context, subjective stances and intersubjective dynamics have in

self-empowerment. The task is to flesh out the precise context that one is analyzing.

Detailing the subject's existential contention within a particular context is paramount in

apprehending the possibility of their empowerment.

Frank (2000) has recently published her long awaited book length study of the life

of Diane DeVries. Based on over twenty years of interviews, discussion, friendship and

Frank's participation in Diane's life, this work is a sensitive and insightful portrait of the

relationship of a non-disabled woman with a disabled woman. Frank applies current

thinking in narrative analysis and a radical reflexivity to ultimately question whether we

can ever really know another. Philosophically this observation is on firm ground and

partially explains her hesitancy in conceptually fleshing out self-empowerment in both

her previous and current work. Franks' work is admirable for "affirming the ethical

primacy of Diane's ultimately unnamable, lived experience" (123), and focusing "not only

on the images of the other but on the cultural processes by which such images arise"

(161). However, in terms of my own project, her refusal to more fully explore the

- º** **-
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intersubjective dynamics of Diane's empowerment, was a disappointment. Frank's

concluding objective assessment of Diane's father's role in the development of her

positive self-image and discussion of the cultural milieu as the source for Diane's

discourses and practices is weakly offered. No doubt, because any interpretation

following such strong claims to counter the tendency to "play into the trap of being" will

appear beside the point. And while I do not deny that family dynamics may have played

some part in Diane's positive sense of self, the fact that several men in my own study

whose early family support was meager if non-existent (one man spent most of his

childhood and youth in special schools away from his family) and later became highly

successful in both their careers and love, means that support is only one of a number of

possible aspects that play into an empowered self-agency.

There has been surprisingly little anthropological elaboration of a

phenomenological perspective applied to the experience of people with disabilities since

Frank's (1986) attempt (but see French 1994). However, several attempts within

anthropology and sociology to develop phenomenological and existential

phenomenological perspectives further have recently been offered (see Shuttleworth

1996, 1997, 1998b, 1998c, in press a; in press b; Hughes and Paterson 1997, 1999;

Hughes 1999). Within anthropology and the social sciences more generally, a new wave

of existential-phenomenological approaches especially indebted to Merleau-Ponty

(1962) is proliferating (see especially, Csordas 1990, 1993, 1994a, b, Jackson 1989,

1996, 1998; Kleinman and Kleinman 1991; Ostrow 1990). The potential that existential

phenomenological approaches to experience hold for elucidating the existential

resistance (Shrag 1969; Kleinman and Kleinman 1991; Kleinman 1992) and

stigmatization that disabled people encounter in their everyday lives and the existential

and political projects which they forge to contend with, transcend and/or transform these

negative resistances have not been much explored.
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Turning to the symbolic anthropological study of disability—this work has not

moved much beyond a focus on the ritual notion of liminality. In a highly influential

paper, Victor Turner (1967) elaborated on Van Gennep's (1960) understanding of rites

de passage, especially focusing on the transformational or liminal phase. In brief, Van

Gennep had proposed that rituals concerning the transition from one social state or

status to another are marked by three phases: separation, liminality and aggregation. In

the separation phase, the individual detaches from a prior social state or position. The

liminal phase is ambiguous having none or few of the attributes of the previous or later

states. Finally, in the third aggregate phase of transition, the individual is incorporated

into a new social state or position with all its accompanying responsibilities and

privileges. In fleshing out the liminal phase of rituals, Turner notes that subjects are

often structurally invisible, no longer classified but not yet classified, ambiguously

perceived, associated with deterioration and gestation, without status and property and

the prototype of sacred poverty.

In a much-cited article, Murphy and associates' (1988) proposed that the concept

of liminality could also be applied to the social response to disabled people (Murphy et

al. 1988; Goldin and Scheer 1995). They felt that the model of deviance and stigma did

not accurately describe the social relationship between non-disabled and disable people

in American society. Their novel conceptualization of disability would seem an

improvement over a gross model of stigma. It is true that disabled people have often

been isolated, made invisible, seen as Contaminated, avoided, without status and

economically marginalized. These and other responses are reminiscent of the social

responses to initiates who undergo the liminal phase of many rites de passage. Thus,

Murphy et al. argue that, “disability is not a thing, it is “a juncture within a process—an

arrestment in life history that is dramatized in a rite of passage frozen in its liminal stage"

(241).
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Yet, a closer reading of these authors' article reveals an uncritical shift from a

focus on the social response to disability to the lived experience of impairment-disability.

Murphy and his associates err by trying to force the processual notion of liminality onto

the lived experience of disability in general. The problem is that they draw almost

entirely from the experience of persons with late-onset disabilities. Extrapolating from

the experience of this population, Murphy et al. (1988) suggest that “the physical laws of

the disabled are better seen as ‘losses,' rather than as 'deficiencies,’ for most of the

sightless once saw and most of the crippled once ran” (241). However, people with

early-onset disabilities do not experience the first phase of the proposed liminal model,

that is, separation from “normal bodies." Therefore, their physical laws cannot be

considered “losses" in any sense of the term. And although approximately only 10% of

people with disabilities experience an onset of disability in early childhood, the impact of

this minority has had a disproportionate power within the US independent living and

disability rights movement in shaping attitudes, policies, and events (Kasnitz and Doe

1998).

A more consistent model of early-onset disabilities from the normative

perspective of U.S. society is that they are perceived as anomalous or as “matter out of

place" (Douglas 1966). Matter out of place transgresses cultural categories and is thus

interstructural or liminal in a non-processual sense. This accords more with the social

and lived experience of people with early-onset disabilities, since they do not experience

a prior phase of being in place. In short, matter out of place is a culturally constituted

perception and not a phase in a process. Yet, I would submit that this does not exclude

the possibility of the transformation of cultural categories of symbolic order. Thus, the

transformation of cultural classifications of function and aesthetics as these relate to

disabled people remains a real possibility.
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In anthropology more generally, the symbolic turn has especially embraced

hermeneutics, semiotics and post-structuralism. These perspectives have not been

much explored in ethnographic research on disability. There has been some attention to

metaphor in ethnographic research with disabled people. Duval (1984) presents an

analysis of how psychosocial metaphors symbolically mediate the transformation of the

“able-bodied into the disabled" for persons newly diagnosed with multiple sclerosis (635).

Phillips (1990) shows how negative cultural images such as the metaphor of “disabled

as-damaged-goods" often structure interaction patterns between non-disabled and

disabled persons in American society. Drawing on the work of Norton (1989), Angrosino

(1992) examines what he terms metaphors of stigma in how some deinstitutionalized

“mentally retarded" adults see themselves. His approach is to analyze the life stories of

informants as extended metaphors. Yet, this work on metaphor has been intermittent

and has not led to much innovation in the symbolic anthropology of disability. Liminality

has managed to maintain its primacy as the key symbolic idea. How can disability

research benefit from the general anthropological interest in interpretation, signitive

relations and post-structuralist notions such as deconstruction, difference and instability?

A more explicitly semiotic approach to the study of disability within anthropology might

detail the wide range of signitive relations used to refer to functional differences in

diverse societies. A semiotic anthropology of disability in our own society might ask, is

functional difference an indexical, iconic or symbolic sign for disability? A post

structuralist approach might explore the instability of the various binaries that structure

the general oppositional semiosis of dis■ ability in U.S. society.

A critical cum symbolic perspective which especially focuses on relations of

power as reproduced in actor's everyday practices has especially become a dominant

approach in anthropology (Dirks, Eley and Ortner 1994; Ortner 1984). Here, culture is

seen “as a constant site of struggle between those with and without power” (Fiske 1987:
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260). This perspective can obviously be useful for studying disability issues, in which the

question of who has and does not have social and political power is critical (see Wang

1992). Bourdieu's (1977, 1990) elucidation of the gendered and dispositional dimension

of hexis and bodily practices, for example, as mentioned in Chapter I., could sharpen our

understanding of the social exclusion that disabled people with their diverse range of

body movements and body habits often experience (Shuttleworth 1996, 1997, 1998b,

1998c, in press a; for another practice related perspective, see Mills 1994). In fact,

cultural studies, which theoretically influences this critical perspective in anthropology, is

becoming significant in articulating a disability studies approach (Linton 1998) that until

recently has “been notable in social science for its failure to engage major social theories

of society" (Gleeson 1997: 18).

Some anthropologists have attempted to conceptualize and theorize about

disability in general, often across cultures (see, for example, Murphy et al. 1988; Scheer

and Groce 1988; Luborsky 1994). Scheer and Groce (1988), for example, propose a

model of increasing classification of persons in terms of visible physical characteristics in

impersonal, complex societies as opposed to face-to-face traditional societies where

more aspects of their identity are taken into account, generally leading to better

treatment. However, much more ethnographic and historical research needs to be

conducted on the experience of people with all kinds of impairments and the social

responses to them in diverse societies before this modernist argument can be

substantiated.

A significant problem with some of these attempts to conceptualize disability in

general is that focusing on people with a mature age at onset of disability in their

empirical examples, they attempt to generalize to early-onset disabilities without

providing any extended analysis that their models fit this very different population.

Murphy et al. (1988) are not the only culprits. Verbrugge and Jette (1993), who are
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gerontologists not anthropologists, commit this error in their article on the disablement

process. Luborsky (1994), who is an anthropologist, uses their model and also implicitly

makes this generalization when reporting on a sample of post-polio, middle aged and

elderly people whose conditions deteriorated after years of relative stability. However,

Luborsky's article is primarily a theoretical piece on disability in general with not a word

about the wide range of types of disabilities and life courses experience. Luborsky

(1994) talks about disability as “loss" and “erosion of full adult personhood." Yet, can we

assume that there are no problems in the use of this model for people with early onset

disabilities? Collapsing early and late-onset disabilities, disabilities that worsen and

improve and otherwise change or remain stable obscures the very different social and

experiential dynamics that exist for people with different disability trajectories and

devalues the experience of persons with early-onset disabilities.

Whyte's (1995b) concluding essay in Disability and Culture is the most thorough

recent discussion of various theoretical perspectives that could contribute to the study of

disability. Her discussion includes the broad cultural history of Stiker and Foucaltian

scholars; discourses on anomaly following Mary Douglas; Kleinman's phenomenological

approach to suffering, a focus on the theme of personhood, and medical anthropology's

more traditional ethnographic focus on cause and cure, among other points of view.

Whyte's purpose is to suggest the kinds of research and analysis that will broaden our

understanding of disability. Her essay succeeds as a catalogue of ideas to stimulate

more innovative research strategies.

ANTHROPOLOGICAL RESEARCH ON DISABILITY AND SEXUALITY

Given the immature state of disability research in anthropology, what can be said

about the anthropological study of disability and sexuality? Not surprisingly, this topic

has been virtually ignored. This may partially be due to an unstated restraint among
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researchers who feel that discussing the sexuality of disabled people might jeopardize

the move to legitimate disability as topic of study in anthropology? Sexuality research

has certainly been marginalized in the social sciences including anthropology (Vance

1991; di Mauro 1995). So the marginalization of disability research itself within

anthropology has probably deterred many anthropologists who conduct research with

members of this population from wanting to risk further peripheralization in the

subdiscipline by focusing on sex. Yet, this is a serious research deficiency and I would

add also feeds into U.S. society's asexual construction of people with disabilities.

To be fair, anthropological studies focusing on disability have often mentioned

that opportunities to form sexually intimate relationships and/or marry are greatly

reduced for physically disabled people (see, for example, Devlieger 1995; Nicolaisen

1995; Sentumbwe 1995; Ablon 1984). However, there has been minimal, systematic

anthropological focus on any of the range of disability and sexuality issues. For

example, there have only been a few studies that examine the way cultural beliefs and

values, social structure and gender expectations impact physically disabled people's

chances in the sexual and/or marriage arenas. Ablon's (1996) research on gender :

response to neurofibromatosis in the United States; Sentumbwe's (1995) research on

the differential access to mistress and marriage status for blind, Ugandan women; Wolf

and Dukepoo's (1969) research on the high incidence of albino births in the Hopi

population are three exemplary studies. These studies clearly show how the interplay of

sociocultural forces often conspires to marginalize disabled people and restrict their

access to sexually intimate relationships and/or marriage.

Wolf and Dukepoo (1969) provide important information on the cultural

knowledge and social relations involved in the high incidence of albino births for the

Hopi. The apparent reason for this phenomenon is that albino Hopi men developed a

sexual advantage over non-albino men. Wolf and Dukepoo first describe the overall
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positive acceptance of albinos in Hopi society. This acceptance, however, generally

stopped short of marriage. In terms of albino men, the Hopi rationale was that they

could not work in the fields to support a family. Wolf and Dukepoo report that the Hopis

with whom they spoke implied that albino women simply socially withdrew. Although

albino men were rejected as marriage partners by non-albino women, rejection did not

extend to sexual activity. Remaining in the village with the women instead of going to

work in the fields with the men, albino men apparently had the time and opportunity to

develop their sexual advantage over non-albino men. One legendary albino man was

spoken of thusly, “They say he was always around trading with the ladies. He would

make babies with them" (36). Although significant in demonstrating that physical

difference can sometimes reap benefits in sexual opportunities, Wolf and Dukepoo's

research is too narrowly focused on explaining the high incidence of albinism in the Hopi

population; thus, they neglect to fully examine the experience and meanings of sexual

intimacy in relation to albino Hopi. In addition, another important question remains

unanswered, what are the specific cultural beliefs and social and gender relations

involved in the withdrawal by albino women from the sexual and marriage arenas?

An anthropological study that does examine the differential access to intimacy

and sexual experiences for men and women is Ablon's (1996) research on gender

response to neurofibromatosis 1. Based on their review of the literature, the sociologists

Fine and Asch (1988) reported that women with disabilities in U.S. society were more

likely to be without a partner than men with disabilities. Although Fine and Asch's work

was a long overdue plea to include gender as an important variable in research on

disability and drew attention to the multiple oppression that women with disabilities are

often subjected to in U.S. society, the findings of Ablon's study challenge any blanket

assessment of the greater disadvantages that women with disabilities have compared to

men in developing intimate relationships in the United States. In short, Ablon found that
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of her sample, 2/3 of the women were married, while only 1/3 of the men were married.

Additionally, the single men in her sample were much less likely to have had sexual

experiences than the women. Ablon notes the persistence of women in finding a

partner, while some of the men socially withdrew. She argues that since women have

been socialized in this society to be connected in a relationship, these women with

neurofibromatosis continued to fantasize about and strategize to connect with a man.

Conversely, for men, attachment is overridden by the cultural expectation of male

achievement. The lack of individual achievement by some of these single men with

neurofibromatosis 1, due to early learning disabilities and social failures, and thus their

lack of being able to meet U.S. society's male gender role expectations, negatively

impacts their gender identity, effectively blocking any desire they might have for an

intimate relationship.

In a recent study, Sentumbwe (1995) has provided a finely grained analysis of

the cultural knowledge and social relations operating in the sexual and marriage choices

of non-disabled persons in terms of a specific disabled population. He elucidates why

sighted Ugandan men will have sexual relations with blind Ugandan women and/or keep

them as mistresses but rarely marry them. Cultural beliefs that blindness is physically

incapacitating and blind persons are especially vulnerable compared to persons with

other disabilities contributes to the assumption that blind women cannot adequately fulfill

their domestic role; reinforcement of this assumption by disapproving relatives and

friends generally result in the restriction of relations between sighted men and blind

women to less socially legitimate relationships based primarily on sex. Sentumbwe

suggests that although adequate for sexual relations blind women are unattractive as

marital partners for sighted men because “most men refuse to take on any 'woman's

activities'; consequently, men still need competent housewives", which they assume

must be physically able and thus sighted (172). On the other hand, blind men are more
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likely to have sighted wives because sighted women are actively involved with income

generating activities and have “progressively embraced male dominated activities" (172).

Therefore, they do not have to totally depend on their blind husbands or assistance from

kin.

What Ablon and Sentumbwe's studies clearly show is that in addition to

elucidating the cultural understanding of and response to a particular physical disability,

an analysis of the different gender role expectations for men and women in a society and

the cultural knowledge, values and practices that legitimize them is important to consider

in assessing the sexual and marriage possibilities for persons with this disability. This

conclusion can also be surmised from Wolf and Dukepoo's narrowly construed study.

Whether men or women with a particular disability are seen as legitimate sexual or

marriage choices by others can sometimes differ drastically depending on the interplay

between cultural beliefs about the disability and, using Bourdieu's (1977) terms, the

degree to which they are perceived as embodying the society's gendered dispositions in

hexis, bodily habits and intentions. Being unable to adequately effect a masculine or

feminine performance in Butler's sense of the term (1990, 1997a, 1997b), and being

evaluated by others and themselves in terms of this absence may have significant

consequences for people with various impairments depending on the society. Divergent

patterns of response by men and women with the same disability (for example, social

withdrawal/continued strategizing) may be due to their perceptions of how well they

embody masculinity or femininity and/or differences in the sociocultural resources

available to these genders.
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TOVVARD A CRITICAL-INTERPRETIVE ANTHROPOLOGY OF DISABILITY
AND SEXUALITY

Anthropological research on disability and sexuality that interprets the interaction

of cultural beliefs, social structure and gender relations is crucial. Yet, anthropological

research on disability and sexuality should also incorporate a constructionist stance that

is congruent with current anthropological approaches in the study of sexuality (Vance

1991 ; Ashkenazi and Markowitz 1999). Historically, sexuality has had a difficult time

becoming legitimized as a topic befitting serious social and cultural analysis and similar

to disability has suffered peripheralization in the social sciences including anthropology

(Vance 1991, 1995; di Mauro 1996). Not just an unfortunate byproduct of the difficulties

in Studying a phenomenon which is almost everywhere seen as a private matter (Freidl

1994; Mead 1991), the social sciences also reflect certain moralistic attitudes toward sex

that are prevalent in the society at large. Di Mauro (1995) documents the stigma that

Sexuality researchers often have to endure from colleagues with supposedly more

legitimate topical concerns and the lack of research and funding opportunities that have

*CCOrmpanied the study of sexuality within the social sciences. Within anthropology

*Pecifically, despite traditional attention to the sex of the other,’ it was typically offered

as a “sideshow" (Kulick 1995). Sex remained marginal to more primary topical concerns,

*PProached uncritically as simply part of nature, and was woefully under-analyzed (Herdt

199s: Vance 1991, 1995; Ashkenazi and Markowitz 1999).

However, the situation in the social sciences and anthropology is changing. The

*itical academic scholarship of gays, lesbians and third-wave feminists called into

Question traditional biases in the study of sexuality; the most important of these being

Sex ss a natural category of which reproductive heterosexuality is the logical outcome.

This "heteronormative' assumption is perceived as politically motivated and exclusionary.

Social constructionist scholarship has undermined the previously taken for granted
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categories of sex and gender and has been a primary influence in the current vogue of

sexuality studies in the social sciences including anthropology (Vance 1991, 1995;

Herdt 1999).

Social constructionist approaches emphasize the cultural and historical specificity

of sexuality and gender (Gagnon and Parker 1995). Among other issues, this body of

work explores theory (Plummer 1982, 1995; Weeks 1985; Simon and Gagnon 1984;

Vance 1991, 1995), gender and sexuality (Connell 1995; Rubin 1975, 1984; Ortner and

Whitehead 1981; Shore 1981), and sexual identity (McIntosh 1968; Whitehead 1981;

Stein 1992; Katz 1990; Herdt 1981, 1990, 1995; White 1996). Foucault's (1978) work on

Sexuality is “for many social constructionists, the locus classicus of their program" (Stein

1992).

Challenging the repressive hypothesis that would have us believe that modern

institutions exact the price of sexual repression, Foucault (1978) asserts that in fact sex

from the 19" century on is increasingly under continuous debate and scrutinization.

Through his novel use of power as not only constraining but as a mobilizing force, he

*9tues that sexuality is a “historical construct," a conduit of power relations that fixated

the Polymorphous sexual conducts and manifold sexualities that had heretofore existed.

Similarly, It is as an instrument effect of the relations of power to sex that the latter has

beco me the site of the individual's truth in modern society. For Foucault, the subject and

Sexual subjectivity are historically constituted phenomena. Jeffrey Weeks (1995) puts

the Core social constructionist principle on sexuality gleaned from gay, lesbian, feminist

*nd Focau■ tian scholarship thusly, “we can only understand sexuality through

"derstanding the cultural meanings which construct it" (1985:33-34).”

However, anthropological research on sexuality from a constructionist

Perspective, similar to more traditional ethnographic research, also ignores the problem

Of Sisability and sexuality. Why has the sexuality and anthropological literature excluded
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discussions of disability? Has sexuality implicitly been assumed as only relevant for the

representative or normative (the anthropological average), that is, non-disabled persons.

This research deficiency also feeds into the asexual construction of people with

disabilities.

A critical perspective on disability and sexuality is finally occurring in disability

studies. With the publication of Shakespeare, Gillespie-Sells and Davies (1996), The

Sexual Politics of Disability. Untold Desires, the study of disability and sexuality can truly

be said to have taken a critical turn away from a medicalized discourse. Based on

interviews with a broad range of disabled people in the United Kingdom, this important

study engages vital questions at the interface of identity, society and culture while

maintaining a grounded focus on the implications for disabled people's sexual well being.

Infused with the spirit of the UK's disability rights movement, the researchers examine

the changing political context of disabled people's personal lives. Critical of both the

domination of the medical model of disability and of disability and sexuality studies

"eglect of this subject, Shakespeare, Gillespie-Sells and Davies extend the social model

Of disability, that is, that people with impairments are disabled by society, to the domain

Of Sexuality. Although research subjects reported much sexual oppression and many

*9cial and cultural barriers to being sexual, Shakespeare, Gillespie-Sells and Davies'

Work is essentially positive because it also documents the diverse and fulfilling sexual

*Periences and relationships that disabled people in the United Kingdom are currently

°lainning.”
While Shakespeare, Gillespie-Sells and Davies' study is certainly a landmark

work. it is marred by too much reliance on the social model of disability and minimal

"eoretical development. Perhaps in an effort to let disabled people speak for

"ernselves. interpretive and social constructionist sources are kept to a minimum, and

only substantively brought into play during the concluding chapter. Yet providing a
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developed theoretical perspective on the intersection of disability and sexuality might

have lent disabled people's voices even more power. As I mentioned earlier, some

disability studies scholars, although recognizing the social model of disability's

usefulness in displacing focus on the individual and for reframing disability in English

speaking societies, have found it lacking as an overarching theory of disability. Models

of experience and conceptual frameworks that do not fit with the social model of

disability as an orientation in critiquing disability oppression have only recently begun

finding an outlet in disability studies.

Perhaps due to this claiming of sexuality by disabled people, as chronicled by

Shakespeare, Gillespie-Sells and Davies, several anthropologists have recently engaged

with disability and sexuality issues in a critical way. These researchers utilizing

interpretive and social constructionist perspectives are on the cutting edge of a new

critical■ -interpretive disability and sexuality studies. Block's (1998) work on the sexual

representation of women with cognitive disabilities (her term for mental retardation) is

one example. She discusses two cases in American society separated by a hundred

years and finds continuities of representation in the writings of a eugenicist about

Deborah Kallikak, a woman institutionalized in 1889 ostensibly for her cognitive failings

and in the court documents and media coverage of a rape trial of a woman with cognitive

disabilities by a group of boys in Glen Ridge. Block shows the similarity of description

between the eugenics discourse at the turn of the 20" century of the “immoral and

uncontrollable sexual nature of women with cognitive disabilities" and the way the

defense for the boys, the psychiatrist employed by the court and also neighbors

characterized the raped woman as a sexually dangerous creature “from which young

men must be protected" (5). The implication of this characterization is the historical

continuity of the idea that women with cognitive disabilities are both sexually and socially

threatening, and “in need of professional management and control" (1). The
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institutionalization of Deborah Kallikak for being feebleminded and the light sentences of

the perpetrators of the sexual assault are both enabled by the same social and sexual

imagery of women with cognitive disabilities (also see Block 1997, in press).

Kohrman (in press) has examined marriage exclusion and identity formation for

disabled men in contemporary China. Local Chinese practices of marriage exclusion

shape the definition, marginalization, and experience of men who are quezi, that is, who

have trouble walking. The way that these men are responded to by others as they try to

negotiate marriage increasingly compromises the expectations that they have for

themselves. By examining subject's narratives, Kohrman shows how “the interplay of

talk and hope that transpires during marriage exclusion pushes them towards a partial

*CCeptance of themselves as que” (8). Men who are quezi have a much more difficult

time in finding marriage partners because of masculine expectations of movement and

*9ency. Initial introductory descriptions employed by que men and their families are

°tten considered to be deceitful because they do not mention the mobility difficulty of

these men. Descriptions are usually changed over time to incorporate a story of tragedy

anci strength. Family expectations for a marriage partner are also revised to women

from poorer or less culturally sophisticated backgrounds, women who are defined as

*bnormal or from marginal areas of the country. Often, however, the man resists making
t

- - - -hese compromises and rejects the woman, which angers family members. At some

Point though, compromises in one's expectations for one's self and one's marriage

Pºssibilities are usually made. Using Iser's reader-response theory Kohrman shows how
“H

- - - -S*Pes which are part and parcel" to quezi men's view of themselves “are influenced
in

te "Tsubjectively over time by the interaction of the many people involved in marriage

"eking (22).

i
Guldin's (1999, 2000) recent research on the sexuality of people with mobility

n
-P=irments in the United States also makes a significant contribution to a critical
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interpretive anthropology of disability and sexuality. The basis for a master's paper,

Guldin’s research is limited to only a couple of interviews with seven individuals and thus

is severely restricted in terms of both depth and scope, yet I think her work is

nevertheless important and suggestive. Briefly, she examines how mobility impaired

persons “self-claim their sexualities in light of the desexualizing cultural intersection of

'disability' and 'sexuality." Conceptually she breaks this down into how mobility impaired

people construct, express and experience their sexuality.

The most significant contribution that I think Guldin makes in her work is her

insightful use of Ortner's (1996) conception of agency in the sexual lives of her research

Participants. She convincingly shows how agency can both conform to and resist the

dominant images and understanding of both disability and sexuality in the context of

disabled people's interpersonal search for sexual intimacy. For example, one of her

research participants whose injury as a child interrupted the growth of his penis and his

ability to achieve full erections did not want to get a penile implant because “he did not

feel his sexuality was contingent on having an erection of 'normal" length, width and

hard ness' (49). Guldin views this as challenging the dominant meanings of masculine

sexuality. Yet, this participant also felt erotic and sexual when he got erections to the

deg Tee that he could achieve. Conversely, then this demonstrated his reinforcement of

Cultu ral notions of the sexual male. Guldin concludes, “He did not reject cultural notions

*rely, but redefined them in light of the physiological reality of his body (49)
Another important finding of Guldin's is that the disabled men in her study

*eerned to take on feminine communication styles, while women seemed to become

"nore masculine in their approach, especially regarding flirting behavior. I will have more

to S=y about this finding and also some of the conclusions Guldin draws in a later section

Of the oissertation. For now, I would simply like to set the stage for this discussion by

Stati *Tºg that among research participants in the present study, a fluid self-identity in
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relation to gender was significantly related to sexual self-esteem and success in

establishing sexual relationships with others.

Despite recognition of barriers, Guldin finds that her informants were mostly

positive about their sexuality. Her findings are congruent with Shakespeare, Gillespie

Sells and Davies' (1996) vision for disability and sexuality research, that is, showing

disabled people's positive sexual experiences, as well as recognizing the very real

barriers to sexual intimacy for disabled people. However, so far all of these critical

interpretive works suffer from an inattention to lived process in disabled people's

*Perience. They are inadequately conceptualized to experientially elucidate the º
º: * *-

Process of contending with the difficulties of a desexualizing context. Guldin's study º --

Perhaps comes closest in her reference to Scheper-Hughes and Lock's (1987) notion of º
the ernbodied subject. Yet, although Scheper-Hughes and Lock's article was an º:

** - -

impo rtant plea for a multifaceted and less objectivistic analysis of the body in

anthro pology, these medical anthropologists did not provide much in the way of a *** ** -1

method to apprehend the lived body as process. Thus, Guldin's embodied subject |: **** --
*PPe=rs quite static. Attention to embodiment as a process reveals a different kind of º
data- ::::::::::

Despite their inattention to experiential process, these studies represent a

Signifi cant step in an anthropology of disability and sexuality. Their use of innovative

theory. i.e. embodiment, narrative theory, reader-response theory, conceptions of

*gency and/or their more critical stance vis-à-vis cultural and representational practices

Podes well for the future. Broadly critical-interpretive, with a social constructionist

Sensi bility, these kind of studies will advance our understanding of disability and

*exual ity issues. The present study hopes to both further my own work and theorization

of the interpersonal context of negotiating sexual relationships for men with cerebral

Palsy. *nd to also contribute to this emerging critical-interpretive discourse on disability
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and sexuality in both anthropology and disability studies with the addition of attention to

intersubjective process and other existential-phenomenological concerns.

* * **

* * * * * * ****

* ~...,
w - ->

*- * - - -
- * *-tº

* | *-----------
º * -- -

* * * * * *****
!--- se-º

- º

jº *…* *** *---

*** -zº *
* * ****

* -
**

# * * * * ~ *
* . . . * *

* -- º

{- --> ** * *
* > ->

*s. **- -z ‘sº
º

* = **, *.º
*** -

*-

*

84



CHAPTER IV. THE POLITICAL CONTEXT OF DISABILITY
RESEARCH AND THE ALLY AS ETHNOGRAPHER

Within the context of disabled people's claims for 'disability culture', I first want to

discuss some of the issues and dilemmas that confronted me as a non-disabled

anthropologist conducting ethnographic research on disability in the United States. I

then reflect on issues of power and subversion as they played out during the course of

fielcivork. I subsequently argue that the ethnographer who simultaneously holds a role

with in the particular community under study, provided they are oriented toward a critical

refi exivity, can enhance their ethnographic perspective with an experientially based

*CCC unt rendered from their subject position in the social field. This segues into tracing

the Grigins of the present research as it emerged from my experience and perspective

"thin the East San Francisco Bay disability community. Finally, I briefly outline the

*search methods I utilized in this study.

PlsABILITY culture

The notion of disability culture strives to incorporate both the notion of artistic

*Pression and refinement (a traditional notion of culture) and also an anthropological

Sense of shared experience and meaning, coherence, boundedness. At the 1999

Society for Disability Studies Meeting, invited keynote speaker, Lois Bragg from

Gai leaudet University, argued against the validity of disability culture in the

anth ropological sense, however, claiming that Deaf Culture qualifies more authentically

as Sºulture. Using a traditional anthropological critique (see, for example, Scheer 1994),
S
he referred to disability culture's lack of 1) intergenerational continuity, 2) an

Sº -**=blished language, 3) and a tradition of rituals.
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In line with this perspective, Ablon (1996b) has suggested that talking about the

disability community in anthropological terms makes more sense than talking about

disability culture. Gold (1996a) speaks of the virtual support community of disability

available through the Internet. However, while the concept of community may carry

Somewhat less baggage than that of culture, it is not without its own history and *

Problems as a descriptive term. For example, traditionally the term conveyed a sense of

9°C's raphic boundedness and face to face interaction. In more recent years, other

Criteria such as identification and supportiveness have assumed more importance. Yet,

the fact that many people with disabilities still do not fully identify and seek support from * * * *-*- - . .

"he Gisability community renders use of the term problematic. * “..., º -: *...
* , º: --- *** ****

One important source of the claiming of culture by disabled people is the * * * * **** * .
º * - sº

"version of non-disabled people's negative evaluations by some group's members to º º º cº
for

- - - - - -

* ... *-is ***"Tº = sense of identification and pride (see Tremain 1996; Mullins and Roddy 1996; ****** *...

**** * ºr -- ºf
Scheer 1994). In this sense, claiming disability culture converges with cultivating a | **

*itive disability identity and is an attempt by some disabled people in Western contexts º: **--- --* . tº ****
-

to S*rve out a space of suprafunctional meaning and group identity. Carol Gill (1995) ■ º º

99es so far as to explicitly advocate using the notion of disability culture for its social and ... * ... º º
-

*** **** * = .Psychological beneficiary effects. I would add that these benefits accrue as a g

Sººnsequence of its current value as a positive symbol. Yet, contrary to what Bragg and
-

"editionalist anthropologists might think, some commentators believe there is a growing º

Sense among disabled people of a shared dimension of pan-disability experience and

"e=ning that is increasingly being articulated through symbols, rituals and language (Gill
-

1 SSs D- ºr a

But does the coherence and boundedness inherent in use of the term obscure

the
Tyriad of differences that yet exist among members (see Scheer 1994). That is, *

diff •.*"Tences of impairment, gender, class, ethnicity and sexual orientation. The feminist
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sociolinguist Mairian Corker (1999) views this dilemma in terms of how best to

democratically conceptualize the disability movement. In problematizing the concept of

disability community, she asks, should it be conceived in terms of a “disability ‘spirit',

'genius', 'genuine (disability) culture' or 'conscience collective' which might incorporate

both those who are 'out', [who identify as a social group with disabled people] in the

process of ‘coming out', and the range of social realities which is suggested by our

diverse impairments (205)? She points to the example of queer studies, in which Butler

argues that the “continuing democratization of queer politics" leaves a purposely vague

Conceptualization of community membership, so as to be “more open and approachable"

(205). Corker wishes to leave the conceptualization of disability community or culture as

fluid and the boundaries between social distinctions as permeable because the marking

of us-them boundaries that is the stock in trade of identity politics can often backfire

When new discursive lines are drawn across divergent social contexts. More recently,

she has developed this position further and asserts the need to identify which differences

matter in cases "where boundary marking may be strategically or theoretically significant,

and to prevent difference running out of control" (personal communication, Corker 1999).

Yet, her primary goal is nevertheless to maintain a certain conceptual flexibility in

defining disability culture or community.

Of course, many disabled people outside of Western' contexts such as the U.S.

and U.K. would not lump people with diverse impairments together in a cross-disability

"ovement or a disability culture. Stone (1997) in fact cites insurmountable difficulties in

*Porting the social model of disability to China. Yet, the Disability Rights Movement

°ntinues to make headway internationally (Charlton 1998; Groce 1992). Can the

*Portation of disability culture really be far behind? So deferring determination of the

°ncept and leaving it open for shifting boundaries and contexts seems like a good idea.

^asnits and Shuttleworth (1999), in urging anthropology to critically engage with
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disability studies conclude that, “concepts...both lose and acquire meanings as the

historical context changes. The history of the notion of culture shows it to be no

exception. We would suggest that the culture concept remain a site of critical reflection

and discussion both within anthropology and disability studies and through their mutual

engagement" (35).

ETHNOGRAPHIC RESEARCH IN DISABILITY CULTURE

This claiming of disability identity and disability culture by disabled people has

rendered problematic traditional social scientific inquiry on disability issues. Self and

group boundaries are monitored much more closely in research than in the past to

protect against possible exploitation by researchers. Although I had lived and worked in

the heart of disability culture for many years, my decision to conduct ethnographic

research with some members of this community caused me a certain amount of anxiety

because of my non-disabled status. How would disabled men greet me, not as an

employee or friend, but as an ethnographer? That the research I wanted to conduct was

°n disability and sexuality made me even more anxious. What right did I have to delve

into disabled people's intimate and private sexual lives? Would ethnography be seen

here as simple voyeurism? Yet, despite these initial reservations, I decided to move

ahead with the study. The men with whom I was conducting pilot interviews told me: “If

* don't do it, whom else will?" Whatever flak I might receive, I went with their blessing.
The disabled researcher Tom Shakespeare (1997) also describes some trepidation in

*tudying disabled people's sexual lives in the United Kingdom, albeit a trepidation minus

the *nxiety of being seen as an outsider.

During fieldwork and write-up, my concern periodically resurfaced with some

*deled twists. While still reflexively engaged with whether I as a non-disabled
et "negrapher should conduct research on disability issues, I also became increasingly

* .
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concerned with the cries for emancipatory research in the disability studies literature.

With my highly theoretical bent, what role could I play in a scholarly context that seemed

to be moving toward a narrowly construed, materialist-oriented emancipatory approach?

Despite wanting to put innovative theory to work for disabled people, I knew I ran the risk

of being seen as of little use to them in the short run. Yet another source of concern for * . .

me was the disparity between my sexually intimate relationships and those of the

majority of the subjects in this study. Did this disparity reflect an asymmetrical power

relation between us? I finally came to question the assumption that ethnographers exert

all the power in the ethnographic equation and that research participants, in this case -- F --
* : *, *,

disabled participants, are powerless in this encounter. * * - - ~
* II. : ----------- *

* * * º ****
THE ETHNOGRAPHER AND EMANCIPATORY RESEARCH *... --

* * * * * * ****

Romantic images of the ethnographer crossing oceans and trekking over great :: ***
* * * º º: *****

land masses in order to spend several years studying some exotic, far away people * ***
sºj

**
* * * **

-º

fueled my original interest in anthropology over 20 years ago. Sherry Ortner (1995)
****, !.

*

Comments that ethnography “has always meant the attempt to understand another life tº- º:-
-º, , . " " -

World using the self as much of it as possible as the instrument of knowing" (Ortner [.
º
º,

**i. ** **** º

1995: 173). For the anthropologist, ethnographic process is indeed founded in the **** --- * -* * * º

fieldwork experience of the self's encounters with other people who are culturally or s

subculturally different from the ethnographer, and the attempt to apprehend what their º

- **perience is about; this process culminates in an interpretive rendering—what has been

termed the “written representation of culture" (Van Maanen 1995: 5), the ethnographic

O Toduct. Yet, many anthropologists, myself included, have become increasingly self- ---

* *Criff
Titical of the motivations, assumptions and the asymmetrical power relations that may

be
S. "Therent in our conception of ethnography vis-à-vis the other (for example, Abu

L "shod 1991; Manganaro 1990; Clifford 1986, 1988, Fabian 1983).
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Criticism of ethnography has been most severe in terms of the ethnographer's

alleged power to represent or interpret the other in the final product, but the fieldwork

encounter itself is also seen by many as inherently asymmetrical in terms of power

(Clifford 1986, 1988). Anthropological complicity in the colonial endeavor has especially

fueled this disciplinary self-critique, as well as heightened suspicion of anthropological

motives in the postcolonial era. Moreover, anthropologists are increasingly denied

access, especially to third world countries. In fact, an initial mistrust of motives has

always greeted anthropologists when they enter the field, whether remote or local fields
* ,

* * * :--(see. for example, Bourgouis 1996; Parman 1990, Berreman 1962, Agar 1980, Estroff * * * * * * * *s

1981; Freiich 1970). ** . it.
Anthropological debate concerning the asymmetrical power relations in the

ethnographic encounter and representation of the other has paralleled the implicit or º
* ***** * * :

explicit questioning by feminists and representatives of non-English speaking peoples

*"º ethnic minorities as to the motives and legitimacy of social science research

Sonciucted by non-group members on their lives (see, for example, Oakley 1981; Bourne º -
1 Sss). In disability studies, this wariness has taken the form of questioning the motives ■º * --. º

Of "Sn-disabled scholars writing about disability issues. While this discussion has been º: º: E.
*** -s;

*ncier debate for several years now, it shows no sign of cooling off, as a recent essay in

the Shronicle of Higher Education and rejoinders by a variety of disability studies

*Sholars posted on the Internet demonstrates (Cassuto 1999). Yet given the stigma,

Prej *—a clice, and lack of societal access that disabled people have contended and continue

to S*><perience, the harboring of an implicit suspicion of guilt until proven innocent in terms

CF "Sn-disabled scholars' motives vis-à-vis disabled people is understandable. Mitchell

(T s'ss) suggests that as part of their coming of age in disability studies, non-disabled
Sc **stars will likely have to endure a certain amount of necessary suspicion.
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Much previous social science research, primarily by non-disabled researchers,

has also been taken to task. In fact, most social science research on disability has been

irrelevant to the goal of improving disabled people's position in society and their quality

of life; and a case can certainly be made that the social scientific gaze applied to

disabled people has functioned as an extension of the freak show stare of the last

Century under a newly legitimated and more intrusive guise. Disabled researchers such

as Cliver (1990, 1992, 1996) and Abberly (1992) have in fact argued that traditional

Social science research on disability, much from a medical problems perspective, has in

fact played a role in the oppression of disabled people. The fact is, even for non

disabled social scientists researching disability who boast an informed sensitivity to the

"—"ltifarious oppression of disabled people within Western contexts such as the United

States and the United Kingdom, the trust and respect of disabled people will only

emerge as a result of the cogency and relevance of our work to their lived situations.

In 1996 the British researchers Stone and Priestly, both non-disabled, wrote an

*"ticle that aimed to rectify the past sins of non-disabled social scientists. In the lineage

Of Social model theorists such as Oliver (1990, 1992, 1996, 1997) and Barnes (1992),

they argued in support of an emancipatory research approach that would reverse the

SScial relations of research production. Emancipatory research in the conception of this

"neage eschews both positivist and interpretivist approaches in favor of a critical

Pers pective anchored in the social model of disability. Emancipatory research also goes

Peve nd the tenets of participatory action research (Doe and Whyte 1996) whose aim is

to ºn crease participation and involvement of disabled people in research that is relevant

to *heir interests by putting researchers, both non-disabled and disabled, at the disposal

*rnes control of disabled people."

As a result of cross-cultural research that she conducted in China on disability,

*s-se (1997) has since distanced herself from applying this uncompromising stance in
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contexts in which subjects do not have a “shared epistemological and ontological

framework grounded in the social model” (225). Despite this realization that

Conceptualizations of disability and disability research arrived at by the

U.S./U.K./European disability intellectual elite do not necessarily fit with local

understandings and may not advance disabled people's quality of life in some of these

Settings, Stone leaves her previous article's criticism of interpretivist research intact.

Priestley's (1998) later article on theory in disability research also shows a bias against

interpretivist approaches. I would contend that this is because in these articles he views

interpretivist perspectives very narrowly as being opposed to critical study.”

The sociologist Tom Shakespeare (1996) does not appear ready to throw his hat

in with those who would divest the researcher of every vestige of interpretive latitude in

the rush for emancipation. He notes that "while few would now argue in terms of

objectivity, a notional independence and balance is still seen as critical to the academic

encleavor" (118). While it is true that the majority of previous interpretivist accounts of

disa bility are objectivistic and certainly lack a critical dimension, criticism always

necessarily includes a hermeneutics. In fact, a hermeneutics is important to a critical

*"d emancipatory human science, “in order to grasp the history of tradition in such a way

** to reveal sources of domination and distortion in communication" (Held 1980: 315).

Penzin (1989a, 1989b, 1997) has explicitly developed a critical-interpretive approach to

social science research that has important implications for disability studies

*huttleworth 1998a). Allowing critical researchers some conceptual flexibility up-front

■ hay result in the highlighting of under-acknowledged aspects of disability oppression

anci Spen-up new avenues for critique.

Proponents of emancipatory research in disability studies, operating from the

**sumption that interpretivist work cannot append a critical dimension, also seem to view

with Suspicion any research that does not directly translate into tangible dividends for
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disabled people. Yet, total abdication to a quick-fix approach may risk an impoverished

understanding of certain complex disability issues. Bury (1996) in fact argues, “for the

right for research that does not always have an immediate practical outcome. Without at

least some fundamental research, basic questions may not be asked and conceptual

frameworks not developed" (1996: 113). Agreeing with the spirit of Bury's position, I

would yet argue that “fundamental research" is contingent on the historical, moral and

political context. In this sense, fundamental research may be a misnomer. A different

sociopolitical framework exists today for studying disability than ten to fifteen years ago.

One cannot responsibly conduct research on disability issues anymore without at least

an eye to current disability studies discourse and without taking the subject position of

disabled people more fully into account vis-à-vis non-disabled people.

Appending a socially responsible, critical dimension to one's research approach,

however, does not necessarily require that it be of immediate practical use for disabled

people. Research on topics such as intimacy and sexuality, for example, does not easily

lend itself to policy recommendation. Indeed, research on the less tangible, cultural

terrain of interpersonal prejudices, aesthetic and functional evaluative meanings, and

hegemonic social and gender dispositions as they affect disabled people's lives cannot

appeal to legislative bodies in the final analysis. A different kind of advocacy must

emerge from the illumination of these dimensions of disabled people's experience.

Emancipatory goals should never intrude on research to the point of closing off

avenues of experience and understanding. Inherent in the zeal to make research

immediately applicable may be a reductionistic understanding of sociocultural change,

more subtle and nuanced structures of oppression and alternative lifestyle formulations

within the lived experience of disabled people may also be missed or obscured if they do

not fit easily with a materialist, social model perspective. In the present study, several of

the most successful individuals in both life and love are sometimes at odds with some of
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the fundamental tenets of the Disability Rights Movement and their philosophies would

eschew a strict social model approach to disability, albeit other successful individuals

would not (Shuttleworth, forthcoming). The point, however, is that the lived experience

and hard fought understanding of those disabled people who are marginal to the

movement remains an understudied phenomenon in disability studies, due in part to the

practical bias encouraged by current materialist social model theorists and an

undervaluing of the hermeneutic dimension in both human science research and

subject's experience. Needless to say, those marginal voices within the disability

community may represent an untapped resource for insights. As Corker (1999)

emphasizes, “Theories are often designed from within particular perspectives which do

not conform to those of many disabled people, and will therefore be of little use to them

because their fundamental tenets are rejected" (628).

A socially responsible, critical yet unapologetically interpretive approach to

disability research fits nicely with current developments in anthropology (Kasnitz and

Shuttleworth 1999). Moral commitment in anthropology has enjoyed several vogues

over the years (see for example, Tax 1958; Berreman 1973; Paine 1985), and Scheper

Hughes (1995) has recently taken up the torch advocating for “an ethnography that is

personally engaged and morally committed" (419). However, ethnographers studying

disability in developing nations and/or non-English language societies must be careful

not to project a view of the dynamics of certain types of social structures or relationships

as oppressive for disabled people when in fact the sociocultural context may call for a

different interpretation (Ingstad 1999). Yet, while we should certainly not fabricate

oppression, I believe that without a critical lens much social asymmetry will be missed.

Indeed, what should the ethnographer do? The one who in the process of fieldwork

discovers that while disabled people are included in many reciprocal social

arrangements, they are yet subordinate in others and may be complicit in that

i

* * *
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Subordination. Is it socially responsible to write about this situation in the emotionally

detached style of our anthropological forebears and hide behind the shield of cultural

relativism?

Ethnographers should not put too much faith in applying theoretical perspectives

and models of disability developed in activist and intellectual contexts in certain English

language, developed societies to the situation of disabled people in second and third

world contexts (and also non-elite first world contexts). As an illustration, it is interesting

here to look further at the dilemma that Stone (1997), who is not an anthropologist but

has nevertheless conducted important cross-cultural fieldwork, confronted in her

research on disability in China. She was forced to reevaluate the usefulness of a social

model approach in her research with disabled people who desired medical model

intervention in their lives and segregated employment to enhance their quality of life.

She concludes:

Adopt the social model (which stands against medicalisation and against
segregation) and you disempower research subjects, dismissing their
opinions. Remain faithful to the analysis of your research participants
(who want more medicalisation and view segregated employment better
than none and, in some cases, better than non-segregated employment)
and aspects of the social model must be set aside. Your choice is
between oppression and oppression (223).

Stone's conclusion is an ethical pragmatism: “Nothing is holy: nothing is beyond

enquiry” (224). Neither outsider theories of sociopolitical movements, nor participants'

perspectives are privileged in one's critique. I would submit that anthropologists are very

familiar with coming to these kind of ethically pragmatic conclusions that necessarily

retain a critical independence for the researcher (see, for example, Rabinow 1986; Lock

and Scheper-Hughes 1990).

Yet, a morally and politically committed disability ethnography must go hand in

hand with a description of the full range of social and political positions within the
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ethnographic context (Hastrup and Elsass 1990). As Kleinman and Kleinman (1991) put

it, anthropologists must focus on what is at stake for all stakeholders in local contexts.

For some subjects contending against oppression on the axis of disability may implicate

their oppression of others on the axis of, for instance, gender or ethnicity (Knau■ t 1996).

Additionally, some stakes obviously have greater or lesser implications for quality of life

than others and the power relations involved between stakeholders locally and beyond

the local should certainly be elucidated. Indeed, for the socially responsible, critical

interpretive ethnographer, discerning oppressive power relations requires a multi-faceted

critique of structures of domination in the ethnographic product. According to Peace

(1997), disability ethnographies should “go against the grain" and be “discomforting and

uncompromising" (507).

EXPERIENCE, POWER AND SUBVERSION IN ETHNOGRAPHIC PROCESS

Engaging reflexively with the above kind of issues during fieldwork led me to

several further thoughts. For instance, I realized that I had had more sexually intimate

relationships than the majority of men I was interviewing. I wondered, did this

experiential asymmetry also reflect inherent asymmetrical power relations between us in

the ethnographic encounter and in the final product? Aren't there fewer issues of access

to the interpersonal context of dating for me? I had to conclude that there indeed were

and that this most certainly reflected the cultural attitudes and social practices that made

it difficult for disabled people to establish sexual intimacy with others (see Chapters II.

and V.). However, I believe the more important question is, does this asymmetrical

power relation necessarily invalidate my perspective in writing about disabled men's

experience and interpretation of their sexual situation? Despite my lived experience of

relative privilege in this context, can I sensitively interpret the stories they recount to me
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with an eye to a multi-stranded critique of oppressive social structures and cultural

meanings?

Second, I have begun to doubt the critical assumption that researchers exert all

the power in the ethnographic equation, that research participants, and in this case

disabled participants, never have agendas of their own. In fact, many subjects have

their own agendas—from just needing a sympathetic ear too much grander aims.

would contend that, especially given the changing face of postmodern ethnography and

qualitative research in general, our claimed power at least within the ethnographic

encounter smacks of just a little hubris and is, if not a delusion of past anthropological

grandeur, not all that it's cracked up to be! One research participant, Fred, who uses an

alphabet board and head wand to communicate and an electric wheelchair for mobility,

video-taped and audio-taped our interviews for his own archives as the chronicle of a

disabled artist. In our initial meeting, he exclaimed, jokingly I thought at the time, that he

would title the video, “How to Handle an Anthropologist!" As the interviews progressed, I

realized he was not joking. If I was not vigilant, my questions somehow got lost in the

mix. Our conversations were eventually negotiated and structured partially by my

agenda and partially by his agenda. Fred's subversive account in the context of his

search for sexual and emotional intimacy will be taken up in Chapter VI. Another

research participant, David, who has a speech impairment and uses an electric

wheelchair and whose narrative will also be explored later, is a counselor of disabled

adolescents. Before committing to being part of the study, David demanded that the

stories I received from him and other men on their search for sexual intimacy be made

available to disabled teenagers in a non-academic format. To which I enthusiastically

agreed and enlisted his help in the task.

While some degree of subversion of the ethnographer's power by research

participants has probably always existed, the multiplication of media in U.S. society
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allows for some interesting new subversive moves. A case in point is when Fred threw

out a challenge on a listserv that he runs to a statement I had cautiously made in our

discussion the night before. In trying to get his opinion on a certain relevant issue, after

much coaxing but to no avail, I had reluctantly quoted from a well-known study by

disability researchers. What ensued was an e-mail dialogue between Fred, a disabled

anthropologist drawn into the fray and myself on the topic. A week of tense claims and

counter claims ensued until everyone politely back-stepped. For me, the end result was

a resolution not to use my knowledge of the literature to elicit participants' responses

ever again. Resorting to the authority of in this case academic disability studies had

backfired and any power I may have held had been thoroughly subverted: I was

especially sheepish during our subsequent interview.

Additionally, talking to the ethnographer or other qualitative researcher is just one

of many avenues by which disabled participants can currently choose to recount their

lives. Many participants in the study already had their own life story accounts in some

other non-research format: autobiographies, newspaper stories, magazine articles,

videotapes, etc. Some of these were readily available for public consumption. Several

participants also requested that they be given copies of their interviews to augment other

accounts of their lives or to send to popular magazines of their choice for publication.

The many avenues by which participants had recounted their life stories, or aspects of

their stories, functioned to put the significance of what I was doing in its proper place.”

Of course, most of the participants lived in Berkeley; another location would likely not

have yielded so many disabled subjects with such empowered agency in documenting

their experiences. Yet, while I would certainly agree that an asymmetry exists in favor of

the ethnographer, especially in terms of the representation of the other in the final

ethnographic product, and that we should strive to level the equation when we can, the
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above examples challenge any easy analysis of the power relations occurring during the

ethnographic process.

REFLEXIVITY IN DISABILITY ETHNOGRAPHY

The reflexive turn in anthropology was initiated over three decades ago (see

Scholte 1969; Meyerhoff and Ruby 1982) and by the late 80s had became de rigeur,

especially after the publication of landmark texts such as Writing Culture (Clifford and

Marcus 1986) and Anthropology as Cultural Critique (Marcus and Fischer 1986). Both

texts proclaimed reflexivity as a constituent aspect of the then current “experimental

moment." The reflexive turn proposed that the ethnographer should interrogate his/her *

own motives and position in the field vis-a-vis informants. Additionally, post-Geetzian
º

interpretive anthropology championed a dialogic approach to ethnography. A concern

with the relations of those involved in the ethnographic project and the constraints under º
which it was produced required attention to the discourse between ethnographer and * -

informant. As Clifford (1986) argued, "The discourse of the cultural analyst can no :

longer be simply that of the 'experienced' observer, describing and interpreting custom" :

(14). Thus, informant voices were increasingly brought into ethnographic texts to

represent the discourse between informants and the ethnographer (early examples

include, Rabinow 1977; Shostak 1983, Dwyer 1982; Crapanzano 1980).

The result of this focus on reflexivity and dialogics is that today ethnographers

are implicitly required to reflect on the sources and uses of their knowledge and

methods, their multiple positions in the field in interaction with subject positions, and to

bring in informants' voices into their ethnographies. In the ethnography of disability,

reflexivity has only sporadically surfaced in researchers' work. However, perhaps

partially because of the sensitivity engendered by the claims of social science

exploitation by disability studies scholars, today there is growing recognition of the need
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for reflexivity in ethnographic and disability studies research on disability (see, for

example, Frank, 2000; Vernon 1997; Davis 1998; Davis, Watson and Cunningham

Burley 2000; Corker and Davis in preparation). The ethnographer who simultaneously

holds a role within the particular community under study, provided they are oriented

toward a critical reflexivity, can enhance their ethnographic perspective with an

experientially based account rendered from their subject position in the social field. In

addition, attention to reflexivity can provide rich, multi-layered analyses of the

researcher's biases, positioning and interests and also of the negotiation and

Constructive process that underlies the research itself. The concern with dialogics has

only recently been taken up by disability ethnographers (Corker and Davis in

preparation).

In their ethnographic work with disabled children in the United Kingdom, Davis

(1998; Davis, Watson and Cunningham-Burley 2000) and Corker and Davis (in

preparation) have used reflexivity and dialogics to especially good effect. In an engaging

paper, Corker, who is a deaf feminist sociolinguist, and Davis who is a hearing

anthropologist, effectively demonstrate a reflexive dialogics in a subtle and complex

treatment, which reflexively analyses disabling barriers, their own ethnographic deaf

hearing teamwork and engages a dialogue “between the 'ethnographic eye' and the

‘ethnographic gaze." In their discussion they show how a reflexive dialogics can provide

insight into their own and the disabled children's subjectivities, which are influenced by

multiple sociocultural influences.

I have addressed my concern about being a non-disabled ethnographer

researching disability and the issues of power, experiential asymmetry and subversion

that I felt existed between disabled research participants and myself. I have also made

very clear that a hermeneutic or interpretive perspective is not averse to socially

responsible, critical ethnography. Hopefully, attention to Josh's voice lends this
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ethnography a dialogic dimension. However, I have yet to reflexively explicate the most

significant aspect of my interpretive perspective: the hermeneutics developed over my

long time close association with disabled people. To this I now turn.

THE DISABILITY ETHNOGRAPHER'S INTERPRETIVE PERSPECTIVE

My family's emigration from England to Los Angeles when I was ten years old

made me initially sensitive to the experience of other kinds of people. At the time,

through some kind of interpersonal osmosis, I managed to shed my East Endness to at

least appear on the surface as an authentic Californian self. Sixth months prior to the

Beatles invasion, my English pronunciation of “banana" sealed my fate. Within the

space of only several months and unknown to myself at the time, I became a boy of two

tongues, cockney in the home and Californian outside. But I was not yet the invisible

other in their midst. Social etiquette and bodily hexis were more difficult to acquire than

a new accent, and I remained marked for some time before I could “pass" successfully. I

would later regret what I felt was a submergence of my English self, but later realized

that this experience of moving back and forth between two cultural worlds had highly

sensitized me to difference. It was only a matter of time before | discovered

anthropology. Through my immigration experience, I not only came to appreciate and

respect difference but began developing a critical interest in and sensitivity as to how

other people experience their worlds.

As a young adolescent now in the US, I was very close to a cousin with an early

onset impairment. I vividly remember the stares that used to greet us as we walked into

a movie theater or some other public place. I quickly became accustomed to the

attention we received when out in public. These early experiences with my cousin were

probably a major reason why I originally applied for a job in Berkeley as a personal

assistant for men with disabilities in the early 1980s. Since that time, I have worked for
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men with a wide range of disabilities, including men with cerebral palsy. My employment

falls outside the rehabilitation and nursing paradigms whose ties to the medical model

has been strongly criticized by the Independent Living and Disability Rights Movement

and academic disability studies. Emerging as a consumer based model, control of

personal assistance has been wholly in the hands of my disabled employers (De Jong

1979, 1983; Crewe and Zola 1983).

My job gave me an entrée many years ago into disability culture as lived in the

East San Francisco Bay Area, and this job has been central to my experience ever

since. As a personal assistant for mostly male students with physical disabilities, I have

performed sundry personal care tasks for them, as well as provided assistance in the

practical aspects of completing school assignments and in their communication with

others in class and other public contexts. I have also provided communication

assistance for several disabled friends and colleagues in certain non-work contexts.

Thus, I have an embodied knowledge of the practical, day-to-day needs of especially

disabled men, as well as an understanding of their interaction in a variety of

interpersonal contexts in U.S. society. In this intimate role, I have also been privy to the

thoughts and feelings of disabled men on their pursuit of sexual relationships. Their

disclosure to me of the difficulties they often encounter in this context was in fact key to

undertaking the present study.

Personal Assistant as Tool?

Here, I need to elucidate certain aspects of the interpretive perspective that I

developed and brought with me to this study. My work as a personal assistant

constitutes a complex intersubjectivity. In the following, I only marginally sketch this

complexity. The body schema incorporates the use of tools. A hammer as a tool that

one knows how to use becomes an extension of the lived knowledge of one's body, an
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embodied technology (Heidegger 1962). Thus, the boundary of one's bodily structure

extends to the end of the instrument (Merleau-Ponty 1962). Recent phenomenological

anthropological research examines this phenomenon in terms of prosthesis use in

amputees (Murray and Sixsmith 1996, 1999). But can a personal assistant be seen as

an extension of the disabled person's body, an embodied technology and practical

sensitivity, which helps him/her to accomplish those tasks that U.S. society deems

instrumental to “independent living"? In fact, there is no simple extension of body

schema in this relationship. What this relationship assumes is an intersubjective

dimension. To accomplish certain practical tasks, my disabled employer must convey to

me his intentions. If, for example, he requires that a nail be sunk into the wall in order to

hang a picture, and he does not have use of his upper extremities, and thus cannot

incorporate the hammer as extension of his body schema, he would ask me to do this

task. Thus, a communicative dimension exists for the disabled person who uses a

personal assistant that does not for the person who could incorporate use of the hammer

as a bodily extension. However, to the extent that I perform the task given to me and the

disabled person's intentions are accomplished, the outcome is the same. Yet, there is

always the possibility that the disabled person's intentions, his communication of those

intentions to me, and my understanding and performance of the task will not coincide.

A personal assistant will often be required to follow a routine. In the routine, the

disabled person's general intentions do not need to be voiced and communication may

consist of only slight variations within an established framework of tasks. Of course, the

routine is always at risk of being disrupted. For example, the phone might ring and the

assistant may have to help the disabled person with the phone call. In the case of

disabled persons lacking the ability to speak (several are participants in this study), who

may not have their augmentative communication devices available during intimate

personal care tasks, communication is facilitated by their facial expressions and non
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articulate, vocal cord modulations that can express subtleties and textures of meaning.

For instance, at the start of a shower, the disabled person might let you know whether

the water is too cold and that you should turn up the heat by a certain modulation of their

vocal cords that means the temperature of the water is not comfortable

A graphic example of how much can be expressed in this way occurred when

one Christmas I accompanied Josh on a trip to see his parents across the country. We

were there for several days, and I was quite shocked that for most of the time he did not

have me put his head pointer on to communicate via alphabet board with his family.

This would have been the final preparatory act in our morning routine to get him ready to

face the world and communicate with others. Yet, among family, by his facial expression

and a range of vocal cord modulations, he was able to communicate subtle meanings

along a general pleasure-displeasure continuum, especially to his mother. Of course, by

Communicating in this way he was unable to choose the conversational topics, and this

passive mode may in fact reflect his lapse into a well-worn, dependent position when

back in the family context.

Although the personal care routines of disabled people-personal assistants can

come to resemble in their outward appearance the habitual bodily incorporation of tools,

the intersubjective dimension yet exists even in the most routine-like of relationships.

The fact that assistive devices can be more easily incorporated as part of the disabled

person's body schema and the cultural mandate of independence fuel the drive toward

use of technology instead of personal assistants when this technology is available.

Additionally, the interpolation of the other between the disabled person's intentions and

the task at hand means that there is always a degree of uncertainty in the

accomplishment of the task. For instance, I have heard many disabled people say that

they get anxious when a morning assistant is late to get them up and does not call. In

these situations, the prospect of having to scramble to find somebody to get one up and
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the possibility that the day will be shot, reveals to the disabled person that they can

never lapse into a wholly matter of fact way of being with regard to their practical

intentions when personal assistants are involved. Michalko (1999) presents a

groundbreaking phenomenological study of the blind person-guide dog relationship that I

think implicitly shows how this relationship incorporates the best of both worlds,

intersubjectivity and embodied technology, to chart a middle course that leads the author

to a different sense of his blindness.

Another dimension of this issue is that the personal assistant can do his job with

varying degrees of sociality or can sink into the simple performance of the practical

intentions of the disabled person. For the disabled person's part, they can themselves

vary on whether they want to the assistant to emphasize sociality or simply perform their

job with a minimum of communicative exchange. Listen to Josh on this point:

(Russell) These basic things that attendants help you with—what is an
attendant at that point?

(Josh) They are like robots: They help me do things like put on my
clothes.

(Russell) So, in putting on your clothes, they are like robots. What is it
about putting on your clothes that is robot-like?
(Josh) Do you need someone to help you?
(Russell) No.

(Josh) Sol
(Russell) What I think you're saying here is that these kind of basic tasks
are—are you saying that most people consider them—
(Josh) —routine.

(Russell) is that what you mean robot-like?
(Josh) Yes.

(Russell) When the attendants are going through the motions, do they
take on the look of a robot to you?
(Josh) Some do but others like you keep me on my toes.
(Russell) You mean we don't lapse into a robot-like feel?
(Josh) Yes.
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(Russell) Which kind of attendant do you like best, robots or the other
kind?

(Josh) It depends on my mood. Sometimes I do not want to think, other
times it is more fun to keep people doing what they need to do.
(Russell) I don't understand.

(Josh) Like with you every day is an adventure.
(Russell) It's good to know.
(Josh) With Richard I do not have to think.

I must emphasize again however that an intersubjective dynamic yet exists within

the simple routine that makes it qualitatively different from the incorporated bodily

extension of the tool. This intersubjectivity, however, can sometimes break down when

the personal assistant lapses back into the habits of his own embodied intentionality.

For instance, several times late at night when I am tired and am about to brush the teeth

of one of my employers, upon grasping the toothbrush and putting some toothpaste on it,

I have stuck it in my own mouth by mistake.

This intersubjectivity between my employers and me could be viewed as a fragile

and uncertain link between their practical intention and the achievement of that intention.

My role in assisting disabled people with speech impairments in their communication

with others furthered this intersubjective perspective. For example, while Josh can

communicate one-on-one with many people in informal contexts, I have assisted him in

communicating for close to fifteen years in more formal situations: I read his alphabet

board in classes, meetings, etc. as he points with his head wand; and also more

informally during interpersonal encounters with others who do not know or have difficulty

reading his board. In these situations, I function as a communicative vehicle for Josh's

intentions. These experiences expanded my interpretive perspective to what I call an

experientially allied perspective. During interpersonal encounters between Josh, myself

and others, I have often been an intimate witness to various kinds slights and

degradation. While many of these slights occurred when I was formally on the job as his
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personal assistant others occurred when Josh and I were out in the community,

socializing and just having fun. While I cannot directly experience the subjectively felt

sense of this oppression, these participant-observations, in the truest sense of the term,

have further sensitized my point of view and have given me some purchase on

understanding the interactional dynamics that occur in the sexually oppressive

interpersonal encounters that these disabled men describe.

A vivid example of the degrading slights that I have witnessed occurred when, for

a Master's project, Josh had to conduct some interviews with city officials. I

accompanied him to these interviews as his communication assistant and would explain

my role immediately upon meeting whomever we were interviewing. Josh would then

begin spelling out on his alphabet board each question, and I would ask the city official

the question. About 50% of the time, these officials would look at me and answer the

question and for the most part ignore Josh. These officials knew that I was just there to

assist Josh and yet they chose to look at me. When this happened, I would look at Josh,

as if to say to them, “Don't look at me. Look at Josh, he's the one asking the questions!"

This, however, only worked occasionally. While the habit of focusing on the person

speaking and then responding to that person probably accounted for some of this

phenomenon, I think that Josh's highly visible physical disability also made some of

these officials feel awkward and opt for the comfort of talking to a non-disabled person.

Initially when I talked to Josh about these incidents, although cognizant that

some city officials were not focusing on him, he was not as upset as I seemed to be.

These kind of degrading experiences had obviously occurred many times in his life. For

the most part, Josh dealt with these situations by ignoring them and not letting them

affect his sense of purpose and self-esteem. However, I always felt awkward and would

become angry after each such interview. After all, I considered myself as simply the

conveyer of what were Josh's questions. I longed to simply become an embodied tool in
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these instances. Since the completion of Josh's project, I think that both he and I would

now want to alert officials that they needed to look at Josh.

While in no way substituting for the experience of disability, such an experientially

allied point of view on disabled people's situation, sensitive to their day to day

interaction, can, I think, be of value to the study of disability. Because Josh is the one

living his situation, he sometimes cannot see the interactional dynamics involved. My

distance from the felt consequences of his disability gives me a useful position from

which to watch the dynamics of an interaction unfold. Josh's habituation to personal

slights such as the one sketched above, a habituation based on self-protection, was

perhaps brought to a more critical awareness for him by my experientially allied

perspective and our discussions. For other day-to-day interactions, especially those that

involve women to whom he is attracted, he cannot protect his feelings so well. I know

this from being around Josh when he was interacting with a woman that he liked and

then talking with him about feeling frustrated and blocked. Developing an experientially

allied perspective, being a witness to these kind of interpersonal encounters and our

discussions provided a powerful context to write from.

By fleshing out aspects of my intersubjective relation to Josh and claiming a

particular perspective on his interactions and ultimately his sexual situation, I make no

claims that my interpretations are definitive. There are certainly many diverse

perspectives from which to interpret disabled people's lives and disabled people's

sexuality, disabled people's own point of view being obviously the most significant. The

interpretive perspective I am talking about, derived from many years of personal

assistance work and interaction in the disability community, what Lawrence Cohen in

conversation with me called, “the ethnographer as prosthesis," is only one aspect of a

larger interpretive lens, fleshed out by training in medical anthropology and my own
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theoretical proclivities. Here, I think it is appropriate to quote Rosaldo's (1989) now

famous dictum:

All interpretations are provisional; they are made by positioned subjects
who are prepared to know certain things and not others. Even when
knowledgeable, sensitive, fluent in the language, and able to move easily
in an alien cultural world, good ethnographers still have their limits, and
their analyses are always incomplete (8).

This work also has to be seen a “constructive negotiation" between research

participants and myself, not simply my interpretation of their experience. I indeed

“concocted a version of reality in collaboration with [my] informants" (Clifford 1988: 41;

also see Frank 2000; Rubinstein 1987). Their understanding was not only grist for the

empirical mill, but also initiated and deepened many theoretical strands that run

throughout this dissertation (for further reflections on my ethnographic process see

Appendix Ill.).

RESEARCH METHODS

In medical anthropology, I was initially interested in studying culture, mental

health and aging. Following my dissertation orals in the summer of 1995, I planned on

going to England to conduct research on the cultural construction of a geropsychiatric

hospital. A series of circumstances, however, resulted in a reassessment of my

research direction. At the same time, the impromptu discussions I was having with Josh

were revealing a host of sexual intimacy issues that engaged my critical interest. During

my orals, a committee member noted my passion when discussing the conversations |

was having with Josh as opposed to my subdued manner when talking about my

dissertation research topic. Why was this? I had been a social worker in an apartment

complex for the elderly for several years. In my graduate program, I had conducted

several studies of geriatric facilities. While still concerned about aging and mental health
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issues, perhaps these issues no longer provided the intellectual challenge and

motivating force that disability and sexuality currently seemed to.

| discussed the idea of doing research on disability and sexuality with several

medical anthropologists at UCSF and UC Berkeley and also disability studies

researchers at the World Institute on Disability. I interviewed several other men with

cerebral palsy, and they mentioned similar sexual concerns. I combed the research

literature on disability and sexuality and discovered the predominance of a medical

model focus and the fact that there was minimal research exploring the sexually

meaningful, interpersonal experiences of disabled people and none from an

anthropological perspective. Then I took a closer look at the anthropological research on

disability and discovered its peripheral status in medical anthropology. I began to see

that my experience working and socializing within the disability community in the San

Francisco Bay Area might lend some interpretive insight into the interpersonal issues

that disabled people face in U.S. society. Since, as mentioned, I have also sometimes

been privy to disabled men's thoughts and feelings on their search for sexual intimacy—

this, I thought could especially benefit the study.

Over the course of several years, my understanding of the range of issues

constituting disability and sexuality sharpened, and I began to focus on exploring the

extent to which stigmatization and other social processes and cultural meanings such as

the myth of asexuality became issues and often impeded the search for sexual intimacy

for men with cerebral palsy, how these impediments affect their lived experience and the

forms of resistance these men developed in their contention. In addition, I wanted to

investigate how relevant others construct their sexual situation. I therefore designed the

study to collect three kinds of information: 1) in-depth, modified life histories of 14 adult

men with cerebral palsy; 2) key informant interviews with 17 other significant
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constituencies; and 3) an ethnographic journal of contextual information from the

perspective of a participant-observer.

Selection of Research Participants
For several reasons, it was deemed beyond the scope of this research to study

both genders. Studies indicate a slightly higher prevalence of cerebral palsy among men

(Park 1988; Cruikshank 1976). I also believed at the time that given the sensitivity of the

topic, it would be easier to conduct the primary in-depth interviews with men. Although I

did conduct some interviews with women with cerebral palsy, these were more general

and much less detailed than with the 14 primary research participants (see below). In

retrospect, I think my concerns about cross-gender research were unfounded as all the

women I interviewed were more than willing to share their sexual and relationship issues

with me. Hopefully, future research will explore the interpersonal and sexual

experiences of women with cerebral palsy.

The 14 primary research participants in this study cannot be considered typical of

men with cerebral palsy. I wanted to conduct research with an optimal group of men

with moderate to significant cerebral palsy and so chose men who have no cognitive

deficits, are living independently in the community, are successful in their career, school

or engaged in some public service and are participating in the social and cultural life of

the community. At the start of the study, the 14 men ranged in age from 18 to 51. All 14

have some degree of mobility limitations with 11 men using wheelchairs, one man using

crutches, one man has a pronounced limp and one a slight limp. Seven of the 14 have

varying degrees of dysthargic speech and four cannot speak at all; two of the men who

cannot speak use an alphabet board and head wand, one uses a laptop computer and

one an augmentative communication device with speech output. The rationale for

including men with different levels of speech impairment was to explore the role that I
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thought speech might play in participants' experience and interpretation of their search

for sexual intimacy. I eventually included one man in the study with mild cerebral palsy

(the one with the slight limp). Initially, this man was going to be in a second sample of

relevant others (discussed below). However, some of the identity and passing issues he

brought up in our first interview were so important that I decided to include him in the

primary group of men.

Eleven men are heterosexual, one man is gay, one man is bi-sexual and one

man who has had several primary sexual relationships with women and several short

affairs with men balks at the label bisexual. Eight men are Caucasian, three men are

African-American, one man is Chicano, one man emigrated from Argentina when he was

three and another emigrated from Lebanon when he was six months old. Since the

major focus of the research was to focus on participants' experience and interpretation of

the interpersonal steps in their search for intimacy and sexual relationships, I took either

subjects who were single and without partner, single with partner or married. A total of

148 interviews were conducted with these 14 men. (Appendix II. presents brief

participant and relationship summaries for these men.)

To provide ethnographic context and to illuminate how relevant classes of others

construct the pursuit of sexual relationships for men with cerebral palsy, a second

subject group of 17 people was also interviewed in 30 interviews. This included women

with cerebral palsy, personal assistants, ex-girlfriends, friends, wives, siblings, mothers,

young adolescent boys with cerebral palsy, psychotherapists who counsels disabled

people on sexuality issues, physical therapists, social workers, rehabilitation therapists,

and ex-staff members of a group home for developmental disabilities. I have not given

the numbers of persons in each category who were interviewed because some of these

secondary subjects know one or more of the primary participants, and I do not want
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some statements made during the second group's interviews to be easily traced back to

who made them.

Most participants in this study were referred to me by word of mouth in the San

Francisco Bay Area disability community. There were only two exceptions among

primary participants, both of whom responded to an advertisement on a Bay Area

disability listserv. There were also two exceptions among relevant others. I contacted a

local cerebral palsy center and two staff members agreed to be interviewed. The

majority of interviews occurred in people's homes, several interviews were conducted in

cafes or restaurants, one interview was conducted in a park, and l interviewed the two ***

CP. center staff members, the physical therapist and the psychotherapist at their place of

work. * * *

Research Procedures

Recapitulation of My Experiences in the Disability Community ** *

When I first decided to move ahead with this study, Gay Becker, a dissertation

committee member, suggested that since I had been working and socializing in the

disability community for over 12 years I should recapitulate my experiences in the

disability community going back to when I first began working as a personal assistant. In *

this way, I might recall some of my unfamiliarity with disability culture. Although I had

been taking notes during my discussions with Josh and also after any significant

experiences during our daily round for several years, I had not thought to perform this

basic procedure. For several weeks, I recorded reflections on my early years as a

personal assistant in the disability community. I remembered a number of significant

perceptions including the physical closeness required in order to perform care routines

with the men I worked for, a reacquaintance with others' stares that I experienced

growing up with my disabled cousin, and the differences in bodily and emotional issues
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and care routines among the range of disabled people. Recalling these kind of

experiences and insights not only provided me with important data but also enabled me

to approach the current issues I was exploring with a greater sensitivity to their

particularity within disability culture.

Modified Life History Interviews
Although this study draws on my extensive work and socializing in the disability

community and also my long-time relationship with Josh, in mid-May of 1997 I began

conducting a series of intensive, modified life history interviews with the first of 14 men

with cerebral palsy; this began the more formalized part of the research. Josh was

included as one of the 14 men, and I interviewed him again on many of the same

subjects we had covered over the previous two years in our discussions. The number of

interviews varied for each man depending on degree of speech impairment, mode of

communication and relationship history. At the low end of the spectrum, I interviewed

one man three times, at the high end, I interviewed another 36 times; however, the

average was about eight or nine interviews. Interviews generally lasted between 90

minutes and three hours.

Interviews with a small sample of people were necessary in order to gain a high

enough level of rapport to peel away layers of experience, feeling, and thought to

apprehend and understand the domain of sexual intimacy in somebody else's life with all

of its experiential detail. An initial decision had to be made for each man with a speech

impairment of how best to record his interviews. Should this man's interviews be audio

taped or should I take verbatim notes? Verbatim notes lose much affective sense,

hesitations are often lost. You cannot be as sharp in questioning and probing. Although

audio-taping does not capture non-verbal communication, some affect and verbal

hesitations are captured. The population I worked with used a range of communication

modes: alphabet board, laptop computer, laptop computer with speech output, as well as
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verbal speech. Yet, even those men who could verbalize had varying levels of

dysthargic speech with the exception of three. While most of the time my decision was

the correct one on whether to tape-record or take verbatim notes, for several men with

moderate dysthargic speech who I chose to tape record, I realized upon completing

some of their interviews that they would be difficult to transcribe. I was right.

Transcribing these tapes took over five times the normal time for transcription. Luckily, I

only had a few of them to transcribe. While I did transcribe about 1/3" of those

interviews that I taped, I was fortunate to be able to employ a transcriber for the other

2/3° of the taped interviews.

Interview questions focused on three domains of experience: 1) major life phases

or events and transitional experiences; 2) daily experience as men with cerebral palsy

such as general interaction with others, care routines and problems of societal access;

and 3) history of experiences of interpersonal encounters which are relevant to the issue

of their pursuit of sexual relationships. Although there were some questions in each

domain that I asked all participants (see Appendix I.), the majority were tailored to each

individual's particular life experiences. The first few interviews focused on rapport

building and preparing context by inquiring about domains one and two. The later

interviews focused on experiential details and interpretations of interpersonal encounters

that participants felt were relevant to the issue of their pursuit of sexual relationships. In

these later interviews, I encouraged each man to experientially describe his

interpersonal encounters, including his sequential development of sexual intentions,

overtures made toward intimacy, the responses of the other people, his physical

responses to these encounters, his emotional and felt sense of these experiences,

outcomes such as rejection or success, and the reasons he feels that he was successful

or unsuccessful, including, the cultural, social, and personal processes he feels impede

and/or facilitate his desire for sexual relationships. However, it is important to note that
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not all of the men had made explicit overtures toward developing sexually intimate

relationships. With these men, my questions focused on aspects of interpersonal

encounters and personal, social and cultural processes and meanings which they feel

inhibit them from expressing sexual interest. Finally, I asked participants how they

contended with any impediments to their negotiating and establishing sexual

relationships with others, and if they have experienced any changes in perspective

towards themselves and others in relation to these impediments.

Key Informant Interviews
| Conducted from One to three semi-structured interviews with each of the 17

relevant others in order to elucidate how relevant others construct the pursuit of sexual

relationships for men with cerebral palsy. This helped me situate the men's experience

and perspective within the larger network of interests and cultural discourse on intimacy

and sexuality for persons with cerebral palsy. Interviews with this second group of

informants were all tape-recorded and transcribed except for one woman with CP. who

was very difficult to understand and so would have been incomprehensible on tape; for

her interview, I took verbatim notes. These interviews were generally limited to eliciting

relevant others' particular perspectives on social and cultural impediments for people

with cerebral palsy in their pursuit of sexual intimacy and were usually no longer than 60

90 minutes in length. I would ask questions such as the following: From your

perspective as a wife of a man with cerebral palsy, or a professional who works with

people with cerebral palsy etc., what do you feel are the significant barriers that exist for

people and especially men with cerebral palsy in trying to establish intimacy and sexual

relationships with others? These subjects often referred to their own experiences and/or

relationships with men with cerebral palsy. I also wanted to know what was it about

these factors that subjects thought made them barriers for men with CP. Lastly, I

wanted to know what factors they felt facilitated the efforts of persons with cerebral palsy
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in developing intimacy and sexual relationships with others. In the current work, this

second group's perspectives are used somewhat sparingly to provide ethnographic

context, as I wanted to focus primarily on the 14 primary participants' narratives.

Participant-Observation

As described earlier in this chapter, my long-time work experience as a personal

assistant, my friendship with Josh and socializing in the disability community provided

me with detailed practical and also embodied knowledge of the everyday practices and

interactions of disabled people. As part of this ethnography, I formally added to this

background knowledge with the keeping of a journal in which I made notes of important

interactions and conversations culled from my observations and notes concerning

upcoming interviews. Observations of stigmatization or empowerment were particularly

noted. This combination of firsthand knowledge and participant-observer fieldnotes

contributes a depth of practical understanding and rich ethnographic context to this

research.

Analysis and Interpretation
I was initially oriented by my readings of the stigma literature, especially the

anthropological research. As I got deeper into the interviewing, however, first with my

friend and then several other men, I began to get a sense of their existential contention

with certain problematic issues and negative cultural meanings that often manifested in

their interpersonal encounters with others. I then became increasingly frustrated with the

interpretive frame of stigma and its inattention to subject's feelings states, embodied

sense and the relation of these to intersubjective dynamics. I thus turned to existential

phenomenology as a way of trying to elucidate their intersubjective contention

(Buytendijk 1950; Merleau-Ponty 1962; Shrag 1969; Fell 1977; Ostrow 1990). However,

at various points I broaden this perspective, engaging other interpretivist approaches

such as metaphor theory and semiotics.
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Formulating my research questions, I first wanted to document the range of

issues and meanings that these men felt influenced, often negatively, their attempts at

trying to establish sexual relationships with others. Several questions I asked them dealt

precisely with this issue. More processually, I wanted to move on to address subjects'

existential engagement and intersubjective contention with these issues and meanings

during interpersonal encounters. Lastly, I wanted to find out what aspects of self and

society helped in some cases to facilitate the establishment of sexual relationships and

whether their perspectives changed over time.
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CHAPTER V. ISSUES AND IMPEDIMENTS IN THE PURSUIT OF
SEXUAL INTIMACY

THE SIGNIFICANCE OF INTERPERSONAL CONTEXT

The degree of stigma and the evaluative intensity of the normative gaze vary

depending on the degree to which a particular disabled person's impairments transgress

the carnal, social and cultural expectations of a specific interpersonal context. The well

worn example is of the paraplegic in a wheelchair who is at a meeting where everyone is

seated around a table. Even if people realize she is in a wheelchair, the fact that

everyone is sitting will probably minimize attention to her disability. The social and

embodied expectation in this case is being seated. The same person in a wheelchair,

however, at a cocktail party or some function where everyone else is standing would

garner more attention. Here, standing is a taken for granted carnal context of meaning

structured by non-disabled embodiment, which manifests as a social expectation. In this

situation, the disabled subject might experience the social dys-appearance that Hughes

and Paterson (1999) have made us aware of. While no specific cultural value is clearly

transgressed in the case of not standing in a context where standing is expected, the

associations that come to mind in terms of standing (i.e. upright=good social standing,

on your own two feet=independence, certain dominance associations, etc.) would likely

symbolically color the interaction for many non-disabled people. Notice that in order for

this situation to change standing would either have to become less of an embodied and

social expectation generally in U.S. society or specifically the context of a cocktail party

would need to open up to more diverse bodily postures during interaction.

That social and interpersonal contexts can change over time in terms of their

acceptance of difference is demonstrated by the increasing acceptance of disabled
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people in many public contexts today, which has been achieved through the hard fought

battles of disabled activists and the force of law. Although far from fully accessible,

public contexts such as mainstream schooling, work, etc, are increasingly coming more

under the sway of the cultural principle of equal access. While non-disabled individuals

may still harbor prejudices and make symbolic associations when confronted by various

kinds of disabled people in the above public contexts, the principle of equal access

obscures or at least diminishes their social and interpersonal manifestation. It is hoped

that over time through exposure to diverse kinds of disabled people in varied public

contexts prejudices and negative symbolic associations will diminish. Yet what about

more private interpersonal contexts such as dating and sexual negotiation? Left to the

aesthetic prejudices and symbolic associations of individuals and without recourse to the

principle of equal access, these contexts of unequal opportunity will prove difficult to

change.

I have mentioned that people with cerebral palsy are one of the most stigmatized

and negatively evaluated disability populations because of their transgression of a

combination of carnal contexts of meaning and their physical and behavioral

transgression of multiple American values. It is within their dating experiences and

sexual negotiations that this stigma and negative evaluation of their difference most

explicitly occurs. Thus, people with cerebral palsy often find trying to establish sexually

intimate relationships particularly problematic. U.S. society's construction of what kind of

person is sexually desirable and undesirable intersects with carnal contexts of meaning

and our hierarchy of evaluations of physical and behavioral difference; this is a powerful,

albeit not certainly no wholly determining, force in the dynamics of their difficulty in

finding lovers. The normative gaze and the other contextual aspects of disability and

desirability can be seen to be operating in many of the men's accounts of interpersonal

relations, yet there are other issues that they also mention. Although many persons with
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visible physical disabilities do manage to form and maintain sexual relations with others

(see, for example, Shakespeare, Gillespie-Sells and Davies 1996; Nervik 1988, Kroll and

Klein 1993; Porter-Gaskins 1996; Dobbs 1996; Corbet 1996; Kaminker 1996; Cramer

1996), the establishment of sexual relationships has nevertheless presented significant

difficulties for the men with whom | talked. In this chapter, I describe the range of range

of social processes and cultural meanings, often perceived as issues and impediments

that these men feel they contend with, using excerpts from interviews and conversations

as illustrative.

SOCIAL AND CULTURAL ISSUES AND IMPEDIMENTS IN THE PURSUIT OF
SEXUAL INTIMACY

Social and Socio-Sexual Isolation during Formative Years
A major issue that can affect establishing sexual relationships for people with

disabilities as adults is the experience of some form of social isolation during their

formative years (Wadsworth 1993; Goldberg 1981). A couple of men were

mainstreamed from an early age but most had some form of special education

throughout their pre-college schooling; several spent long years in special schools away

from home, only visiting their families occasionally, others were separated from non

disabled children in special wings of schools. Eleven men experienced multiple

surgeries growing up, and for a few this meant repeated hospital stays in which they

were separated from others for long periods. Listen to Bert who uses crutches but does

not have a speech impairment:

(Bert) I was separated from my family at a really young age and then
later from school. Umm, [long pause] yeah, I'm trying to think what can I
say—one thing I think that was especially sort of powerful about it was
that a bunch of the time, especially when I was around seven and eight, I
was actually really isolated, even in the context of the hospital. For like a
month I had chicken pox and I was in an isolation room with just one
other kid, and then I was having hip surgery because I had dislocated
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hips and so before I could actually have the surgery itself, I had to have
this wire put through my knees and a sort of a brace thing and then I was
attached to like, weights and pulleys. They needed to somehow pull on
my legs or on my hips to get the bone to come close enough where they
could stick it in the socket or something. So the effect of that was they
really physically could not move that bed and I could not move off of that
bed. So I was there crammed into that spot for I think, three or four
months at a time. So I never moved anywhere, I never went to the school
room they had for the kids to get some substitute schooling while they
were in the hospital. I was just totally on my own and for a large part of
the day, alone. There were nurses around but I was like basically by
myself in a very total way, for a long time. And even when there were
other kids around, I think because I couldn't go play with them, I didn't
really interact a lot with the other kids that I lived with. It was like a ward,
it wasn't private rooms, it was like a giant room with maybe thirty or forty
kids total—I don't know but a lot of kids. And each person had their own
little bed and all that. So at the time I don't think I was conscious of
feeling separated but it's pretty obvious looking back, that I was very
separated from people and that probably did create a sense of that—l
think at that time it created a sense of my feeling separate and different
from my family and then later on it might've made me feel separate from
everyone. So like my family has a certain accent coming from Maine and
| learned a different accent because I was away from them for so long, I
actually began to speak differently than they did and use different words
and things, which at that age seems like a big deal.

While no one told me that they lacked a friend or friends growing up, a closer

reading of their narratives often revealed that there could also be doubts about their full

inclusion in childhood and adolescent social life; and they almost uniformly felt they were

socially distanced from key interpersonal situations in which early sexual feelings are

appropriately expressed. Even if they were mainstreamed, there was often still some

degree of social isolation from more informal interaction with others. For example, going

to the more formal social events like the football game but not getting invited out with the

crowd afterwards when flirting behavior is usually more overt. So, there was less

opportunity for these men to learn the interpersonal etiquette that leads to the

development of intimate and sexual relationships as adults (see Blum et al. 1991;

Goldberg 1981). As Bob, who is black, uses a wheelchair and has a speech impairment
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(Bob) We are sexually isolated and don't get any practice in making
mistakes when we are teenagers. And as you get older your peer group
leaves you behind. Then, not only are you not a peer physically but also
emotionally and sexually because you haven't had a chance...disabled
people acquire sexuality very slowly compared to able-bodied: they're
much older; most able-bodied girls get their first sexual experience at 16,
most disabled girls 26, 27; that's ten years difference; most disabled guys
get it in their mid 20s. I didn't get my first real sexual experience until
was 24. That's too late! Because what happens is you don't go through
those things other kids go through; you go through it in your 20's. What I
want to stress to you is that we are disconnected.

Carl who is 21 and uses a wheelchair told me:

(Carl) ...my social skills were good, I had friends. But I always felt like it
was always forced, I didn't feel like they were genuine connections. They
were like, let's go to a movie but they wouldn't call me. I'd have to make
the effort and I never felt like I had a group of friends that I always,
continuously wanted to go out with me, even now.
(Russell) Why is that?

(Carl) Because I'm very insecure in myself. I'm very confident in some
ways but in terms of the social sphere, I was home a lot and I was really
mainly surrounded with my family. So I never had the experience of
spending the night at your friends house and doing those things. You
know, go out and party because someone would have to drive me, it
wasn't like I could go in a normal car, they'd always have to drive me and
pick me up. So it was always very scheduled and very timely. Okay, I'm
going to a movie and will you pick me up at this time. And you know,
when you're a kid, you like to do things on the spur of the moment and
spontaneously and it sort of limited my social exposure.

(Russell) So you're saying that because of those sort of issues, you
tended not to go out a lot?
(Carl) I went out, I went out but it was very superficial. It was very like, I
went out and I went out for a couple times and that was it. And it was
only for short periods of time, it wasn't like I continuously had a social life.

Nevertheless, one man who went to special schools as a child and through high

school did establish a brief relationship with a disabled girl in which they would kiss.

Another man who was mainstreamed as a boy established a relationship with a disabled

girl at the summer camp for disabled children and adolescents that he went to every

year, physical intimacy in this case extended to genital play. As a young teen, the gay
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man in the study also had a friendship with another boy develop into a relationship in

which there was some genital play.

When I asked participants why they felt it was difficult to establish sexual intimate

relationships with others as adults, this early socio-sexual isolation was referred to in

some fashion by over half of the subjects. If we look at what this implies for age at first

sexual intercourse, one finds that, in fact, one man lost his virginity in his teens, three

men in their early 20s, five in their late 20s, one in his early 30s; two men in their early

20s and two men in their mid 40s are still virgins. While four men did experience first

sexual intercourse in their late teens or early 20s, three of these men are in the group of

least significantly impaired participants. In terms of developing emotional maturity and

relationship savvy, the statements of an ex-girlfriend of a man with cerebral palsy who

interviewed on their relationship are telling. She says, “I sometimes felt like I was

dealing with a child." This woman cited her ex-boyfriend's early socio-sexual isolation as

the primary reason for his emotional immaturity in a relationship.

The Parent Factor

Rousso (1993) has argued that a conspiracy of silence surrounds sexuality for

children with cerebral palsy. This often results in “children with cerebral palsy (receiving]

the message: 'Sex and sexuality are not for me!" (103). For the participants in this

study, parents often sent negative messages to their disabled child and adolescent

about the possibility of a sexual life and marriage as an adult. Even parents who were

supportive in every other way fed into this exclusion, albeit often from the need to protect

their son from the heartache of what they saw as future rejection. For example, listen to

what Bob says on this topic:

(Bob) Parents need to come to realize it happens and stop playing
games with kids. Because my dad—you know what he used to do? A
girl would be interested in me, he would chase her away; until I got to
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college. He would intimidate her; all he had to do was speak once and
the girl would be gone. He may deny it now, but that's what he did.
(Russell) He did this for protection?

(Bob) Yeah, and most parents do this, especially minority parents than
any other group of parents. Is that a cultural thing? I don't know. I'd like
to find out. I was counseling a young man in Berkeley High School and
the same thing came up for him as with me: his dad did the same thing;
this boy was black, a black disabled person; yeah, 16, bright, high IQ,
couldn't speak, used a board. He wanted a girl friend, wanted to have
sex. So, right on brother! But his father wouldn't deal with it.

David, who has a speech impairment and uses a wheelchair, told me emphatically, “I

think families are really the stumbling block when it comes to the sexual development of

the CP. male or female!"

| conducted a telephone interview with Lenny's mother, a man who uses an

augmentative communication device with speech output. He had said that she was

exceptionally supportive while he was growing up. While certainly conveying this to me

during our interview, when I came to a question concerning her feelings about her son's

success in relationships and his current marriage, she replied that she really didn't think

that this side of life would be available for him as an adult. Shakespeare, Davies and

Gillespie-Sells (1996) in examining this issue of negative sexual socialization, conclude:

Thus expectation is important in the development of self-esteem and self
actualization. If disabled children or adolescents receive negative
messages about their sexuality from authority figures it is likely that these
will be accepted as truth. Disabled children, like their non-disabled peers,
need to know the world has endless opportunities open to them and their
destiny is shaped by a combination of personal preference and choice,
not imposed by restrictions by frightened caregivers (19).
There were several men, however, whose parents were less negative about their

sexual possibilities; these included the more mildly impaired men, but also David who is

significantly impaired. Listen to the following story that he told me about his parent's

honesty around disability and sexuality:

(David) In fact my father had to explain everything when I was 13, and he
talked to me for about two hours. And he was very struck at the end of it:
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I didn't make any comments or questions, nada, nothing; and he asked
me don't you have any questions, don't you want to make any comments
[laughs]. I just said “That is the most disgusting thing I ever heard." And
he was laying on the bed and he was laughing so hard that he fell and
when he got up he said the one thing that he would guarantee is that you
will have a change of heart [laughs]...But at least my parents did have the
sense to respond to my questions with the most honest answers, to the
questions because whenever I would ask a question about my family and
my marriage, they always came back with the same answer and that was
we really don't know and it's a matter that you're going to have to work on
because we are your parents and we love you but we're not disabled so
we don't know the answers to your good questions. And I think that I
honor them by saying I don't know instead of making something up.
(Russell) So it sounds like your parents honesty was a positive force in
your life around that subject?
(David) Not only the honesty but there was fear.
(Russell) On their part?

(David) Fear of the unknown. But they never discouraged me.

Lack of Sexual Negotiation Models
In U.S. society there is a lack of sexual negotiation models for disabled people.

There are no such models in the media and few in everyday life. This would include the

lack of disability and sexuality education and counseling growing up (also see

Shakespeare, Davies, and Gillespie-Sells 1996). One man out of the 14 in the study had

experienced education around disability and sexuality issues in college. The rest were

thrown into adulthood unprepared for the interpersonal challenges that they faced in

trying to establish sexually intimate relationships with others. Listen to Brent who uses

crutches and whose sexual orientation is gay discuss this issue:

(Brent) What I've mostly heard of in that line is more like men with spinal
cord injuries, where they before were "normal" and now their functioning
is dramatically different. There's such an obvious need to talk about that
and deal with that, although even then there's no counseling and no
talking. But there's more of a history of rehab programs and stuff, talking
and—but I think people who are born with disabilities and grow up,
society in general is not very comfortable talking about sex, especially sex
in disability. My parents hardly said anything to me about sex, at all. And
no one in school ever said anything about sex in regards to me, ever. Let
alone, forget anything about gay or bisexual, just sex at all.
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Obviously, this kind of silence growing up around sexuality and the often times truncated

social life of disabled adolescents can contribute to their often times limited flirting and

dating knowledge and practice as they enter adulthood.

In terms of actually negotiating sexual intimacy with persons who they might be

interested in, there were two schools of thought: 1) some men thought that you should

be explicit in letting them know your restrictions and capabilities; 2) others believed that

the situation would take care of itself. Listen to Bob who subscribes to the former.

(Bob) One thing that she did that no woman ever does: she asked
questions before she got involved. Can you do x, y and z2 What can't
you do?
(Russell) In terms of physical stuff?
(Bob) Yeah, like the different positions.

(Russell) Sexual positions?

(Bob) Yeah—longevity, as far as physical strength. You see, she asked
me these questions, which most women never do because they are
scared of their own inhibitions, or they're scared of what they might like
and dislike...She was the first one—I was like whhooaaa, excuse me.

(Russell) When you told her what was her response?
(Bob) Let's go. She's a cool woman.

From then on, Bob always made sure he discussed what he could and could not do

physically with women who he was dating. This example also reveals conversely that

there are no sexual negotiation models for non-disabled people who might be interested

in disabled people as sexual partners.

However, Lenny subscribes to the latter:

(Russell) A number of people have told me that when they're starting to
come close to a woman, if the possibility of sex looms, they will initiate a
discussion around what they can and they can't do sexually. Is that
something that you've done over the years?
(Lenny) I let things happen naturally.

127



When pressed Lenny could never explicitly tell me what “naturally" meant, but I

eventually got the sense that for him it was akin to the flow of feeling between two

people as they gradually became more physically intimate with one another.

Cultural Ideals of Attractiveness

A major impediment mentioned by all the men was U.S. society's ideals of

attractiveness, which are most explicitly conveyed via the media. This issue was in fact

so important as an issue these men felt to establishing relationships that I decided to

include it as a significant feature of the context (see Chapter I.). The following is an

excerpt from Bob's narrative. He was 43 years old at the time of the interview and had

had two sexual relationships in his life, each which lasted about five months. He has not

dated in about ten years:

(Bob) ...the way America views beauty and sexuality. In the eyes of
American women, you don't have a chance. It's like Arnold Swarznegger
against Pee-Wee Herman: you know whose gonna win. And that's the
sad part of being disabled, an actively sexual disabled man, you have to
pick your partner with very great care, with almost perfect care; I don't
know how to word that but you know what I mean. Most girls will go to a
bar and pick up a woman, and do it very easily. We don't do that. I would
like to, but it doesn't happen that way. The women in that bar are looking
for Mr. Right, Mr. Perfect. You know where I'm going with it, right?
(Russell) Yeah.

(Bob) If you look anything weird, you're through. And the one's that do
talk to you are Freakazoids. You know what a Freakazoid is?
(Russell) I remember an old funk song called Freakazoid.
(Bob) That's what it is. You don't want a Freakazoid for your wife.

Almost all of the men expressed similar comparisons to ideal images of

attractiveness and how these images affect their chances of achieving a sexually

intimate relationship. For example, Brent commented:

(Brent) you're not going to fit the look that many people are looking for if
they have a pretty narrow physical type or look that they see as their
ideal. Very rarely am I going to fit that real well because I walk with
crutches and I don't sit up straight and my body is relatively undeveloped.

128



So that's one pretty major one, it's not universal, there definitely are lots
of guys and women that that's not an issue for but some of the gay men,
I'd say a large chunk of people, probably just that alone, means that it's
not really likely.

Notice however that Bob, similar to Jack in Chapter I., also uses these kind of

cultural ideals in talking about the kind of woman he is attracted to. This in fact was

usual for most of the men I talked with. To be fair, a couple of men did put personality

before appearance, and several men said they had dated or would date disabled

women. However, others specifically told me they would probably not date disabled

women either for practical or aesthetic reasons, the former being their belief that two

disabled people in a relationship would make life harder that it already is. In terms of

those who mentioned good looks, this was not without a certain amount of guilt for

buying into the same aesthetic hierarchy by which they felt they were often judged.

Social Expectations of Normative Functioning and Control
The men in this study often referred to the difficulty they had with meeting

sociocultural expectations of normative functioning and control. These expectations of

functioning and control examined from the phenomenological perspective of Hughes and

Paterson (1999) are to a large extent coded and structured by non-disabled carnal

contexts of meaning. As discussed in Chapter II., the transgression of these carnal

contexts and the combination and severity of transgressions can result in varying

degrees of disjuncture for many non-disabled people and consequent negative valuing

and symbolic associations conjured up from our cultural imaginary. Within the

interpersonal context of trying to establish sexual relationships, the perceived lack of

function and control can be especially deleterious. David who has a significant speech

impairment and uses an electric wheelchair told me, “We fly in the face of this society's

emphasis on being in control of one's self." Dirk also has a speech impairment and uses

a wheelchair, he relates this point specifically to relationships:
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(Dirk) I think that all relationships are sort of grounded in unconscious—
each person brings certain things to that relationship, one of those things
is physical autonomy or, whatever phrase that you want to use. I think
that one of the things that, this is something that I've speculated about
before, one of the things that makes it difficult for many people to have a
really intimate relationship with a person with a substantial disability is
that on some level, the person with a disability is a child.

(Russell) Is or appears?

(Dirk) Well, developmentally, physically because they don't have this—
they're operating physically on the not as person, as a being, as a
physical being, they don't—they're operating on the level of a kid; of an
eight year old, of a five year old. If you can't go to the bathroom, if you
can't feed yourself, if you're uncoordinated, if you're not graceful, those
are all attributes of a little kid. Again, I don't think that people are
necessarily aware of this stuff consciously but I think that there's a certain
discomfort with the idea or, the reality of associating your intimate self
with—he intimate self with someone else who isn't where you're at.
Because intimacy, part of what intimacy is, is kind of sending the sort of
outer, sort of formal self so that your inner—what I call your child self, can
come out. That's what makes intimate relationships special, I think.

Two expectations of bodily functioning in U.S. society are normative mobility and

normative communication.

Expectations of normative mobility
Most of the men in the study thought that mobility was an issue in trying to

establish a relationship with someone or even for connecting in more casual sexual

encounters. In the following excerpt notice how comparison to normative mobility has

affected the body image of Jim who has a limp, which directly impacts his attempts at

establishing intimate relationships:

(Josh) My body image comes directly in my face when I'm dealing in
some kind of relationship with a woman. It comes up a lot, so much.
Because once again I put pressure on myself saying if I like a woman, I
would say how can she like me with my weird ass fucking body and the
way I walk. I can go out and lecture and I can do whatever, I do that stuff
really good, but when it comes to relationships then that's the dark side of
me.
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Those men who used wheelchairs as an alternative mode of mobility were apt to

perceive it as an issue in trying to establish relationships. For example, Ed, who does

not have a speech impairment told me:

(Ed.) I am a somewhat of a shy person and in school and whatnot, I didn't
really go in that direction of asking a girl to lunch or, anything like that. I
was always too shy to do anything like that and I always felt that I wasn't
sure how to and even now, I don't know if it's just your typical kind of guy
problem, unless he thinks he's mister wonderful, finding a way to go up to
a woman and asking her to dance, go out, whatever. To me—because
always think of, what if she says no?
(Russell) And that's what inhibits you? The rejection, after?

(Ed.) But then that follows along with why she said no, and I have to think
about that—sometimes I think I think too much. But in that she would say
no, then I would relate that to me sitting in a chair.
(Russell) So even if she doesn't say that, you would think that was the
reason Or, it could be the reason?

(Ed.) Well, it could be and that depends on how she said it. I can read
people fairly well, if a woman is kind of umm, err, ahh, no—she's scared
of me. But if she's like, very ha-ha, funny, whatever, just wants to talk
and says, no. Then you know, I might think it's still me in the chair but I
probably wouldn't take it that hard, if she was not really afraid of me.

Implicit in Ed's reasoning is that if he could stand and walk, the rejections he

experiences when he asks women out would dramatically decrease.

Expectations of normative communication * .

All except for two of the men with speech difficulties or who use alternative º

modes of communication, at one time or another, have felt that communication

presented a barrier to developing intimacy and sexual relationships. For example, listen

to what Josh, who as mentioned uses a head pointer and alphabet board says. Notice

how he feels trapped by the expectation of normative, verbal communication:

(Josh) It is like I'm trapped inside this body that doesn't work.

(Russell) Some things work.
(Josh) Russell, you know what I mean. I want to charm girls with my
personality, because I know I could....

(Russell) Feeling trapped—how do you cope with that?
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(Josh) I really do not know....When I go to campus [he is in a Ph.D.
program at a major university], I see so many girls that I would try to talk
to if I could.

(Russell) And you don't think it would work to approach them with your
board?

(Josh) No. That is why I said it is like I'm trapped.

(Russell) Not being able to speak to them?
(Josh) Yes, it drives me nuts because I think I am a really nice person,
but most people will never get to know that.

Bob considers his dysthargic speech and body difference in relation to body

image as a major reason for his rejection:

(Russell) So, body image is still a struggle?
(Bob) Always will be because of the way people look at you. I mean you
want to be accepted by the mass majority and being rejected by the mass
majority is a major problem. You're rejected because you talk differently,
because your body is in a strange position; those are the two major points
of acceptance, of being accepted.

As mentioned in Chapter II., Jack feels that his speech was a major barrier in

trying to meet new people and in conveying a sense of himself. In the following interview

excerpt, he sketches out some of the problems he has at a nightclub:

(Jack) A couple of weeks ago I went to my regular club. At about nine
o'clock a woman came in and had a drink. I caught her eye several times
and then awhile later she went for a cigarette and she asked if I wanted to
come. I said sure why not. She asked me what my name was. And I
tried to speak as clearly as I could. But under those circumstances it
didn't come out all that well

(Russell) What circumstances

(Jack) Well, she was attractive and I'm trying as hard as I can to make a
good impression but the harder I tried the worse it can be for me to talk at
times. But she was kind of short and she had strawberry blonde,
shoulder length hair. She came across as being very drunk. But she
Continued to ask what I did and she couldn't understand me when I
answered. So I would try spelling it out but in inebriated state she
couldn't make it out. But I was able to tell her that she was pretty and she
kind of hugged me for telling her that. And that was kind of fun. But I still
felt that I was at a disadvantage because she really couldn't understand
my character or my personality. So it was almost like I was a little kid. In
a way I didn't mind that. But in another way I did. I wanted to be able to
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convey my personality a little and my intellect. But it was impossible
under the circumstances.

(Russell) So you said that you both did and didn't mind it? Can you go
into more detail what you mean and how you felt?
(Jack) Okay I felt very handicapped I hate saying that but I did. Because
no matter how hard I tried or tried to find alternative ways of
communicating to her, it just didn't happen. But on the other hand I think
when women are slightly inebriated they can be a little more patient. And
its like they have a desire to put forth the effort to try to understand you.
Does that make sense?

Jack told me that women who are able to understand his speech easily always

seemed more attractive to him than women who have difficulty understanding him. I got

the feeling that he thought a woman's ability to understand him was some kind of an

emotional connection. Yet, clearly when he is with women who are having difficulty in

understanding him, Jack's speech, as an embodied context of non-disabled meaning,

dys-appears to him, and when he is with women who understand him, his embodied

difference recedes both socially and in his own consciousness.

Body Image
U.S. society's ideals of attractiveness and social expectations of normative

functioning and control, which are both exacerbated by the medical and rehabilitative

gaze (Hughes 1999, 2000) as can be seen, often contribute to a negative body image.

In fact, all but one of the younger men in the study admitted to at one time or another

experiencing poor body image. Fred, who we met briefly last chapter, is in his early 50s

and uses a head pointer and alphabet board to communicate with. When asked about

his body image, said that growing up he always felt "ugly and a burden." I asked Bob:

(Russell) In terms of body-image, did you compare yourself when you
were growing up?
(Bob) I wanted to be Willie Mays, Willie McCovey, Eddie Gaimon; he was
a hockey player for the New York Rangers 1967-74 or 5.
(Russell) So, did you eventually came to terms with that you could never
be these guys?
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(Bob) You never come to terms. If you do, you give up.

Brent had this to say about the ending of a short, month long sexual relationship,

which was his first really positive sexual experience:

(Brent) Jeff broke up with me and I recall, maybe a month, and I think my
disability was something of an issue, both the fact that he told me that he
wasn't attracted to my body very much because I was very thin and also
the fact that I didn't have a very good sense of myself as being attractive.
He thought that that sort of came through in stuff I said about myself or
other people and that was not very appealing
(Russell) So, it wasn't you as being disabled, this thing that was not
attractive, it was you thinking you were unattractive?
(Brent) Well I think it was both. To some degree it was my disability at
least as much was my attitude about it and about myself.

| also asked Jim:

(Russell) What about body image? Have you had any sort of struggles
with that? You accept your body pretty well?
(Jim) Yeah, I think I accept my body pretty well, I'm just like any disabled
person you would wake up in the morning, one side hurts, a leg hurts for
no reason and you just want to say, “What the fuck."
(Russell) You would have pain occasionally?
(Jim) Yeah, just soreness.
(Russell) Soreness?
(Jim) Yeah, my body image comes directly in my face when I'm dealing
in some kind of relationship with a woman.

Side one of tape ends.

(Russell) So you said dealing with a relationship with a woman?
(Jim) Yeah, that comes up a lot—so much. Because once again I put
pressure on myself saying, if I like a woman, I would say how can she like
me with weird-ass fucking body and the way I walk; that's the weak side
of me. I can go out and lecture and I can go out and do whatever; I do
that stuff good really good, but when it comes to like ummm relationships
if I like a person then that's the dark side of Jim.

Male Gender Role Expectations
Another barrier for these men are U.S. society's male gender role expectations

such as putting an arm around a date, initiating a kiss, etc. Josh muses, “It is funny
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because if a girl came up to me, would I know what to do? Like I do not kiss very well.

Or because my arms are down here [by his sides], I cannot very well try to hold her

hand. So what the hell do I do?" During another interview, he said: “I think women like

to be touched and hugged; I cannot very well do that. It drives me nuts."

An ex-girlfriend of one of the subjects said that she was dissuaded from

continuing her relationship with him by the social pressures that cast him as an

unattractive mate. One example being the comments of her friend, who would ask her

how could stand being with a man who could not put his arms around her. Dirk

describes a situation that occurred as an adolescent in one of the special schools he

attended:

(Dirk) I remember at one point when I was getting interested in [a girl],
the staff member who was the attendant, noticed that and said to me, you
know, Debbie isn't going to be interested in you because she's going to
want somebody to put her arms around, who can put out their arms
around her.

(Russell) Is this a woman who said that?

(Dirk) Yes, and cuddle her, we were both in wheelchairs, we could get
out of them easy

enough and do whatever we could do. And I remember you know, feeling
very bad, but I also remember it making sense.
(Russell) Why did it make sense?

(Dirk) Because of this sort of exchange shit, because I couldn't give her
that, she probably wouldn't want me. And I guess it was true...But
Debbie and I continued to be friends.

(Russell) She started seeing someone else as more of a boyfriend?
(Dirk) Yeah, as more of a boyfriend.
(Russell) is this another classmate?
(Dirk) Yeah it was somebody, an old roommate of mine, so that was a
little more bearable.

(Russell) He also had cerebral palsy?

(Dirk) No, he had spinabifida. So, I thought, I often wondered about how
she could stand that because he had accidents a lot and he smelled a lot,
not every day but it happened. I remember thinking Debbie doesn't mind
being with a person who smells like shit, like sixty percent of the time and
that's more important...
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In the following quote, Ed reveals how masculinity is not only intimately tied to his

embodiment but also symbolically in the potency that the functioning phallus represents

in the larger cultural imaginary:

(Ed)...her and I dated for almost a year and she had a few girlfriends and
she told me that they said, why are you with him? They thought I wasn't
functional. Of course when we first started to get to know each other, she
asked me, can I, can I? And I said, I can and all of the sudden these
girlfriends said all this, they didn't ask, can he? They just assumed, I
can't. And her family was like, why? Why don't you find a real man?
(Russell) She said that's what they said to her?

(Ed.) Yeah, no one's ever said that directly to me. That and I kind of feel
that like when I go out to the bars and some of these women feel that
way. They just kind of don't want to, they want some action and I ain't
going to give it to them.

(Russell) You see them as not taking you into account as a person
perhaps, as a man who could do that?

(Ed) Right, it's kind of the whole thing, sexually and just the how, I would
assume most women kind of want to be taken care of, that kind of thing, I
guess. And I think that women see me in a chair and say, I can't do that.
And all but one of the women that I have been with in a relationship, until
we got to know each other, they have no trouble with that and they said,
you can. I feel a little, if a woman gave me a chance, I could show her,
Can.

(Russell) If you don't feel that they are giving you a chance, how do you
feel about that?

(Ed.) Frustrated.

In Bourdieu's terminology, men and women incorporate a gendered habitus

involving gender specific dispositions and bodily practices—culturally constructed,

female and male ways of being-in-the-world and of inhabiting, moving and using the

body (1977, 1990). As can be seen, men with cerebral palsy typically cannot embody

masculinity in some of these ways. Further, non-disabled assumptions of disabled

men's sexual impotency not only symbolically desexualizes them but also has a

degendering effect. In terms of trying to establish intimacy and sexual relationships, one

can see how these men feel that these aspects influence their sexual possibilities.
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The Issue of Friendship
For a few of the heterosexual men, friendships with women occasionally

blossomed into sexual relationships. While almost all of the men believe friendship is

the avenue offering the best potential for a sexual relationship, they paradoxically often

experience this kind of relationship as a painful barrier and perceive it as symbolizing

their asexuality. When they try to move a relationship with a female friend to a more

romantic or physically intimate place, she will most often say she just wants to be

friends. Listen to Jack

(Jack) I remember in high school, I would sit and watch the kids go by
and one of the things I envied was couples holding hands...You know, I
never really had a girlfriend in high school. The closest I got was this
Jehovah's Witness girl who kind of liked me but was more into converting
me. But still we were good friends. And I say I didn't have any girlfriends,
| always had a lot friends in high school, but never a close girlfriend.
(Russell) So, it would get to a certain degree of closeness, a friendship,
then it would stop?

(Jack) I remember having a crush on a girl in high school, and I told her I
liked her. It didn't go over that well. She just wanted to be friends, and I
can't believe how many times I keep friends to this day. A lot of my
friends who are females only want to be friends.
(Russell) So, for them—what stops them?
(Jack) I think they get scared; I think they're scared of...They don't know
how to deal with the disability aspect.

Michael echoes these feelings:

(Michael) A woman will say I like you as a friend but—for every time a
woman says, I like you as a friend and then goes into all sorts of things
but we can't do this, we can't do that. If I had a dime for every time a
woman said that, I would have a pretty big nest egg now.
(Russell) This is a bone of contention with many of the men I talked with,
you just brought up one of the points. They have sort of an issue around
women letting them be friends but then to move forward, sometimes it
doesn't work.

(Michael) I have lots of women friends, but when you get into the idea of
lovers then all kinds of complications come up.

(Russell) So, at that point, what do they do, women?
(Michael) Like I said, they say, I like you as a friend but I guess the idea
of getting romantically involved with me is very frightening to them.
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(Russell) How does that make you feel at that point in time?

(Michael) I realize there are some things that they might not understand:
it's fear of the unknown.

Dirk had this to say:

(Dirk) I think mostly what would happen, I think, was that women would
see me as, not a sexual person, but they would be relieved to relate to a
person who was a man in other respects. Like in personality but whom
they weren't always fending off, they didn't have to feel like they were
fending off sex. They opened up more because they saw me more as an
opportunity to have a friend who was not a sexual partner. For some
people that was a relief, but for me, it didn't work out that well. But on the
other hand it did, it gave me some thing of the experience of being around
women. It worked, I was around women a lot, and I liked that....I think
that as the years went by and the novelty of this being around women
who were bright and equal, rather than therapists. As that wore off, I
wanted to have a more normal relationship, but it began to bother me that
they weren't responding to that. I guess I was, I was involved in a lot of
sort of quasi-relationships, I mean, quasi-what should we call it? Quasi
sexual romantic, quasi-romantic relationships. I would get really close to
people in every way, I would say, people were always talking to me, but
they would say, we can't be sexual. They would say it was because we
were friends, I never really bought that, but they would say, it wouldn't
feel right, we're friends. It was always this thing, it would feel funny, it
would effect our friendship, from my point of view, that was an excuse. I
mean, maybe sometimes it was true, I don't know but, I didn't want to
think that you couldn't be friends with someone that you were lovers with.
That seemed to be absurd but I was often frustrated by—l got so good at
this business of insinuating myself that I couldn't—that I was doing it in a
way that, at least they thought, that precluded having a sexual, romantic
relationship. I didn't know what to do about that.

In another interview Dirk characterizes what he thinks women mean by this

limitation: "You can come in my house, but leave your dick outside! I think Harlan Hahn

(1981), a disabled political scientist, has puts it well. He says, “In a society dominated by

physical standards and conventions which visibly disabled persons seldom can hope to

approximate, they are frequently compelled to assume a role that denies the sexual

aspects of their being" (226).

Brent, the only gay man in the study, however, believed that it would be easier as

a straight disabled man than a gay disabled man because he felt that non-disabled

women were less judgmental in terms of physical appearance and probably segued from
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friendship into romance with disabled men easier than non-disabled gay men did with

disabled gay men.

(Brent) I think women are somewhat less fixated on appearances, a little
more open to starting a relationship and friendship and then having it go
from friendship to a romantic relationship. I think for gay men, I can't
really speak for lesbians because I'm not a lesbian, I think for gay men it's
more the opposite and with men in general, it's more the opposite too.
Men start out with sexual attraction, physical attraction and from there
they might move on to coming emotionally attached, liking the person,
wanting to be in a romantic relationship.

Despite being rejected by women friends again and again, some men felt that

only through the avenue of friendship could they reveal themselves to the other to the

extent that the other might become attracted. Friendship is also seen as imperative in

order to initially work through any issues that the other might have with their disability.

David, however, asserted a more typically masculine stance when I asked this question.

(Russell) In terms of friends first before getting into a sexual relationship,
you were for that right, that was an important part of the process?
(David) I think that I used to believe that. And it does have its merits, but
when you have a throbbing boner, you have a throbbing boner.
(Russell) Meaning what?
(David) I think you have to do what your needs are at the moment. It's
always a good theoretical framework to operate from being friends first
but sometimes that's not always being truthful to yourself.
(Russell) That's interesting you always throw me a good answer. So for
you it sometimes has been physical before becoming good friends?
(David) No, I wouldn't go that far. We may have met one time before.
Usually it does work that you become friends first and then you become
lovers.

Although three of the more significantly impaired men did mention having a brief affair or

a one night stand, only the less significantly impaired men seriously considered the more

casual sexual encounter as a more than a rare possibility in their lives.

A very real dilemma for these men then is whether to risk a friendship for the

possibility of establishing an intimacy that might lead to a sexual relationship. Again Dirk
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provides the most insight into the dynamics of this risk, what is implicit in most of these

men's accounts:

(Dirk) I’ve had women say to me, I like it that we're not sexually involved
because I can be with you and I don't have to worry about those issues.
And that's sort of like, you don't know how to take that because on the
one hand you feel that you're being complemented; that you've been
allowed into some intimate place where men don't usually go. But on the
other hand, the conditions for that entré, are that you be treated like a
unique. It's like being called, safe and that's wonderful, I feel safe with
you because I don't take you seriously.
(Russell) Sexually?
(Dirk) Sexually. I take you seriously other ways; but I have the best of
both worlds, I have a person, a man and—I'm not a woman, I have all the
personality traits of a man that women are attracted to, but I won't
complicate their lives by making sexual demands on them. I don't
complicate their lives by making claims on them sexually, because of
course I'm disabled. Of course, that's what they would like.
(Russell) Have you respected their boundaries?
(Dirk) Yeah, well it's very painful not to. It's painful to do it, but it's painful
not to.

(Russell) Have you crossed those boundaries?

(Dirk) When you cross them—any time you do anything which you know
makes people uncomfortable, no matter what it is; if you say to me,
whatever you do, don't call me Rupert and I keep insisting on calling you
Rupert, it's going to put you off. But that's the point, if someone says to
you, look, you can do what you want, I like, you but don't do this. And this
happens to be a real—an essential part of me, but you can be all these
other things that you wouldn't ordinarily get to be with me, then what do
you do? That's life to me. It is always having to make a bad choice.
(Russell) Being put in that situation, how do you usually respond to that?
(Dirk) What do I do? Or, what do I feel?

(Russell) Both. What are the first thoughts or feelings that you?
(Dirk) Well you feel like a square peg being forced into a round hole, now
you can do it but it's not very comfy. So, there is no answer to what you
do. And then sometimes it depends on how much you want to be with
that person; if they absolutely won't hear of being this thing with you, it
depends on how much you want to be with them. Do you want to be with
them primarily because you were sexually interested in the first place, but
that's not available, then it's not worth the frustration. If you want to be
with them because you really like them and it also happens to be sexual,
then it's a more difficult decision because you want it all but you're being
told that you can either have some or none. So, what do you do? I
mean, logically you often take some because the alternative is none.

140



Now I have been in a position of pushing and pushing with people and not
accepting that choice and have to either accept none or...
(Russell) How does that work out usually?
(Dirk) It doesn't work. You can't force yourself, I mean, just like anyone
else. If you got infatuated or, got involved with someone that didn't find
you attractive, what would you do? I'm not that different. Either you,
obviously you would do everything you can to change this person's mind.
But after awhile, if you keep running into a brick wall and you start feeling
like your persistence is actually damaging the relationship, then you have
to choose whether you are going to back off, whether you are going to
keep ramming into a brick wall and damage the relationship by making
the person so uncomfortable or, guilty or, whatever that they will call the
whole thing off. Because on their side, they are faced with the choice.
They have the choice of either being with you and putting up with all this,
or cutting it off because the good stuff isn't worth the pain of being made
to feel like you're a victim. You can't will yourself to be attracted to
someone, as much as you might want to do it, as much as you say to
yourself, it would be nice if all this could work out. But that's an area of
yourself that isn't agreeable to that thought, it's the baby part of you.
Most of us don't have the tools to get in there and operate on that. So, if
all this is true—maybe it isn't true, but I guess I am giving you my view on
what the situation is and this is how I have thought about it.
(Russell) Do you generally expect some kind of discussion around the
issue?

(Dirk) I usually expect, I always expect a discussion.
(Russell) At some point along the way?
(Dirk) Yeah, sure.

(Russell) Do you defer the discussion or, would you rather prefer it?

(Dirk) I usually prefer it, even if the discussion doesn't result in a
satisfaction conclusively, at least you've had the discussion. And that in
itself is a bonding thing because you've discussed some very intimate
things.

(Russell) Right.
(Dirk) So there are all these sort of I feel like I have lived in a world of
intimacy substitutes...But you know, that's very misleading because it
implies that there's not intimacy. They are intimacy, they are a form of
intimacy it's just not intimacy that you want. It's substituting one kind of
intimacy for another, really. So what you do is that you live on those, you
exist emotionally on those things instead of on the real, what you think of
as the real things. It's like again—for me everything is a food analogy.
It's like, you crave steak and you get roast beef hash, now they're both
protein, you're not going to starve on roast beef, but you want steak. And
you really need that other thing and if that it's available foe whatever
reason and you are offered this other thing or nothing or, at least that's
how I see it many times. Then what do you do? It's a bad choice. For a
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person who had CP. and probably a lot of other disabilities, the sexual life
is seriously bad choices.
(Russell) Sexual life?

(Dirk) It's a series of bad choices.

(Russell) The person with the disability making bad choices?
(David) Not bad choices in the sense of wrong, but bad choices in the
sense of having to make bad choices, alternatives that are not
satisfactory. So I would often, in college when I was more around people,
I would always—not always but there were a few people that got to break
through with but most of the time I sort of chose to be allowed in—you
could come in but leave your sexuality outside. You can come in my
house but check your sexuality at the cloak room, it's that kind of thing.
But you can still come in. So there were advantages to me in terms of
status, I was pretty good, pretty social. I would be around all these
women because I knew because of my training in New Jersey, how to
relate to women. So I would always be around these very nice looking,
interesting and really attractive women. And people would say to me,
how do you do this? I'm so shy, how do you get to know women. And it
was so ironic because I was thinking, yeah, I have this—I'm not shy, I
know what to say, but I have this other impediment that you will never
have. Once you grow up and develop a personality, you'll score
presumably, eventually, if you develop a personality, you'll score too. But
I mean, so I was taught—with me I would always have this real limit,
where other people would eventually grow out of what I was limited.

Those disabled men who became frustrated and angry about the dynamics

sketched by Dirk extract the meaning that their disability is limiting them to a friendship

role and that if they were non-disabled, sexual intimacy would be more possible.

Further, becoming visibly upset or angry and/or forcing early choices often alienated the

other person. Those men who could better manage their frustration and anger and just

'hang out with the situation to see where it might go were sometimes successful in

establishing relationships. Lenny, for example, was friends with his wife for several

years before they became lovers. Yet, despite some successes, Lenny—described by

his wife as “a realist"—also experienced his share of rejections from women friends over

the years.

You might say that it is not so unusual in relationships among non-disabled

people for someone to say they just want to be friends. As I mentioned in the first
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chapter this has been suggested to me by non-disabled women on several occasions.

Yet, the sheer number of times this was brought up by the men I interviewed cued me to

the fact that something other than non-compatibility is going on here. Other's responses,

as described by these men, often a noticeable awkwardness, alerts them to a powerful

intersubjective boundary. I would argue that it is a boundary that must be crossed first

before issues of compatibility even come into play.

Embodied Responses
Dirk told me:

(Dirk) If I'm with someone, who I feel, for whatever reason, doesn't
accept me because of what I look like or, because of what I am
physically, my coordination deteriorates. I have trouble talking and I
respond exactly wrong. Instead of being very clear, I become almost—
guess I'm a little like, what was that character? The Woody Allen movie,
it's a very odd movie that he made, he has no existence; he can only
recite what other people say. I have something of that in me so that when
I come up against someone—fortunately there aren't too many people
like this or, I don't think there are, which is what counts, right? Is what I
think. But when I get up against someone who I think, doesn't like me or
thinks I am whatever, I behave—l start losing control of my body. My
tongue doesn't work very well, I have trouble; I have a lot of speech
problems. In other words, exactly when I need to be speaking more
clearly I kind of fall apart and I sort of become—l am aware of it too. It's a
nightmare, it's almost like a bad dream where I am becoming the very
thing—I am reflecting what they think of me. It's sort of like those dreams
when people say they are running away from some monster and then
they can't run? Well I am sort of in that position, I am in the presence of a
monster, who requires that I be other than I am. So I become more what
|—| lose my ability to be what I am and become what they think I am. It's
a very uncomfortable feeling.

Dirk is referring here to an embodied phenomenon talked about by five of the men: the

exacerbation of either/or both spasticity or dysthargic speech in the context of both

general interaction with non-disabled others who they feel are evaluating them and also

more significantly in the context of negotiating intimacy and sex. The exacerbation of

their spasticity or speech, or the manifestation of other embodied responses such as

hyperventilation were in fact powerful experiential cues to their difference especially
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during interactions with desired others. Non-disabled men, of course, might also

experience nervousness in trying to negotiate sexual intimacy or when they are first

becoming sexual with someone new, but since men with cerebral palsy manifest their

nervousness differently than others, some feel this exacerbates the potential for

rejection. Jack says, “My CP. might be more pronounced as I try to make my move. My

speech might not be that relaxed, might not be that clear." However, as I have

mentioned, if the woman is able to understand Jack, without too much effort his anxiety

level diminishes markedly. Lenny said that when he was younger (late 20s through early

30s):

(Lenny) I did have one barrier that I remember that was I didn't want to
scare a woman away because of my spasticity in bed. Which was my
problem, not hers.

(Russell) So you're saying that you hesitated—
(Lenny) I didn't want to hit her accidentally.

(Russell) But, so I'm perceiving this acted to sometimes inhibit you from
making moves.
(Lenny) Yes sound.

Thus, concern for one's physical functional differences from non-disabled norms and

how this difference will play out either during negotiations toward intimacy or during

sexual encounters themselves can be a powerful inhibitory force

Becoming more spastic or the deterioration of one's speech in the other's

presence depending on their level of acceptance/understanding/evaluation is one

variation of what I term an embodied sensitivity to one's interpersonal or social situation

(Shuttleworth 1996, 1997, 1998b, 1998c, in press a, in press b, Ostrow 1990; Merleau

Ponty 1962; Buytendjik 1950). This notion will be discussed in more detail in the next

chapter, but I should briefly describe it here. Embodied sensitivities are the habitual

feeling responses of subjects within the world of everyday life. Subjects' immediate or

prereflective (prior to reflection) experience is comprised of basic feelings, which can
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become habitual responses or stances over time. These habitual stances make sense

in the face of the conditions of people's existence (environmental, cultural, social and

interpersonal). The subject's own intentions and feelings engage prereflectively with

others' intentions and feelings within the parameters of a certain sociocultural imaginary

and a hierarchized sociopolitical structure. Hughes and Paterson's (1999)

conceptualization of carnal contexts of meaning and social dys-appearance is central to

aspects of some embodied sensitivities for disabled people, as carnal codes of

communication or bodily movement may influence at a gut level the non-disabled other's

response, and social dys-appearance can be a key to a habituated, heightened anxiety

that some disabled people feel in situations in which their bodily differences are

highlighted.

Dirk, who has a speech impairment and uses a wheelchair, was perhaps the

most sensitive man to non-disabled others' evaluative gaze and also intersubjective

boundaries and negative resistance. He had experienced repeated rejections in the past

whenever he attempted to move friendships to a more physically intimate level. When

he would finally make it past a friendship and was on the verge of becoming sexually

intimate with a woman, he would experience a tightening of the diaphragm and throat

and an excruciating inability to breathe. The following long interview excerpt was one of

several times that he brought up this issue. I have chosen to reproduce most of our

discussion on this occasion because it shows the complexity of the issue. He is

discussing one of the first women he became sexually intimate with in college:

(Russell) So your sexual encounters weren't necessarily successful?
(Dirk) No they weren't. Although, I mean, we were—I don't know. They
were and they weren't. We really couldn't have intercourse but we can
kiss and we were very good at that, but I don't think we felt comfortable
going beyond.
(Russell) You say you couldn't have intercourse—psychological,
emotional?

-
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(Dirk) It was physical, we tried to once. She was going to try it once, and
I think at that time it was as close as I had come to having relations, it
was my first time. I wasn't sure what—it wasn't working out.
(Russell) Do you think if you'd have given it time it may have? If you
would have tried a number of times?

(Dirk) Maybe, who knows?

(Russell) I'm just wondering if there's a lot of anxiety around that and
perhaps that came into play?

(Dirk) Maybe, there's definitely always anxiety around it for me. I used
to—she wasn't the first person that I had tried to have intercourse with,
but I always had anxiety around being physically close to a woman.
Because I am used to having some separation, because of the
wheelchair, physical separation. I wonder if that comes into others
people's experience.

(Russell) That's an interesting thing, I have never heard of that.
(Dirk) I don't know, I'm assuming that that's what it was. I used to have
trouble breathing. Like if I was laying down with someone, I would get
these—well my disability sort of manifests itself. If I'm upset I have
trouble with my diaphragm, maybe it's my throat, anyway, that's how I
lose control, I have trouble breathing.
(Russell) And this would happen sometimes?

(Dirk) Yeah, it would happen all the time.

(Russell) When you used to get physically close?
(D) Yeah, and it took a lot to break me of that

(Russell) How does that feel to you, when that would happen?
(Dirk) It would feel terrible. It would feel terribly inappropriate. I would
feel scared, I would say to myself, why am I feeling scared when I should
be feeling anything—l should be feeling the opposite, well, I was excited.
I was scared maybe because I was excited. But I think I was scared
because—I'm not sure, I guess anticipation of something that I wanted
very much. My body, always, well not always but often betrays me, I feel
that a lot.

(Russell) in what sense do you mean betrays you?
(Dirk) It would act inappropriately and it makes it hard for me to deal with
people if I'm upset. The times that you need to be cool, it betrays me if
I'm in the presence of I can be laying down next to a woman and feel
upset.... If I've gotten that far with someone, I feel safe.
(Russell) Yeah?

(Dirk) I’m not responding to them, I'm responding to something a lot
more, a lot different. It may be the proximity that makes me nervous or, it
used to. I think I have sort of been broken of it by some very patient
people.
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(Russell) Again, maybe the nature of the situation as being in the one
realm where you're not perhaps, given the waiver?
(Dirk) Right, it's the fear of having to perform and it may be related to-l
have this other fear that may be somewhat related. Sometimes when I
am not in my wheelchair and I am sitting somewhere, I have this fear that
people will approach me and not know that I have this disability and make
some sort of demand on me, like come here or something. I think I have
this fear of seeing this shock on their face when they figure out that—
what, this person isn't normal. So having a wheelchair is like having a
badge. It's a bad thing but it's a thing that I learn to hide behind, like a
scarlet letter or a Star of David on your arm. But it does make life easier
in a way. So when I'm not in the wheelchair I feel like, uh-oh I have to
there are these demands on me and it makes me nervous I think.

(Russell) Getting back to when you're physically close to a woman, I lost
my thought.
(Dirk) I have trouble breathing, I have trouble holding still.
(Russell) I know what it was, does that—do you feel that that impacts on
the situation?

(Dirk) Yes, I think that my body betrays me. Yeah, I feel that undermines
me, the one thing that you don't need is less control, you need more
control. You don't want to be—it's not very attractive or romantic to have
a hard time breathing, to have a hard time laying still, it's just not, and
also for me it's very distracting. I mean, forget the other person, it's me
too. I can't—it ruins the mood. Like, my body is almost jealous in a funny
way. If my body were another person—this is a strange thing to say, but I
think it's jealous woman or, jealous other, not necessarily a woman but a
jealous third being. There's me, and then there's the woman, and then
there's my body. Usually you and your body are in sync and in
agreement with what you're doing but sometimes it's almost as if my body
is behaving as if it didn't want me to do this. I think that what I'm
exhibiting are symptoms of fear.
(Russell) About what?

(Dirk) Well, I don't know. Breathing hard, sweating, it's as if I'm terrified,
but I'm not sure why, I'm not sure what it is. If you looked at me, if you
did some kind of objective reading of me with some machine, somebody
would say, this person's scared. They wouldn't say, this person's
sexually aroused. They wouldn't say, I can tell he's in an intimate
situation. This person is facing, not a potential sex partner but a lion or, a
person who is going to assault him. I don't necessarily have those
emotions, I'm not afraid emotionally but my body seems to be behaving
like it's afraid. But I don't really have access to what the root of that fear
is; I think it's afraid like an animal is afraid. I don't know, you know when
you first get an animal and it isn't tamed? You have to be very gentle and
you can't always pet it, I need to be tamed very slowly. I needed to be
tamed and the animal, I don't know what—l guess it's afraid of being
harmed but of course it isn't aware of it. And my body, I'm not aware of it,
but my body seems to be.

147



(Russell) Aware of being harmed?
(Dirk) Aware of a fear, I don't know what it is, I don't know what I'm afraid
of. But after awhile I can be tamed.

(Russell) How long does that take?
(Dirk) It takes as long as it takes; it takes a few sessions. And it's not,
again, it's not a conscious thing. I remember telling people, look, you're
going to find that I'm going to behave weirdly, but don't take it personal
and we'll get over it. But you need to be patient. And to some extent, to
be able to say that is really helpful. I mean, it is helpful for me, but my
body—I still have to convince my body. And I can do it, and it's possible
to do that, I've done it and I've found people who can do it, for whatever
reason they'll buy that story. Which I, for myself, would think was pretty
strange but I've been able to convince some people of that. This is a
process that I need to go through. I think just deciding it helps, no matter
how unlikely or, outrageous it is, but to be able to say—this is the way it
is. I know it's weird but this is the way it is; hopefully I'll get over it, just be
patient. Then you give people sort of a trail, a road, instead of being like,
oh my God, what do I do? You tell them, okay, this is what you do, you
be patient. And if you tell people that, sometimes I think it helps.
Because obviously if they don't know, they don't know. I mean, people
need to be told what to do. They need that because it's a strange
situation and I've found that modeling things really—this is a separate
issue but I wanted to bring this out because I think it's important.

For Dirk, habitually sensitized to staying on the platonic side of the line between

friendship and sexual intimacy, crossing that line had severe bodily consequences. For

him, it is not so much his dys-appearance prompted by a failure to conform to non

disabled carnal contexts of meaning, albeit this obviously plays some role, as it is his

incorporation of others' intersubjective barriers through habitual interactions, which result

in an embodied sensitivity to being rejected as a lover. While intellectually

understanding that he is being allowed to finally cross this intersubjective boundary, his

body responds as if being on the other side is still taboo. In the next chapter, I will

further explore the notion of embodied sensitivity in the context of these men's attempts

to establish sexual intimacy with others
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The Issue of Multiple Identities and Boundary laentities
An issue that is currently under intense debate in disability studies circles is the

experience of multiple oppressions and the construction of multiple identities, i.e. being

disabled and a woman, being disabled and a sexual minority, being disabled and a

member of an ethnic minority, etc. (see, for example, Vernon 1998, 1999; Corker 1998a;

Asch and Fine 1988; Tremain 1996; Hanna and Rogovsky 1991; Stuart 1992, 1993;

Morris 1991; Carby 1982). Whereas the traditional approach to this issue has been to

add on oppressions/identities (Carby 1982; Stuart 1992, 1993) current thinking defines it

as 'simultaneous oppression' (Vernon 1999). Vernon (1999) however has recently

argued that the concept of 'simultaneous oppression' is also additive in that it assumes

that oppressions and identities will be experienced at the same time. She argues for a

more nuanced and fluid understanding of multiple oppressions/identities: “...disabled

black people, women, gay men and lesbians, older people and those from the working

class (as well as non-disabled people with multiple stigmatized identities), all experience

oppression singularly, multiply and simultaneously depending on the context" (395).

Vernon makes the further point that, "Impairment which is a precondition of disability,

settles upon anyone, but the effect on any individual is very largely modified, minimized

or exacerbated by who that person is in terms of their ethnicity, sex, sexual orientation,

age and class" (395). In a useful model, Corker (1998a) has represented multiple

oppressions and their dynamic interaction in terms of what she calls an archaeology of

oppression (see Figure 1.).
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One of Corker's main points is to show how different dimensions of personhood

and cultural identity are constituted as other in relation to an “archetypal 'norm', 'ideal’

person, or prevailing knowledge" (47). The other is thus fragmented, in the parlance of

post-modernism, and so will their attempts to respond to what she perceives as a system

of oppression will also be fragmented in terms of these different identities. For my

purposes here, it simply provides a useful visual representation of the fact that

oppression will be “experienced in different ways by different individuals" (49) depending

on the particular combination of identities and intersection of different environments.

Multiple oppressions then are often grist for the mill from which multiple identities

are forged and emerge singly or in consort depending on the particular context. As

mentioned previously, there were three black men in the study, one gay man and one

man who only has a slight limp. While these men experienced many of the same issues

and impediments as the others, their identification with more than one oppressed

minority could sometimes result in unique situations or problems.

Of the three black men in the study, Peter was the youngest research participant

at 18 years of age. He uses an electric wheelchair to get around and a laptop computer

to communicate with. Peter's parents were both born in Jamaica and met while at

college in the U.S., so his cultural background and family dynamics were much different

from the other two black men whose families were not recent immigrants. Peter did not

express much of a sense of being oppressed on multiple fronts. This may have been

because he was relatively young compared to the other black men and also because his

family had not experienced the long history of racism in the US. In addition, his parents

were both university professors and he thus identified as being upper-middle class.

However, recently he was becoming increasingly political active in terms of his identity

as black, so there was a growing consciousness of racial oppression. Peter also
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identified as disabled and recognized that his disability would make for some challenges

in his life. Yet, his early family dynamics had instilled in him a positive sense of self and

his ability to succeed in life.

Peter's sexual experience was limited to a kissing session with a friend not long

before he came to UC Berkeley. Yet, as he moved into the first year of his college

experience, he expressed an optimism that bordered on bravado, representing himself

as “a player." Although he recognized that disabled people often have a more difficult

time in establishing relationships, he nevertheless believed that he could weather any

issues that came his way and that he would eventually succeed. However, there were a

couple of instances during our talks when a glimmer of doubt shone through his

optimistic outlook, revealing the obverse side of his bravado:

(Russell) Any concerns about spasticity when you get physical? Some of
the men mentioned this to me.

(Peter) No, I am worried if I am ever going to get into that situation.
(Russell) What situation?

(Peter) To worry about spasticity.
(Russell) is that something Don Juan has to worry about?

(Peter) Girls take time to be more romantic. A modern day Casanova
has to be patient.

In marked contrast to Peter is Bob, who is 42 years old and uses a wheelchair

and whose speech is moderately impaired. Bob feels very strongly that he is oppressed

because he is black and also because he is disabled. He often can't figure out which

one is the predominant oppression in a particular situation. For example:

(Bob) When I first came in here (a restaurant-bar where we were talking),
it was like you don't belong here. Why? The question is because I'm
black or disabled?

(Russell) When was this?

(Bob) 78, 79.
(Russell) They said that?
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(Bob) They don't say it, it's like a hidden agenda; or when I go into a
store, the employee follows you around the store. Is it because I'm
disabled or black 2 I can't understand that.

In fact, Bob's identity as a black man and identity as disabled man are used in his

narrative as windows of oppression that shed light onto each other. Sometimes he

would start out talking about one identity and the oppression he experiences because of

it and then imperceptibly segue into talking about the other. These identities are both

constructed in the face of what he considers oppressive structures that restrict his

societal access including his possibilities for sexual intimacy with others.

In terms of Bob's sexual situation, he, and to a certain extent, Jim who is also

black and in his early 30s, feels that black women are much less approachable for dating

and relationships than white women because of their expectations of black masculinity.

In this black context then, Bob is likely to feel oppressed specifically because of his

disability. With white women, however, the possibility of sexual rejection because of

race also comes into play at least initially. Therefore, the problem in an interracial

context is to sort out oppressions early on. Here we can see the relevance of Vernon

and Corker's call for a more complex and fluid understanding of multiple

oppressions/identities. Bob's example also reveals that for the self, apprehending which

identity is dominant within the complexity of social interaction is not always easy.

The one gay man in the study, Brent, experienced many similar issues as the

straight men, but there were several differences that bear mentioning. While aware that

he was oppressed on two fronts, Brent generally separated gay issues from disability

issues. Interestingly, he migrated to the San Francisco Bay Area for its gay culture and

not necessarily for its disability awareness, albeit he now fully recognizes the benefits of

living here as a disabled person. An issue discussed by Brent that no one else

mentioned was the fact that at one time he was sought out by a devotee, a man who
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fetishized his impaired legs and crutches (see Bruno 1997; Aguilera, in press). He felt

strange receiving this sexual attention for those aspects of himself that he felt were

usually stigmatized. This relationship was very short lived. Brent was also emphatic that

gay bars were impossible places to score dates or even a casual sexual encounter. He

pointed to the high premium that gay men place on physical attractiveness, especially in

these kinds of contexts. However, except for Ed's successes in singles bars when he

was in his early to mid 20s, these places were not very conducive for making romantic

connections for the disabled heterosexual men either.”

Raul, the least significantly impaired man in the study with a slight limp, does not

much identify with his Chicano heritage and did not express to me during our talks any

sense of being oppressed on this front. Yet, the very fact that Raul could pass for a non

disabled person when seated or standing bifurcates the coherence of a single identity

with one facet privileged and the other oppressed. At various times in the past, he

distanced himself from those disabled people who were more visibly disabled than he

was, but more recently has come to identify with the Disability rights movement. He

worked for a time as a personal assistant for men who were more physically impaired

than he is. This role situated him at the boundary between disability and ability. He told

me he felt that he could relate to some extent to what more significantly disabled people

were experiencing and thus could perform his personal assistance duties more

sensitively. His boundary identity has certain repercussions in terms of sexual attraction

and flirting behavior. The fact that his disability is only visible when he is mobile makes

for some interesting social situations. Listen to what he told me happens to him at

parties:

(Raul) I'll be at a party, and I'll be sitting there and then you know,
someone will start flirting with me or I'll strike up a conversation with
someone that I might be interested in. And we can sit and talk for two
hours and it's all good, then I get up and go get a beer and then they're
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gone when I come back. And sometimes I'll do it on purpose, like if it's
someone that I am actually interested in, I'll do it on purpose. Like I won't
even need a new beer but I'll find some reason to get up because I am
kind of putting them to the test.
(Russell) So this has happened a number of times in this situation?

(Raul) Yeah, I definitely think I could have had a lot more sex with a lot
more people, except for the fact that they disappear on me. I don't think it
was for lack of interest initially, I think a lot of occasions when I could
have had sex or whatever, have been sort of changed by their...
(Russell) Perceptions?

(Raul) Yeah, their perceptions. They're realizing that I have a disability
and when I am just sitting there they don't know.

Only in his early twenties, Raul is already in his second long-term relationship.

Although he says he is primarily heterosexual, he has had several sexual encounters

with men, and he views these encounters excitedly as transgressing his own taboos, not

society's. I asked him the following question during another interview:

(Russell) Why do you think the taboo thing is so interesting to you?
What is it about the taboo?

(Raul) | don't know, it just seems really—like it's not emotional, it's
carnal, like it's on that level of like, you know, it's purely about sex at that
point and that's kind of exciting.
(Russell) But what makes it taboo is that it's, what?
(Raul) Well I think what makes it taboo is—
(Russell) Because carnality itself is—
(Raul) The carnality of it, and I don't feel like I'm entirely gay and if I had
to put it on some sort of scale, I would say that I am probably mostly
straight.
(Russell) So it's almost like you're talking about it's taboo in terms of
you? Is it a taboo aspect of yourself?
(Raul) Yeah, in terms of me, not in terms of society.

(Russell) That's an interesting difference.
(Raul) Plus in the Bay Area it's hip to be gay, so maybe if I wanted to be
cooler I would be gay or something. So taboo in terms of me, I would say
I'm mostly straight, depending on who you ask, maybe they would say
half-and-half. But I think therein lies my interest, because it's something
out of the ordinary and different from my normal routine.
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Thus, Raul' experience of a boundary identity, in which he participates as sometimes

unmarked (non-disabled) and sometimes as marked (disabled) is replicated in toying

with his sexual Orientation.

THE MYTH OF ASEXUALITY

There were many other issues that these men variously cited and several at least

deserve mention here. A few men mentioned that the parents of the woman they were

dating had a problem with their being with someone who was disabled. A couple of

relationships ended because a non-disabled lover was not able to deal with the practical

aspects of being with a disabled person, that is, the fact that they occasionally had to

assist the disabled man in either his everyday personal care or some tasks out in the

community. There was also the mysterious issue of the other man. Almost invariably

when one of the research participants would talk about a relationship that didn't work

out, there was another man who either suddenly emerged on the scene, came back into

the picture or was lurking in the background all along. Finally, another important issue

that often came up was the need that some men had for personal assistance in social

contexts such as bars, clubs, and restaurants and in and out of cars (see Shakespeare,

Gillespie-Sells and Davies 1996). The dilemma here is, do I take a personal assistant on

a date, or do I ask my date to help me with certain tasks?

While each of these issues are important in their own right, I had to make a

choice of which ones to discuss at length. In no way should any of these issues and

impediments, both those discussed in detail and those mentioned only briefly, be viewed

as unchanging static features of the context. Rather they are constructed by these men

and the others they interact with out of the grist of their everyday encounters and

struggles and as they incorporate or contest to varying degrees the larger culture's

meanings of disability and sexuality. While there are some similarities in patterns of

156



sexual oppression in these men's accounts, no two men in this study travel the same

Sexual relationship path. Yet, depending on the particular man and his circumstances

Certain of these issues can have an enormous influence on his love life.

I want to conclude this chapter with the proposition that the so-called myth of

disabled people's asexuality is not as is often thought simply indicative of the

phenomenon of spread as described by Wright (1960). This notion posits an assumption

being made that because certain physical functions are impaired, other functions both

physical and social are also impaired. For example, an assumption is made about a

person with cerebral palsy who cannot speak and uses a wheelchair that they must also

be impaired sexually. We saw this come into play in several situations above. While

spread no doubt plays a significant role, the cultural myth that disabled people have no

Sexual feelings, that they are asexual, can also be seen as an effect of the structural

relations and symbolic meanings described above. These sociocultural aspects operate

as power relational impediments to sexual inclusion, acting to protect the social (and

personal) ‘normal’ (read non-impaired) body from the symbolic threat of difference in its'

most intimate relations with the modern sexualized self. Disproportionately excluded

from interpersonal contexts of desire and cultural representation as desirable, the myth

that disabled people are asexual is thus lent additional symbolic capital. The

perpetuation of this myth works on symbolic, psychological, and emotional levels to

protect many non-disabled persons from confronting the fact of their own sexual

rejection of persons with disabilities.

In the next chapter, I take up the issue of these men's engagement and

contention with the above issues and impediments during their sexually meaningful,

interpersonal encounters. How do these disabled men contend with the often-negative

resistance of desired others in their efforts to negotiate sexual intimacy?
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CHAPTER VI. INTERSUBJECTIVE ENGAGEMENT IN THE
SEARCH FOR SEXUAL INTIMACY

In this chapter, I present an interpretive framework for exploring research

participants' narratives. In revisiting Josh's account, which was briefly presented in the

introduction, I then provide a detailed analysis and interpretation of his sexual situation at

the time of our initial interviews. A processual understanding of research participants'

intersubjective engagement with others is subsequently proposed that accounts for the

various ways in which the men in this study contend with the adverse context of disability

and desirability and the negative resistance of desired others. Emerging from this

discussion, I also note certain facilitatory aspects of self and society whose cultivation by

these men assisted them in negotiating and establishing sexual intimacy with others.

Finally, I argue that one of these aspects, a form of integrative (psychic-emotional)

resistance, what I call defusing the adverse context of disability and desirability, can

aspire to a Foucualtian practice of the self that has potential implications for transfiguring

socio-Sexual relations.

JOSH'S SEXUAL SITUATION REVISITED

After not having seen Josh for several years, I ran into him one day on the

Berkeley campus. I had been separated from my wife for about a year, and was using

the time alone to complete several field statements that were required in the medical

anthropology program I was in. I was still emotionally raw from my marriage experience.

Josh and I were glad to see each other and set up a coffee date to talk. Our friendship

picked up right where it left off and we started going out, especially to listen to music.

One thing led to another and several years later, as I mentioned earlier, I began living

with him and some other people in a large house doing pick-up personal assistant work
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when he needed it; after a couple of months, I began working about 25 hours a week for

him.

We talked about everything. I was in a place in my life where sex and

relationships were becoming interesting again, so I would sometimes bring them up in

our conversation. One night, Josh confided in me that he had repressed thinking about

the possibility of a relationship for many years, and tried not to think of sex too much.

My talking about sex, he said, was having an effect on him. I apologized, suddenly

aware that I may have been insensitive, but Josh thanked me profusely. He added that

part of him had been dying and that I was helping him revive it. It was at this point that

he began to talk more openly and seriously to me about some of the sexual and

relationship issues that he felt he faced as a disabled man. One night he told me about

when he first began college and lived in the dorms across the hall from two attractive

coeds; this segued into talking about a girl that he had recently been very attracted to,

Meg, a former, part-time personal assistant but who was now just a friend:

(Josh) I was in schools for the disabled from the time I was two until the
time I was 18.

(Russell) When I met you, you had just come from one of those schools,
right?
(Josh) (Shakes head up and down for yes). Remember how shy I was. I
wouldn't Come

out of my room. I was scared shitless!

(Russell) What scared you?
(Josh) In my schools I was one of the most popular students with both
the students and staff. So I did not have to work on being not shy. When
| came here—shit, I was across the hall from these really nice—looking
girls, and I just did not know how to act. So, I just did not try.
(Russell) It must have been a shock at 18 to experience this?

(Josh) In my mind, I knew it would happen, but it was really difficult to
handle.

(Russell) So, how did you handle it?

(Josh) Not very well. I did not come out of my room.
(Russell) How was it difficult to handle?

159



(Josh) The two girls drove me nuts. The same way Meg drove me nuts.
Remember I told you that at one point I wished Meg had stopped coming
OVe■ .

(Russell) You haven't answered my question?
(Josh) It made me feel like I was really different, and I hate that because
I do not think I am that different.

(Russell) Different in what way?
(Josh) I want to be like everyone else. On some level, I want girls to ask
me out and I want to be able to ask girls out and know that they will take
me seriously. That was what was so difficult with Meg. She said I was a
really good friend, but I would not have stood a hell's chance in going out
with her. You don't know how rough that is. So I just wanted Meg to
leave me alone. On one level I can really understand it. But on another
level, it really fucks me up! It is like I don't have any maleness. But then
why am I a happy person? (In his day to day life, Josh appears pretty
happy-go-lucky).

A little later Josh returned to the subject of Meg.

(Josh) Meg was dating a 43 year old; he looked twice as old as you—he
looked 55 (I was then 42).

(Russell) How old was Meg?
(Josh) She was 27. The thing that made me angry was that Meg was a
very open-minded person in her sexual life that she did not think of me
that way. When I saw him I thought damn, Meg! Either something is
really wrong with her or he has something that I don't.
(Russell) Your reaction to being with him was a surprise?
(Josh) Yes. That really fucked me up.
(Russell) Do you think you would have the same problems if you were a
disabled woman?

(Josh) Men in this society are expected to be really strong, and a man
with a disability is—I have two things to overcome: my lack of maleness
and my disability.
(Russell) Do you really have a lack of maleness?
(Josh) Women see me as asexual.
(Russell) When do you feel a lack of maleness? At what times?

(Josh) I see how girls look at me and treat me. When girls talk to me
they do not seem interested in that way.... The feeling they give off. I feel
blocked. I know I do not stand a chance. They just want to be my friend.
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AN ANALYTICAL AND INTERPRETIVE THEORETICAL FRAMEWORK

At this juncture I would like to explain in greater detail the analytical and

interpretive framework that I employ to make sense out of Josh's and then other

participants' contention with adversity in their search for sexual intimacy. Although I do

explicate the semiotics of negotiating sexual intimacy for these men, the primary impetus

is derived from existential-phenomenological approaches to human experience.

However, as with other anthropologists who utilize phenomenology or existential

phenomenology in their work (for example, Becker 1994, 1997; Csordas 1990, 1993,

1994a, 1994b; Jackson 1989, 1996, 1998), I align myself with Merleau-Ponty's (1962)

understanding of consciousness as incarnate in a body which inheres in a world whose

meanings have already been given. Thus, consciousness is not a phenomenon that first

exists and to which social and cultural dimensions are added. There is no presocial or

precultural consciousness.

Embodied Sensitivity
Key to investigating the implications of the adverse structural and symbolic

context of disability and desirability for the men in this study is an examination of those

interactions with others that they find sexually meaningful. That is, those interpersonal

encounters that are colored by sexual feelings or the desire for physical intimacy:

flirtations, successful passes, unsuccessful passes, desiring of the other or the

interactions involved in the gradual development of a sexually intimate relationship.

Much work in anthropology on intimacy and sexuality related issues neglects to focus on

these kind of interpersonal encounters. For example, Holland and her colleagues

(Holland and Eisenhart 1990; Holland and Skinner 1987; and Holland 1992), in their

work on the cultural model of romance for college women, did not really explore how

being objectified and on “the sexual auction block" felt for these women during their
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interpersonal encounters with men. While this omission is understandable given these

researchers' cognitive anthropological perspective, an exploration of the intentional and

felt sense structure of these encounters should be illuminating. The lived experience of

sexually relevant, interpersonal encounters is an important aspect of the phenomenon to

be captured." As Goffman (1963) and others (for example, Becker and Arnold 1986)

long ago observed, people who experience stigmatization in their lives, such as those

with physical disabilities, often have an enhanced sensitivity to the way others view them

during interactions. Yet, how sexually meaningful encounters are experienced by

disabled people has never been seriously addressed as a topic of anthropological study.

An existential-phenomenologically-oriented theory of embodied sensitivity may

be useful for studying the experience of disability at the interpersonal level, especially

encounters that are colored by the desire for sexual intimacy. Recent existential

phenomenologically informed social and cultural analyses of human experience have

emphasized illuminating its prereflective or preobjective dimension prior to the

separation of subject and object in reflection (see especially, Ostrow 1990; Csordas

1990, 1993, 1994a, 1994b). Prereflective experience can be viewed as an embodied

sense of being-in-the-world that is habitually sensitive to social and interpersonal

contexts (Merleau-Ponty 1962; Ostrow 1990). Habit, as Merleau-Ponty (1962) has

shown, “has its abode neither in thought nor the objective body, but the body as

mediator of a world" (145). It is by way of this mediating body through our prereflective

experience that, “We remain perpetually steeped within shifting social situations that we

simultaneously inhabit and embody the sense of in our habits" (Ostrow 1990: 33). One's

embodied sense of being-in-the-world or embodied sensitivity manifests as a

prereflective preparedness experienced as an “immediately and immanently felt sense of

situations" (Ostrow 1990: 13). As such, it is thoroughly intersubjective, habitually

orienting us to the presence of others. Embodied sensitivities acquired through
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immersion in social and interpersonal contexts engage at this prereflective level with

intersubjectively experienced situations (Shuttleworth 1996, 1997, 1998b, in press a).

An example of embodied sensitivity from our prereflective experience is the way

the felt sense of ourselves and our presence to others changes without reflection as we

orient to those we meet in our interpersonal encounters. Each of our friends, for

instance, evokes in us different possibilities of feeling and expression, and we become

intersubjectively and habitually sensitized in and to their presence, as they do to ours.

One friend may evoke our sense of absurdity because we become prereflectively

attuned to their penchant for this kind of humor. Another friend may not evoke much of

our humorous aspect at all, but rather engage our more serious side.” As Schrag (1969)

notes, “the self assumes different postures as it answers to the responses and

solicitations of the other" (156). Reciprocally, our friends meet us prereflectively as the

selves we evoke in them. It is only through the process of self and other objectification

in reflection that we construct explicit meanings and causal relationships from

intersubjective encounters with our friends or any others, albeit these reflective

meanings may, of course, exert some influence on how one lives future prereflective

experience (Shuttleworth 1996, 1997, 1998b, 1998c, in press a, in press b).

One of the fundamental problems with the social interactionist conceptualization

of disability is its adherence to the subject-object dichotomy in objectification or reflection

(for example, see Davis 1961; Goffman 1963). While this work has been useful, its

focus on the objectification of symbolic cues during interaction is inadequate to

apprehend the immediate, and intersubjectively felt intensity of interpersonal situations.”

A focus on disabled subjects' prereflective experience and embodied sensitivities

collapses the subject-object distinction in reflection and the felt pressures of social

situations emerge in all their intersubjective immediacy and existential resistance

(Shuttleworth 1996, 1997, 1998b, 1998c, in press b). As Ostrow (1990), emphasizes,
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“when we break free" of this distinction and the reduction of the self to an object of

knowledge, “we are forced to recognize the intersubjective depth of social interaction; it

is a preobjectively felt presence of person-with-others and not merely an exchange

between producers and recipients of verbal utterances and nonverbal cues" (61). Thus,

sociocultural evaluations of personhood such as the normalizing gaze and stigmatization

are more immediately experienced prereflectively via embodied sensitivities within

specific interpersonal contexts. By exploring disabled people's embodied sensitivities to

particular kinds of interpersonal encounters, their habits of feeling and expression should

help to reveal their prereflective engagement with the gamut of sociocultural evaluations

(Shuttleworth 1996, 1997, 1998b, 1998c, in press a, in press b).

I have in mind something more encompassing than Hughes and Paterson's

(1999) recent conceptualization of carnal or carnal contexts of meaning, which was

discussed in the second chapter. Carnal contexts of meaning, you will remember, are

normatively mapped meanings of bodily movement and experience, which pertain to

such contexts as communication or mobility. A non-disabled, normative structure

underlies these carnal contexts of meaning, a result being that disabled people's bodies

can socially dys-appear to them, that is, they can suddenly become aware of their bodily

impairment in relation to a normative structure when a certain carnal context is socially

highlighted during interaction with non-disabled people. For instance, when someone

with a speech impairment is called on to speak in a group of non-disabled people who

are not used to dysthargic speech patterns, they acutely become aware of their

difference from non-disabled norms of speech.

Hughes and Paterson (1999) desire to put an embodied agency on the disability

studies map, which has disproportionately focused on disabling barriers. Agency in their

view is a political call to restructure carnality along more inclusive and diverse lines. I

would certainly second this call for a more broadly inclusive embodiment (see the
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concluding chapter of this dissertation). However, in their zeal to restructure embodied

codes of meaning, Hughes and Paterson do not address the question of actual agency

for disabled people as they currently strive in their everyday social and interpersonal

contexts. In exercising a creative agency in their day to day lives, disabled people must

certainly contend with the taken-for-granted, normative structure of carnal contexts of

meaning and their own dys-appearance; but these are complexly interwoven with other

social and symbolic contexts in the immediacy of prereflective experience. As Linton

(1998) has accurately observed, “The cultural stuff of the [disabled] community is the

creative response to atypical experience, the adaptive maneuvers through a world

configured for nondisabled people" (5). By ignoring this kind of creative agency, I think

Hughes and Paterson leave the significantly impaired person stranded in a state of

almost perpetual dys-appearance waiting for the restructuration of embodiment.

For disabled people, the concept of embodied sensitivity would certainly

incorporate the disabled subject's social dys-appearance within non-disabled carnal

structures; that is, the degree to which he/she incorporates a sensitivity to non-disabled

embodied contexts and is aware of their own social dys-appearance. It should be noted

that social contexts (a dinner party, a singles bar, etc.) exert different social, cultural and

bodily expectations that intersect with carnal contexts of meaning in particular human

encounters. However, embodied sensitivity not only incorporates a sensitivity to carnal

contexts of meaning as defined by Hughes and Paterson but also the habitual

sensitivities, experienced as prereflective feelings, to symbolic associations, moral

evaluations and existential resistance or acceptance that is expressed by others toward

disabled people in the prereflective moment. The concept of embodied sensitivity as

used in this dissertation with reference to disabled men's efforts to negotiate and

establish sexual intimacy with others is thus concerned with their habituation or non
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habituation to certain feeling states, which emerge out of the interaction between self

and world and has implications for their self-agency.

Embodied sensitivity is used as an orienting concept in the current study. In

some of the early interviews, participants were using metaphors such as “I feel blocked"

and “trapped" in reference to not being able to make romantic advances. I began to see

these metaphors as expressions of embodied sensitivity to their socio-sexual situation-a

situation in which multiple contexts of meaning are complexly interwoven. While I did not

expect all of the men to express this kind of habituated embodied sensitivity through their

use of metaphors, I knew that they all had to contend with the responses and non

responses of non-disabled others within a larger cultural imaginary that saw disabled

people and especially those with cerebral palsy as sexually undesirable. For those

whose contention circumvented or transcended feeling blocked within this context, the

question would become, how had they managed this? Thus, exploring the range of

individuals' embodied sensitivity and their existential contention and resistance led me to

the question of creative human agency.

Lived Metaphors
I felt that a particularly fruitful approach within this orienting frame would be to

explore the metaphors that subjects use to describe their experience of sexually

meaningful interactions with others. Medical anthropologists have studied metaphor as

an articulation of illness experience (Kirmayer 1992), as bodily disturbances (nervios)

that reflect self/society relations (Low 1994) and as mediating between disruption and a

sense of continuity for infertile couples (Becker 1994), to name just a few perspectives.

These anthropologists and others (for example, Scheper-Hughes and Lock 1986;

Jackson 1989) have in various ways argued that metaphors mediate between embodied

lived experience and sociocultural contexts and processes. As discussed in Chapter Ill.,
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some disability researchers including anthropologists have shown some attention to

metaphor in their informant's accounts. Yet, while it is important to study disabilities as

complex cultural symbols which are cognitively and linguistically expressed through

metaphor (Duval 1984), to analyze the more publicly shared images and metaphors that

structure interaction for disabled persons (Phillips 1990) and to view the narratives of

research participants with disabilities as extended metaphors (Angrosino 1992), some

metaphors of disability can be more aptly viewed from an experiential or lived

perspective.

Working from a phenomenological-anthropological frame, Jackson (1996) has

recently proposed a radical "shift" in anthropological inquiry “from an emphasis on

explanatory models to lived metaphors" (9). Used in reference to embodiment,

metaphors should not be interpreted dualistically as the “arbitrary or rhetorical synthesis

of two terms—subject and object, tenor and vehicle" but non-dualistically as the

“disclosure of the interdependency [and unity] of body and mind, self and world" (9). For

instance, Jackson (1989, 1996) shows the integral connection between the physical and

psychic through Binswanger's example of falling or losing one's footing. On the one

hand, this metaphor can express a psychic response to the disruption of our familiar,

everyday world; on the other hand, it can refer to an actual physical fall. In both

Binswanger's and Jackson's views, neither possibility has priority and both refer to a

“psychophysical relationship with the world, so that to lose this position, 'standing' is

simultaneously a bodily and intellectual loss of balance, a disturbance at the very center

and ground of our Being" that is lived prereflectively as an ontological shock (1989:123).

Jackson argues that when used to express a response to disruption of the familiar and

everyday world, falling is not a physical metaphor of a mental state but is “evidence of

the actual experience of disoriented being" (1996: 9). Used in this sense, falling further
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discloses an integral connection to social relations and cultural meanings, that is, being

disoriented-in-the-world.

From this existential-phenomenological perspective, lived metaphors transcend

any simple dualistic analysis and in fact often simultaneously refer to multiple realms and

connections within the unity of embodied experience. Thus, lived metaphors are not

limited to expressing a psychophysical response to trauma—either changes in one's

actual physical position or one's interpersonal circumstances with their attendant

meanings—they can also express a prereflective, habitual engagement with certain

* * *social, cultural and embodied contexts and interpersonal situations and the existential
* *

constraints and possibilities we experience on a daily basis. The ongoing conditions of º:

existence experienced through the encounter of our intentions with the intersubjective º

thresholds and boundaries of others can elicit from us several basic modes of feeling º
pleasant or unpleasant which define and confirm our prereflective emotional stances º
toward situations (Buytendijk 1950). As Buytendijk states, “Our feelings are no * .

senseless states of consciousness or psychic facts, but modes to detect the :
signification's of situations" (1950:128-29). The apprehension of feelings “emerge in

encounters with others", especially from their responsiveness or non-responsiveness }

(Freund 1990: 460). Basic modes of feeling are experienced by the subject as different

kinds of expansion or obstruction in terms of accessing the objects of our intentions

(Freund 1990; Buytendijk 1950). These modes of feeling pleasant or unpleasant are

fundamental to our embodied sensitivity in social situations and interpersonal encounters

with their inherent evaluations of personhood, and we can become habituated to various

of these modes in the face of our particular conditions of existence.

Lived metaphors and the contexts surrounding their use can reveal the integral

connections between these basic modes of feeling, social contexts and situations,

intersubjective engagement, embodied sense and existential possibilities and constraints
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within particular sociocultural milieus. For the subject, these are not analytically

separable but are experienced prereflectively as a whole, that is, as one's being-in-the

world. Anthropologists should be sensitive to the power of lived metaphors and the

contexts surrounding their use to disclose these prereflective, integral connections in

subjects' lived experience, as well as their emergent reflections on self-other meaning."

In terms of the current study, I combed these men's accounts for the lived or integrative

metaphors that they used to describe their interpersonal encounters within the context of

their search for sexual intimacy. I was particularly interested in lived metaphors that

engaged subjects on several different levels of meaning, some combination of subjects'

embodied, psychic, intersubjective sense and cultural meaning of their interactions.

An Intersubjective Continuum of Access-Obstruction
As discussed earlier, one of the major tasks of the Disability Rights Movement is

to work for increased access to social contexts from which disabled people have

previously been denied. Here, the key idea of the various sociopolitical models of

disability, that sociocultural environments are disabling, is the theoretical linchpin in a

powerful social movement. However, there is a phenomenological insight inherent in the

notion of access that a strict sociopolitical model approach cannot acknowledge but

which nevertheless resonates existentially with experience. That is, the intentional-felt

sense loop of lived experience is responsive in a basic way to one's ability to access

positive social experiences and cultural meanings. As implied by Buytendijk above,

intention-felt sense is lived intersubjectively as a continuum of access-obstruction. The

fact that a person's different modes of feeling pleasant or unpleasant signify access or

obstruction to the intentional objects of their consciousness gives us some purchase on

what is significant for them. Further, feeling sad, depressed, happy, joyful, hopeful,

hopeless, angry, etc. can be directly related to how close people's expectations, hopes
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and desires come to being met. Working for social change within the Disability Rights

Movement is one way through an organized effort that the unpleasantness of exclusion

from various desired social contexts is being dealt with by many disabled people.

In fact, a continuum of access-obstruction to our intentions comes into play in

multiple areas of imagined or actual experience, for example: 1) in one's interactions

within the physical environment; 2) in one's interpersonal relations with others; 3) to

desired social contexts; 4) to desired cultural contexts of meaning. Of course, these

domains are not mutually exclusive and usually our experience engages several

simultaneously. This continuum is played out on intersubjective terrain, which is always

structured by symbolic associations and power relations. That separation of these

domains of experience is artificial and only for analytical purposes is proved by the

following examples. A disabled person may not be able to physically access a City

Council meeting because the building is inaccessible. Yet, she is also prevented from

accessing the socially defined context of the meeting with its norms and etiquette; she

likewise cannot access the cultural meanings and ideologies that council members and

other citizens convey in their communications at the meeting; and she is prevented from

developing intersubjective relations with those inside who might share or not share her

particular views.

Or take a more relevant example for this study—a nightclub may be physically

accessible for disabled persons, yet, as a social context and intersubjective domain of

experience it may be virtually inaccessible. The particular disabled person may have

been socially isolated growing up and did not learn the complex interpersonal cues

necessary for flirting and picking up desired others. Or the disabled person may have a

communication difficulty. In this case, the noise level and the non-disabled structuring of

communication as an embodied context might combine to make it virtually impossible for

communication to occur. Suppose, however, that he/she did not have difficulty
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communicating verbally and was adept at this kind of behavior, the culturally influenced

gender and desirability expectations that others bring into this kind of environment may

still present formidable barriers for the disabled person to even begin the process of

becoming intimate with someone.

For the disabled men in this study, aesthetic, gender and functional expectations

were especially noted as impediments in accessing interpersonal contexts such as

dating and negotiating sexual intimacy. While preferential treatment has been banished

from the public domain in such areas as employment (at least at the level of public

discourse), in the more private domain of love, personal prejudices reflecting social • * *
a -a º

attitudes toward and cultural meanings of disability and aesthetic hierarchies of º
desirability are given free rein. Access to this interpersonal context for disabled people º

thus cannot rely on the rule of law or public policy. As one of the participants in this º
study so eloquently put it, "I don't give a flying fuck about the ADA because that's not º
gonna get me laid!" Despite the frankness of this quote, the men in this study would

simply like a fighting chance to make an intimate connection with someone in casual

interpersonal encounters or in developing long-term relationships that they feel might

have the potential to become a sexually intimate relationship. In symbolic and structural |

terms, they imply access to that intersubjective space of possibility for intimacy and

sexual relations with another.

While lived metaphors usually incorporate feelings and intentions, they are

usually complexly integrated with other aspects of experience and meaning in subject's

narratives. Mapping the intentional-felt sense structure in subject's accounts (Fell 1977),

on the other hand, gives a clearer sense of the trajectory of subject's feelings and how

these feelings reveal their desires and aspirations in the face of what was often other's

negative resistance in trying to negotiate within that space of possibility for sexual

intimacy. I also wanted to see the ways in which they emerged from their feeling states.
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For example, Jack told me about a night out with a woman who he had been seeing as

friends during his last year in college:

(Jack) I took her to a fancy restaurant and I paid for everything. It was
kind of expensive, but I really had a good time. One good thing I really
liked about this girl was that she could understand me real well.
(Russell) You mean verbally?
(Jack) Right. As I saw her more and more, I felt I was falling in love with
her.

(Russell) And what happened?

(Jack) One night I took her out to a movie and on the way home in front
of her door I told her that I thought I was falling in love with her, and she
started to cry; and she told me she loved me, but she wasn't in love with
me. * *

(Russell) What do you think she meant? *** *

(Jack) At the time, I didn't know, but I felt sick to my stomach. º
(Russell) That was when she said it? After she said it? º

* *

(Jack) After she said it, yeah. I remember I had to go home by myself º
and she wanted me to call her to make sure I got home okay. And I really º
didn't want to call her because I had been crying and I knew she was º
upset too. But nevertheless I called her and said I was okay. But I was s:

upset all night, very depressed.

In this interview excerpt, the intentional-felt sense sequencing for the subject

moves along the following trajectory. The subject's feeling of falling in love (felt sense)

reveals his desire for this particular woman (intentional object), which is contextually

dependent on her understanding his difficult speech and them seeing more and more of

each other. His feeling sick to his stomach (felt sense) reveals his frustrated intention of

being her lover (intentional object), which is contextually dependent on her viewing him

as undesirable as a lover. His crying (felt sense) further reveals his frustrated desirous

intention (intentional object), which is similarly dependent on her view of him as

undesirable. His depression (felt sense) is a dwelling on the object of her rejection,

which is himself as undesirable to her (intentional object). The above sequence is an

often-repeated intentional-felt sense trajectory for Jack, who in the past has often dwelt
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for long periods on the dynamics of frustrated relationships. Although the men in this

study varied considerably in their ability to recreate these kind of temporal sequences of

intentions and felt sense in relation to their search for sexual intimacy, I mapped each

man's narratives the best that I could to try to apprehend intentional-felt sense patterns

in their accounts. I also noted how subjects emotionally and psychically dealt with and

emerged from such rejection (or imagined rejection) and the implicit desexualizing

Context.

Epiphanies or Turning Points
Anglo/European societies' emphasis on cultural and personal history, sequential

narrative structure, a linear timeline and our more recent humanistic emphasis on

personal development or growth may predispose to experiences of epiphanies or turning

points (Denzin 1989a, 1989b, Pinder 1994; Moustakas 1977; Strauss 1959).” Becker

(1997) in fact notes that transformation is a key Western concept of life orientation.

Some social scientists studying groups of people or certain social issues in

Anglo/European contexts have noted that epiphanies often emerge from crisis situations

and are “interactional moments that leave marks on people's lives...[and] have the

potential for creating transformational experiences for the person" (Denzin 1989a: 15;

Pinder 1994; Moustakas 1977). Kasnitz (in press; also see Kasnitz, Doe and Bruckner

1996; Kasnitz and Doe 1998) claims that many leaders in the Disability Rights

Movement undergo an “Aha!" experience that connects their “disability to a collective

status with shared issues within a civil rights movement" (43). This identification of one's

self as disabled and with a group of people who have disabilities and are discriminated
against necessarily preceded the more willful commitment to becoming an active

participant in the Disability Rights Movement.
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What constitutes a major turning point and how it becomes meaningful for people

often reveals a new interpretation of one's lived situations. Willful decisions sometimes

follow epiphanies as one reorients one's action in the world. Yet, while decisions are

reflectively made, prereflective, unthematized motives may be at work long before a

deciding act (Schrag 1969). Thus, major epiphanies are not usually the sudden insight

into one's situation that they may seem. What occurs is often probably more akin to the

structural reenactment on a much smaller scale of one's choice of fundamental project

(Sartre 1956; Shuttleworth 1987). That is, one referentially pins a change of life

orientation on a particular incident or series of incidents that occurred in one's life. To

what extent a major turning point actually occurs in experience or is reconstructed in the *:

narrative retelling is probably not as importance as the significance felt by the subject. º

While sometimes similar to the "Aha!" experience that Kasnitz notes as a turning º
point in her study of leaders in the Disability Rights Movement, the epiphanies both i
major and minor noted in this study are much more concerned with the sense of one's

self in relation to the goal of establishing sexually intimacy with others. In participants'

accounts, I tracked any change of perspective and examined the context for these |

changes in order to apprehend their turning points.

JOSH'S LIVED EXPERIENCE OF SEXUALLY MEANINGFUL INTERACTIONS

I want to now explore more closely Josh's account of his sexually meaningful

interactions. Rather than the above theoretical framework being an analytic straitjacket,

| also occasionally bring in ideas from other interpretive sources. I will first show how

Josh's expression of his felt sense and use of lived metaphors such as feeling blocked

and trapped points to the prereflective immobilization of his being-in-the-world by a

culturally informed sense of his own undesirability and the existential resistance of
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desired others—a negative resistance informed by the cultural devaluation of disabled

people.

Josh is one of the most significantly disabled men I interviewed. As the above

excerpt shows, Josh feels that he is implicitly denied the potential to negotiate sexual

intimacy in his everyday encounters with women. The intentional-felt structure “I feel

blocked" reveals Josh's intentions toward a woman he is attracted to such as Meg, and

also his desire for the simple chance to negotiate a sexual relationship with her. As a

lived metaphor, “I feel blocked," further reveals the unity of integral aspects of Josh's

experience. This metaphor not only discloses a psychic confrontation with the implicit

rejection of his desirous intention, but as an embodied experiencer, his feelings are

viscerally engaged, as certain existential possibilities appear closed off to him.

Moreover, apprehension of the other's negative resistance is also experienced as an

intersubjective barrier. As Schrag (1969) observes, “The phenomenon of existential

resistance is a decisive index of the social dimension of being-in-the-world. Self and

other are co-revealed through the immediacy of existential resistance" (189; Kleinman

and Kleinman 1991; Kleinman 1992). Thus, in describing his everyday encounters with

women as blocked, Josh expresses an embodied sense of the female other's existential

resistance to the possibility of his negotiating an intimacy that might lead to sexual

activity.

Josh prereflectively senses that women sexually close off to him through “the

feelings they give off" because of his physical disability. In those encounters with

women that he is sexually attracted to such as Meg, Josh feels that his desirous

intentions are implicitly rejected by these women and are countered with their intentions

to simply be his friend. This is an unspoken, intersubjective drama played out at the

prereflective level of intentionality and embodied feeling. Merleau-Ponty (1962) gives a

sense of this when he says, “it is as if the other person's intentions inhabited my body
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and mine his" (185). The blockage of Josh's intentions is accompanied by a mode of

unpleasantness that Buytendijk (1950) calls “being thrown back" upon one's self (133).

This mode of unpleasant feeling or felt sense is “difficult," "rough," and “fucks" Josh up,

above all disclosing his perception that attractive women friends such as Meg

(intentional object) do not find him desirable as a lover. As he starkly put it when

describing a recent interaction with a woman, “It still hurts!" Even though Josh has a

reflective understanding of his sexual situation—as he says, “On one level I can

understand it"—an embodied sensitivity habitually comes into play during these

encounters and engages with the female other's negative resistance; no matter how

many times he experiences these blockages, “it still hurts" to be continually thrown back

on himself. As can be seen, Josh brings to these interpersonal encounters a

prereflective preparedness, a habituated sensitivity to his implicit rejection in the cultural

Context of romance.

Johnson (1987) arguing for a more embodied understanding of meaning includes

a “blockage" image schemata in his list of basic preconceptual gestalts of force which

emerge from early interactions within our physical environment such as encountering an

obstacle when crawling across a room. This embodied sense of being physically

blockage is subsequently metaphorically projected onto and structures our apprehension

of other experiential realms such as cognition and social relations. In this view, the

following two experiences of blockage are projections of a formative, preconceptual

sense of being blocked by a physical something: 1) some writers occasionally

experience writer's block; and 2) racist social policies once barred blacks from using the

same facilities as whites. Thus, Johnson prioritizes our experience of physical relations

over our experience of psychic dynamics and intersubjectivity.

Yet, although apprehension of physical relations may appear to be primary in a

dualistic understanding of metaphor and experience, a human environment is never
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simply apprehended as physical: affect, psyche and intersubjectivity interpenetrate with

physicality from the start. Indeed, the physical space of a newborn child is already shot

through with social relations and is always culturally defined. This would support

Jackson's (1989, 1996) argument against dualistic interpretations of a lived metaphor

and the prioritization in meaning of one term over another at the expense of its

ontological significance (also see Csordas 1994a: 20).

However, Josh's use of another lived metaphor, that of feeling trapped or being

trapped by his body, initially appears difficult to interpret without prioritizing his sense of

physical impairment:

(Josh) It is like I'm trapped inside this body that doesn't work.
(Russell) Some things work.
(Josh) Russell, you know what I mean. I want to charm girls with my
personality, because I know I could....
(Russell) Feeling trapped—how do you cope with that?
(Josh) I really do not know....When I go to campus [Josh is in a Ph.D.
program], I see so many girls that I would try to talk to if I could. So I
queried him for a fuller account:
(Russell) And you don't think it would work to approach them with your
board?

(Josh) No. That is why I said it is like I'm trapped.

(Russell) Not being able to speak to them?
(Josh) Yes, it drives me nuts because I think I am a really nice person,
but most people will never get to know that.
(Russell) Are you saying these barriers to communication are social
barriers?

(Josh) Can most people read?
(Russell) I would hope so.

(Josh) There you have it.
(Russell) But you yourself have mentioned that one difficulty you have in
initiating a conversation is because of your lack of speech.
(Josh) Russell, I am reacting to this society! If I knew everyone could
and would read my board, I would talk to anyone.
(Russell) You mean you would approach them and direct attention to
your board?
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(Josh) Damn right!
(Russell) So your reticence is due to you believing that people will either
not attempt to read your board or misconstrue your approach, not
understand that you want to speak to them?

I asked Josh to describe in more detail his sense of feeling blocked when in the

presence of a woman he was attracted to:

(Josh) It is feeling trapped in this body that does not work how I want it
to. I would love to show her my great personality and what a fucking nice
guy I am [said jokingly]. I cannot even reach out to them.
(Russell) So in this sense, its communication that's a problem; it would
solve some things.
(Josh) Yes, some things, but I think women like to be touched and
hugged; I cannot very well do that. It drives me nuts.

Several months later, we were discussing how he might go about tying to establish a

relationship with a woman, and Josh returned to the problem of not being able to initiate

physical contact.

(Josh) It is funny because if a girl came up to me, would I know what to
do?

(Russell) Not even from watching movies and other stuff in the society?
(Josh) Like I do not kiss very well. Or because my arms are down here
[by his sides], I cannot very well try to hold her hand. So what in the hell
do | CO2

(Russell) You're saying that those things that you assume most men
would do to initiate physical intimacy are not available for you to do?
(Josh) (Shakes head yes).

Given Josh's account of feeling trapped—is an image schemata of his

fundamental physical limitations—that is, his minimal muscle control and inability to

communicate through speech—simply projected onto more abstract realms of his

experience involving intersubjectivity and interpersonal relations? While Josh's

significantly impaired body is obviously lived as the perceptual center of his existence,

physical limitations can only be apprehended within a sociocultural and intersubjective
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context and a system of carnal contexts of meaning derived from normative coding. The

fact is, how he wants his body to work is shaped by his sense of the cultural significance

of certain social expectations, masculine dispositions, and functional evaluations, as well

as the social dys-appearance he sometimes experiences performing in terms of non

disabled embodiment. An interpretation of Josh's prereflective experience and lived

metaphors emphasizing a sense of physical limitations, it seems to me, underestimates

the power of culture, and especially in our own society non-disabled carnal contexts of

meaning, to significantly mold our expectations for bodily movements and trivializes the

implicit evaluation of bodies and their movements occurring in intersubjective contexts

such as sexually relevant encounters.

In fact, Josh believes his inability to speak is one reason that women, both

friends and new acquaintances, do not see him as a possible lover. He has often told

me that most people think speaking conveys a sense of intelligence and humanness,

which he feels is missing from his slower form of communication with alphabet board

and head wand, and that the ability to speak is especially important in making contact

and negotiating intimacy with women.” Josh also thinks that the inability to intentionally

move his body in masculine steps towards physical intimacy such as grasping a date's

hand or initiating a kiss limits his romantic possibilities. He believes that his oral and

muscular inability to embody the masculine disposition of initiative does not mesh with

what women desire from and in a man. As referred to above, masculine initiative in

negotiating and physically moving a relationship toward sexual intimacy acts as a

powerful symbol of potency in U.S. society's hegemonic image of male desirability.

Obviously, women who would expect to be wooed orally and physically by a lover would

not readily respond to Josh sexually. Yet clearly, the social expectation of speaking and

the cultural significance of masculine initiative also influence Josh's self-perception and

help to disables him prereflectively in being-in-the-world. Suffice it to say, that both the

179



female other's evaluative gaze and his own sense of what constitutes masculinity and

“human" communication collaborate to imprison his agency, preventing him from spelling

out a desire on his alphabet board to move his platonic relationships with women to a

more physically intimate level.

It is no surprise then that what immediately comes to Josh's mind as he lives

through these felt blockages is that women see him as lacking masculinity and as

asexual. In other words, what is most meaningful for him is that his manhood, which is

integrally tied to his sexual sense of self, is being denied in these interpersonal

encounters with women. Any taken for granted assumption of masculinity ends with

what Josh perceives to be the negative resistance of the female other and his ensuing

sense of blockage. Reflective self-definition in relation to the female other is therefore

explicitly gendered, albeit negatively so, and consists in the movement from an habitual,

prereflective sense of being blocked from negotiating physical intimacy with women to an

objectified understanding of his lack of male sexual presence.

A pragmatic semiotic reading of Josh's situation illuminates the way in which

disabled individuals must continually decode the message that they are sexually

devalued. CSOrdas (1994a), in fact, argues that textuality and embodiment should not

be conceived as opposed perspectives but as “corresponding methodological fields" and

as “dialectical partners"(12). As has been mentioned, disabled people's low standing in

the hierarchical order of desirability and an oppositional binary of dis/ability semiotically

structure many of their interactions with desired others in U.S. society; this can

effectively seal, at least initially, the non-sexual outcome of many encounters. In Josh's

case, the object of his desirous intentions is also the signitive object, that is, a particular

woman. It is the sign, however, that “gives being" to this object (Deely 1994: 12). What

she signifies for him is a refusal of his desire, shown by her sexual indifference. The

dynamical interpretant for him is that he lacks masculinity and is asexual in her eyes. In
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his discussion of Pierce's pragmatic semiotics, Singer (1991) also reminds us that there

are also final interpretants: “the habits of action which the given signs will tend to

produce under given conditions and motives" (304). Colapietro (in De Lauretis 1999),

however, further distinguishes between self-analyzing habits and not deliberately formed

habits, calling the latter quasi-final interpretants. In Josh's case, the quasi-final

interpretant is his habitual expectation of implicit rejection that, if we move back to

existential terms, is experienced every time as the immediacy of a prereflective unity, a

felt blockage throughout multiple dimensions of his being-in-the-world.

While Josh is no stranger to major life turns—remember his decision to go to UC

Berkeley instead of a nursing home—at this point of blockage, he lacked any sexual

epiphanies of note, other than his reawakening of desire during our late night talks. In

Chapter VII., I return to Josh's story and describe some of the paths he took on his

sexual journey—a journey in which the question of turning points will reappear.

INTERSUBJECTIVE ENGAGEMENT IN THE SEARCH FOR SEXUAL
INTIMACY

From Josh's particular sexual situation, I now want to explore the general

process of intersubjective engagement for the men in this study, that is, their contention

with the adverse symbolic and structural context of disability and desirability—a context

that attempts to render them in myriad ways as asexual beings—sometimes made

manifest in the actual indifference or rejection of desired others. Analysis of intentional

felt sense structures, integrative metaphors, sexual epiphanies, and to a lesser extent

topics and themes (Kaufman 1986; Luborsky 1994) in these men's accounts, revealed

three general modalities of intersubjectivity in the face of social processes and cultural

meanings that attempt to fix them as asexual and in contending with adversity in their

interpersonal attempts to find lovers: 1) A mode in which participants feel
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intersubjectively immobilized. Here, the subject's incorporation of the adverse context

and his felt sense of the other's negative resistance to sexual negotiations combine to

block his sexual agency. 2) A mode in which participants risk rejection and attempt to

find a lover. Here, the subject becomes an active agent in trying to negotiate sexual

intimacy with others. 3) A mode in which participants disengage. Here, the subject

socially withdraws due to repeated rejection and the futility of trying. This schema

should be viewed as a dynamic intersubjective process. All but a couple of the younger

men had moved through either two or all of these modes and sometimes back and in the

course of their lives (Shuttleworth in press a). While in this dissertation, for the most

part, I tracked these intersubjective modalities in the long-term for participants, suffice to

say any combination could exist as successive moments in a single interpersonal

encounter.

Intersubjective Immobilization
Some of the disabled men whom I interviewed said that although they may desire

to negotiate a casual relationship or friendship in the direction of physical intimacy, they

simply cannot act on their intention. One man likened it to emotionally “freezing up."

Disabled men who feel immobilized in this way are characterized by a high

internalization of the dominant cultural norms of functioning, ideals of physical

appearance and desirability and gender role expectations. In fact, for most of the

disabled men in this study, this may be an initial way of contending with their sexual

situation. As mentioned, they generally have no or little adolescent experience in the

interpersonal etiquette of flirting and dating and there are minimal societal models that

inform disabled people how to negotiate sexual intimacy with others. It is thus difficult for

them to envision themselves establishing a sexual relationship with another, albeit this is

what they might desire. Listen to Carl:
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(Carl)...that's the paradox of my psyche because in one respect I
sincerely desire to have sexual contact with a female, but on the other
hand I can't imagine myself doing it. So as much as I might want to do it,
I think if there was a naked woman standing in front of me and she was
like, okay I am here, you can have sex with me...I wouldn't do it because
I would be scared shitless, I guess because I have never had the little
steps that you have that lead up to that point when you are growing up:
Like you have a girlfriend, you have a first kiss, you go on a date.

In one of David's attempts to negotiate sexual intimacy with a woman, he told

me, “I was so terrified of being rejected that maybe I'm blocking." Here, David's felt

sense of terror is directly tied to the fact that his intentional object, a woman he is

interested in getting closer to is imagined as rejecting him.

Yet, these men also sense that others do not respond to them as sexual beings

in their everyday encounters. Their sense of being desexualized by others ipso facto

provides them with evidence of their lack of masculinity, as the quote from Josh earlier in

this chapter exemplifies:

(Josh) It is like I don't have any maleness.
(Russell) Do you really have a lack of maleness?
(Josh) Women see me as asexual.

(Russell) When do you feel a lack of maleness? At what times?

(Josh) I see how girls look at me and treat me. When girls talk to me
they do not seem interested in that way.... The feeling they give off. I feel
blocked. I know I do not stand a chance. They just want to be my friend.

Frustration, anger, and sometimes hopelessness are common feelings that these

men experience as their intentions are felt as blocked before they are even voiced. This

felt blockage, as shown in Josh's case, is comprised of their own comparative

engagement with ideal images of desirability and the desexualizing context as such

which is often implicit in other's demeanor toward them.

Extreme cases of intersubjective immobilization can result in the gradual closing

off of sexual feelings. Carl speaks again:
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(Carl) l have sort of blocked off that sexual part of me. I don't become
stimulated as easily just because—it's almost like it's shut down....I can
find a woman attractive but whereas before...I could easily become
aroused...there's almost like a shield now. So I have almost constructed
for myself a barrier...

It is as if Carl's intention for intimacy and sexual relations, his sexual self-agency and

bodily desire, not finding a conducive interpersonal context, is thwarted before it can

even be fulfilled in his imagination. The shield he refers to not only separates him from

his sexual feelings, but also blocks him from imagining even the slightest possibility of

establishing an intimate and sexual relationship with someone.

Burying one's self in school or a career or claiming indifference to their closed off

sexuality are typical ways of contending for the disabled men who felt immobilized during

interpersonal encounters. Even though it is the other's evaluative gaze that they believe

set in motion their feelings of asexuality and lack of masculinity, these men's metaphors

can nevertheless also focus on aspects of themselves as quashing their intentions

toward intimacy; Jim referred to it as a “rising up" of the “dark" or “weak side of me." Carl

above similarly emphasizes his own construction of barriers to self-agency. Sometimes

they even shoulder most of the blame. Listen to Jim: “The biggest barrier is like, it's me,

I'm the biggest barrier. I'm sure there's some ignorant people but that doesn't anger me

as much as me." Epiphanies here are relatively minor and none are of consequence for

the integration of sexuality with self.

Intersubjective Engagement
Some men, however, are never immobilized to this degree and others manage to

eventually become intersubjectively engaged. While dominant cultural images of

desirability and attributions of asexuality may still loom, they have come to understand

that the possibility of actual rejection must be faced. Indifference to or rejection of their

desires and advances is common, which often leads to feelings of frustration, anger and

emotional pain. Thus, alternating periods of engagement and social withdrawal in
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searching for love are typical. When describing unsuccessful attempts to negotiate

intimacy, the metaphors that these men use often point less to their own self-agency as

being blocked and more to the other as thwarting their negotiations. For example, Jack

lamented:

(J)...after I get to know them better and they know me, I will try to make
certain advancements and a wall will come; and that's when I get very
mad and angry because I don't understand the purpose of that wall, and I
don't believe that I'm moving too fast or anything, but I'm often surprised
at how fast that wall comes up.

In this instance, one can quite clearly see how becoming angry, Jack's emotional or felt

Sense of his situation, reveals the frustration of his intention, a denial of access to that

space of possibility for physical intimacy with another.

Epiphanies of engagement point to a gradual building of confidence, a

willingness to try new approaches, and a toughening of one's self in the face of one's

circumstances. Dirk said, “...it seems to me that my life has been a gradual ascendancy,

more and more confident." Brent stated that, "...when I started becoming sexual, in my

early twenties, I was very shy and I'm still very shy. The difference is, when I was that

young, I didn't really know about as much or have access to these kind of personal ads

and the computer thing and I mean in that sense I've become more aggressive and

outgoing." Jack has also changed:

(Jack) I’m a lot more bolder now. I think I'm more willing to take a
chance.

(Russell) So, when you were say in your twenties and even early thirties,
you were not as bold?

(Jack) Probably not. I think a lot of it has to do with having or going
through hard times where I find out that the girl doesn't like me as much
as I like her. I think I have been through a number of situations like that.
I think it made me stronger. And at the same time, kind of numb because
I feel I will never let myself get that bad.
(Russell) So, we have two notions here one of strength and the other of
numbness.
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(Jack) Yeah, but it's a good numbness; it's kind of like protection around
the heart. Like I will never let anybody get to me the way that they did. In
other words, I will always have my guard up, and I will never let anybody
into my inner sanctum of my heart, if that makes sense.

The space of intersubjective engagement is not an easy space to maneuver in

terms of love. One can sometimes fall back to immobilization or more often into social

withdrawal. Dirk provides us some insight into some of the dynamics of that space,

relating it also to his everyday maneuvers in life:

(Russell) You had been talking about some of the dilemmas you faced in
terms of whether or not to withdraw or...

(Dirk) Or, go out and make the effort.
(Russell) Can you just briefly flesh that out?

(Dirk) The question that keeps coming up for me is whether somehow
having a disability changes one's responsibility to themselves. I mean,
it's a pretty obvious thing but it doesn't make it any easier to deal with.
What responsibility does a person have to go out and do their best?
What does their best mean anyway, what is their best? Our standards for
what is adequate are based on able-bodied people. But the only
standards I grew up on, you know—you don't want to have lower
standards because you know, you don't want to set yourself a goal that's
unattainable and then feel badly because you failed to attain it. What is
attainable? There are no standards because each of us is individual.
Our culture doesn't provide us with role models for successful living as a
disabled person. Even if they did, it would be hard to do, because even if
they wanted to-because every disability is different. And they're
different in ways that are—there's more variability between disabilities
than there is within, so called able—l mean, most, I know not everyone
who's able-bodied can do everything, but the world is built for the average
person. And therefore the standards of the world are made for that
person, I think you pretty well know, your culture provides you with sets of
expectations that you can reach. I don't have those, I don't have guide
points. And therefore it's difficult to look—I have what other people tell
me, there's all kinds of...What was I saying? In other words, for me this
comes up a lot, of what—is it okay not to—what is success? I think I
know sort of what that is. What is failure? I don't always know what
constitutes failure; I don't really know whether it is a failure to not try...
(Russell). In terms of sexuality?
(Dirk) Well that's a good, is it not, is it beyond—am I beyond the pale as
far as being a mate? I don't know, I don't think so.
(Russell) So these kind of questions sometimes make you withdraw on
the one hand? And then on the other hand, you choose to meet the
challenge?
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(Dirk) Right, I mean, my response to whatever happens when I try is also
if-that's when it becomes a real issue. So you try and you fail, does that
mean you interpret that as, well of course you failed, it's not failure, it's
like running off a cliff and waving your arms and expecting to fly. I mean,
you can call that failure if you hit the ground or you can call it—that's the
laws of gravity and aerodynamics, your body wasn't built to fly. And so, to
have the expectation of being able to fly—it's silly and bone-headed in the
first place. So you can talk about giving up on flying, but you can also talk
about having a realistic view of what flying is. So it's that kind of situation.
And of course we get all these messages that money—from society, that
money's the issue. They go, of course, you can't do this, so if you choose
to listen to those—I don't know, it's very confusing sometimes. Or we can
just ignore everything and just go with what you feel like, which is what I
do on a good day. I do what I really want to do and just—l mean I used to
be self conscious about doing all kinds of things in public because I didn't
want to deal with public perceptions. I used to be self conscious about
opening doors in public in my wheelchair, because it involved some
struggle of picking up an object. I was very aware that people were
watching me, I was very limited by that, by people's expectations. I didn't
want to appear to be struggling publicly, I think it makes people
uncomfortable, which in turn makes me uncomfortable. So I would deny
myself, I would make myself more—I would handicap myself sort of.

(Russell) You don't do that sort of thing anymore?
(Dirk) I’m getting over it as I'm getting older; I'm becoming a little more
out there. But I mean still, how much longer am I going to wait? Growing
up is a very painfully slow process; I don't know where I get all these
inhibitions. Anyway, the point is that I really do feel the weight of society's
perception of me.

(Russell) And you feel that that, to a large degree, inhibits you as—that's
one of the things that made you close down sometimes sexually?
(Dirk) I think so, I think it may have. I think I'm real conscious—I don't
know, I don't know how much it applies. I mean, I get seen around in
public a lot with some people, I don't mind being seen in public. I don't
mind that, I'm not inhibited in that way, I'm more inhibited, maybe in a one
to one situation, if that's what you meant. Yeah, then I become more
inhibited, because I'm aware that this woman may not see me and may
not give me permission to be a sexual being. And I'm reluctant to sort of
step out of the safe bounds of behavior and be that other thing.
(Russell) So you think that that inhibition has stopped you on occasion
from trying?
(Dirk) Yeah or, if I tried and I got a bad response it inhibits me from
keeping it up. That's where the real crucial...
(Russell) You think that that plays into a lot of disabled people?
(Dirk) Yeah...you try it once, you try it maybe twice and then you get, oh
God, do I really want to push?...Do I go with being a friend or do I
jeopardize the friendship by insisting on my sexual being. You know, [it's]
dicey.
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Intersubjective Disengagement
Bob and I were in a popular East Bay restaurant and pub talking about his

previous sexual encounters and relationship history when he pointed to the cocktail

waitress across the room:

(Bob) You see this blonde waitress?

(Russell) Yeah.

(Bob) I'd be interested in her, but I know where her brain is. She looks
like an interesting girl, but I know what she's looking for. Now 20 years
ago, I would have gone up against a brick wall and tried it, but why
frustrate yourself, that's the thing. You see that she's cute, but she
doesn't see the reverse. No way...It's like the American myth and lie: you
will be happy and married, but that's not always true. But you have to
deal with it. I bet if you asked a woman, any of these girls in the room if
they'd go out with a disabled man, right now—there are a total of seven
girls in the room right now—l guarantee you only one out of seven would
consider it. I guarantee. Why is that? Because we are not even thought
of, not even considered as a viable mate. See, we're fighting an uphill
battle from the beginning; the older you get, the larger the hill gets, or the
steeper the hill is. That's the way, as they get older, they look for different
things. Believe me, I've thought about this a long time; that's why I
haven't dated for awhile.

Bob's comments illustrate the social withdrawal typical of intersubjective

disengagement. As can be seen, intersubjective disengagement is different from

immobilization and is foremost the desire to avoid frustration. That space of possibility in

which negotiations to establish sexual intimacy with others occurs is seen as virtually

inaccessible and not worth the effort and risk. In fact, Bob told me he has not dated in

ten years. Metaphors here still show the other as the primary obstruction in the

negotiation process. In his quote, it is the other who Bob feels builds the brick wall.

Turning point are cast in negative terms, as one learns from past failures of the futility of

trying."

Social withdrawal can of course be of much shorter duration than ten years. A

major component is the felt sense of frustration and wanting to escape that sense, if only
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for awhile. Dirk for example, lamented, this time in the context of moving on after a

rejection to try establishing intimacy with someone else, “You get a bad response and

you shut down." So one disengages and retreats from efforts at making an intimate

connection with others for the time being.

FACILITATORY ASPECTS OF SELF AND SOCIETY

Despite their difficulties, most of the men in this study have experienced long

term, sexually intimate relationships at one time or another in their lives, and there are

several who have managed to do this consistently. While part of their success can be

attributed to meeting lovers whose criteria are less in line with hegemonic norms and

ideals, within the space of intersubjective engagement, establishing intimate

relationships could also depend on their cultivation of certain facilitatory aspects of self

and society.

What aspects of self and society could facilitate these men's ability to negotiate

with others in their search for sexually intimate relationships? Utilizing the above

theoretical mix, but also emphasizing an analysis of topics and themes (Kaufman 1986;

Luborsky 1994b), l identified five major aspects from these men's accounts which could

serve a facilitatory role: 1) employing practical strategies of interpersonal connection; 2)

cultivating supportive or communal contexts that nurture one's sexuality; 3) transgressing

the employer-employee boundary in one's relationships with personal care assistants; 4)

expanding the masculine repertoire; and 5) subjectively defusing the adverse context of

disability and desirability.

Employing Practical Strategies of Interpersonal Connection
Some of these were pretty typical strategies such as flirting, participating in social

activities that reflect your interests or hobbies, placing relationship ads in a newspaper or

on the Internet. But some drew on participants' differences. An especially important
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strategy when meeting someone who they are attracted to is to make the other feel at

ease (see Guldin 1999), which has also been noted more generally as an interactive

strategy for disabled people (Davis 1961; Goffman 1963). Ed talks about this issue in

the context of sexual or dating interest:

(Ed.) Well, once I start talking to a woman, if she's interested in me but
she's kind of unsure because I have CP., as long as she's talking to me !
try to make her feel more at ease. At least, I'm going off of my past
experiences, most women that I've talked to that was interested in me as
a relationship and sexually, they were kind of shy, didn't really know how
to ask some things, can I have sex and what have you. I know what they
want to say and I just say, say it, I'm not going to be hurt.

Another way of putting non-disabled people at ease is by using humor, sometimes

related to their disability. As Lenny puts it: “Have humor with yourself...Don't take

yourself seriously."

Within a friendship or a beginning dating relationship, some of the older men with

speech impairments said that using one's face and body to communicate was very

important. David said he liked to use his eyes to draw the other in, "puppy dog eyes," as

he put it. Lenny claimed that much of his communication was non-verbal, especially

when dates were winding down. Although he did not have much upper limb use,

Lenny's feet were incredibly dexterous, decked out as they were with several rings, and

he was very efficient in using the keypad on his speech device. His favorite line was

asking a woman if she wanted a backrub.

That employing these kind of practical strategies can work is attested to by some

of the partners of the men I interviewed. An ex-girlfriend of one of the significantly

impaired men who has also been romantically involved with several other disabled men

told me that “it is what men have to communicate not how they communicate, their

positive attitude and the look in their eyes that attracts me to a man." She claims that

whether or not he is disabled is irrelevant, and that in fact men with disabilities make

much more sensitive lovers than able-bodied men. In a similar vein, Lenny's wife
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maintained that she couldn't pass him up because he was so charming and then went on

to list his humor and backrubs as part of the charm.

Cultivating Supportive and Communal Contexts
The cultivation of a supportive context, as a particular kind of intersubjective

relation, in which one's sexuality is acknowledged and encouraged could also help

facilitate the establishment of sexual relationships. While it certainly helps to have this

kind of support early on in the family unit, this was generally not the case for the men I

interviewed. Even when parents were supportive in every other way, when it came to

sexuality, they were likely to send implicit if not explicit negative messages to their

disabled child. Since disability and sexuality education or counseling was not offered to

these men when they were adolescents and upon entering young adulthood, it was left

up to them to discover a supportive context in which their sexuality could be nurtured.

Several supportive contexts that provided the men in this study a space to work on their

sexual self-esteem and sexual integration were the Independent Living and Disability

Rights Movements, disability related work environments, peer support from other

disabled people in general, communes, avant garde artistic communities and cyber

space communities such as chat rooms.

Disability related work and disability community activities were also contexts in

which some of the men actually established relationships. For example, Lenny's sexual

experiences really took off when began working for self-advocacy groups, in which there

was a specific disability and sexuality component and through which he was able to

meet women in the same general field:

(Lenny) I went to work for [a mid-western) University being the Regional
Coordinator to help form self-advocacy groups in Kansas, Nebraska,
lowa, and Missouri, which meant lots of traveling and meeting new
people...They then applied for a national grant to do the same thing
across the nation and I became the Coordinator of that, which meant
traveling all over the nation and meeting new folks, women, and assisting
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others to become more independent...Then it was Mona...She was on
another project training people about independent living and sexuality.
So she asked me to-Ino sound] we became friends; she asked me to
attend a workshop on sexuality. I said fine and I stayed at her place. Her
boss didn't want me to go because it was for professionals.
(Russell) To the workshop?

(Lenny) [Yes sound.] Well what was l—so I confronted him. And he
agreed I should go. The morning of the workshop she said, “Let's have
our own workshop."

While Lenny did not follow through in this instance because of worries about

spasticity and that he would not be able to fulfill Mona sexually, several more

opportunities arose in the course of his work and travels, and he eventually relinquished

these concerns. Non-disabled people who frequent these contexts are obviously familiar

with disability culture, and it can be surmised that a larger percentage of these non

disabled people are open to developing relationships with disabled people.

Communal living situations, such as communes, dorms, hospitals or summer

camps were also places or situations where sexual relationships could develop. David,

for example, told me:

(David) I think I am lucky in a way my disability prevented me from going
through that bullshit of dating...most of my sexual and/or intimate
relationships were mostly with...communal living environment, i.e. the
rehab hospital, camp, the dormitory...At college—getting involved with
attendants. So I looked at dating, I look at most of the way I met my
sexual partners, I feel very fortunate because, you got to know them
because they were there, you didn't have to do this whole ritualistic going
Out On a date routine.

David expresses well what held for the majority. While dating does occur, it

usually develops out of a friendship not simply an acquaintanceship (I discussed the

issues that friendship can pose earlier). Indeed, it was rare where a man would meet

someone and ask for a date within a couple of times of seeing that person. While

several men have also met lovers through avenues such as singles bars and relationship

ads in newspapers or on the Net, most of the men see these contexts as being fraught
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with the possibility of rejection through comparison to cultural images of desirability and

normative evaluations.

Transgressing the Employer-Employee Boundary in One's Relationships
with Personal Care Assistants

In the quote above, David mentions something else that turned out to be very

significant for some of the men in this study. Out of the 11 men who used personal

assistants, four developed sexually intimate relationships with their assistant at one time

or another, a couple of men have experienced sexual encounters or full blown

relationships with more than one personal assistants over the years; in some cases

these relationships have been very long-lasting; and two men are in current relationships

with women who were originally their personal assistants. Of the remaining seven men

who used personal assistants, two told me they had attempted to negotiate either sexual

intimacy or a dating relationship with one or more of their personal assistants, and of the

five others, four said they had been very attracted to a personal assistant at one time or

another in their lives. The only exception was Fred, whose entire approach to personal

assistants differs from the other men.”

The large majority of personal assistants are of course women, which is likely

due to their longstanding role of caring and nurturing in U.S. society. This gender

imbalance in the workforce is significant and means that both disabled men and women

are more often than not employing female personal assistants. While most disabled

men will hire either men or women, over the many years I have worked as a PA, my

informal poll reveals that there are more disabled men who would nevertheless prefer to

have a woman doing their personal care. This may relate to women being their major

caregivers when they were younger most significantly in the person of a mother. The

presence of adolescent girl helpers at summer camps for disabled youth and female

physical therapists in rehabilitation efforts in the personal histories of the men with

193



cerebral palsy I interviewed segues easily into the predominance of women as personal

assistants when they become adults. Despite their preference, at least initially the

heterosexual man must contend with the culturally unusual situation of a woman

touching him in intimate places but with a non-sexual intent.

A couple of the men in this research told me that the Center for Independent

Living in Berkeley had instilled in them an aversion for establishing sexual or dating

relationships with one's personal assistants and that if a relationship does begin then the

working relationship should not continue. Listen to Bob on this issue:

(Russell) During this time when you were seeing her, was she still doing
attendant work for you?
(Bob) In the beginning, but not at the end. Because one of my rules is
that if your gonna be my girlfriend, you can't be my attendant. Now if she
wants to be my attendant after she's my girlfriend, it's her choice. A lot of
people get that screwed up because they assume they can do both; it's
too demanding on that person. A lot of people cannot separate the two.
worked at attendant referral for awhile, so I acquired this information
through other people.

(Russell) About how you shouldn't have them working and being a
girlfriend at the same time?
(Bob) Yes. And if they do it's their choice not your choice.

(Russell) But I thought you said that she started out as your attendant?
(Bob) That's right. I had no intention of her being a girlfriend.
(Russell) But one thing led to another?
(Bob) You got it!

Besides the obvious demands that being both someone's lover and personal

assistant can create, another major reason for discouraging involvement with personal

assistants is because it brings up a lot of boundary issues. As referred to above, the

disabled person-personal assistant relation is an inherently ambiguous situation in which

disabled people's bodies are being touched by someone else in intimate places but for

purposes other than sensual or sexual. How this can play out psychically and bodily for

some young disabled men is shown in Carl's narrative:
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(Carl) ...so you're doing morning attendant work and they are giving you
a shower. And you have to like get to a point to where they are just
helping you out. So you almost have to build up for yourself a wall. If a
female is bathing me, I almost disassociate myself from my body. I am
not living in my body while they are doing it, I am almost a kindred spirit
watching myself. So I don't even associate myself with my body because
you just don't do it. I just don't envision that, for me especially, when they
put on the condom catheter, I must remain calm. I'm going to be graphic,
do you mind if I am graphic?
(Russell) Please be, this is about sex, it's about intimacy...
(Carl) Well, for me, when you put on the condom catheter my penis has
to be non-erect. So I can't be thinking about any like, I have to just be,
don't even know the word. Like I can't have any thoughts or like, the wind
can do it quickly. So I have almost trained myself to disassociate myself
from my body and myself as a sexual being.... I can watch a porno movie
and become aroused but in human relationships but for me, I have
always been trained that you interact with someone on a professional
basis...

(Russell) So you've got these women that you've had as attendants and
they're doing your personal care. They are attending to you in terms of
washing you, bathing you and obviously touching you in certain areas that
are intimate. You deal with it by disassociating from that.
(Carl) Out of necessity.
(Russell) In terms of putting on a condom, have you ever gotten erect?
(Carl) Oh yeah, totally.
(Russell) And what happens?
(Carl) If they take too long, and I always tell them it's not sexual, it's just a
bodily function. It just happened and they sort of laugh, they get weirded
out at first. So when I am telling them it's not sexual, I am telling it to
them, but then I start internalizing it myself. So it's not sexual, but it's kind
of weird because I turn it around to myself and say, I'm not sexual.
(Russell) You believe it's not sexual?

(Carl) I know it's not sexual.
(Russell) Feel it's not sexual?

(Carl) Yeah.
(Russell) What is sexual?

(Carl) I don't know, I have never had any.

While use of a catheter is not that common for men with cerebral palsy, those

who are significantly impaired are still washed and showered by their PA's, and
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sometimes they act on their sexual arousal. Jack tells of making a move in the following

quote:

(Jack) Sometimes there's a line that you don't want to cross.
(Russell) Can you—
(Jack) Be more specific.

(Russell) Yes, and also flesh out that line; I guess be more specific.
(Jack) Okay—there was a female attendant I had when I first started at
Cal, and she was attractive. Later, after | moved into my first apartment,
she still helped me out, and I found I was getting aroused by her. I knew
she could tell.

(Russell) Okay.
(Jack) If I made a pass, she would back off.

(Russell) So you did make a pass at her?
(Jack) Yeah.

(Russell) Several?

(Jack) Yeah, over time.
(Russell) And she backed off?

(Jack) We both decided that it would be better if she stopped working for
me.

(Russell) What kind of passes did you make, verbal?
(Jack) No, one time she was putting on my shirt, I kind of conveniently
fell into her arms. It became kind of awkward.

(Russell) So, these were more physical passes?

(Jack) Yeah, and then it's hard when somebody's helping you take a
shower, and you don't want to get aroused.

Yet, as mentioned, there were several men who managed to negotiate sexually

intimate relationships with their female PA's. David provides a good example in how he

met his current girlfriend:

(Russell) How did you meet Leanne?

(David) She worked for me.
(Russell) As an attendant?
(David) Yeah, I didn't choose her. When she called up for the interview I
said “No thank you." The woman that got the job flaked out completely...!
called her back with my tail between my legs...she said its about time you
came to your senses. So she didn't approve of my instant mashed potato
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diet and my tofu helper. If I can eat with you, can I help you with your
menu planning? I'm not dumb. I said of course.
(Russell) So this started off as simply a working relationship?
(David) Yeah.
(Russell) How did it develop into more?
(David) For the first month we would just be joking around, and there was
that incident were I wanted vodka or was it gin, I don't know. She thought
it was hysterical that I jumped in my chair and went for the elevator. In
the apartment that I was living at I could do the elevator by myself, but it
was easier if someone could help me out like [one of my] attendants.
When we were in the elevator there was some kind of double entendre
[sexual] going on. So one night I asked her if I could give her a hug and
she bent down, and then I asked her to go to the movies. I think Molly
[David's young daughter] even got into the act, because I was trying to
coax Molly into letting Leanne give her a bath. Molly switched it to, I
could wash your back meaning Leanne's back, and daddy could wash
everything else. We went to the movies. We were holding hands. The
next night she came in and she basically said if you want a four-month
relationship and have a great time and then go out separate ways then
that would be what I would like [Leanne was set to leave the Bay Area in
four months].
(Russell) So you obviously said no?
(David) No, I said yes. Basically, I said yes because—so I agreed. I kind
of knew it was not gonna end in July.
(Russell) Why?
(David) Well, we had too much fun.

It is not always the disabled man who expresses first interest in taking the

relationship beyond that of employer-employee or even friendship. A couple of the men

told me that their female personal assistants or female friends of their personal

assistants were the one's to begin the negotiation process toward sexual intimacy.

Although recognized as a relational space from which sexual intimacy can

sometimes develop, the disabled person-personal assistant relation has nevertheless

been seen by some people in the Disability Rights Movement as fraught with the

potential for exploitation and at the very least boundary confusion (Shakespeare,

Gillespie-Sells and Davies 1996; Morris 1993). Yet, the lack of acknowledgement given

by the Disability Rights Movement to the relationship potential within this relation needs
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to be examined more closely. While the possibility of the abuse of power, sexual abuse

and the exploitation of women's gender role of caring certainly exists (see Stuart's

comments on page 38-39 in Shakespeare, Gillespie-Sells, and Davies 1996), the

successful sexually intimate relationships that developed between PA's and the men in

the current research should make disabled people think twice before closing off this

everyday context as an avenue for cultivating sexual intimacy with others.

Expanding the Masculine Repertoire
As mentioned, several researchers have noted the dilemmas that disabled men

confront in the face of our societies hegemonic ideals of masculinity (Hahn 1989,

Shakespeare 1999; Tepper 1999; Gershik and Miller 1996). For the men in this study,

confronting the dilemma of how to be masculine when one is disabled cannot be

divorced from their interpersonal attempts to establish sexual intimacy with others. That

is, the dilemma of disabled masculinity is felt most acutely in the relations with those to

whom they are sexually attracted. Those men who attempted to conduct themselves in

rigid accordance with hegemonic masculine ideals and who measured themselves

against these ideals were more apt to remain intersubjectively immobilized or socially

withdraw when they fell short; and indeed much of the blame for their failure in love was

shouldered by their inability to measure up.

Those men, however, who perceived hegemonic masculinity as less a total index

of their desirability and who could sometimes draw on alternative ideals such as

interdependence, prioritizing emotional intimacy, becoming friends first and not

immediately pushing for a sexual relationship, allowing the other to sometimes make the

first move when necessary without feeling less of a man, could better weather rejection

and remain open to the possibility of interpersonal connection and sexual intimacy.
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For example, Ed who uses a wheelchair and does not have a speech

impairment, has often visited night clubs in the past in the hopes of meeting potential

partners. A strikingly handsome man, he lets women make the move on him. This has

resulted in some sexual encounters as well as several relationships. Listen to Ed:

(Ed) ...when Pablo and I went to this club in Fremont and I met this
woman and just talked. I started to think, okay, she's interested. She
asked me to dance and we danced and then she went off with her friend
for awhile. I guess it was because I was playing that I wasn't interested.
(Russell) You were? Why?
(Ed.) It was just, she didn't really—l was—she was nice to talk to but
there was nothing, no-ooh baby's. So I guess she thought that I wasn't
interested so she went off with her friend and I thought they left. On
OCCasion I looked around to see if she was still there and I didn't see her,
and then she showed up again. And I said, I thought you left. She said,
well, my friend found a guy and I said, okay. And then she asked me to
slow dance, I think she asked if I can slow dance. And I said, yeah but I
didn't tell her how I usually slow dance. And that is with them in my lap
and I didn't tell her because she was like, as soon as I said yeah, she
dragged me on the floor. So she kind of stood real close and put my arm
on her hip and I held her hand and she kind of swayed so my chair did
the movement. So it was okay. But after that, it was good conversation
so after the club closed, we agreed that we would go to a restaurant
where we can eat and talk where we can hear each other. And we went
there and still had a good talk and she was moving and anyway, when we
left the restaurant she came in the van with me. I was thinking, okay,
should I give her my number and I said, what the hell and I did.
(Russell) She gave you her number
(Ed.) I think she did after I gave her mine. But that following morning she
called me and we made a date. But I was going to go to Hawaii for work
for a few days, so I said, we can't go until two weekends from now. She
said, fine and we went out and had dinner. I asked her if she was tired
and wanted to go home, because it was like ten o'clock or something.
And she said, no I'm fine. So do you want to go somewhere and talk, I
think that's what I said. Anyway, she ended up telling me where this park
was that we parked way down the parking lot and started talking, maybe
like an hour. And then she just kissed me and then it was all over. We
were there for probably two hours rolling around in the van.
(Russell) So you made love?

(Ed) Yeah, basically. I knew once she told me that she wasn't tired, that
she had the tone and look like she wanted sex. So, you know, I said okay
in my head. If the woman wants to have sex, she has to make the first
mCVe.
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Ed waits for the woman to make the move in almost every step along the way;

and notice how he does not ask for her number, he asks if she wants his number. While

waiting may seem like a defensive position, Ed has had luck with this alternative in the

past and was quite strategic in using it. Sometimes he might whizz by several women in

his wheelchair a few times, trying to catch one of their eyes and then sit on the periphery

of the dance floor or by the bar waiting.

For all men at some point during their interviews, emotional intimacy was

stressed as a key component of their sexuality, and Fred made this the basis for an

entire philosophy of living. Even as a teenager and young adult, Fred knew he desired

intimacy more than simply sex for its own sake. In the following excerpt his desire for

intimacy bookcases a trip to a “loose woman:.

(Fred) I never wanted just sex.

(Russell) What do you want with sex?
(Fred) Intimacy.
(Russell) How do you define intimacy, what is it?

(Fred) Living with people in an intimate way.
(Russell) Close?

(Fred) Yes.
(Russell) What about emotions, do they come into it at all?

(Fred) That was why I did not try hookers.
(Russell) You never tried hookers? Not once?
(Fred) No.

(Russell) Were you ever tempted?
(Fred) No, one time a college friend took me to LA because he knew a
loose woman who would fuck me.

(Russell) This was not a hooker though, no?
(Fred) No, in fact a cop.

(Russell) ...You went to LA with him?

(Fred) ...We were stoned before we went...There was another guy...
(Russell) With her?

(Fred) Yes in her living room.
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(Russell) When you guys got there?
(Fred) Yeah, obviously for the same reason [laughs].
(Russell) [Laughs.] So I mean, her looseness knew no bounds?
(Fred) Just sat there waiting for the other man to leave.
(Russell) So let me get this straight, you and your friend, this other guy
who you didn't know, and this woman who's a cop. And this loose
woman decides, you're all in the living room, so you're having
conversations and you guys are waiting for him to leave? Okay, I got it
straight.

(Fred) And he is—

(Russell) Waiting for the same thing you guys are. So how did this thing
progress?
(Fred) We left.

(Russell) After how long?
(Fred) Hour.

(Russell) So it didn't seem like it was going to happen? So were you
bummed out?

(Fred) Just surreal.
(Russell) What do you mean by just surreal? It was just surreal?
(Fred) Yes.
(Russell) So that was the closest thing you got to, what would you call
that, sort of anonymous sex?

(Fred) Yes.

(Russell) So, there were never any experiences along those lines that
you had?

(Fred) Because I was lonely more than horny.
(Russell) You could tell the difference? No?

(Fred) I thought.
(Russell) Thought what?
(Fred) I want sex but my actions show I did not just want sex.
(Russell) Okay, so at the time you hadn't figured that out, but now
looking back is that true?
(Fred) Yes. On one level I did.
(Russell) You did have it figured it out, but on another level you didn't? Is
that true?

(Fred) Yes.
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(Russell) The level of the rational mind that you didn't have it figured out,
or maybe on a bodily level you hadn't figured it out, but in terms of an
explicit conscious level perhaps—that's really an interesting process.
(Fred) Because I wrote a lot about what I want in relationships...back
then.

(Russell) ...What did you put down?

(Fred) Intimacy.
(Russell) Meaning what you told me before, right?
(Fred) Yes.
(Russell) So you weren't so focused on sex?
(Fred) No.

(Russell) So you're relegating sex to a secondary position in this
equation?
(Fred) Yes, on that level.

(Russell) Okay.
(Fred) But on another level I was too focused on sex.
(Russell) What level was that? I mean, describe that level.

(Fred) I thought I could not have intimacy before I have sex.
(Russell) You thought you couldn't have intimacy before you had sex?
Did you think you could have sex before intimacy?
(Fred) ...Sex would lead to intimacy.

(Russell) ...At the time that's what you thought?
(Fred) Yes.

(Russell) Because you thought that intimacy couldn't lead to sex for you,
or for people in general?
(Fred) ...In general.
(Russell) So you thought sex would come first and then intimacy would
follow? And that's the way you generally thought things occurred?
(Fred) But I thought I would die before I have sex.
(Russell) ...What did that feel like?

(Fred) Hopeless.

(Russell) I mean, but you also thought you wouldn't have intimacy either
and that probably was even more important to you right?
(Fred) Yes.... Like Joyce (a close friend] predicted when I was forty
would have a lot of girls because they would see what I have...I said, I
would probably die at thirty [laughs].
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As can be seen, Fred makes emotional intimacy central to a meaningful

sexuality. Thus, the above ideals and dispositions, which are sometimes associated with

femininity, take their place alongside more hegemonic masculine ideals and dispositions

in subjects' psyches and interpersonal practices. You will remember that Guldin (1999)

found that the disabled men in her study assumed feminine communication styles, while

women seemed to become more masculine in their approach, especially regarding

flirting behavior. She suggests that, perhaps, disabled men attract women who are tired

of hyper-masculine men; that is, non-disabled women might see dating a disabled man

as a symbolic balancing of culturally unbalanced male/female power relations. Thus,

disabled men may attract women who are interested in an equal relationship and who

approach the man in a somewhat respectful manner. On the other hand, a disabled

woman may tend to attract men who want an even greater power imbalance in

male/female relations and, who mistakenly perceive disabled women as needy or

helpless. Thus, disabled women may be more likely to attract overly aggressive men

who do not respect their boundaries (47).

Guldin's hypothesis was not supported in the present research with men with

cerebral palsy. While some of the men did utilize feminine approaches and interpersonal

strategies in flirting and trying to negotiate relationships, those who were successful in

love appeared to more accurately expand their masculine repertoire to incorporate these

alternative approaches when the context called for them. However, in those contexts

where they could exercise traditional masculine approaches and dispositions, they often

did so. A fluid self-identity in relation to gender was significantly related to sexual self

esteem and success in establishing sexual relationships. What's more some of the men

in this research could at times certainly come across as hyper-masculine. For example,

aggressively pursuing women when they clearly were not interested. In addition,

interviews with five women who either were or had been in relationships with men in the
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present research revealed a variety of types of persons, not simply those who were "tired

of hyper-masculine men." The one common denominator among these women was that

they were less evaluative in terms of traditional social and cultural criteria for choosing a

partner with whom to explore sexual intimacy.

I think there is a danger in prematurely theorizing about the reasons that non

disabled people establish relationships with disabled people. While the situation she

describes may superficially characterize those in her study, based on only several

interviews, Guldin implies that this situation may prevail more generally. The

implications of Guldin's suggestion is that the attraction of non-disabled people to

disabled people can only be predicated on ulterior motivations and the exercise of power

relations that are sexist. In other words, disabled people can never hope to establish

relationships that aren't tainted in some way by overtly sexist relations: women who are

attracted to disabled men are escaping hyper-masculinity and men who are attracted to

disabled women are attracted for exploitative reasons. I have no doubt that these

dynamics can sometimes come into play. Yet, too hastily theorizing why non-disabled

people choose to be with disabled people deprives disabled people of the possibility that

someone will love them not for escape or exploitation but for who they are as whole

individuals. It was clear to me that the loving relationships that I witnessed between

several of the participants in the present research and their wives/girlfriends was based

on significantly more than the playing out of gender power relations, albeit these were

not entirely absent.

Defusing the Adverse Context of Disability and Desirability
The possibility of establishing intimacy with others exists only if one remains

open toward them. Those men who in some way could consistently defuse the negative

potential of the context were better able to sustain or return to intersubjective
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engagement with others. While participants were all able to render the adverse context

impotent on occasion, there were three men who were especially adept at this, each

employing a different mode of defusing.

Minimizing: Lenny
One way to defuse the adverse context was to concede it minimal power. While

the myth of disabled people' asexuality is acknowledged to exist in the abstract, its

significance and effect in Lenny's own interpersonal relations are seen as negligible.

Lenny, who was 45 at the time of our interviews, took full responsibility for establishing or

not establishing intimate relationships. While he too often suffered rejection, feelings of

frustration, anger and emotional pain are acknowledged but not indulged in for long, as

he always moved on in search of love and intimacy. Married for over five years now, he

has been involved in quite a few sexually intimate relationships with women over the

years. He met most of these women, as mentioned above, during his work for a self

advocacy organization either on the job or at conferences. Listen to this interchange

between Lenny and I for insight into his minimalizing mode:

(Russell) Some of the men that I have been interviewing cite the fact of
their communication difference whether it be headpointer and board or
dysthargic speech as problems in their trying to develop relationships.
But it sounds like for you do not buy into that?
(Lenny) No way, because we communicate 98 percent of the time non
verbally. Your eyes body, language, gestures, smile and charm. To me
that's not a good excuse.
(Russell) That's not a good excuse for them?
(Lenny) That's my opinion and my experience. Again if a woman is really
interested in you how you communicate doesn't matter. As long as you
get the right message across.

Lenny used few metaphors but two consistent themes in his account were the

necessity of risk-taking and paradoxically of “just be■ ing] natural." Unreflective about this

seeming contradiction, I got the sense that for him they were separate but equally
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important moments in the courtship phase. Being a long-time motivator in the self

advocacy movement, Lenny also stresses the positive side of disability. For example,

one of the few times he talked about disabled people facing prejudices, he added: “I feel

having CP. makes a person more understanding of others because of the prejudices."

Turning points for him occur in terms of specific relationships and also long-term goal

setting. For example, an epiphany occurring as a young teenager is vividly

remembered, which brought into focus for him the need to acquire basic independent

living skills for a chance to 'get the girl':

(Lenny) It wasn't until I saw the girl I had a crush on kissing and making
out with another boy in her own backyard when I decided I wanted to
prove to her that I was just as good as anyone, and the only way to do
that was to get out of Hutch. I went to the Rehab Center...

Confronting and Subverting: David
Another way of defusing the desexualizing context's power is born out of the

perception that it is in fact a sociocultural construction. Here, its influence is

acknowledged to a much greater degree. David, in his mid-40s with a speech

impairment, recognizes both his own and the other's incorporation of some of its images

and structures. But he understands that culture is the culprit, transforming his physical

difference into a negative value. This understanding sustains him in his search for a

lover. His own feelings of frustration, anger and emotional pain are fully recognized and

contended with. Major epiphanies are felt to occur which provide insight into the

constructedness of his interpersonal and sexual situation and whereby a poor self-image

is confronted and subverted; existential confrontation and subversion in fact becomes a

daily ritual, as he “walks through the fear” engendered by his image in the cultural

imaginary and projects himself in the world as being "worthy of a woman's love."

David had experienced several brief sexual relationships involving petting with

disabled adolescent girls during the yearly summer camp he attended. However,
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throughout his undergraduate years in college as he moved into adulthood, he felt

severely depressed about his prospects for romance and sexual relationships:

(David) I wasn't getting any nooky for a long time...It was—l would say
almost two years without going out with a woman. I was lonely,
depressed and I felt alienated because I was one of the only cripples
living in the dormitory. And I think—I had a major turnaround...

David dates his turn around to reading existential and humanistic psychology in a

graduate school counseling program, seeing the positive side to living in the dorms,

listening to the lyrics of labor union songs and garnering an important teaching

assistantship:

(David)...it became increasingly like I was reaching into society's sleeve
and turning it completely inside out. And from the moment of very, very
deep despair, I was able to completely turn the situation around. And I
chose the most comfortable situation, which was, I would say, "I was sane
living in an insane world."

There was one labor union song that David felt especially epitomized his stance toward

the World:

(David) And there was a song that I found that really expressed what I
knew all along about living life to the fullest and not settling for mere
existence. Anybody can do that, the problem is that in this society we are
taught we are only worthy of survival. God forbid that more people should
demand the complete beauty and essence of life. We are not
encouraged to be reckless in our dreams...The song is ‘Bread and
Roses’....It tells a tale of a woman union on strike, and its urging support
to not only demand crumbs of bread but also to demand the petals of
roses. And I think from a very early age, I always knew the difference
between sitting back and waiting for a ride and being back in my dorm
and being out in the world in the subway.

David's integrative metaphors show him as subverting a negative self-image and

also of being a risk-taker, especially in the sexual arena. For example, later in the same

interview, he said:

(David) ...and what I got out of it and what connects to the sexuality is
you have to be a fucking cliff-walker. You need to walk always on the
edge of a cliff to see all the beauty instead of the safety and security of
the main road. Meaning people on the fringe—and we are—need to
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position themselves not in the secure mainstream but they need to be on
the edge and they need to take risks and gamble. Yeah, it is very painful
but walking down that main road is so monotonous and it will never get
you laid because you are safe. You are in this lulling cocoon. You forget
what your urges tell you and your urges are correct.

Interestingly, similar to Lenny's talk of just being natural, David speaks

metaphorically of learning to “let go more.” “I mean with Leanne, I didn't try; it just

developed; it just slipped gradually into place." Yet, compared to Lenny, he ups the ante

in risk-taking: “And I know that I am cute, adorable, precocious and evil. But it's the

unpredictability that I'm so good at."

David is currently involved in a long-term relationship, has been involved with

numerous women over the years and was also married for awhile. By existentially

confronting and subverting the adverse context of disability and desirability, he has been

able to effectively integrate his sexuality with his self. David was, in fact, a risk-taker in

other domains of his life long before he became a sexual cliff-walker. In a sense then,

his epiphany can be seen as the remembered final step in this process of integration that

required a supportive context to extend his vision of who he was into the sexual domain.

Indeed, the supportive contexts he mentions, as well as his later exposure to a

commune provided him with a powerful impetus to resist dominant cultural images of

disability and desirability and to develop a strong sexual identity in line with his vision of

himself.

The lived metaphor of becoming a sexual cliff-walker expresses at once David's

prereflective sense of the motivational transformation necessary in order to get his

sexual intimacy needs met, the creative transposition of a familiar perspective to a new

sexual domain and the more reflective, willed reference point of a risk-taking identity that

he now assumes in the process of trying to get laid. Even though rejection was not
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magically banished from his experience, David continued to “walk through the fear" and

has sustained this perspective in his interpersonal encounters with women.

Minimizing and Subverting: Fred
The influence of negative constructions of impairment and disability on one's

body image and sexual self-esteem is resisted by Lenny through minimizing their

significance, and by David through existential confrontation and subversion. Fred,

however, moved between minimizing and subversion but would skip any anguish about

his situation. Similar to David, Fred is good at cultivating supportive contexts but also

significantly expands his masculine repertoire and subverts not only his own self-image

in the cultural imaginary but also the dominant cultural meanings of disability and

desirability in his relations with others. Fred, 51 years old, uses a head pointer and

alphabet board for communication, tells of being 28 and still a virgin due to his

incorporation of the cultural images of himself as ugly and a burden. An overprotective

mother, a stifling society and several key incidents convinced Fred he needed to “get

out." In the following excerpt from our second interview, he tells of one of these

incidents:

(Fred) There were a few events that made me think I had to get out...Like
in high school my teacher arranged the date with me and the
homecoming queen...Because obviously I would not have a date for grad
night. That was okay and clear but (makes noise that signifies the
impossibility of the situation) the girl then went to the same junior college
aS me.

(Russell) I just want to make sure I have a clear picture of what went on:
She was the homecoming queen, right and she went to grad night with
you because the teacher arranged that. So how was—was that a good
night? Did you have a good time?
(Fred) Yes look.

(Russell) But then she went—did you become friends with this woman? I
mean—had you had any interactions with her before this arrangement?
(Fred) She was someone who was a chair in high school.
(Russell) What do you mean by some chair?
(Fred) They had the top students push us to our classes.

209



(Russell) Oh, you mean the disabled students?
(Fred) [Yes sound.]
(Russell) So you knew her before this arranged date?
(Fred) [Yes sound.] And I was also a top student.
(Russell) So you enjoyed this date, you had a good time—
(Fred) [Yes sound.]
(Russell) But then...you went to the same junior college together?
(Fred) [Yes sound.]

(Russell) What was the significance of that?
(Fred) So

[Context: 1st tape ends.]
(Fred) So, I asked her out on a date.
(R: What happened?

(Fred) She said okay. [Excited sound..] But then she [laughs] called my
mom to ask how she can get out of it without hurting my feelings.
(Russell) What did your mom say? Or did she tell you what she said?
(Fred) She said just tell me, but then mom told me I [laughs] should lower
standards, go for a disabled girl.
(Russell) How did you feel about all this? First of all your mom told you
before the girl told you right—
(Fred) [Yes sound.]

(Russell) —that she had called?

(Fred) [Laughs.]
(Russell) How did that feel to you? And also how did it feel to you for her
to say to lower your standards? What were the repercussions for you?

(Fred) A disabled is a second best.
(Russell) What do you mean by that? Explain?
(Fred) If it is lower, like lower your standards to a disabled then that
means something is wrong.
(Russell) With what?
(Fred) Disabled.
(Russell) Disabled persons—that's what you thought when your mom
said that.

(Fred) [Yes sound.]
(Russell) How did you feel about this girl contacting your mom? Was
that something—
(Fred) That fed my burden thing.
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(Russell) What happened at that point? Did this woman get in contact
with you and tell you how she felt that she didn't want to go out with you?
(Fred) And why [laughs] don't I just join a frat [laughs].
(Russell) What did that have to do with anything? Why did she say that?
What was her point there?
(Fred) To socialize [laughs].
(Russell) But you'd already heard from your mom. What was your
interaction with this woman like at this point?

(Fred) I let her do it gracefully.
(Russell) How did you feel though?
(Fred) A burden.

(Russell) You felt like a burden. So this fed into your burden thing. So
now this was one of the incidents that spurred you on to get out of that
Context there?

(Fred) Yes sound. Like I thought if I like a girl who happens to be
disabled that is one thing, but [laughs] if I be with a disabled girl as a
second best [laughs].
(Russell) You're saying that if you liked a disabled girl is one thing, but
you shouldn't necessarily be forced or feel that that's the only woman you
can go out with?
(Fred) ...It is not seeing people as people.
(Russell) Right.
(Fred) And if mom sees me in that way [laughs]...I better get out

Fred begins living in communes in the early 1970s, something he had aspired to

for several years, and eventually experiences a major epiphany whereby he was able to

shed these negative images. Listen to the story of his turning point. Its matter-of

factness reveals that the change had been brewing for awhile, perhaps enabled to a

certain extent by the supportive context of these communes. The excerpt begins after

he has recently joined a new commune in Massachusetts. The leader of the commune

has taken a liking to him because Fred called him a fellow con man. A woman, Rachel,

who aspires to be the leader's girlfriend, begins sleeping with Fred because he is close

to the leader:

(Fred) She started sleeping with me.
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(Russell) What did that consist of?

(Fred) Sleeping.
(Russell) But was there any physical stuff going on?
(Fred) Cuddling.
(Russell) So what happened after that?

(Fred) Then in the commune she was considered a flake.

(Russell) She was considered a flake?

(Fred) She was from a rich Jewish family, she dropped out of Princeton
and came to the commune with her boyfriend.

(Russell) Where was her boyfriend then when this was going on? She
was still with him?

(Fred) Yes.
(Russell) She had her boyfriend then, but she was still sleeping with you?
(Fred) But at some point my glamour faded.
(Russell) So eventually, you didn't get to have intercourse with the
woman? She sort of opted out before that?

(Fred) But after days of crying I began talking to the second in command
who said he didn't understand why I want her...But if I did, I should go
after her one hundred percent...That was when I dropped my thinking that
I was ugly.
(Russell) What in that situation made you drop that? What aspects of the
situation turned that around, the body image?
(Fred) I could just give you up and go back to Louise [a mother figure in
Fred's life] and not try again.
(Russell) In terms of trying again to get a girlfriend?
(Fred) Yes.

(Russell) So you decided to keep trying to get a girlfriend. So did you
perceive that the way that you looked at yourself as ugly was a barrier to
get a girlfriend?
(Fred) Yes.

(Russell) So for you, you felt that it was necessary to drop that?
(Fred) Yes.
(Russell) So you were able to do that at the drop of the hat or did that
take some time?

(Fred) Both.
(Russell) So you were able to do it quickly, but was it festering over a
long period of time?
(Fred) Like when the leader gave me his girl for a week, I did not get it.
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(Russell) So he gave you his girl for a week and this process occurred
and you didn't get it? What do you mean you didn't get it?
(Fred) And told her to treat me like him.

(Russell) You didn't get it, what do you mean you didn't get it?
(Fred) I did not understand what that meant.
(Russell) What did it mean?
(Fred) It included sex.

(Russell) Okay, so was this—and you didn't get that when he first did it.
So what made him do that, what made him give you his woman for the
week? So you had gone through this transformation and this occurred
shortly after?
(Fred) But not totally.

(Russell) So the germ was there and you were trying to transform...

Fred makes several attempts at convincing Rachel to be his girlfriend including having

several commune members carry him across from his building to hers and place him on

her bed when she was not home.

(Fred) They carried me across the field.
(Russell) ...you're talking about when you were put on her bed...And then
she has quite a shock when she came home.

(Fred) That symbolized the only real difference between a crip and other
people...that I had to be carried.
(Russell) Okay.
(Fred) Everything is more obvious.
(Russell) Can you refine or explain what you are saying about,
everything is more obvious?
(Fred) Like you could just go her to room no one would know.
(Russell) Right, so with you it's more of a public thing.
(Fred) Crips cannot have pride.

(Russell) Crips cannot have pride in what?
(Fred) False.
(Russell) Pride. Okay, if crips can't have false pride, what does that
mean to you?

(Fred) If I care how I look.

(Russell) You're saying, if you care how you look, you're going to have
problems? Is this a comment about crips who may have false pride too?
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(Fred) ...Yes.

(Russell) So you're saying the problem for Crips comes in when they
have false pride and they shouldn't have it because it causes them
problems if they do?
(Fred) Yes.

(Russell) | get what you're talking about.
(Fred) If I cared what people think...I would not have them carry me.
(Russell) Well if you wouldn't have them carry you, you wouldn't even
have risked that.

(Fred) Exactly.

(Russell) So, I see what you're saying. But I mean, just a comment on
that or I'll ask you a question about that, was that something that you're
talking about at this period of time you were becoming more conscious
that you couldn't have false pride at this time? Or, had that something
that had dropped away before that? Or was it finally starting to give way,
at terms of that point? I mean, I know it's hard to put your finger on an
exact time where you say, I'm going to do away with that. But was that a
development in your thinking.
(Fred) Yes.
(Russell) So was it at this time that it started to become more apparent to
you, that's what you mean?
(Fred) ...I knew if I did not give it everything this time.
(Russell) You mean this time with Rachel or this time period?
(Fred) Time period.

(Russell) So at this time period you felt that you had to give it everything?
So I guess it was at this point that you decided in some sense, to sort of
do away with any of that false pride, right?
(Fred) Yes. It was like when I dropped out of college.

(Russell) How do you see it similar, explain.
(Fred) Then I knew if I did not move out from home I would never move.

(Russell) Okay then, you would be stuck. Now or never, is what you felt.
So what happened after that incident?

(Fred) She freaked out.

It was around this time period that Fred experienced sexual intercourse with

several women within the commune. Yet, he still desired Rachel as his girlfriend and

eventually does succeed in his goal, later convincing her to marry him. Fred's epiphany

consists in relinquishing the image of himself as ugly and a burden and also
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relinquishing his sense of what he calls false pride or self-importance; he also dropped

the notion that he was a burden around this time. The process of moving from thought

to action was a gradual process for him, as it also was for David. Also similar to David's

experience is Fred's transposition of an epiphany he had experienced in other areas of

his life onto his sexual situation. However, following this turning point, related as it was

to his aspirations for intimacy and sex, he was able to more fully project his disabled

body-self as the source of his power/meaning in the world and as perfect for his calling

as a performance artist and to pursue his vision of intimate community. Today, he still

uses the notion of interdependency promoted in the commune to his advantage and has

been at the forefront of creating a nurturing and subversive artistic community, an

alternative to mainstream culture in which desirability is not so much tied to hegemonic

ideals.

Fred especially constructs his sexuality in opposition to the narrow genital and

orgasm focus of hegemonic masculinity and to a culturally sanctioned monogamy. He

talks a lot about emotional intimacy and erotic playfulness without orgasm, and he

focuses on these themes among others in his performances, which are often conducted

in the nude, and where audience participation is encouraged. He has been in what he

calls group marriages since shortly after marrying Rachel, as they took on board several

other people within their intimate relationship; and he is currently in a long-term, three

person marriage. When asked what his sexual orientation is he answered, “I think

everybody is bion a continuum...] like girls...and men." As you would expect, Fred's

metaphors focus on risk-taking but even more on taboo breaking. The following

metaphor, lust as a rogue, comes from one of the many autobiographical essays he

gave me to read: “Lusty is love of living...Lusty does what feels good. It breaks taboos,

therefore discovers things. It risks being 'bad'. It is a rogue. It dares to look, to touch, to

get turned-on."
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DEFUSING THE ADVERSE CONTEXT AS A PRACTICE OF THE SELF

I now want to argue that defusing the adverse context, as a kind of integrative

(psychic-emotional) resistance in fact refusal to being seen as undesirable, functions as

a movement toward sexual-self integration and can also aspire to what Foucault (1988

1997) calls a “technology" or “practice of the self." Foucault's (1978, 1979)

understanding of resistance as indissociable from power relations illuminates the

impetus for these men's defusing. Kleinman's (1992) work on chronic illness offers a

modification of the political notion of resistance as used in anthropology (see, for

example, Scott 1985; Ortner 1995), however, that better illuminates the connections

between self and world for the concept of resistance than Foucault does. Kleinman

views resistance as “the local mediation between microsocial psychological processes

and the macrosociopolitical context" (144). In this sense, defusing as a mode of

resistance is a mediation between these men's psychic-emotional process and the

negative context of disability and desirability.

In his last works, Foucault shifted his focus from technologies of domination and

power to the question of the self's relationship to itself through “practices of the self."

Foucault maintains that, “...technologies of the self...permit individuals to effect by their

own means or with the help of others a certain number of operations on their own bodies

and souls, thoughts, conduct and way of being, so as to transform themselves in order to

attain a certain state of happiness, purity, wisdom, perfection, or immortality" (1988: 18).”

Foucault concerns himself with the history of the care and techniques of the self,

especially in relation to sex, employed in pre-modern Greek, Roman and Christian

cultures. Not surprisingly, some social commentators have criticized him for abandoning

his critical assault on modernity. Best and Kellner (1991), for example, note, “His later

positions seek a cultivation of the subject in an individualistic mode that stands in tension

with emphasis on political struggle by oppressed groups” (73). They continue, "...he

_A/_
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might have theorized political resistance as a form of technologies of the self, as a

creative response to coercive practices...but Foucault's later work lacks substantive

political dimensions" (70)."

Although less overtly political, Foucault's change of focus is, I believe, yet

politically suggestive. Foucault's latter subject is still shaped by the historical context of

social and discursive practices. Nevertheless, with his notion of practices of the self

there is space for some degree of self-transfiguration. While never explicitly theoretically

elucidating the move from resistance (which as alluded to is undeveloped in his work) to

a technology of the self founded at least partially in resistance to a particular oppression,

Foucault does recognize the need for new forms of subjectivity that promote non

normalizing relations with others. Thus, forms of ethical self-constitution in resistance to

normative grids of evaluation hold possible political potential.

Other social commentators also draw political implications from Foucault's later

work. Rabinow (1997), for example, points to Foucault's advice that gays not restrict

themselves to demanding individual rights but to "give new forms to relational activities"

(xxxviii). Rabinow emphasizes that, "This work is not only ethical, it is also political; but it

is politics without a program" (xxxviii). A key to political change then becomes the self's

practices in relations with others. Indeed, for Foucault, care of the self is “the

government of the self by one's self in its articulations with relations with others" (1997:

88). Rabinow further sees Foucault's project as engendering the desire “to invent a

mode of subjectivation in which the ethos would be a practice of thought formed in direct

contact with social and political realities" (xxxii).

In terms of disability, working within the Disability Rights Movement to acquire

basic rights and legal protection for disabled people is the overt, collective goal, but

according to Foucault an ethical relation to self and others in one's daily affairs

constitutes another avenue by which sociopolitical change may be effected. I would
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argue that resistance to the normative gaze, coercive social practices and negative

cultural images while it has importantly led to collective political action sometimes also

manifests as everyday practices of the self in relations with others. An example where

both come into play would be the Disability Rights activist who strives in her/his self

social practices in daily life not to reproduce oppressive social relations against people

along other identity axes (for instance, gender, ethnicity and sexual orientation).

There are disabled people, however, such as Fred, who, while in basic

agreement with the Movement's civil right's agenda, because of their radical subversion

of other unquestioned social norms and cultural institutions and values (in Fred's case,

monogamy, wearing clothes in communal and performance contexts, etc.), alienate the

Movement, and they, in turn, become alienated from the Movement. Yet, Fred's

practices of the self, move beyond subversion and are in fact transfiguring: he has been

the major initiator in creating an intimate and non-hierarchized community for himself

and others, all this without, as Rabinow says, “a program."

One of Foucault's goals in changing his focus was to show “how that long history

began, which in our societies, binds together sex and the subject" (1997: 89), sex as a

“constitutive principle of the self" (Halperin 1990:24). Thus, one reason for Foucault's

new emphasis was to simply extend his history of the objectivization and normalization

of the sexualized subject into a more intimate domain: that of the self objectifying itself

through practices of self-formation. Foucault, of course, never historically ventured

beyond the confines of the West and some anthropologists would certainly differ with his

implying an exclusivity for our focus on the sexualized self (see Herdt and Stoller 1990;

Friedl 1994).

For example, Friedl (1994) maintains that sex in all cultures is “a significant

source of a person's consciousness of self and perception of self" (838). Herdt and

Stoller (1990) explicitly challenges Foucault's (1978) critique of the repression
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hypothesis, and his argument concerning the proliferation, privatization and

individualization of sex discourse in Western culture, citing the case of the Sambia

among whom they conducted ethnographic fieldwork. As they put it, “There is too much

repression, secrecy, guilt to say that the meanings of sex talk among the Sambia differ

radically from us" (356). While they do not claim that there is a universality of

discourse—for there are of course “great structural differences between, for instance,

hunters-and-gatherers and horticultural societies" (356)—if I read these ethnographers

correctly, they are yet arguing for the recognition of psychodynamic factors in the

constitution of sexual subjectivity and of sex talk when it is found to exist in a society.

Despite these kind of cogent critiques by anthropologists, I think Foucault

nevertheless did identify a significant historical trend. Of course, one does not have to

agree with every aspect of his argument to apprehend that there does seem to be an

increasingly constitutive role for sex in terms of identity and subjectivity—that is modern

subjects are uniquely constituted through the iterative establishment of a sexual identity.

Regardless of whether there is a universal tendency to link sex and the self in some kind

of relation, as Friedl (1994) implies in her work, there has certainly been some kind of

modern hyper-binding of the two. I would contend that in such a context, securing some

kind of sexual intimacy, however defined by the individual, becomes a paramount project

of self-constitution. Considered in this light, efforts to negotiate sexual intimacy by the

men in this study take on a particular constructive urgency and meaning. From this

perspective, the claiming of sexuality by disabled people (Guldin, 1999, 2000), against

the cultural assumption of their asexuality, is also a bid for full subjectivity. This is one

reason why the issue of disabled people's sexuality has assumed such political

importance today (Waxman and Finger 1989; Shakespeare, Gillespie-Sells and Davies

1996).
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The significance of sex for the constitution of the subject and the evaluative gaze

that rejects impaired body-selves as undesirable is fertile ground for further resistance.

Emerging from resistance to this evaluative gaze, defusing the adverse context is similar

in some dimensions to a practice of the self performed by Epictecus and later in

Christianity, “what one might call the 'control of representations" (Foucault 1997: 103).

Epictecus maintains “that one must be in an attitude of constant supervision over the

representations that may enter the mind" (103). What is at issue is to "determine

whether or not one is affected or moved by the thing that is represented, and what

reason one has for being or not being affected in that way" (104). For Epictecus the

control of representations is aimed at recalling a number of true principles for living

concerning death, illness, political life etc. and is not constituted through resistance. For

the men in this study, defusing as a practice of the self is founded in resistance to

evaluations of their undesirability whereby they attempt to increasingly control the

representational and also situational flux in order to live as sexual subjects. Cultivating

supportive contexts and an expanded masculine repertoire were important facilitatory

aspects for these men precisely because they promote emotional strength and a flexible

gender identity that can assist in achieving this goal.

De Lauretis (1994) views Foucault's focus on self-analysis and other self

transformative techniques as commensurate with Pierce's notion of a deliberately

formed, self-analyzing habit, the final interpretant. As she argues, “The new experience

of self Foucault describes is, in effect, a habit-change" (312). Earlier in the chapter, (also

see Shuttleworth, in press b), I described the multiple constraints felt by one research

participant, my long-time friend and employer, in his efforts to negotiate sexual intimacy

with women, as a prereflective habit, in semiotic parlance a quasi-final intepretant. This

man's apprehension of other's sexual indifference to him and his incorporation of the

negative images of disability and desirability effectively blocked him from attempting any
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negotiations toward physical intimacy before his reflection kicked in (albeit it always did

retrospectively).

If De Lauretis is right, and I think she is, the engendering of a practice of the self

occurs through the reflexive process of an explicit habit change. For the men in this

study, in terms of their sexuality, a transformation of the prereflective habit that grips

their sexual agency. Thus, David and Fred's remembered (or reconstructed) epiphanies

marked the breaking of a prereflective habit that had kept them intersubjectively

immobilized. Accomplishing this habit change as a consistent self-practice, not an

occasional break-through, affirmed their sexual subjectivity, that is, facilitated their

sexual-self integration.

Combined with other self-practices borne out of their resistance, the care of these

men's sexualized selves holds the potential for a transfiguration of self-other sociosexual

relations that have yet to be realized as such. While the possibility of refusing to

reproduce oppressive social relations is not necessarily tied to the claiming of sexual

subjectivity, other subversive and transfiguring moves require it. Two examples of the

latter are several men's claims of a more creative sex life with their significant others

because of their disability and a sexual politics of disability that is not wholly constituted

by the logic of our traditional cultural avenues for securing sexual intimacy with others.

In response to our many discussions on disability and sexuality, Fred has

recently proposed a bold plan. He asked me: "If I get a group of people who are willing

to go into institutions to have sex with Crips who cannot get out would you think about

how to do it?" I asked him if he had heard of the book Crip Zen in which the author

fantasizes about getting a bunch of sex workers to do just this. He said that he had. I

then went through all the likely barriers that would be put in his way: “public morality,"

liability of the institution, concerns about the potential for sex abuse, etc. “There would
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be no money involved," he added. “I want civil right's workers. Not mercy fucking, not

paid, not helpers."

In further discussion, I began to realize the radical intent of his proposal. On one

level, it would be an effort to provide some sexual experiences to disabled people who

were severely restricted in institutional settings (or quasi institutional such as group

homes) in which they lived, on another level it held the potential for subverting and

perhaps transfiguring our traditional avenues in which sexual relations are validated or

stigmatized. These traditional sexual avenues tell the story of securing a dating or love

relationship, the stigmatization of having to pay for illegal sex because of some self

deficiency or the use of a sexual surrogate because of a purported lack of sociosexual

development. The fact that today sex has taken on such key constitutive meaning for

the expression of identity, as the truest expression of self to other relations and as

essential to a high quality of life makes it a marker of distinction. There are the haves,

the haves with varying degrees of stigmatization and the have—nots', and the have-nots

are often pitied for being unfulfilled selves. In order for sex to really become a human

right's issue for all disabled people not just those who live independently in the

community (and whose chances are therefore to relative degrees enhanced), these

traditional avenues and their role in maintaining the exclusion of more significantly

impaired people from sexual activities would have to be undermined. Fred should

certainly expect to confront a host of barriers to his project—barriers that on an

unacknowledged level will be erected in order to maintain the significance and

distinctions that achieving sexual subjectivity represents for us.

ALTERNATIVE VIEWS OF FRED

Fred is a well-known artist in the disability community, but his unorthodox

lifestyle, nude performances and different perspective on sexuality make him a very
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controversial figure. Three of the men brought him up in our conversations and ventured

their opinions of him to me. Two of these men had experienced first hand his communal

lifestyle in the mid to late 1970s. In what follows I will not identify these men by their

pseudonyms in order to further protect their anonymity. Research participant (A), a full

fledged member of Fred's community for awhile, agrees with his perspective up to a

point but simply cannot pull it off in the long term. In the following interview, (A) muses

about returning to Fred's gesture of thumbing his nose at "the system," but he recently

returned to school for another graduate degree, apparently not able to sustain this

defiance.

(A) Fred is a very, very successful individual.

(Russell) Successful, meaning what?
(A) | think he is happy; he is doing exactly what he wants to do. And not
very many people do that. And his ticket is his body.

(Russell) How do you mean that?

(A) [Smiles.] He is a master at taking his very, very out of control body
and using it to serve him. He is a mastermind of reinventing, mastermind
of a community that focuses on sexuality. Changing your perspective
on—unfortunately, I know that if I didn't know him I'd write him off as a
quack, but I do know him.

Later in the same interview, he continued:

(A) | think the perspective on disability on sexuality...was very clinical and
stark and in the late 70s through early 80s, and I started to pick up
becoming irreverent about all this interest in sexuality and disability. My
irreverence got so bad I started to refer to it as disuality and sexability. It
was sort of saying there's something more and there's something a lot
less. Let me start with a lot less. People with disabilities have been
fucking each other for a long, long time. The so called new attention to
sexuality and disability was chic...Fred's approach to eroticism I think it
had a little more sincerity.

In the next interview, (A) brought up Fred again:

(Russell) Jeff (another man I know who has cerebral palsy) is very smart,
but he tends to work within the system.
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(A) Most people are in Jeff's boat. I know I am. Although you have to be
involved—Fred—let Fred go sending terror to anyone who has taboos.
You know if you look at it from an anthropological viewpoint, it's very
interesting because you have a good anthropologist who looks at taboo
as a phenomenon to be studied without judgments, and we have two
extremes we have society who has all kind of negative taboos, negative
judgments about taboos and we have Fred who wants to break every
taboo that there is. Fred would look at me and Jeff and say why bother,
you're out on the fringe anyway, why not go all the way out. And believe
it or not I'm coming back to Frank's thinking because it's not working job
wise for me.

(Russell) What about the Full Monty reminds you of Fred's ideas (in an
earlier part of this discussion David had mentioned that Fred's
perspective had reminded him of the film the Full Monty)?
(A) Just if you're not working you've got to go outside and Fred never
said it like that, but I think Fred pushed that envelope and any which way
he can.

(Russell) So, you're coming around to his way of thinking again?
(A) [Laughs.] Yeah which is dangerous...Fred doesn't even have to try to
break the rules, his entire existence does it for him.

(Russell) What do mean his existence?

(A) Well, when you think about that element of breaking taboos, putting
other people's needs first, focusing on the erotic—it is all geared to
turning his very basic needs into a very, very suitable lifestyle for him to
prosper.

Participants (B) and (C), however, viewed Fred in a much more negative light. In

the late 1970's, (B) had a chance to go to one of the weekly gatherings/performances

that Fred's community held, but balked because he felt they were "way out there."

These gatherings were often held in the nude and erotic activities sometimes occurred,

albeit orgasms were prohibited. Around this same time, (C) experienced some exposure

to Fred's perspective going to these weekly gatherings/performances and other group

functions, but never committing to becoming a member. (C) could never shake the

feeling that he was being manipulated, that maybe Fred was a charlatan and that he was

flirting with joining a cult. After about three months, he opted out of joining Fred's

community. In the following interview, which was conducted in a noisy cafe, he

discusses his perception of Fred and the motivation of those who join his group:
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(C) But what they used to do, and I think they still do it, they used to put
on these plays, these performances as a way of I thought, luring people
into their group. I didn't know that then but looking back on it now, I see
that it was—what I think is that [inaudible] it should be seen as a cult. A
cult [inaudible] although how that can be I don't really understand. But
you've got to understand that everything that they do as a group was an
attempt to further the aims of that cult, including these so-called
performances. I think that they were basically a way of recruiting people.
(Russell) Into what?

(C) Into their group. The Moonies used to invite people over for dinner
and then you know, sort of [inaudible] as an opportunity to [inaudible].
(Russell) So is that what they did with you?
(C) Well yeah, that's what I said. They present themselves as a
performance group—I don't know how they present themselves really.
But what I'm saying is that basically the group's main function was to
[inaudible]

(R) They what?
(C) You had to pay to be in the group. I did, anyway.
(R) What did you have to pay?
(C) Thirty dollars a month.

(R) Where did that money go to?
(C) It went into their pockets. I mean, where else would it go? They
supported themselves, it was a community group that—when I was in it
all the members of the group lived together.
(R) Not in the same house?
(C) No, they lived together in various houses.... What they would try to do
was to steer people towards living in this self-enclosed community. They
would discourage people in the group of having friends outside of the
group, so that way they could [inaudible] They wanted to be all inclusive,
they tried to get me to move in, and I had only been in there a couple
months.

Later in the interview (C) returned to the pressure he felt to join Fred's group:

(C) It was a very interesting experience because even though I didn't like
being in this group, I felt that I was doing something wrong by leaving.
They made me feel that way. I got the uh—I had the experience of
knowing what it was like to be under that kind of pressure.
(R) Do you remember some of the things they used to try and say, or do?
(C) He would take me aside, you know, they would say, well (C) are you
going to recommit? I think that was the way, and yeah, I wasn't sure.
was really against it and I don't remember—I don't remember what they
said. I remember that they were going—I felt there were a lot of I was
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made to feel like if I didn't commit there was something wrong with me.
And also I remember during this period where I was in the group, there
was mention of people who hadn't....

(R) There was mention of people who dropped out?
(C) Yeah. And they were always called [inaudible].
(R) Nasty names?

(C) Like they weren't strong enough. [inaudible] was based on a
personality defect. Before that I'd try to make it so even though I have my
own life...

(R) You had what?

(C) My own life, I decided even though I wasn't happy with these people
it was still difficult to leave. So the people who were really in the group
[inaudible] not impossible. But very difficult, because they were—if you
left, you were shunned by the group...
(R) Shunned?

(C) Well, that's what I got when—but there were other classic behaviors
associated with cults.

(R) Associated with cults at the time or now?
(C) Yeah, well, cults are cults.

(R) But I mean, in terms of when you were experiencing these things did
you think, well this is kind of like a cult?
(C) Yeah. Also at that time, it was right around the time when the whole
Reverend...[He paused trying to remember the name].
(R) Yeah. Jim Jones and the People's Temple.

(C) Yeah. So that really freaked me.
(R) Yeah.

(C) I got out of the group and then that happened. I'm thinking, my God
this is what—you know I was in kind of a miniature version of that. It was
uncomfortable.

(C's) experience and interpretation of Fred's intentions runs counter to the

interpretation of Fred's perspective that he and I co-constructed over the course of our

interviews together. It is an alternative reading of Fred and his group that I could,

however, understand. As I mentioned, early on during my talks with him, I felt that on

some level I was being manipulated. There were many an interview where I came away

frustrated that my agenda was not being met. I finally had to submit to letting Fred
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control the tempo of our interviews together and to getting the information I wanted in

kamikaze fashion. I also saw that given its distance from mainstream American values

and lifestyles Fred's community could be interpreted as a cult. (C's) resistance to the

pressures exerted on him to join is understandable. Was there really any way of

knowing the outcome of becoming deeply involved in any of the communes and groups

that sprung up in the wake of the 1960's?

However, (C's) escape from a gruesome Kool-Aid death, a la Jonestown, was

something that (A) wouldn't have missed in the world. Although not able to walk the

communal road in the long-term, some of the lessons (A) learned from being a member

of Fred's alternative community are carried with him in his everyday life today (for

example, a focus on interdependence and emotional intimacy). (A) believes that Fred's

emphasis on taboo-breaking, intimacy and community are at bottom a pitch to get his

own needs met. Yet, (A) also thinks that people are responsive to Fred because others'

needs are also being met in a reciprocal arrangement.

Fred's unorthodox lifestyle and view of sexuality, however, puts him at odds with

most of the men in this study. Even those men such as (A) who are sympathetic to his

perspective eventually choose the well-worn sexual relationship pathways of our society

(i.e. via romance, serial monogamy, etc.). Whose then might be a more typical pathway

than Fred's to sexual intimacy? In the next chapter, I continue Josh's story following our

initial sexual discussions after we had reconnected.
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CHAPTER VII. GOING TO LAS VEGAS FOR SOME ACTION:
JOSH AND HIS PERSONAL ASSISTANT IN THE HEART OF

HEGEMONIC MASCULINITY AND BEYOND

For three and a half years, I lived and worked with Josh and we discussed sexual

issues as they emerged in his everyday life." In Chapter VI., I explored Josh's sense of

feeling blocked and trapped. This was his description of how he felt shortly after I moved

in with him. The everyday closeness of our relationship afforded me the unique

opportunity to witness firsthand his ongoing contention with negative societal images of

disability and his interpersonal attempts to connect with a woman. I watched his

perspective change over time and also saw him eventually establish an emotionally

meaningful sexually intimate relationship. This chapter in no way implies that the

journey to sexual intimacy will be similar for other men with cerebral palsy. While all the

men in this study have an adverse sexual context in common, Josh's account, our

experiences and my participant-observations are presented here to detail how this

journey unfolded for one man with cerebral palsy. However, since Josh follows some of

the well-worn sexual relationship pathways of U.S. society, his journey to sexual intimacy

is nevertheless more representative than Fred's.

PART 1. ANATOMY OF A STRIP CLUB FIEND AND THE PURSUIT OF THE
PERFECT SEX WORKER

My working relationship with Josh consisted in not only helping him with personal

care but also, as I've mentioned, in assisting him with practical actions in the world of

everyday life such as taking notes or facilitating his communication in school or during

various meetings. One feature of our friendship was that I often extended my assistance

beyond what he required of most of the people who worked for him and into private

areas such as helping him get set up so that he was able to masturbate after I left. Josh
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told me that he had occasionally been to strip bars over the years and said he enjoyed

the way he was treated by some of the women in these places. He felt that they gave

him special attention. Of course, he said he also enjoyed watching the show. Since he

needed someone to drive him there and facilitate Communication, he asked me if I would

help and accompany him to a local strip club.

It had been awhile since I had been to one of those places. I remembered

turning 21 and being taken to a topless bar for my birthday by the guys I worked with at

the truck loading dock in LA. For a few years after that, every Friday night after work, a

group of us would storm a topless bar and proceed to hoot, holler, whistle and get

obliterated. I remembered it as a phase I had gone through. Josh was older than I had

been but perhaps he was going through a similar phase. Josh persisted. He could

obviously not manage this kind of thing on his own. I needed the money. It might be

fun. And truth be told, I felt partly responsible for reawakening his sexual sense through

confiding in him.

We went to a strip club in San Francisco after catching some blues at a local

street fair on what turned out to be the hottest day that summer. Despite being sunburnt

and sticky with sweat from the day's heat, Josh and I enjoyed the show. What I had

thought was to be a one or two time deal, however, turned out to be a trip to Las Vegas

every 3–4 months with the express purpose of frequenting strip joints. We would

generally stay for about three or four days, going out every night to the clubs. Some of

the dancers were, as Josh had said, really friendly toward him, putting their arms around

and hugging him. We managed to find an especially relaxed and friendly place on the

outskirts of Las Vegas where table and lap dances were only five dollars—a bargain.

The strip club was kind of working class, but we felt that probably meant the dancers

were not so pressured. From then on, when in Vegas we frequented this club about

75% of the time.
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About six months after we started going to strip clubs, I also began facilitating

Josh's encounters with sex workers. Josh's goal was to find someone he was attracted

to and felt comfortable enough with to initiate a long-term sexual arrangement. If I had

simply been Josh's employee, my involvement most likely would have stopped at

accompanying him to the clubs. The hook for deeper involvement was my long

friendship with him, knowing that he could not accomplish this by himself. And although

| presented him with the avenue of sexual therapy and surrogacy, Josh vehemently

balked at going the therapeutic route. According to him, there was nothing he needed

help with, he just wanted some sexual experiences. Although the therapeutic model

applied to disabled people's sexual situation can be read as a sign of their heretofore

sexual exclusion, I nevertheless thought sexual therapy and perhaps some work with a

sexual surrogate might actually help Josh become less blocked. Josh, however, chose

to go the sex worker route. To him, exchanging money for sex seemed more honest

than therapy or surrogacy. He maintained his need was simply sexual. Sometimes he

told me he had given up hope of ever achieving an emotionally meaningful, sexual

relationship, other times he said he would focus on that after he had experienced a

purely sexual arrangement for awhile.

Given Josh's situation and need for assistance in this area, I opted to help him

once again. My assistance consisted in calling women who advertised in a local sex

paper, explaining Josh's disability and asking if they were open to having a session with

him. If they said yes, I would facilitate a sexual encounter, that is, drive him to the

particular location, help him negotiate with the woman, partially unclothe him and place

him on the bed, come back to pick him up.

For his first sexual experience, Josh was both lucky and unlucky. He managed

to find a woman with whom he really felt comfortable. It was about an hour drive to the

house where she worked, or more accurately the apartment that she and several other
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women had probably rented for the express purpose of setting up their business.

Although kind of steep at $200 an hour, she was really nurturing, Josh said, and she also

gave him an extra half-hour. Josh was ecstatic. No longer a virgin, he thought he had

found the perfect arrangement.

Unfortunately, this part-time hooker was only in town for the summer, which was

now almost over, and so she went back to law school in another state before Josh had

the chance to see her again. We had to look for another arrangement. Josh first

thought that perhaps he would try a cathouse in Nevada. After all, it was legal in that

state, albeit not in counties with populations over 200,000. But he always balked at this

idea in the end. He felt uncertain about the process, especially how we would negotiate

the price. Then, he began thinking that setting up an encounter with a woman from one

of the strip clubs might feel more “natural." To Josh setting up a session by calling

various phone numbers listed in the paper, talking to the women over the phone and

trying to make a decision without ever having met or even having seen them was

cumbersome, fraught with uncertainty and seemed somehow unnatural. He thought that

going to a strip club, interacting with women, building a relationship with one whom he

was especially attracted to and then asking her if she saw clients for private sessions

outside of work was a more "natural" process.

While I was out of town for a week and a half in early January, Josh managed to

talk another personal assistant into zipping down to Las Vegas with him for several days.

They went to the place that Josh and I had discovered on our previous excursion, Sin

City. Josh became friendly with one of the strippers, Exotica, who we had briefly met

last trip. This time he had asked her if she would give him a private showing. Although

they did set up a meeting at her hotel room on Josh's last night in town, she did not show

up. A day or so after I got back, we sat down to talk more in-depth about his recent trip

to Vegas.
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Interview: January 16, 1996

(Russell) What observations do you have from your trip to Las Vegas?
(Josh) It's a trip. How different I get treated in strip clubs. Well, at least
that strip club and the one in Florida.... I was talking to Joe (other
assistant) and Exotica. She asked what this board was for. Joe told her,
and I started talking to her through Joe. She asked Joe could she kiss
me on the cheek. Joe said, "Ask him!"

(Russell) [Laughter.] Okay.
(Josh) I was like, "Yes!" (Laughter.]
(Russell) [Laughter.] Really?
(Josh) So, she felt something for me because she does not kiss
everyone.

(Russell) Okay.

(Josh) It's ironic because in three days in that club, I got more hugs and
kisses than 20 years. I even kissed girls on the cheek. It was my first
kiss. I was shocked and for a second I thought can I do this because
when I was young I kissed my mom a lot. So I knew I could do it, but
sometimes it was very wet. So for a second I thought could I do it, and
then I just did it. After she gave me this huge hug and in my ear she said
thanks. It was a nice moment.

(Josh) I think I bring out the mother or the nurturing part of strippers,
probably because they have to suppress that part.

(In another interview, Josh ventured the following simile: “I am like a
puppy or a wounded animal that they feel this need to take care of.")

(Russell) So, you're saying that because they're stripping and they
differentiate this from being motherly—but in your presence you enable
them to play that part? Is that what you are saying?
(Josh) [Shakes head yes]. It is fine with me.

Both of us laugh loudly.

(Russell) You're talking about the protective part. I'm thinking back to the
time Miranda was pissed at those guys and gave them dirty looks. That's
kind of a protective thing. You don't mind being mothered?
(Once while accompanying Josh to this same club, I saw a group of men several

seats away laughing and pointing at him; seeing a disabled man thoroughly enjoying

himself in an explicitly sexual environment either seemed absurd or was somehow funny

to them. Luckily, the stripper on stage at the time, Miranda, stopped them cold by

sending icy looks in their direction. Clearly, the appearance of a disabled man in a social
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context defined primarily in terms of hegemonic masculinity was seen by these non

disabled men as incongruous, and his asexuality was implicitly assumed. During my

friendship and working relationship with Josh, this is just one of many times that I have

witnessed firsthand the many attempts by non-disabled others at constituting him in

some sense as a diminished person, oriented as many people are by the oppositional

understanding of physical, functional difference, that is, ability/disability).

(Josh) Not by beautiful women. It makes me angry because why can't
other women be that way with me?
(Russell) We've talked a little about this before. But it seems to have
some relationship to the context in which it occurs. In everyday
interaction women are more constrained. So, it's something about the
context. Any thoughts?

(Josh) Does this mean that in order to feel that way I have to go to strip
clubs?

(Russell) That's interesting. A question that I have and you should think
about is would you really like women to mother you in more everyday
Contexts like school?

(Josh) In terms of what?

(Russell) Well, just in terms of being kissed on the cheek. But perhaps
we're too quick to label this as mothering.
(Josh) Mary [a close woman friend of Josh's] has never kissed me. What
is that about?

(Russell) is she perhaps fearful of the implications? She may have to
admit some feelings if she did that.
(Josh) I think I will ask her.

(Russell) Ask her to kiss you on the cheek, or ask her why she hasn't?
(Josh) (Shakes head to the last option).
(Russell) You might be opening something up there.
(Josh) It pisses me off that a stripper who l just met asked me if she can
kiss me; and this kiss was not a sexual kiss, it was a kiss On the cheek. I
have known Mary for seven years and—it does not make any sense. I
am not talking about a sexual kiss. I am talking about a kiss on the
cheek.

(Russell) Do you have any idea why not?
(Josh) Perhaps she is scared on some level.
(Russell) Okay.
(Josh) But it is still very weird.
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(Russell) What about other women that you've known for awhile. Do
they tend to hug or kiss you if you meet them after a long period?
(Josh) No.

(Russell) No one?

(Josh) Jill.
(Russell) Who is Jill?

(Josh) My sister-in-law, and I really do appreciate it.
Later in the same interview Josh began talking about his most recent
experience at Sin City again.

(Josh) Exotica seems so nice. I do not know what part of it is act or what
part of it is real. And perhaps I could care less.

(Russell) Why would she want to act?
(Josh) Because I would ask for more table dances.

(Russell) So you're saying perhaps she plays up to other men in there if
they are having her dance for them?
(Josh) Perhaps, but I do not think the kiss and hugs were acts.
(Russell) Why not?

(Josh) [Shaking head with agitation]. Would it matter because I still got
the feeling?
(Russell) It might matter to some people.
(Josh) Why because the feeling you get would not change because you
would not know if she was acting.
(Russell) Well, if you knew, or if some people knew, it might change the
feeling for them.
(Josh) True.

(Russell) But not you?
(Josh) [Shakes head no.]
(Russell) What are some other issues?

(Josh) Boy, I can tell she would really be wild in bed.
(Russell) How?

(Josh) And I want to experience that. (Laughter) I would give my left nut
to experience that (laughter).
(Russell) Well, I hope you don't have to (laughter).
(Josh) The way she gave me the table dance: She rubbed herself all
over me. Put her head in my crotch and rubbed it. I mean, it was great!
(Russell) What else?

(Josh) She [is] ...perfect. I am telling you if I could spend an hour or two
with her that would make my year.
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(Russell) So that's why you're so insistent about trying again with her?
(Josh) Exactly! I probably could not find someone like her. She turns me
On.

(Russell) More than Carnalyn?
(Josh) [Shakes head yes] because she is blonde.
(Russell) The color of her hair affects the power of your sexual desire?
(Josh) Yes [shakes head vigorously]. I will get her [smiles].
(Russell) Okay.
[Long pause.]
(Josh) I would not say no to Carnalyn. [Laughs.] Hell in my state I would
not say no to most girls.
[Long pause.]
(Josh) This week I want to try to call Exotica.

(Russell) So you're asking me to call Exotica for you?
(Josh) I want to see if she gave me the right hotel number. That will tell
me if she really wants to do it.
(Russell) What will you say when you call?
(Josh) I will have you say you are here with Josh and he was in the club
three nights last week, and he just wants you to know that he really
enjoyed meeting you and enjoyed the show.... He really wants a private
showing. We will be back in three weeks; we just want to know when you
will have time.

(Russell) She seems to operate more on spontaneous time.

(Josh) We will call her one to two days before we go also. I am thinking
about 90 minutes or two hours. When I say a private showing—I want to
clarify what I mean.

[Later in the interview.]

(Josh) Perhaps I am too obsessed with her, but she is my fantasy.
(Russell) Okay.
(Josh) What, do you think I am going overboard with her?
(Russell) I can't really make any judgement on whether you're going
overboard on her because most people go overboard on somebody or
something at some point in their lives. So who am I to say? You're doing
what you're doing [laughs].
(Josh) [Laughs] spoken like a true anthropologist.
(Russell) I suppose, but this stance predates anthropology for me.
Judgement of other people's obsession, you can't really do it because or
when I start to, I immediately reflect on my own obsessions, which look
just as absurd, so who am I to judge. Understand?
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(Josh) [Shakes head yes.] I just feel like I want to experience what it is
like being with what I consider a very pretty girl.

Prelude to Participant Observing
What follows are interpretations of the next Las Vegas trip, after the interview

above. Sometimes they are my interpretations and other times they are both of our

interpretations of the particular interactions and situation. I have previously mentioned

some of the intersubjective dimensions of occupying the dual subject position of Josh's

friend and personal assistant. Trying to assist him in achieving his intentions in the

Context of going to strip clubs meant assisting him in having a good time. Performing my

tasks (wheeling him around in his manual wheelchair, facilitating his communication,

etc.) in a perfunctory but efficient manner might be sufficient for Josh to enjoy himself,

but participating in the enjoyment as his friend could only enhance it further. Although I

was not in a place in my life where I wanted to frequent strip clubs, I could enjoy myself

up to a point. However, my realization years before about the bottom line of these

establishments, that is, having to put up with workers hustling for tips and dances, made

going to these places for three and four nights in a row extremely trying. One time, Josh

and I had a huge fight when I refused to go to Sin City on the fourth night of one of our

trips.

The participant observations that follow nevertheless take the perspective of the

heterosexual male gaze which sometimes focus on dancers' performance and dancers'

bodies and bodily accouterments, as well as describing our interactions and trying to

figure out the mystery of Exotica. I have chosen to render the scene with our dual

hegemonic masculine vision intact because this gaze is never described experientially

from within situations, but is detached from experience by the researcher and usually

analyzed in moralistic terms. For the most part, ethnographers have been silent about

the gendering of their research and their gendered practices in the field (see Chapter l;
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Ashkenazi and Markowitz 1999). Yet, bringing our (the ethnographer and informant)

masculine gaze and the assumptions we were working under into experiential view

further highlights some of the complex issues of ethnographic process and practice that

have heretofore been obscured by a degendering, not to mention desexualizing, of the

ethnographer in relation to the participants of his/her study. Sharing Josh's masculine

gaze was also a boon for the research itself, as I was better able to apprehend and

gauge his intentions and feelings during our visits to the clubs and our interactions with

dancers.

Major Players

Josh (31 year old man with cerebral palsy, uses head-pointer and
alphabet board to communicate with and a wheelchair for mobility, my
key informant, contributing member of society who wants to do a study of
non-disabled people from the perspective of a man with a disability)
Russell (42 year old would-be ethnographer, Josh's friend and personal
assistant, aging Ph.D. candidate, jack-of-all-trades)
Miranda (buxom Latina stripper, devoted wife and mother of a three year
old girl, husband has a small cleaning business)
Carnalyn (slender white stripper with rings through her nipples and labia
and several tattoos, lover of chaos theory, major proponent of lap dancing
as a therapeutic regime, not that into sex)
Exotica (very slender white stripper, object of Josh's obsession)

2:00 AM March 5, 1996

Several months later Josh and l are back in Las Vegas about to enter Sin City.

The phone calls to Exotica never happened but Josh still wants to pursue getting a

private showing from her. I push Josh into the brightly lit, porn shop, and we make our

way toward the back where the door to the strip club is located. The doorman

recognizes us and lets us in for half-price, five bucks each. The dark hallway envelops

us, but we can see the red and yellow tinge of lights just a few feet away. As we enter

the main room, a young woman with long brown hair and slender build is removing her

last vestige of clothing, silky, red panties, with a bump and grind on stage. She raises
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her right leg and encircles the metal beam in the center of the stage with it, twirls around

and around, finally landing on the floor in the split position. She arches her back and

cocks one leg slightly up, giving several men in the front row by the stage, a full view.

They sit mesmerized, entranced by the current siren, dollar bills waiting in their hands.

“Hey, how are you?" greets us, as we move toward several available spaces in

the front row. “You know, you [meaning Josh] are famous around here." Carnalyn and

Miranda crowd around us, putting their arms around Josh and hugging him. “Fine," |

reply [for both Josh and myself]. Josh spells out with his head pointer on his alphabet

board, “How are you?" The two women both say okay. Miranda asks us why we haven't

been here in awhile. “It's only been about two months for Josh,” I answer. Miranda then

asks us if we want to move to the back chairs in the club and get a table dance from her.

Josh nods his head yes, and I wheel him to the back, while Miranda follows close

behind. After our table dances, Miranda sits by me; I tell her how relaxed she has

become since I last saw her. She acts surprised and says that she can't tell. I ask her

about her family, and she reaches in her pocketbook and pulls out several snapshots:

one of her husband, and the other of her daughter. While I'm looking at these photos,

she is called to take the stage.

After Miranda leaves us, Josh and I talk to Carnalyn who has now sat down next

to us. I remark that I think Miranda is more comfortable dancing in the club than last

time we were there. She answers that Miranda is still a little shy. She then asks Josh if

he would like a table dance from her. Josh eagerly says yes. After dancing for Josh,

Carnalyn begins philosophizing about the therapeutic benefits of lap dancing: the warmth

of a body, the scent of hair and body, sort of like aromatherapy. She says she enjoys

receiving lap dances too. The way she is talking it seems like they are not necessarily

sexual just sensual, the closeness of another human being the main point. She then

starts talking about chaos theory and how she is a voracious reader. She says that
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although she enjoys reading about chaos theory, she also has a hard time concentrating

on it. "I have a short attention span," she says. I tell her that when I was younger sexual

thoughts would tend to shorten my attention span. She laughs and says she does not

have that problem: she is not preoccupied with sex. “It's probably too much coffee, “she

offers. I think to myself, if she is not preoccupied with sex, why does have nipple rings

and rings through her labia.

Carnalyn then tells us how she loves to belly dance. She promises us that she

will do a belly dance for us when it is her turn. We ask her about Exotica. The stripper

that Josh had been so taken with. He was obsessed with Exotica. Carnalyn informs

Josh that Exotica no longer works there and is now employed at a club called

Imagination Showgirls, just off the Strip. “She is making a lot more money at

Imagination," Carnalyn adds. Josh then spells out on his board, “The last time I was

here, I asked Exotica if she knew anyone who gave private showings, and she said she

gave them and would give me one. We set up something, but it fell through. Do you

know anyone who gives private showings?" An icy look comes over Carnalyn's face as

she immediately responds, “No." An awkward silence follows. Josh seems disappointed

and stares halfheartedly at the current dancer, a fleshy brunette. Carnalyn also looks

fixedly at the woman's movements on stage. The discomfort is almost palpable. I am

not convinced she would not know someone, if not herself, who would not give Josh a

private showing. Maybe she thinks we are undercover cops! We had heard they had

been cracking down on hanky panky at strip clubs in Vegas. Or was she responding in

some way to Josh's disability?

Carnalyn eventually leaves us to go backstage: she's up next. The woman at the

mike introduces her, “And now that sultry seductress from just outside of Sin City itself,

Carnalyn." Carnalyn takes the stage in full belly dancing regalia: long pantaloons, with

gold and silver sequins and matching bikini top. Her first dance appears to be a
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traditional belly dance. But subsequently other body parts are brought to the fore as her

regalia is quickly shed. Seeing that we are suddenly sans Miranda and Carnalyn, in

quick succession two other dancers approach us who we do not know. They are

probably setting us up for future reference. We talk to them for awhile, but do not ask

them to dance for us; so they leave.

Miranda eventually returns and sits next to me. Josh is to my other side. She

appears quite at home in the club now, making a joke with Carnalyn on stage. “At least

my breasts are mine," she laughs. The joke goes past me. The music is very loud.

Miranda suddenly turns to me, gets close to my ear and asks if Josh has ever been with

a girl. “One Time," I answer. She looks at me incredulously and says, “I don't know if

that's right!" Grimacing. Is that disgust? She adds, “Does he want it again?" |

respond, “Doesn't everyone?" I think to myself, “ls she operating on the assumption that

Josh's condition is hereditary and that he shouldn't reproduce?" (Genetic screening,

selective abortion, eugenics and even physician assisted suicide are hot topics related to

sexual intercourse in academic and political disability discourse [see Saxton 1998]).

Before I can explain his condition to her, she abruptly leaves to make a phone call.

About a year and a half later, I am reminded of Miranda's look during several

interviews with Fred:

(Russell) What about that operation [a bladder operation]?

(Fred) She was not all that outraged.
(Russell) Your mom?

(Fred) Yes sound.

(Russell) About what?
(Fred) That the doctor did it. And did not even tell me.

(Russell) Okay, maybe you should describe...that incident and the issues
surrounding that bladder operation in more detail?
(Fred) The doctor did not tell me that one of the side effects was cum
would not [laughs] come out.
(Russell) You mean in an ejaculation?
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(Fred) Yes sound.

(Russell) So

(Fred) But would go into the bladder.
(Russell) In other words, he didn't give you, when he described the
operation to you which I'm assuming he did and when you chose to have
the operation—

(Fred) Which I found out later was not necessary [laughs].
(Russell) Did he present it to you like it was necessary?
(Fred) Yes look.
(Russell) So, one he presented it to you like it was necessary and two he
didn't tell you what the side effects of it were?
(Fred) Yes sound.

(Russell) So, after you had the operation, did you find out what that side
effect was?

(Fred) When I jacked off.

(Russell) The first time you did jack off?

(Fred) Yes sound. So I went to the college nurse and asked why?
(Russell) What did she say? That it was a side effect of the operation?
(Fred) She did some research, called the doctor.

(Russell) She called the doctor?

(Fred) Yes sound.

(Russell) And he told her that that would be the side effect; then she told
you?
(Fred) Yes sound.

(Russell) Well, I mean, at that point what did you feel? How did you feel?

(Fred) On one hand I was still thinking I was ugly. That no girl would
want me. So [laughs] it was a mute point.
(Russell) So, in other words the fact that this had happened sort of fed
into your feelings of being ugly, so you're thinking it wouldn't matter
anyway—that was one aspect?
(Fred) Yes sound.
(Russell) What about on the other hand?
(Fred) But it was not his place.
(Russell) To not give you all the consequences, to present it as
necessary?
(Fred) Yes, I was 25.

(Russell) Meaning what?
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(Fred) Adult.

(Russell) Okay.
(Fred) A person.

On another occasion, Fred told me about yet another incident that occurred when he

was much younger as a GI kid in Germany:

(Russell) Any other experiences in Germany that affected you?
(Fred) An operation on balls.
(Russell) What was this operation about?
(Fred) They pulled down one of my balls.
(Russell) It wasn't down, so they pulled it down.

(Fred) But when I was waking up the nurse was saying, why did they
bother?

(Russell) So, she didn't think you could hear this?
(Fred) Which is funny because they also operated on my ears.
(Russell) Why was that funny?

(Fred) If she did not think I could hear—
(Russell) Oh, she didn't think you could hear, but you could.
(Fred) That was like when they found my ball, they also operated on my
ea■ s.

(Russell) So, what was your reaction to that statement?
(Fred) Why, did she think I would not have sex?)

In the club—Josh turns to me and says, “We should get going?" "Sounds good

to me," I return. Josh and I wave goodbye to Carnalyn who is still up on stage dancing.

Miranda is nowhere in sight, but we will probably be back in a night or two. Looking over

my shoulder, I see two women in the audience by the stage place dollar bills in their

mouths and give them to Carnalyn who takes the money also with her mouth. They are

in no hurry to extricate their lips from each other's. Outside, Josh tells me he wants to

boogie over to Imagination Showgirls now before the place closes at 4:00 AM and see if

Exotica is working. He does not see it, but I roll my eyes. “I thought we were through for
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the night," | mumble meekly. The look in Josh's eyes tells me I was mistaken. We take

off in our rented car for the back of casino row where the classy strip clubs are located.

We find Imagination Showgirls easily. Josh wants me to jump out and ask the doorman

if Exotica is working this morning. He says she just left but will be back tomorrow at 4:00

PM. We go back to our hotel. It takes me almost an hour to put Josh to bed. The sun is

just rising as I fall off to sleep.

7:00 PM March 6, 1996

As we enter Imagination Showgirls, Exotica immediately notices Josh and comes

over and gives him a hug. I look around—there are only a few men in the place sitting at

tables. Of course, it's early yet. I say hello to Exotica and then go to the bar to get a

coke for Josh and an O'Douls for me (no alcohol in strip clubs in Vegas). When I return

Exotica has already left and is talking to a man at a table in the back. The hostess tells

us we can sit where we want. Since there are not many people, we go right up to the

stage. It's not too long before we realize this club is much different from Sin City. The

women are much more like models. Things seem less casual. The light show is much

more sophisticated with different colors slowly shading into each other and lighting up

the stripper on stage. A strobe light occasionally blinks on and off. Smoke, dry ice or

whatever sometimes emerges from the stage floor. The dancing on stage seems

lackluster and beside the point. The women do not seem that interested in the dollar

bills we place on the stage after their dances. One stripper finishes her dance and just

leaves Josh's dollar on the stage where he had me put it down for her. At Sin City, the

dancers seem really appreciative. Here, they could care less. By the end of the night, I

realize why. The clientele of this place is much more upscale, businessmen types not

the laborers that frequent Sin City. Every time a man in a suit walks through the door, he

is mobbed by a gaggle of dancers vying for his attention. Invariably, he ends up in one
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of the booths that align both walls and which shield the action from public view, paying

exorbitantly for private lap dances. Table dances are $25, so private lap dances must be

Out of this world. No wonder, a dollar didn't do the trick.

After about half an hour, Exotica comes over to Josh and talks briefly to him. The

music is So loud. I don't hear much of their conversation. She leaves five minutes later.

Around eight o'clock the men start coming in, and we don't see much of her again for the

rest of the night. Two hours pass in which I grow tired of saying no to the barrage of

women who keep asking us if we want table or private dances, and in fact tired of the

whole charade. Exotica is busy dancing for a constant stream of guys. Josh wants her

to dance for him, but the question is when. She seems so in demand. A dancer wearing

bikini bottoms and a black sleeveless vest approaches us and asks us if we want a

private dance in a thick Australian accent, simultaneously opening her vest and flashing

her small white breasts at us. I tell her that Josh actually wants a table dance from

someone else and point to Exotica. She says she will tell Exotica that we want a dance

from her. She immediately goes over to Exotica who is deep in intimate conversation

with a well-dressed and well-groomed businessman on a couch about fifty feet away.

The Aussie then returns to our table and says Exotica will be over shortly. She then

asks Josh if he wants a tee-shirt with the club's name on it. Josh nods his head

enthusiastically yes. She brings back a tee-shirt with the club's name emblazoned on it

signed by her.

When Exotica comes over, I tell her that Josh wants to talk to her briefly and

would also like a table dance. Josh then says that he knows the last time he was in

town, they had set something up for a private showing, but it fell through. Would she

want to still do it? Without visible cogitation, Exotica says she would but not during the

week, only on her day off, Sunday. She says this has to be secretive. We must not give

the club any hint that she is doing this on the side. She also says that she is moving in
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the morning to another apartment and doesn't yet have a phone. Josh asks her if he is

going to be in Las Vegas some Sunday, how would he be able to get in touch with her?

She tells us to call the club and tells them that I am her brother John and ask for her new

number. We tell her that we will be back in a couple of months and will do this. Exotica

then proceeds to give Josh, what he tells me later, is a very mediocre table dance.

After the dance, Josh and I discuss the situation: whether she is serious or just

stringing us along. We cannot figure her out. After about 30 minutes, we decide to

leave. Josh asks me to remind Exotica what we had talked to her about and to tell her

that he is “very interested" in pursuing a private showing. I wheel Josh through the now

very crowded bar in his manual wheelchair and approach Exotica who is again locked in

close conversation with a businessman on a couch. While conveying Josh's message,

also ask her if she is sure we will be able to get her number if we call. She assures me,

“Of course." She adds that she has just talked to the doorman Jerry and we will have no

problem. Exotica then ruffles up Josh's hair, gives him a quick little hug, and tells him

that he is her favorite. As we approach the exit, I look back and Exotica is hunched over

that guy on the couch rubbing up against him in the initial movements of a lap dance. I

sense that Josh is feeling down.

Josh's frustration with trying to figure out Exotica results in us reverting back to

our previous method of calling local numbers and trying to set up meetings with hookers

in the area. The number for the apartment we had called before was now disconnected.

Another place where a woman had initially said, yes she would give Josh a session,

when we called to confirm just before leaving, she told us that her boss now said they

weren't set up for wheelchairs. And there were other calls made that went nowhere.

Finally, on April 22", we talked with a woman over the phone that made house calls.

Josh liked her picture in the paper and also her voice over the phone. Unfortunately,

however, Josh had a very unsatisfying session with this woman. He wasn't much
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attracted her—she turns out to look 25 years older than her photo—he nevertheless

proceeds with the session. After she leaves, we both venture our suspicion that she

might be a drug addict. To my look of concern, Josh tells me that, yes, they did use a

Condom.

In September, Josh experienced another unsatisfying session with a woman in

San Francisco who misrepresented her appearance. Josh explains to me that since he

is paying for it, she should approach the good looks of his fantasy girl. Yet, since we

never really knew what these sex workers looked like until the session, Josh could never

be sure what he was getting himself into. I ventured that perhaps the only sure thing

would be to visit a cathouse in Nevada, where it was legal and Josh could choose from a

bevy. But Josh's old worries about going to these places resurfaced. Then Josh had

what was probably his worst experience. We flew down to Southern California so that

Josh could have a session with a dancer who he was communicating with via the

internet. But her craftily worded advertisement on the net turns out to be a major rip-off.

Innuendoes of intercourse turn out to be innuendoes and nothing else except a little

private stripping. About halfway through her two hour session, she claimed she had to

get back to her sick sister and the macho bruiser she had left on guard outside the door

had to drive her away immediately. Above my protests, Josh said it was okay. And she

was gone as quickly as she came. After this fiasco, Josh's desires cooled for awhile.

strip clubs and a comfortable sexual arrangement took a back seat to his other pursuits.

As I began to formalize my dissertation research in talks with my committee and

in writing proposals for funding, Josh began asking for my help again. I began to think

more seriously about the ethics of the situation because of this formalization process.

Yet, Josh didn't need my assistance any less in setting up a sexual encounter. The

other personal assistant's help had been a one-time deal, and he still hadn't found

someone he really felt comfortable with. Off-hand, I couldn't remember any
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anthropological accounts of the ethnographer engaging in or helping informants engage

in an illegal activity. Rabinow (1977) reports on his own encounter with a sex worker in

Reflections on Fieldwork in Morocco. However, the way he presents it, so matter-of

factly, prostitution appears to be less negatively viewed in Morocco than in the United

States. In my heightened ethical awareness, I began comparing what I was doing to an

urban ethnographer assisting a drug addict in getting his/her fix. The threat of getting

busted was also very real. The elaborate process of setting up first encounters revealed

that these women were very much concerned about the police. Indeed, twice after Josh

had had initial sessions with a woman, when a month or so later we called to set up

another appointment the phone company's message came on saying the number had

been disconnected and there was no forwarding number. One woman who we

eventually tracked down again told us that she and the other women at a house we had

visited once had had to change locations because of the threat of getting busted. Yet,

despite my anxiety, I opted to continue assisting Josh.

But the next time also turned out to be a fiasco. A photo and description on the

internet bore little resemblance to the woman who met us at the door of an apartment on

some Berkeley back street. Although she seemed a nice enough person and was keen

on having Josh call her again, he still compared the experience to his first sexual

encounter with the cute law student cum call girl. Josh was very disappointed and

several months went by without mention of going to Las Vegas or making phone calls.

For me, it was with a sigh of relief when Josh announced that his interest in finding a

sexual arrangement with a sex worker was waning. It seemed he now wanted to

concentrate on trying to establish a dating relationship with someone he met in his every

day life.
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Interpretive Interlude
What can one make of Josh's experience during this period of frequenting strip

clubs and searching for the perfect sexual arrangement with a sex worker? While no

doubt quite a few men resort to these kind of hegemonic masculine practices at certain

times in their lives, what makes Josh's situation different is that he believed that

prostitution or sexual surrogate therapy were the only current avenues available to him

as a man with cerebral palsy in searching for physical affection and sexual intimacy.

Feeling blocked in his everyday encounters, that is, being desexualized by others and

his own incorporation of the negative images of disability in relation to desirability, he

sees these avenues as offering him a modicum of what non-disabled people experience.

His experiences at the strip clubs, being hugged and kissed by women, were

unprecedented and originally fueled his desire to return time-and-again more than the

actual shows themselves. Even though, he sensed that the hugging and kissing was

more motherly than sexual, Josh clearly enjoyed this affection. That his closest women

friends never seemed to be affectionate in this way disturbed him and seemed to be a

sign of their unacknowledged fear of his disability.

In terms of gender, Josh not only reflectively constructs his implicit rejection by

the women he desires in terms of hegemonic masculinity, but masculine meanings also

play an important part in his understanding of sexual encounters themselves. As Friedl

(1994) observes, academic discussions of sexuality generally “do not mention the acute

poignancy of the revelation of one's masculinity and femininity to a sex partner.

Whatever economic, political, social, or ritual practices and symbolic association cultural

systems construct for genders, performance in intercourse is certainly part of the list"

(840). While Josh constructs his gender-identity as that which is lacking in his everyday

encounters with women, his first sexual experience affirmed his masculinity:
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(Josh) Bridgit gave me my maleness back. And when I called her two
weeks ago [when Josh makes phone calls an assistant speaks for him
over a speakerphone], she sounded like she really enjoyed it.

(Russell) So a large part of your maleness is your sexuality?
(Josh) Well, I would say that....I think it was the best thing I could have
done for myself. And I think she is so sweet.
(Russell) Why do you think it was the best thing?
(Josh) Because it proves to myself that I have the same capability as any
other male.

(Russell) You mean sexually?

(Josh) Even though I knew it before, it was still very nice to prove it.
(Russell) With a woman?

(Josh) Yes...I am a healthy male and according to what Bridgit kept
saying, I can hold my own with any male.
(Russell) What did she keep saying?
(Josh) How hard my dick was!

In the past, visiting sex workers for sexual expression was often discouraged for

men with physical disabilities because it couldn't provide the loving aspects of an

emotionally intimate, sexual relationship (see, for example, Knight 1986). While more

recently this attitude is beginning to soften, resorting to a sex worker is still viewed as a

poor choice and a risky situation (see Lathrop 2000). However, as can be seen in Josh's

case, above and beyond any physiological release, the affirmation of his embodied

sense of manhood acts to counter previous attributions of asexuality and made his initial

encounter a worthwhile experience for him. Overall though, his pursuit of the perfect sex

worker was in fact frustrating to say the least.

In Josh's search can be seen in stripped down version several features of the

hegemonic masculine sexual agenda: sexually objectifying gaze and obsessive pursuit.

That he attempted to normalize, and one might also say humanize, this search to the

best of his ability by trying to get to know women in the strip clubs who he felt might give

him a private showing indicated to me at the time the probability that this intention would
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be transposed to the realm of everyday interpersonal encounters if and when he was

able to galvanize his self agency in attempting to make intimate connections. Josh was

also seeking a semblance of emotional connectedness by trying to get to know these

women. His contention that he needed to have some purely sexual experiences before

moving onto more emotionally complex sexual relationships is belied by this emotional

seepage. While adolescents and young adults in U.S. society usually go through a

period of sexual learning, as mentioned in Chapter V. disabled people often lack sexual

experimentation in precisely these early years when sexual identity is given some

freedom to form and one learns how to sexually express him or herself in an emotionally

meaningful and appropriate way.

I received some email comments on an earlier version of this chapter from an

ethnographer of gentleman's clubs I know, who also happens to be an erotic dancer.

Concerning some of Josh's assumptions (and my own at the time), she writes:

I found it interesting that a man like Josh, who has had to so continually
face people's stereotypes and ideological preconceptions, held so many
of his own about strippers! Perhaps it would be fruitful to explore this
more...after all, why does he think that strippers might meet him for sex?
Just because they were physically intimate by kissing or hugging him
(part of the job performance)? Because they say that they will? (Most of
us say that, if it is legal to do so, because it keeps the customer
returning). Because they have shown him their body? I always find it
amazing that men so readily believe that strippers will cross that line into
prostitution, as it is often a very important one for the women (otherwise,
they'd probably be working as sex workers already! The money is better,
the hours are better, etc.). And of course, some women do cross that
line—but probably only as many women who work in other occupations
do, at least in my experience and to my knowledge. Many dancers that I
know claim to give private shows if they think this will keep someone
interested... (Katherine Frank, personal communication).

The fact that Josh, a disabled man, can experience others' preconceptions and

stereotypes of him, yet nevertheless have his own preconceptions about erotic dancers

crossing the line into prostitution tends to simply reflect his ignorance of dancers'

motivations and the back stage of these clubs (Goffman, 1959). I think that most of the
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dancers who we interacted with in the clubs also had an ignorance of disability culture.

In fact, many heterosexual men are probably ignorant of the inner workings of strip club

culture. So in this case, Josh simply reproduces the standard hegemonic masculine line.

Another salient point here is that stigmatization because of one's physical difference and

inability to perform a number of socioculturally valued functions diverges from

stigmatization because one performs certain negatively construed behaviors. It is, after

all, not the strippers' body or the fact that she is unable to strip that is stigmatized—it is

stripping as a morally negative act that stigmatizes the stripper. Frank's email, however,

does shed significant light on the assumptions that Josh and to a certain extent I were

operating from. If either he or I had known the significance of the line between stripping

and prostitution to erotic dancers, he probably wouldn't have pursued Exotica so hard

(also see Frank 1998; Ronai 1992).

Two of the other men in this study also exchanged money for sexual services

from sex workers during an early phase of their sexual lives. Both eventually abandoned

this avenue as emotionally unfulfilling, the impetus for this change being when they got

involved in an actual emotionally meaningful sexual relationship. Bob speaks to some of

these issues in the following interview excerpt:

(Bob) Sex workers are a bad road. It's very easy to do. There's no work:
you do it, it's over, it's gone; there's no mental connection. That's why it's
been here 3,000 years.

(Russell) So your experiences in this area, were these before your
relationships or after or
during?
(Bob) It was before, when I was between 19–22.
(Russell) I gather it wasn't totally fulfilling?
(Bob) Some people are good, some people are bad. Some people
understood and made an effort to make you feel comfortable, and you
can relax and take your time and do whatever you want to do....We never
learn social skills that men learned growing up. Like the difference
between petting and having sex. Most men go from A to B to C and then
to D, which is sex. Most disabled people don't know how to get from A to
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D because they never learned. That's where prostitution comes in
because they get from A to D quickly—no emotion at all....
(Russell) What made you stop going to sex workers?
(Bob) A woman named Emily Lee.

During a later interview, this same man said:

(Bob) Moving to Berkeley was a very lonely experience...which made me
retreat. The first three or four years [out of college)—what I'd do I'd call
escort services on the weekend. That would be my sexual experiences,
early. What I got out of that was learning how to do it. I didn't know how.
People look at it bad like, how could you? But would you put a kid, a 33
year old on a bicycle? No, you wouldn't do that. It's the same thing!
(Russell) So at some point you decided to put a stop to escort stuff?
(Bob) The physical part was there, but the emotional part was not there.
So the girl would leave and you'd be saying, "Now what was that?" You
wanted more. I think a lot of disabled men in this country miss that part:
that emotional connections to another person. Some never got it. That's
reality!

This is why sexual surrogate therapy can be useful for some disabled people who

now as adults find that they lack the skills to try to establish or maintain emotionally

meaningful sexual relationships (Pearlman and Aloni 1992; Aloni, et. al 1994; Joseph

1991; Knight 1986; O'Brien 1994; Hacker 1982). Josh's refusal to try this route could be

seen as a reflection of the stigma that therapy still conjures up for some people in U.S.

society. His choice of an illegal economic exchange over a therapeutic model also

shows the power that the consumer cultural model of human gratification has in U.S.

society. But in the larger scheme of things, the very promotion of the therapeutic model

of sexuality with disabled people is critical evidence of their heretofore-sexual isolation

and oppression. This sign of previous exclusion is one reason for Josh's refusal of

surrogate therapy. In fact, Josh said he chose prostitution over surrogate therapy

because he was in total control of the exchange. Since in the past disabled people have

often been under the control of others, having to get authorization by a sex therapist in

order to begin sexual surrogate therapy seemed offensive to him, particularly when he
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felt he had no sexual problem. Thus, Josh's choice on the one hand is an empowering

move and reflects his will to maintain control of his situation.

However, on the other hand, Josh's choice of prostitution over therapy allies him

more closely with a normalized masculinity, Connell's (1995) hegemonic masculinity. In

the strict hegemonic form, the traditional male-female exchange is occasionally

characterized as a more sophisticated and legal form of prostitution. That is, men pay

women's way on dates, take them flowers, buy them gifts, etc. in exchange for eventual

sexual access. This may be one reason why Josh believes that it is more “honest" than

therapy, honest meaning normally masculine. After all, at this point in time, Josh says

he simply wants to experience sex, that he doesn't have any sexual problems that

require therapeutic intervention, that, he, in fact, has many women friends. Despite, a

certain amount of emotional seepage, he has managed to compartmentalize a utilitarian

sexuality from his emotionally meaningful friendships with his women friends.

PART 2: A DATE WITH DESTINY

The Modeled Move

Josh became very frustrated with what he perceived to be the choices that this

society left him. Sexual surrogacy was out, and he was disillusioned with paying for sex.

Every time we talked, he kept vacillating between wanting to initiate a dating relationship

with a woman and wanting to just submerge his sexuality because he felt it was fruitless

to try. Our discussions began to increasingly center on his inability to initiate a

movement toward dating and physical intimacy with one or another of his women friends.

Their disinterest in him as a sexual being, which he said he could palpably feel during his

interactions with them, and the sense of his own undesirability, still held him in a vice-like

grip.
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One of the problems as we both came to see it is the lack of models of how to

negotiate sexual intimacy for disabled people (discussed in Chapter V.), in Josh's case,

for a man with cerebral palsy who both uses a wheelchair and an augmentative

communicative device. In order to imaginatively project one's self into a sexual situation

with another, it is necessary to work from some model of action-in-the-world. Non

disabled models of sexual negotiation always presume certain normative body functions

and bodily practices that impaired bodies may have difficulty achieving. Thus, non

disabled models of sexual negotiation, while not entirely worthless, by definition cannot

address the pragmatics of sexual negotiation for impaired bodies. Yet, as discussed

earlier, models of sexual negotiation for disabled people are difficult to find. Absent in

the general media, disabled people are often left to there own devices to search out

peers. What is often required is talking to people with the same disability and a similar

degree of impairment.

While interviewing Lenny and his wife, whom both Josh and I had met the year

before at a conference, I happened to mention Josh's dilemma to them. Lenny, as you

know, has had plenty of girlfriends before meeting his wife; they were now happily

married going on five years. He suggested that Josh and I come out to visit them some

Saturday for dinner. While he now used an augmentative communicative device with

speech output, Lenny had previously used an alphabet board like Josh. Although he has

more movement and mobility than Josh, he gave up walking years ago because it was

too cumbersome and now used a wheelchair. Although he doesn't have use of his arms

and hands, he uses his feet to work the computerized speech synthesizer and for other

tasks such as eating. Lenny said that he would be happy to give Josh a pep talk and

some pointers. Arrangements were made and Josh and I headed out to their house,

which was about an hour drive from Berkeley, about mid-afternoon one bright, sunny

Saturday. I have extensively edited our discussion that evening, only leaving in the most

254



relevant passages from this dinner with peer and wife. However, I have chosen to wait

until the end of this long excerpt before bringing my own analytical voice into the text, so

that the reader can get an extended sense of the imperatives of that evening.

Interview: April 25, 1998 (with Josh, Lenny, and May)

(Lenny) And you can try too hard also. Just let things happen naturally.
(Josh) What does that mean?

(May) Don't try to be so charming and impress somebody that they
ignore you. Does that make any sense?
(Josh) On one hand I want to get my personality out there but on the
other hand you are saying to not try that hard.
(May) Number one, get rid of the word try. Somebody said that, I don't
know, a few years back, its not I'll try to stop biting my fingernails or this
or that. It's you're going to do it or you're not going to do it. Don't say, I'll
try to do it because you're going to do it or you're not going to do it. But
it's not don't put your personality out there. Let it be out there and be
natural. Don't force it like, I'm going to be so charming, I'm going to smile
all day. You know, it's like, don't force yourself to be something you're
not. If you're having a bad day, let it go through the cycle. Is that what
you meant? Because your personality's out there.

(Lenny) Be yourself.

(May) It comes out your eyeballs, your smile, everywhere else....You
might even have somebody who's interested, or one or two people who is
interested and you just don't know it yet.

(Lenny) Tonight you're personality is coming out great.
(Josh) Though I do not have any problems with that. But it is like going
to the next step. I do not know how to do it without getting slapped.
(Russell) [Laughs.] Keep your pointer to yourself.
(Josh) I am...

(Lenny) Do you feel insecure?
(Josh) That is an interesting question because if you ask Russ, do I have
a huge ego?
(Lenny) That's different.
(Josh) I do feel somewhat insecure because I do not have any
experience with meeting girls. But I tell Russell what to do when he
meets a girl.

(Lenny) Sure it's easy to give advice. It's hard to carry it out.

255



(Josh) And some part of me has to stop thinking of the other person: I
have to start to go for it. I am sure there were times when I could have at
least tried but I did not.

(Lenny) I felt insecure too. Have you ever necked? Well, that is coming,
no pun intended.

(Josh) I hope so.
(Lenny) Again, it's risky and it's up to you to make the first move.
(Josh) I thought that.
(May) Lenny and I went out once before he moved. He invited me to the
New Years Eve dinner and dance. And I got to help him clean the
apartment before he left. So it was like, we're going to this New Years
Eve, and we danced and danced, because he could zoom around in his
power chair. And when it became midnight I gave him a smooch for
Happy New Years. But I gave him two smooches so he wouldn't think the
one Smooch was just a mandatory, okay it's New Years, you gotta kiss
whoever you're standing by. I gave him two kisses so he would think,
okay it's something more. But his friend was teasing him that I liked him
and he wasn't real sure.

(Lenny) I think you wanted to stay over.
(May) I was interested, yes. But I wasn't invited so I didn't push it. I had
just gone through my second divorce. Plus another thing while Lenny
and I were working together, once he's in his jeans he can't get out of
them, he's stuck. So in order for him to go to the bathroom, he can go to
the bathroom but somebody has to unhook his jeans so he can get in and
out of them so he can go to the bathroom at work. So one day our boss
came to me and he goes, could you help Lenny? Like sometimes when
he wasn't there, would I be available to help? That was part of my job, I
helped people get dressed and undressed all the time, and if they need to
use the bathroom that was just something I normally did. Not in that job
that I was currently doing but it's something I did for people and it was no
big deal. It was like, oh sure. And to this day, I don't think he believes
me, every time I helped him I never peeked. I gently got him taken apart
and turned him loose in the bathroom and waited until he hollered for me
to redress him. He still thinks I did but I didn't. I behaved myself; I was
professional.

(Lenny) I don't care.

(Josh) I keep telling Russell, I wish would he please quit just so I can a
find a cute girl.
(Russell) Well, like I said, next year it's all yours. What about Richard,
you got to fire him....

(Lenny) Hiring girls for attendants can be dangerous.
(Russell) What do you mean by dangerous? Why is it dangerous?
(May) In some respects they either only want to be attendants, or they
might want to be girlfriends but a lot of times they don't want to do both. I
mean, just guestimating.
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(Lenny) Yes.
(May) So, if you hire one to be an attendant and they decide they'd rather
be a girlfriend they usually don't want to be an attendant any more. If you
hang around with one as a girlfriend they don't always want to do the
attendant part. And at some point in some relationships it either ends the
relationship or you have to work it out somehow.

(Lenny) That happened with Alison.

(Russell) Yeah, was she your attendant first? No, she did the attendant
work for you after, then that became a problem. Yeah.

(Josh) So how would I go about meeting new girls.
(Lenny) Ask [inaudible] what not to do.

(May) What? Don't meet in bars, play barflies.
(Lenny) For dating.

(May) Don't join any expensive video things, I did that. [Laughs.] If you
can find something that you like to do or if you like environmental groups,
whatever kind of thing you're interested in....My first husband liked
hunting and reloading bullets, well I didn't like killing things. So that, you
know. But finding—it's nice to find somebody that you're friends with first
and then have it work into a relationship second. The other two
relationships I was in we became girlfriend, boyfriend, got married...
(Lenny) Do you like to dance?

(Josh) Not really. I am a bore.
(Lenny) I doubt that.

(Josh) I am a computer nerd. I could...
(May) You could tutor.
(Lenny) You meet people at conferences.
(Josh) Well, I would not say I have time to strike up a conversation....
(May) What about the airplane?

(Josh) On the airplane I do not have my board. I like hanging out on
campus mainly. And I like to look at girls....
(May) You can't just look at them. You have to figure out where they're
going and where they're coming from. We like to people watch....
(Lenny) Do you have the power chair?

(Josh) I go everywhere in Berkeley. If it's outside Berkeley forget it.
(Lenny) Why just Berkeley?
(Josh) It is just easier just to get in Russ's car than to call Paratransit.

(Lenny) Sure it's easier. However, you may be losing out on meeting
SOmeone.

(Russell) Good point.
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(Josh) I know, but it is like last year...I did not take my power chair [to a
conference] because I am scared the airlines will damage it.
(Lenny) Well, that is true however you need to decide what is more
important to you, having mobility at conferences or having the nice
shining chair at home....
(Josh) Did you ever go to strip clubs?
(Lenny) Actually Ralph and I went to them in SF in 1980. It was not
worth the money.
(Josh) It is weird because sometimes the strippers really like me.
(Lenny) Hmm....What does that tell you?
(May) I do not know.

(Lenny) It either means they think you're attractive or they are putting you
On.

(Josh) They are not [side one ends]
(May) [Side two begins.] They [people on the street] would go up to
Lenny and talk to him like he didn't understand anything too complex.
And sometimes people just aren't sure.

(Lenny) You know that.

(Josh) It is funny when people do that because I think to myself, well I am
in a Ph.D. program and you are not....
(May) Do you meet any people at the library? Do you hang out at the
library or is it all on the computer now?

(Josh) I do not hang out at the library.
(Lenny) Start.
(May) I didn't know if it was a place to hang out. It used to be.
(Lenny) I did that.

(May) Other students might be hanging out in there.... Start a
Conversation. Lot better than a bar.

(Lenny) Options are everywhere if you want to do them....What about
BART2

(Josh) I just have not tried to go on my own on BART, given the
experience that we have had on BART, I am not too sure I would want to
try it on my own.

(Lenny) Why? Here is another thing I have learned in my old life. Don't
live in the past.

(Josh) What does that mean? I live today.
(May) Meaning if you had one bad experience in the past on BART, don't
let it prevent you from going again....
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(Josh) I should hang out more downtown. I think when I get my new
house I will do that more because my house now is kind of away from the
downtown.

(Lenny) What do you want in a relationship?
(Josh) How should I answer that truly or with my sense of humor? I will
answer it truly.

(Lenny) You are so nice.

(Josh) I want someone who is nice and smart and can laugh at my stupid
jokes.

(Lenny) That would be hard to find.
(Josh) You're very funny.

(Lenny) I am kidding. So humor, smart and nice.
(Josh) Outgoing.
(Josh) Looks really do not matter....I like young women.
(Russell) How young?
(Josh) Any age from eighteen to thirty.
(Lenny) Eighteen is a kid.
(Josh) It is being on campus for thirteen years. Really, eighteen would
probably be too young for a relationship. But for a night...
(Russell) Eighteen is just finel [laughs]
(Josh) See what I live with? [laughs]
Long talk about Josh opting not to get a speech device.
(Russell) Question, what did you do when Russell was gone and you had
to call someone?

(Josh) I...

(Lenny) I know that board can't talk over the phone because I used one
also.

(Josh) ...I don't want something that I can't easily use and I know there
are circumstances where I should use one and I will. But I do not think
not using one makes me less smart.
(Lenny) I didn't call anyone—Josh, you didn't really answer my question.
(Josh) I would like to be able too call people when Russell is not around.
And I am sure Russell would like me to be able to do that.

(Russell) Sign me up, go ahead. I'm just kidding, huh....
(Lenny) I am not saying this device is for you. There are others you may
want to look at and try out.

(Josh) It just takes time and with my life, time is not something I have
right now.
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(Lenny) What takes time?

(Josh) Looking at everything and then figuring out how to pay for it.
(Lenny) Department of Rehab would.
(Josh) I am not a client.

(Lenny) Become one.
(Josh) That is a long story....It is just with everything going...
(Russell) This is called Josh's excuse city.
(Josh) You know my life.

(Russell) Yeah I know it, you've got a lot to do. Well I mean if you really
wanted to do it you would, I think.

(Lenny) And the time will come when you will want to.
(Josh) I just—

(Lenny) I was the same way.

(Josh) I just want something that will work for me. I do not want to have
it to have several keys they are just for a word because I think I would get
tired.

(Russell) [laughs]
(Lenny) Well, what are you doing now?

(Josh) Russ is a good guy.
(Russell) Thank you.

(Josh) A good guesser, so I just save time and energy.
(Lenny) What, do you want Russ on the date?
(Russell) What?

(Lenny) I wouldn't....I am not saying you need the device to go on the
date.

(Josh) I know it would help because I know I could charm women.
(May) You're ahead of the game when you already figure that out.
Because there's too many people out there that don't think they can.

(Josh) I just need to develop courage to try.
(Russell) Lenny can talk about that.
(Lenny) Try what?
(Russell) He's trying to pin you down exactly.
(Josh) I have had many friends who were women and I am too nice. I do
not want to lose them as friends. And I just have not had time to really
think about it...

(Russell) We notice some themes coming up. Time is of the essence.
(Josh) That is why I am taking off a year (from school).
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(Lenny) To do what?
(Josh) Well, right now I will say I am going to give it a try. But whether |
do it or not is a different question.

(Lenny) Do what?
(Josh) Date.
(Lenny) Why do you think you would lose your friendship with women?
(Josh) Because they would be scared of that I wanted more out of the
relationship.

(Lenny) They could surprise you. That's when the risk comes.
(Josh) I am too chicken.

(Lenny) If they don't want the relationship like you want all you do is
apologize and ask to still be friends. And if they are really your friends
they would accept.

(Josh) I know, and I will take the plunge.
(Lenny) When you have time.

(Josh) Right.
(Lenny) Okay. [long pause for meal■ side three ends]
(May) [side four begins] He always said he wasn't getting married, so I
didn't Want to Scare him off.

(Lenny) So finally I said fuck it, do you want to get married?
(May) [Laughs.] My three kids are in the other room listening to the
Super Bowl.

(Lenny) And she did.

(May) I said, yeah. And then he said I promise I'll ask you properly later.
(Lenny) When we went to look at rings.
(May) We went to a bunch of stores looking at rings and stuff, and we
couldn't find any we liked. So we waited to come back over to Santa
Rosa and we found some. I thought the lady was pretty good. When he
told her he was going to put it on his toes she didn't bat an eyelash, she
said, okay fine and she measured his toe. Well, first you were debating
which toe to put it on and then you said, nope this one.

(Lenny) I wouldn't have left.

(May) If I'd have told you—well, you had just made it really clear for two
years that you were going to be a bachelor forever, you were never going
to get married. Not this guy, no. And I took you at your word, so I wasn't
going to go scaring you off man.
(Josh) So how long did you date?
(May) We started in October. We had worked together for two years
from '89 to '91. Then he moved to Sonoma and you were gone for a year
and a half or so, and we started dating, it was Halloween, October. But
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the thing that was different was we were good, good friends first and later
we started dating. And then we were married in less than a year.
(Russell) After you officially started dating.

(May) We officially started dating the end of October and we got engaged
the end of January three months later. But we had known each other for
a lot of years. It was over a four-year process but we only dated three
months. But we knew each other real well because we worked together.
(Lenny) The back rub started it off.

(May) We ordered pizza. [laughs]...
(Josh) So how do you charm women? How did you charm—because I
am sure you do not have to charm Brenda any more.
(Lenny) My eyes.
(May) He bats his eyes, he winks. A sense of humor helps a lot.

(Lenny) Smile.
(May) His favorite line is always, just be you. Being yourself will be-l
know I tried for several years to be somebody else. I thought I was trying
to be me but I was trying to be somebody that my dad wanted me to be. I
tried for twelve years and I couldn't do it. And so when you just kind of
my mom said when Randy and I got together that was like I used to be, I
was like me again. And that's it, be yourself, be honest or whatever. You
find out who your friends are and who they aren't.
(Lenny) Like Billy Joel says, I like the way you are.
(Russell) Just the way you are....

(Josh) When Russ told me in the 70's you went across the country in a
Van.

(Russell) is that correct?

(Lenny) Not.
(May) He usually flew.
(Lenny) That was my job.
(Josh) Doing what?
(Lenny) Helping to start self-advocacy groups. Met lots of nice people
and girls...
(May) Watch them women, always chasing my man. I almost had to
beat one up at a conference one time. She was getting a little too friendly
hanging on him. Hi, I met you before. She's hanging on him. He was
trying to show her his engagement ring, but she was too close. I said, if
she don't cut it out I'm going to have to beat her up, rough her up a little
bit.

(Lenny) She was drunk.
(May) Not me, I don't get drunk....
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(Lenny) I have a question. Are you attracted to anyone now?
(Josh) I had a friend in my Master's program that I was attracted to and I
was going to try to ask her out. But this year with my Ph.D. program |
have lost touch with her and I really do not meet too many new people. I
do not know why last summer I was on campus and this girl was out
watching me; somehow I decided to try to talk to her and we did talk for
an hour. And stupid me when she left I did not get her number. I was
pissed at myself. It is like for me it is hard to meet girls because of what
this society says about severely disabled people. And especially people
who cannot speak. So it is hard for me to get my personality out there.
(Lenny) I am going to be honest. I think you're Ph.D. is more important
to you now than girls are because if you really wanted to meet girls you
would make the time....Which is fine. How old are you?
(Josh) Too old, 33.

(Lenny) You just a kid....
(Josh) I am not taking off a year just because of that. But because of
am sick of school. I just got my Masters.
(Lenny) I would have gone nuts by now. And the best places to meet
Women are at work Or School.

(Josh) I have met some women in my Master's program, and I know this
woman but she has a boyfriend in Argentina. So it is not like I am shy.
(Lenny) I wouldn't let her having a boyfriend stop me from talking with
her.

(Josh) About what? [laughs]
(Russell) [laughs]
(Lenny) That is up to you.
(May) You have to be creative....
(Lenny) Ask her hobby.

[The talk turns to other things.]

Embedded in this pep talk are certain themes that will later influence the

development of Josh's own model. The fact that Lenny's wife is obviously attracted him

and loves him shows Josh that there are women for whom disability is not a major issue

in their choice of a partner. The couple's romantic narrative (a lot of which for brevity's

sake I excluded from above) is a revelation to Josh. Lenny's positive body image, one

result of which is his incorporation of his unique bodily movements into the seduction

Scene is also important for Josh to witness. This kind of modeling is too rare in terms of
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disability and sexuality. Being suggestive with his eyes and suggesting a back rub are

concrete strategies that Josh can incorporate into a heretofore-minimal repertoire for

TO■ man Ce.

Yet, the day after our visit to Lenny and his wife's home, Josh and I were not so

upbeat on the advice given. We both were dissatisfied with Lenny's reference offered

several times over the course of the evening to "just being natural." What did this

enigmatic term mean? Although I thought some of his other suggestions might be

useful, Josh seemed more frustrated than ever. At the time, I remember wondering if I

had been wrong to think that by talking to another significantly disabled man, one who

was successful in establishing sexual relationships, Josh might come away from the

experience with a different perspective.

Several months passed and Josh began telling me that he didn't need a girlfriend

to be happy. That if something happened fine, but that he would not count on it. I

sensed that underneath this blase demeanor, something was brewing. Then one day he

declared that he needed to make a new circle of friends, that making new friends would

increase the possibilities of finding a lover. This I thought was a step in the right

direction. In the past, Josh had a tendency to make friends with some of the

undergraduate women who he would hire to do some communication facilitation at

school or help him with homework. These women were usually not cognizant of or

sensitive to disability issues, which I saw as problematic. Now deeply involved in

interviewing the other men, I knew that for most of them sexual relationships had

developed with women who were involved in disability related work, the Disability Rights

Movement, were personal assistants (despite Lenny's caution) or were somehow

Sensitive to disability issues. Josh's odds would definitely improve if he plowed this

ground. I in fact had a dream of quitting my job as one of Josh's personal assistants:
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sacrificing myself so that Josh could hire a female assistant to help him with his personal

care. As it turned out, I never had to follow this dream up in reality.

It was now late August and about as hot as it was going to get that summer, in

the low 80s. We invited Lenny and his wife, some other disabled and non-disabled

friends and my parents to join us at the Berkeley Blues and Brews on the last Saturday

in August. They were closing off Center Street in downtown Berkeley, setting up a stage

and bringing in some of the best local blues talent to play for about six hours. Several

stands were set up, selling an assortment of quality microbrews from the Western states.

Toward the end of the night, when the music was almost over, a woman pushing a

young man in a manual wheelchair approached what was left of our crowd: Josh, myself,

a disabled woman friend, and my parents. She hesitantly began questioning Josh about

his board, saying that her friend in the wheelchair had asked about it.

As we were to learn, this young man also had cerebral palsy and was unable to

talk. He had much less control over his limbs and neck than Josh. He was trying to

figure out how he could better communicate with people. His friend, the young woman,

had been a Group Home worker where he lived and had gotten to know him. Even

though she no longer worked there, she still visited him often and had in effect become

his advocate, trying to convince others on his care team that he was intelligent but just

lacked access to the right technique for communication. He used an alphabet board, but

was unable to steady his hand enough to point out letters unless he was assisted by this

woman. It sometimes took as long as 15 minutes for him to produce a single sentence

this way.

That evening on Center Street, Josh discussed how he communicated with this

woman, Tina, and her friend, Joe. She seemed genuinely interested in the process and

somewhat in awe of Josh's intelligence. He let her know quickly that he was in a Ph.D.

program, as he usually did when he met new people, to counter any possible thoughts
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they might have that he was cognitively impaired. They talked with my assistance for

about 20 minutes before the woman said she had better get Joe back to the group

home. Josh asked her if she had email, she said no but she had a phone; they

exchanged numbers with promises to call.

Both Josh and I are night owls, so we called Tina around 11:30 PM several

nights later. She had said she was usually up at that time too. Plans were made for the

three of us to get together at a local pub, so Josh and Tina could discuss Joe's

communication issues and what his options might be. From that meeting things

proceeded pretty quickly. I bowed out of the next get together a week later because I

sensed that Josh and Tina could communicate quite effectively without my presence and

because on some level I must have also sensed they wanted to be alone. Tina began

coming to the house more and more during the next month or so. Whenever I came

down to Josh's room when she was there to ask him a question or just say hi, they

always seemed engaged in discussion or watching some video that she had brought

over, and they both would look at me like, “What the hell are you doing here?" I would

then bow out awkwardly figuring that a close friendship was developing.

As part of a fellowship package I had scored for that year, I had to travel to the

yearly fellow's conference and spend three days discussing my research and listening to

others discuss their research. When I returned from this conference, Josh told me that

he now had a girlfriend. Although I suspected that their relationship might eventually

move in that direction, I was surprised it had happened so fast. I had several tasks to

take care of and could not sit down with Josh to talk for several days. Finally, late one

night, Josh and I sat in the kitchen and he told me what had happened.

Interview: November 13, 1998 (with Josh)

(Josh) It is very ironic because Lenny asked me if I had a girlfriend.
(Russell) In front of her.
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(Josh) No, when we were going down to the Blues and Brews.
(Russell) Well, Lenny asked me the same thing when I went out there a
month ago. I said that you were acting pretty indifferent to the whole
thing.
(Josh) I was until Tina.

(Russell) So when did this happen? What was the process?
(Josh) The last few weeks she has been helping me get my shit together
and we have been spending a lot of time together.
(Russell) Okay.

(Josh) So last Thursday we were watching TV. I asked her to rub my
back.

(Russell) The old Lenny trick.
(Josh) And she did?

(Russell) And how did that feel, good?
(Josh) [Shakes his head yes.) After that she put her hand on my hand
[laughs].
(Russell) Okay.

(Josh) And I was thinking what does this mean, and should I do anything
and I was so nervous.

(Russell) How long did this go on for.
(Josh) Ten minutes, and we just started kissing.
(Russell) How did it just start? You're looking in each other's eyes,
looking at TV then it happens?
(Josh) Yes.

(Russell) So, what's going on when you are looking in each other's eyes?
(Josh) I did not know what to do.

(Russell) So, I assume that you figured out what to do?
(Josh) We both just leaned in and started kissing.
(Russell) It sounds so romantic. It's a great story. So how long did that
go on for?
(Josh) We did that a long time.
(Russell) And how was that?
(Josh) Great!
(Josh's success in using Lenny's suggestion of a back rub shows the importance

of peer support by disabled people with similar impairments. The fact that in Lenny's

Case it is he who is giving the massage with his feet and in Josh's case it was Tina giving
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Josh the backrub doesn't diminish the importance of using it as a segue into establishing

intimacy. Although it is apparent that Tina was doing some maneuvering of her own,

Josh nevertheless was able to use this line as a model of action in the world of romance,

and lucky for him it worked first time).

(Josh) She has no preconceptions of people.
(Russell) What do you mean?
(Josh) Like I asked her was my disability an issue. She said, no.
(Russell) Did she elaborate?

(Josh) She just said she saw my eyes and she fell in love with me.

(Russell) Donna said that too about the disabled men she was involved
with.

(In fact, three significant others and four men mentioned the eyes as enhancing

seduction).

(Josh) In my head I always thought I was always a great person and I
could make a girl happy, but I really never thought it would happen.
(Russell) Why?
(Josh) Because so many people judge me as too disabled.
(Russell) For what?

(Josh) A relationship.

(Russell) See, I told you there were people out there.
(Josh) You did.
(Russell) I guess it takes patience and luck too.
(Josh) Pure fate.
(Russell) Yeah, but I think that if you recall when you first met them at the
Blues and Brews festival, you really wanted to get in touch with them
partially because of Tina's disabled friend but also to expand your range
of people, friendship; that was a good move.
(Josh) She said she was so happy that I called her.

Initially, Tina was reluctant to talk to me about their new relationship, seeing it as

somehow sacred, not wanting it to be debased to the level of "a study." But I bided my

time, knowing that she would probably want to talk about some of the new issues in her

life at some point. I had originally interviewed her in September 1998, a group home
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worker who had worked with developmentally disabled children and young adults,

including people with cerebral palsy. There was no problem with that interview. It was

only after she became romantically involved with Josh that she felt like she didn't want to

deal with probing questions. As I thought, however, about four months into the

relationship, Josh came to me one day and said that Tina was willing to talk about their

budding relationship. That evening, I sat down to talk with both of them. Except for one

point, I have refrained from bringing my analytic voice into play until the end of the

interview in Order to let the reader make their Own Connections with some of the issues

discussed in previous chapters.

Interview: February 28, 1999 (with Josh and Tina)

(Russell) So given that you've been with Josh now, how many months
have you been seeing Josh?
(Tina) Josh can answer.

(M) It depends.

(Russell) Well I mean, in terms of considering each other boyfriend,
girlfriend stuff.
(Tina) Four.

(Josh) November.

(Russell) So, any thoughts on the process being with Josh, a man with
CP.? What are some of your thoughts on that? I'm starting very general,
I'll get more specific.
(Tina) I don't know, I never really considered it a process.
(Russell) All relationships are a process.

(Tina) [Laughs.] Well we're processing, processor, food processor.
(Russell) That's it? Well I mean, can you, can you talk about some of the
things that attracted you to Josh? Sort of spurred you on to establish a
relationship, that might be easier.
(Tina) His eyes. His eyes, his patience and his diplomacy.
(Russell) Um-hmm. That's it? [Laughs.] Do you have any, how can I
put it? You remember our interview from before, right?
(Tina) Vaguely.
(Russell) Do you have any differences in your opinions that you
expressed in that interview now that you...?
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(Tina) No, I don't really remember well enough. Sorry, I feel like Monica
Lewinsky. [Laughs]
(Russell) What about the issue of the way U.S. society views uh, people
with CP., men with CP. and their establishing their relationships?
(Tina) I don't know that my experience has been vast enough yet to
understand that, but everyone assumes that I'm working with Josh.
(Russell) Why do you think that is?
(Tina) There's this couple, people wait until I leave to get something. It
always happens when we're at coffee. When we were coming up from
San Diego we stopped at some coast place and we went to the Starbucks
and we were sitting outside, and this couple was sitting directly inside and
they were watching us the whole time. I went to the car to get something
and they were leaving, they were leaving in their car and they were about
to get in and I was walking to our car, which was parked next to it. So I
was waiting to get into the car because I couldn't open the door. And all
the sudden the man and the woman, they were an older couple and they
couldn't hear what each other was saying, but it was really funny because
you knew that they were kind of talking about us on the inside. They
were completely echoing, such love, such love and dedication and
patience with that man. If ever I get sick I'm going to call you, whenever
get sick I want you to come and take care of me.

(Russell) They were telling you this?
(Tina) Yes and I didn't know, I was just like thank you, thank you. And
they just kept yelling for like three minutes.
(Russell) Did you tell them?

(Tina) I was dumbfounded, I just stood there stuttering on the corner.
(Russell) We do the hokey-pokey you know, we're lovers. You didn't feel
like saying that?
(Tina) No, I did. But I kind of didn't know how to...
(Russell) It's hard in a situation like that.

(Tina) Kind of, well there were two things, I couldn't get a word in
edgewise and they were a lot older. It was like, um, thanks.

(Russell) You think if they had been more your age you would've...
(Tina) Well there was this lady yesterday who, we were sitting outside
again and when I went in to take the dishes back, and this girl who had
passed us earlier—l guess they had gone to the other side of the café
and they were siting outside. But anyway, we went in at the same time,
she held the door open for me because I was carrying the dishes. And
then I put them back and I was walking, and she was kind of waiting to
talk to me, which I didn't realize because we kind of sidestepped each
other. And then she started kind of fumbling her words and stuff because
she didn't know how to ask, but she thought | worked with Josh. So she
was kind of trying to ask if I worked with Josh. I can't even remember
what she said, but it was kind of cute because she really didn't—but I was
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like, no, he's my boyfriend. And then she felt all—she was really
floundering and so, I gave her the number of the agency I worked for
because she was looking for a job one on one with children anyway. So,
or people with disabilities, primarily children and I told her that's what I
did. I mean, she was really nice. And then she came out and she kind of
toodle'ood at Josh and everything. She was really embarrassed but she
was really nice. So yeah, so when people ask I say. But the older people
come over and pat my back, I get all the attention, not Josh so it's kind of
funny.

(Russell) So why do you think that is?
(Tina) Oh, well because, uh-oh.

(Russell) What are they responding to?
(Tina) Well, Josh, nobody can talk to Josh directly because they don't
know if he's going to understand or I don't know. If there's an attendant
they always talk to the attendant, never to the person.
(Russell) You're saying they're talking to you and Josh through you?
(Tina) Yeah but they talk more, if they're talking about Josh at all it's
about Josh to me. Like asking me about Josh, sometimes they wait or,
sometimes people will say something. Remember that lady at that bagel
shop?

(Russell) But how does that feel to you?
(Tina) We're not perceived at all as a couple.
(Russell) In terms of having people talk to you about Josh in Josh's
presence.

(Tina) Kind of annoying but I mean, I think we talked about this last time,
where you just re-direct people. I look at Josh and wait for them to repeat
the question in Josh's direction. I've dealt with that for years, so it's not
really....

(Russell) But are you doing any work, do people leave these encounters
knowing you're a couple or not knowing you're a couple?
(Tina) Some do, some don't. It kind of depends on whether, I mean, you
really kind of gauge the person. I mean, if they're willing to hear it, but
some people just aren't, like that lady, God Bless you both. It was funny.
[Laughs.] This lady, they had a daughter who was like her early twenties,
So it was a man and a woman who were like middle aged. And they were
having their afternoon siesta in the bagel shop where we were in San
Diego, we were sitting there and we had had a snack and some soda.
We were just kind of talking for the longest time, it was kind of cold
outside so we were just kind of seeking shelter. And they hadn't, I guess
they probably smiled at us when we came in but they weren't really
looking at us. Sometimes we'll be sitting there and people will just keep
looking and stuff like that, and both of us will be like, hi, if they want to talk
or, if they feel like they're busted they'll stop looking all together. So, um,
so it hadn't been apparent that they had been talking about us or that they
had been looking at us or paid any attention or anything. And they were
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leaving and the woman, well Josh's back was to them where they were
sitting and they walked behind me, so the man and the daughter left and
then all the sudden the woman's right beside us. And she was like, God
bless you. God bless you both, you two are just the loveliest people, I
don't know, she kind of talked to both of us. I think she talked a little more
to me but we were both blessed, so for the rest of the day we were both
being blessed.
(Russell) Was that from a religious point of view or do you think meaning
blessed...

(Tina) I think that she was probably religious. And so you take it as wow,
she was really giving us good tidings or whatever. So I think that she was
just—but I don't think that we were doing Christian charity work either by
existing, I think that was just her blessing us. It was funny. It was sweet
and everything's well meant and it's just people's ignorance and
understanding. And again, we couldn't get a word in edgewise, we were
both dumbfounded and she left and we both just cracked up. It was like
the same thing with the older couple.
(Russell) So, so far you haven't gotten angry with people yet?
(Tina) No, not really. People piss me off sometimes. Like that little girl
yesterday pissed me off, she was three. I was like, bitch. Her brother,
they were both, we were walking down the street and she was on a little
tricycle and her brother was on roller blades with the helmet, the whole
nine yards and stuff. And so they were walking um, we were walking
towards them and the brother really didn't know what to do and he was
just gaping at Josh, he was jus staring and kind of tripped to the side.
And then all of the sudden, like last minute he nods his head and Smiles
and we both say hi, so that's cool. And the little girl's like, he was
probably like nine or so, and then when we were passing her at the last
second she just grimaces in disdain. It was just crazy and they pissed me
off. But she was a little brat and she didn't know any better, hopefully her
parents teach her well or something. And you know by experience,
maybe her best friend in class will be someone with CP., when the time
Comes. Who knows.

(Russell) But for you, you have to in some sense, this is an aspect of
relationships that you hadn't taken into account?
(Tina) No.

(Russell) Or you knew it was going to be there?
(Tina) It doesn't really catch me much by surprise. I mean, I think that I
kind of don't really think about much ahead of time. But it doesn't really
take me by surprise. I think we weird a lot of waitresses out because they
can't quite figure out what's going on between us because we'll get all
romantic or something, and we'll hold hands and they're like, aaah. I
think society makes assumptions that, Josh's not going to be, he'll be with
me as an attendant but he won't be with me as a lover.

(Russell) So in some sense you're blowing apart some of the cultural
expectations about...
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(Tina) Get out there and shatter them all. I don't think so.

(Russell) No, in terms of somebody with Josh is going to be their
attendant.

(Tina) Yeah.
(Russell) And that maybe goes even in terms of a friendship too
sometimes, not just you know, a girlfriend. That's an interesting
expectation that people have.

(Tina) And I think that's where that woman yesterday was really
floundering with words, because she wasn't quite sure if we were, if we
were there as friends or if we were there as attendants. I don't think it
would've ever occurred to her that we would have been there as lovers.

(Russell) Wear his and her tee shirts [laughs]. So, now in terms of
discussions, have you had talks with your friends and stuff? Have friends
asked you about Josh?
(Tina) [Laughs.] Always. My best friend Ellie, she's like our on-going,
she's so funny. She's getting a little bit better every day but she asks the
oddest questions. But Ellie just really odd ball anyway, she's kind of
whacked.

(Russell) What does she ask?
(Tina) Well sometimes she asks really intimate things. In the beginning
she asked really intimate things and all the sudden she either realized or
decided that she didn't really want to know. She's like, no, no, we're not
going to go there. I don't want to know any more.
(Russell) Sexual things?
(Tina) Sexual things. Like she was totally intrigued, but this is Ellie. I
could have any boyfriend or girlfriend and she would be asking the same
questions. But she's just a little more intrigued and she says, I just don't
understand it.

(Russell) She says she doesn't understand it?
(Tina) Well she understands it for now but she doesn't understand like
Josh and I having a future together either.
(Russell) Why? Have you figured out why she doesn't understand that?
(Tina) Because Ellie has a difficult time with commitment. I think she has
a lot of issues playing into all of this, but she's a little less reserved than
most. And Josie's mom is all over it, she thinks it just the coolest thing
since sliced bread.

(Russell) What does she say about it?
(Tina) Oh she always says, hi.Josh. Tell Josh hi, we all have to go ice
skating, we have to do this. Josh is in every single conversation. She
just thinks it's the coolest thing in the world.
(Russell) Huh.

(Tina) That's cool....

273



The discussion turns to talking about anxiety they both have about
meeting their partner's parents.
(Russell) So now that you've brought them up, now you're in a different
position, can you see some of the social and cultural barriers in a different
light now? Working with disabled people and now your relationship with
Josh? Do you see them in a different light somewhat or is it the same?
(Tina) Well, I think I feel more victim to them if that makes sense.
(Russell) Yeah.

(Tina) I mean I don't really feel like a victim but my gravest fear is, my
friends knowing me and having always worked with kids, and then later
worked with people with disabilities and it's just kind of this nurturing
positions. And that's always been my personality. I've always been the
confidant of the social group that I hang out with, I've always been the
one to make sure that everybody's okay. So I worry a lot that they're
going to look at this as a very unhealthy thing, and me just being in this
relationship to take care of somebody, and really indulging that aspect of
my personality in a negative way. And both Josh and I feel our
relationship has very little to do with that. I mean, sometimes I help him
because he needs it, you know, but it's often begrudgingly. No, not so
bad. Sometimes, I just, I don't think that's a motivation for our
relationship but I'm really afraid that my friends...
(Russell) Tapping that nurturing side of you?
(Tina) Yeah. I'm afraid that the people who know me are going to
assume that it's something that's like really unhealthy.
(Russell) Well that interests me itself, that it's unhealthy.
(Tina) Very.
(Russell) But I'm just saying—
(Tina) You've never heard that before?
(Russell) What?

(Tina) How do I rephrase it?

(Russell) That somebody is caring and nurturing because they're fulfilling
that part of themselves, it's unhealthy?
(Tina) I guess engaging in a relationship with someone who has physical
needs beyond—yeah.

(Russell) I mean, I've heard the argument before but to me it just doesn't
Seem, to me it doesn't make much sense. It doesn't make much sense in
that we all are in relationships for all kinds of reasons, and if the
relationship works and we're getting a lot out of the relationship I don't
see why...
(Tina) I think it's the reasons, and even the reasons that border on it
would be unhealthy that I'd be in this relationship are a lot different than
what I think the people who know me will assume. But I think the people
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who know me will assume it's to meet Josh's physical needs and to take
care of him.

(Russell) I understand what you're saying, and I agree that there's a lot
more going on most likely in your case. My point being that I don't
necessarily view it as unhealthy if one of the things that you're fulfilling is
that nurturing and caring aspect. How is that unhealthy? It's only
unhealthy because people are trying to normalize or look at that and say,
well its unhealthy to...

(Tina) I guess so, but we're approaching—the guy who presented the
amputees and devotees thing. It's that sort of thing.
(Russell) What did he say now? I mean, I've talked to him about that
issue but what aspect of what he was saying...
(Tina) Well, just really general. Well, the fact that there's devotees, that
kind of turns my stomach a little bit. So, there are people, there actually
are situations where I might give prudence to that sort of an argument,
but I don't think it's such in ours. But I really don't know how to convince
people of that. And I guess that's not really that important but it's a fear of
mine...And I don't want to get labeled and stereotyped and sheltered.
(Russell) Yeah, it's hard not to live in a world—it's so difficult to sort of
like, just not have to block everything out all the time. You might be able
to do it a lot of the time, but not all of the time.

(Tina) And I don't want to get labeled and stereotyped and sheltered.
(Russell) Yeah, it's hard not to live in a world—it's so difficult to sort of
like, just not have to block everything out all the time. You might be able
to do it a lot of the time, but not all of the time.

(Tina) That's why we have our remote...I mean, I personally feel like my
experience with [people with developmental disabilities] really helped me
out. If I had met Josh five years ago I think I would have had a lot more
difficulty accepting and understanding where the boundaries were drawn,
the lives were drawn. I would have had a lot more of the issues of taking
care of him. And now, you know, it's not—it's more in passing I get him a
drink. It's not a deal. But if I had met him five years ago, because of my
lack f experience with people with disabilities of any sort, it would have
been really difficult. I don't think that we would have gotten together. So I
feel like the time I put in and working with the guys, I feel like that
everything in my life has led me to my Josh.
Talk turns to Josh's other live-in attendant having a hard time with Josh'
girlfriend now being on the scene.
(Russell) Well, what do you project for the future? No, in terms of some
of the issues that you've mapped out previously you know, the way
people perceive you. Do you feel that you'll sort of need to bring into play
some of the strategies to deal with some of those issues?
(Tina) Oh, I'm not good at strategies. Some days just throw me over the
edge and other days it'll be inspiring or I won't even notice [laughs].
Some days I can take a joke, some days I can't.
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(Russell) So you want him to go up to Lenny's and talk to May and
Lenny.

(Tina) Yeah, I want to meet them. But I think that was my big question
for May is that, how do people—do people make this assumption that
you're some kind of-that your motives for being with Lenny are more to
take care of him than to be with him? And that my motives for being with
Josh are because I love him.

(Others' perceptions of what their motives were for being with a disabled man

was brought up to me by four of the five women who had either been involved or were

currently involved or married to the men in this study. All thought that the various

reasons often cited such as wanting to exercise women's gendered role of caring, no

Self-esteem, couldn't find a non-disabled man and not comfortable with non-disabled

men did not apply in their particular cases. While it is naive to think that these reasons

never come into play, meeting these five women, interviewing them and sometimes both

partners and witnessing interaction between a particular couple during many of my home

visits convinces me that reductionistic theories of why non-disabled people are with

disabled people will always be disproved by the range of non-disabled people who so

choose).

(Russell) Well I mean, yeah. That's the sort of the crux of the issue, sort
of what you have to deal with from-probably a lot of people are going to
perceive you in those kind of ways that, uh, you know at some point
you're just going to have to run off your back. You're going to have to
figure a way...

(Tina) And like I say, I think that most of time it's going to be fine. But
there's going to be a straw and it's probably going to have more to do with
my mood that day, than anything else. And maybe other things that have
happened, my stress level I think. I think overall I can deal with stuff, I
can cope with stuff and l, you know, can decide if something's okay or not
okay. And it doesn't bother me as much, I mean, it's really important to
me how I appear to the world. But that's only going to get me down
Sometimes.

(Russell) Uh-huh.
(Tina) Okay. What's your take, Mr. Expert.
(Russell) On what?

(Tina) Everything. How do you analyze us as a couple?
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(Russell) Well I mean, flipping it around, okay, are you—do you get some
perceptions of how some of these barriers effect the lives of men with
CP., in terms of their development of relationships?
(Tina) Oh yeah. I mean, yeah, it makes sense to me.
(Russell) You were outside the when I was asking these questions
before, you were outside a relationship. Now you're in a relationship, so
what I'm trying to get at is your sense of that question, now that you're in
a relationship.

(Tina) Oh, I think it's absolutely the same. I think that if a person has a
disability, then they automatically do not have any sort of sexuality. But
now, now I realize that if they are at all looked at sexually, it's in some
sort of perverse sense. Now I can attest to Josh being perverted, but I
think he gets that more from you.
(Russell) [Laughs.] But you're being serious though.
(Tina) I'm being serious.
(Russell) That other people are projecting on Josh or a couple, that
there's a perversion there? Or, a distorted sense of...

(Tina) No, I think a lot more generally than that. I mean, I don't feel like
Josh and l are judged as being perverted for being together at all.
(Russell) Then what do you mean?
(Tina) I think that society views people with disability as asexual. And
Society chooses to view people, if someone in society or somehow
Society gets a glimpse, they realize that someone with a disability is a
sexual creature, there's some sort of perversion attached to that. Or it's
perverse on its own.

(Russell) And how is that different?

(Tina) Because I don't, I feel it's a lot more general.
(Russell) How does that general trickle down into the more...
(Tina) Oh it doesn't. I don't feel like it touches us yet. I feel like there will
come a time when something will. You know, I think if that couple—that
said, you'd have to take care of me when I'm sick, I think if that couple
knew that we slept together at night, I think that they would have...
(Russell) What couple?

(Tina) The couple somewhere between San Diego and LA that came up
and said, the love you show him.
(Russell) Okay.
(Tina) But I think if they had known that Josh and I were a couple, I don't
think they would have approached us at all. And if they had approached
us I think it would have been much more negative, much more
judgmental. But I don't think they would have approached us, I think they
would have been appalled.

(Russell) Uh-huh.

277



(Josh) She is taking advantage of me.
(Russell) You're taking advantage of Josh?
(Tina) Maybe. I think that that's one way of looking at it. You know, I
think that might be what some people assume. Just that we're unhealthy,
unnatural. But I think overall people, but I think that especially severe
disabilities or ones that really, I think like Annette—I don't think Annette is
necessarily assumed to be asexual. I mean, she's in a-you know
Annette that lives down the street from you guys.
(Josh) Colin.

(Tina) Annette and Colin. I think that she can function fairly normally in a
society, she just has a disability. I don't think people walk around feeling
sorry for her, but I think like Neal or Josh, people with very obvious
disabilities that contort their bodies from what is normal...

(Josh) Also the lack of speech.
(Tina) Yeah, lack of speech is a big deal.
(Russell) Have you noticed that as an issue when you've been out with
Josh sometimes?

(Josh) She gets mad.
(Tina) Remember that guy in Coronado? That hotel? He came up! Oh
this dude, he had his own issues. I don't know what was going on in his
head, he was a little weird.

(Josh) You want me...
(Tina) Oh, I want Josh to talk to people. We had that conversation, and
Josh was mad at me. He was like, I don't want to talk on command.
was like, well you know, you want people to not treat you like the mentally
retarded. Dammit, if they come up and start asking me questions about
you, you start answering them and I'll translate. And I wait longer, I let
him spell everything out just to show them that I'm not making it up, kind
of deal. So, yeah that's a little bit of an issue between us. And I don't
think it's totally resolved but it doesn't really come up that often either.
And most of the time it doesn't come up. But there are people who come
and they kind of pull me aside, kind of turn their backs.
(Josh) At that party.
(Tina) Party! Oh this woman, she came up—we went to this Christmas
cocktail party. This woman came up, my older brother's mentally
retarded too, or something like that. And I'm like, oh Josh's not retarded.
[Laughs.] That's nice, dear.
(Josh) I freaked out a lot of people.
(Tina) Yeah. Josh was just—you know at first, and then he's the life of
the party. He's just too amazing, he's cool, he can talk. Oh my God, look
at all those degrees he's had. And Josh's always hamming it up, I got my
Bachelors in this—he lets them know that he's smart to begin with. He
did me. But it's Smart because it kind of, it's like, look don't talk down to
me. And people do automatically assume that Josh is just, la-la land.
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They don't realize that I'm more la-la land than he is. If you want to get a
straight answer talk to Josh.
(Russell) So getting back to the sex. In terms of like, projection of
society on—you're perverted, but you said that you haven't had to deal
with in a specific way. You're just talking about it in general, so most
people don't bring it down to that level. Or, they don't let themselves think
about that.

(Tina) No. I think at that party people couldn't quite—l mean, people
knew. People were sure we were together, people were sure we were a
couple, there was no doubt. If somebody would have asked them, but it
was really hard for them to believe. It was really hard for them to
understand, and they still kept talking at us with the approach of me
working with Josh. And I think that that happens a lot. Like even with my
parents, they know. They know we're sleeping in the same bed, they
know this is my phone number. But it has to really be—like all doubts
have to be quelled before it can be accepted that, okay, they really are a
couple. They really do fuck. And then it's kind of like, oh, uh, sex. You
know, but that's not something that people come out and ask me.
(Russell) But you think that that's there?
(Tina) Oh yeah. They have sex? How do they have sex?
(Russell) That's implied?

(Tina) Well, Ellie's the only one who will really come out and say it.
(Russell) But I mean with other people, once they know you're a couple,
do they come out and start thinking those things?
(Tina) Oh yeah. Oh yeah we're fascinating, and then they'll hang out and
just kind of see.

(Russell) But they won't ask.
(Tina) Oh no, that is such a taboo subject. My friends will, eventually my
friends will.

(Russell) You think so?

(Tina) I think that some of them will, I don't think that all of them will. But
yeah, but my friends are really crass.
(Russell) Well, Ellie already has.

(Tina) Yeah. I don't know if it's just my generation or it's just that,
sexuality has always been something that's really open. All of is are in
different sexual orientations, this, that and the other. And it's just
something that's really open. But a lot of my friends do work in the
disabled community, especially with developmental disabilities, and
sometimes it's hard to separate what should and shouldn't be done. And
that's, that's my own controversy in my own heart—but there is a
separation, if I was with someone who was developmentally disabled it
would be very different. That would be perverse.
(Russell) You're talking about cognitive issues.

279



(Tina) I'm talking cognitively.

A Happy Ending?
The fact that Josh is now in a relationship does not mean the end of his

contention with other's efforts to problematize his sexuality. The couple has already had

to fend off several attempts by friends to sabotage the relationship. Both are anxious

about what the other's parents will think, which is understandable given the poor track

record that parents have with dealing with this issue. Tina is similar to three of the other

women who I interviewed about their relationships with men in this study in that they

expressed a certain amount of disdain for the cultural ideals of desirability, norms of

function and certain hegemonic masculine dispositions and embodied practices (albeit

not a disdain for masculinity per se). Yet, whether Tina will be able to withstand the

social pressures that she has already been made very much aware of, only time will tell.

Earlier, I referred to the case of an ex-girlfriend of one of the men I interviewed who

capitulated to this pressure, and several of the men told me that some of their failed

relationships were due to the pressures from parents and friends of their partners.

Tina's sensitivity to others' assumption that she is either Josh's personal assistant or his

mother and others' suspicion that she is fulfilling her need to be a caretaker by being

with Josh reveals she has a difficult struggle ahead. She is now also having to deal with

providing occasional care for Josh when personal assistants do not show up or quit,

which she is not wholly comfortable with.

The importance of peer modeling or counseling for disabled people around

sexual and intimacy issues cannot be emphasized enough. As a supportive

intersubjective context, it can provide models of action in the world for disabled people

struggling with their sexual self-esteem, body image and the all-important question of

how to go about negotiating sexual intimacy with another. Lenny provided important
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advice to Josh on how he as a similarly impaired man insinuates the movement to a

more physically intimate place with someone he is attracted to. Several months later,

Josh, who had never been able to initiate any kind of suggestive interaction with his

women friends, used one of the exact ploys Lenny mentioned. More importantly, Lenny

and his wife in their demonstration of a loving relationship also provided a projective

possibility for Josh. Holding this possibility in mind was significant for Josh to transcend

his felt blockage, that is, his embodied sensitivity to other's implicit rejection and his own

Comparison to hegemonic norms and ideals. Clearly, however, the galvanization of

Josh's sexual agency also required that someone such as Tina be open to negotiating

sexual intimacy with him. Josh was able to figure this out from their time together.

I would submit that Josh's experiences in strip clubs and with sex workers,

fraught as they were with uncertainty and frustration, were also important in Josh's

socio-sexual development. In fact, these activities provided a significant testing ground

for his sexuality given that an experimental sexual adolescence was not available for

him. The experience of being hugged by strippers, the affirmation of his masculinity in

his sexual performance by sex workers, his attempt to humanize strippers were

significant to him as masculine markers and for building his sexual self-esteem. It is true

that strip clubs and prostitution both explicitly commodify women's bodies and subject

them to the heterosexist masculine gaze. However, to require disabled men to opt out of

these hegemonic masculine practices would close yet another sexual door to them.

An important question is whether or not Josh will see the transition from visiting

strip clubs and sex workers to establishing a relationship with Tina as a significant

turning point in his sexual life in ten or 15 years. It could be that as one grows older, the

twists and turns of one's remembered history constructed as narrative take on the

significance of major epiphanies or turning points. However, in examining other

participants' accounts, this theory does not hold up. Dirk, in his mid 40s, has
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experienced several short relationships and is currently in a relationship that has lasted

for over 15 years, yet he does not recall having any sudden insight into his situation. For

him, it was a gradual building of self-esteem and sexual self-esteem. Jack, in his early

40s, also sees it as gradually getting more confident, although he has yet to experience

much success. Bob, in his mid 40s, at least at the time of our last interview, had opted

out at least for the time being with the frustration of it all. Of course, Bob's opting out of

the dating arena was the result of an epiphany. Yet, the fact that toward the end of our

interviews he began to talk about someone he was interested in dating revealed to me

that it was a minor epiphany and that a further reevaluation of his situation had occurred.

Lenny, in his mid 40s, experienced a significant early epiphany and later turning points

within specific relationships. It is only David and Fred, who reflexively relate back to

specific periods in their life where they believed they apprehended the dynamics and

also the requirements of their sexual situation. The common denominator in both of their

sexual epiphanies is a defusing of the adverse context that is subversive. In fact, they

were able to transpose the subversive attitude they had employed in other areas of their

lives to the domain of negotiating sexual intimacy. Perhaps major life changing

epiphanies and transposition to the sexual arena require some subversion of the cultural

codes and social contexts in order to be referentially perceived as a radical self-societal

turn. For Josh, who is not one to subvert normative codes and contexts, he will likely

perceive this transition as an important step in the process of “getting a girlfriend" but not

as some radical turning of his sexual self.
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CHAPTER VIII. CONCLUSION

In this dissertation, I have lent my interpretive perspective to the issue of the

pursuit of sexual relationships for 14 men with cerebral palsy. This is a provisional

perspective culled through years of personal assistance work, friendship with disabled

people, anthropological training, social science theory, but yet dependent on these men's

own understanding and sense of their search for sexual love. Hopefully, our

Collaboration has shed some light on this issue as a lived intersubjective process shaped

but not wholly determined by myriad sociocultural forces. In this concluding chapter,

offer some final thoughts on the issues and ideas that were raise which have

implications for both disabled people's sexuality and for anthropology. My approach

throughout has been an interpretive perspective fully engaged with the process of these

men's search for sexual intimacy. My engagement continues in this conclusion as I

struggle to perceive avenues by which change in their sociosexual position can be

effected.

First, I briefly present my vision for a critical-interpretive anthropology of disability

and sexuality. Then, I recapitulate the major issues and themes of this dissertation,

extending my analysis at certain points to further illustrate the sexual situation of the men

| interviewed. I also offer some thoughts on how a restructuring of carnality along more

diverse physical functional lines as suggested by Hughes and Paterson (1999) might be

achieved—a restructuring that I believe would have profound consequences for disabled

peoples' sexual acceptance. Then, l again take up the issue of gender. I argue that the

dilemma of gender embodiment illustrated by some of the men in this study represents

an issue whose study can provide significant insight for sexuality, gender and
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embodiment theorists. I finally offer some concrete suggestion as to how to combat the

desexualizing context that disabled people face in the United States.

ENGAGING ANTHROPOLOGY IN DISABILITY AND SEXUALITY STUDIES

Anthropology can play a vital role in the emerging critical-interpretive study of

disability and sexuality. Anthropologists can significantly contribute to this discourse by

tracing the key domains of disabled people's representation and oppression such as

hegemonic notions of sociality, gender, sexual orientation and desirability that often

operate to exclude disabled people. Among social scientists, they are uniquely situated

with their cross-cultural perspective to critically examine and build a new understanding

of these and other key domains and to map any resistances at their intersections. In

short, anthropologists can assist in the goal of de-essentializing and deconstructing

received wisdoms concerning disability and sexuality in the United States and other

Societies.

Cross-cultural research on disability and sexuality is especially important in order

to get a comparative understanding of some of the psychosocial issues that have been

identified by others and myself in the U.S. and other English language contexts. Indeed,

the lack of comparative material often frustrated me during the course of this study,

especially in the write-up phase. The anecdotal evidence and minimal research

suggests that, depending on the society, particular impairments intersecting with other

social categories (i.e. class, ethnicity, gender, etc.) and the material conditions (i.e.

poverty, affluence, etc.), will result in a decrease in sexual and/or marriage possibilities

for some disabled people (for example, Sentumbwe 1995; Ablon 1996a, Kohrman in

press; Fassin 1991). None of this work, however, explores the issue of the interpersonal

negotiation of sexual intimacy from an intersubjective or existential-phenomenological
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perspective and so cannot be considered adequate for comparison purposes. I was

therefore unable to fully incorporate Marcus and Fischer's (1986) ideal of “anthropology

as cultural critique" as a comparative model in my work.

What might future anthropological research in disability, sexuality, culture and

social identities consist of? The following research agenda is meant to be suggestive

not exhaustive but will hopefully stimulate further critical-interpretive study in disability

and sexuality. Future anthropological research might include examining the cultural

representation of impairment/disability and sexuality in different societies, the

intersection of gender, sexuality and impairment/disability in different societies, a cross

cultural exploration of whether disabled people who are attracted to people of the same

sex are oppressed on multiple fronts in their search for sexual love, the multiple

oppression of disabled people of ethnic minority origin in U.S. society and other English

language contexts, the movement from friendship to sexual intimacy for disabled people

in U.S. society, disabled people's body image and its relation to cultural norms and

ideals, the creative sexual practices of disabled people across cultures and the political

context for the emergence of disability and sexuality research in our own society. Some

of these anthropological projects should also incorporate a focus on disabled people's

lived intersubjective process with others; certainly attention to their intersubjective

engagement and contention with others but also how through their modes of resistance,

they actually carve out both normative sexual lives and also alternative sexualities and

femininities/masculinities in the face of hegemonic notions of sociality, function, gender,

sexual orientation and desirability.
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REFLECTIVE RECAPITULATION

In a sense, this dissertation has given a skewed understanding of the barriers

that men with cerebral palsy face and their intersubjective contention with these barriers.

The men I interviewed are, as Josh and other participants told me, “the cream of the

crop." They are men whose families either supported them in their efforts to become

independent or they somehow made it out of dependent family or institutional

backgrounds, ending up in the diversity that is the San Francisco Bay Area. Many

people with cerebral palsy remain dependent in family contexts or quasi-institutional

settings such as group homes. As mentioned, the barriers to sexual inclusion would be

multiplied in these settings. Since independence is such a critical American value, those

who do not achieve it are infantilized and their sexual expression is seriously

constrained. This is an area ripe for ethnographic research. Yet, for the present study, I

wanted to explore what was possible in an optimal situation for men with cerebral palsy.

What were the barriers and also the possibilities that existed in their pursuit of sexual

love in a diverse metropolis in the United States?

To briefly recapitulate the major themes and points made in this study, these

men's sexual situation in U.S. society is influenced by multiple contexts and processes

including models of disability, biomedical and rehabilitative approaches to cerebral palsy,

the normative gaze and other evaluative processes, hegemonic masculinity, functional

norms and aesthetic ideals. However, despite the problems these contexts pose, there

is a growing sense among disabled people of their right to a sexual life. The political

battles of the Disability Rights Movement have resulted in increased access (albeit far

from full access) to many social contexts in which disabled people were traditionally

excluded (De Jong 1979 1983; Shapiro 1993). Application of the philosophy of

independent living to disabled people's situation has meant that people with significant
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impairments are increasingly moving out into the community, into their own

homes/apartments, or at minimum into group home living situations (Wadsworth 1993).

Combined with the increased rates of survival for impaired infants and assistive

technology such as wheelchairs and computerized speech devices, disabled people now

have a much higher visibility in the community than in previous generations. Of course,

this visibility varies depending on particular location; however, thriving disability

communities have sprung up in a few urban locations such as the one that exists in

Berkeley. While this public exposure and increased access to diverse social contexts

has certainly resulted in greater possibilities for negotiating sexual intimacy for those

disabled people who live independently, the acceptance of disabled people as fully

sexual beings in the public consciousness lags far behind.

As we saw, there was a range of issues noted by the men with cerebral palsy I

interviewed that make negotiating and establishing sexual intimacy difficult for them.

Each of these men is aware of some of the adverse issues and impediments that can

potentially affect their sexual situation. These issues include social and socio-Sexual

isolation during their adolescent years, parents' negative or protective attitudes toward

their sexuality, lack of sexual negotiation models, cultural ideals of attractiveness, social

expectations of normative functioning and control (especially expectations of normative

mobility and normative communication), poor body image, male gender role

expectations, the issue of friendship, embodied responses and multiple and boundary

identities. These and other issues are often perceived as sociocultural barriers to sexual

inclusion, and their effect is to insulate the normative sexualized self from difference,

lending symbolic weight to the myth of asexuality. The contexts of disability and

desirability and also perceived impediments operate intersubjectively to constrain others'

sexual appraisal of these men and also their own sexual self-agency. Breaking a

habituated view of themselves as not sexually worthy is imperative in order to transcend
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the immobilizing force of these desexualizing social processes and cultural meanings.

Resistance as a defusing of the adverse context of disability and desirability especially

working in tandem with other facilitatory aspects of self and society such as cultivating

supportive contexts and a flexible gender identity can enhance the possibility of

intersubjective engagement with others and a risking of self. For some men, this

resistance aspires to a practice of the self that subverts hierarchized social relations and

has the potential of transfiguring the prevailing sexual pathways/modes of relationships

in U.S. society.

However, as disabled people become increasingly more outspoken in their

demand for equal access in all areas of social and personal life and more visible in the

gamut of contexts in U.S. society, the cultural myth of their asexuality will prove harder

and harder to maintain. Within a radical context of equal rights, the intentional character

of this rejection will be revealed as sexual exclusion within our particular symbolic

context and hierarchy of values. In fact, with the political claiming of a sexual

subjectivity, the preferences and prejudices of a fascistic desirability index come into full

view and must be confronted by both non-disabled and disabled people. To what extent

do disabled people's “deviations" from normative physical functional schemas, their

inability to fulfill some gender expectations, and their distance from ideal bodily

aesthetics exclude them (and of course others such as old people, "fat" people, very tall

and very short people, etc.) from optimal symbolic and structural contexts in their search

for sexual intimacy? As we have seen, disabled people are not immune and often

incorporate these same evaluatory criteria into their own choices for a lover. How then

can the enormity of facilitating changes in the oppressive criteria for selecting a lover

and/or marriage partner be best effected beyond an emphasis on ethical self-practices?

This is a question to which there is no easy answer, but a start might be to seriously
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think through the restructuring of carnal contexts of meaning in line with a more diverse

physicality.

In Chapter VI., I criticized Hughes and Paterson (1999) for not providing some

notion of agency that disabled people who are currently confronted with disabling

barriers including carnal contexts of non-disabled meaning could use in their current day

to day lives. Now, however, I want to suggest that the restructuration of carnality along

more diverse physical functional lines if effected could contribute to a context of

desirability in which disabled people would not be disqualified because of their

differences in physical functioning from non-disabled people (it would touch less on the

question of bodily aesthetics). While such a restructuration must proceed on multiple

fronts, legal, symbolic, psychological, social and emotional, if we take seriously

Castoriadis' (1987) point that functional efficiency itself has become fetishized in the

West (sic), restructuration will especially need to be pitched at this symbol in the United

States and other English speaking societies. Functional effectiveness itself will have to

be taken down a notch in our endeavors and judgements. For only with the demoting or

relaxing of this key symbol and value orientation could the wholesale restructuration of

carnal or other (for example, psychological or social) contexts of meaning along more

diverse lines be effected.

THE EMBODIMENT OF GENDER

As I discussed in Chapters V. and VI., not being able to embody some masculine

dispositions and also accomplish such masculine bodily practices such as putting an arm

around a date, initiating a kiss, etc. constitutes a primary concern for some of the men in

the present study. They feel this may be a major barrier that prevents them from

negotiating sexual intimacy with others. If we take seriously Butler's (1990, 1999, 1997a,
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1997b) view that performativity is the "vehicle through which ontological effects are

established" (1997b: 236), then a bodily ability to bring gender into being is a critical

dimension to feeling gendered and also being perceived as gendered. Since, as recent

work has shown (see, for example, Butler 1993, 1997a, 1997b; Tremain 2000; Ortner

1996), sexuality is absorbed by gender, the inability to effect an adequate gender

performance could have significant repercussions for one's sexual possibilities.

Exploring how various types of disabled people struggle but often manage to

nevertheless embody and perform gender in some ways should be an issue that

engages the interest of existential-phenomenological/embodiment-oriented

anthropologists and sexuality/gender theorists. While there has been research on the

gendered meanings of disability and sexuality, most of the work has focused on women

(for example, Asch and Fine 1988; Gill 1996; Rousso 1996), and both this research and

the minimal work on masculinity mentioned in earlier chapters has not seriously engaged

disability, gender and sexuality from an embodiment or existential-phenomenological

perspective. As evidenced by the present study, not being able to meet expectations or

codes of masculine embodiment acts to degenderize and therefore desexualize the men

| interviewed in others' and sometimes their own eyes.

The significance of effectively bringing into being some version of masculinity or

femininity, through the stylized iteration of bodily dispositions and practices was brought

home to me on a conference trip with Josh several years ago. This particular

conference was devoted to users of augmentative communicative devices with speech

output. There were about 90 or so disabled people at this conference most of whom

were using these speech devices. Although Josh was comfortable using his board and

pointer, he was curious about the new speech synthesizers. On a women's issues

panel, one woman panel member asked the question via her speech device why men

had more choices in their selection of a voice and added that the few voices available for
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women didn't sound different enough from the men's voices. There was much

concurrence from the women in the audience. One Smart aleck man in the audience

then queried, “Aren't the voices sexy enough?" To which a non-disabled, woman

facilitator immediately stepped in to quell what she felt was a sexist turn in the

discussion. Despite the sexism of the comment, I felt at the time that it would have been

potentially more productive, to let this woman speak for herself. Clearly, the personal

and sociocultural significance that speaking in a feminine voice held for these women

was profound. I am almost certain that the men's reaction would have been similar if

they had felt that their voices did not sound manly enough.

Unable to embody a feminine voice her entire life, the availability of computerized

speech not only opened up the possibility of conveying information in a normatively

communicative way but also of conveying her identification with what she perceives as

femininity through performative utterances. What this woman was objecting to was that

her computerized performance of the feminine voice would not be recognized as such

but would be subsumed under a masculine sense. Yet, while certainly not the only

reason for wanting to sound feminine, I would argue that, indeed, a concern to effectively

embody the feminine or masculine voice would incorporate sexuality in certain

interpersonal contexts: for instance, the concern of the men with cerebral palsy that I

interviewed in not being able to embody what they perceive to be an effective masculine

hexis and masculine bodily practices in their attempts to negotiate sexual intimacy. Yet,

as I hope I have shown in this study, the development of a flexible gender identity for

some of these men, reveals that masculinity (and also femininity) is not a fixed identity,

that alternatives are available to both embody in one's physical being and also

intentionally with one's engagement in the world; and that there are non-disabled others

who do not adhere to desiring lovers who rigidly embody hegemonic gender dispositions

and bodily practices. For example, men who were successful in love in the present
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study were more apt to feel comfortable in letting the non-disabled other do some of the

more physically demanding work in their romance (grasping a hand, initiating a hug or

kiss, etc) and/or with the logistics of positioning for sexual intercourse. However, these

men could be typically masculine in verbally, or by using other modes of communication,

managing these romantic and sexual endeavors.

IMPLICATIONS FOR THE REAL WORLD

Emerging from this research are a number of more concrete aspirations that

other disability studies scholars have brought up in related contexts. A sustained assault

on the various media should be launched to combat the stereotypical portrayal of

disabled people as either asexual or in some cases hyper-sexual (Block 1998, in press;

Harris 2000; Hahn 1988; Longmore 1987). Media imagery is crucially important in

forming people's discriminations (Harris 2000; Barnes 1992b; Hahn 1988; Longmore

1987; Bogdan et al. 1982; Ablon 1981). As I put the finishing touches on this

dissertation, an email posted on the disability and sexuality listserv told of the

cancellation of a disability and sexuality segment on the Playboy channel because of the

station's fears that it was too heavy a subject. The explicit assumption here is that

discussing disabled people's sexuality would not be playful enough and in a word, a

downer for others. Yet, is there also an implicit sense that this still might be an improper

topic of conversation for the general public and for the disabled too? Both interpretations

Conspire, as it were, to disable the sexuality of disabled people.

Additionally, disabled adolescents need greater access to disability and sexuality

education and counseling (see Shakespeare, Gillespie-Sells and Davies 1996). As I

Giscussed previously, they are often socio-sexually isolated during adolescence and/or

avoid the necessary psycho-emotional confrontation with the current adverse context
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and thus submerge their sexual feelings. Educators need to initiate some kind of

discussion early on, so that they will be more prepared when they enter young

adulthood. Avenues by which youth can access peer support also need to be effectively

Constructed so that adolescents and young adults can benefit from the experience of

older disabled people who may have experienced similar issues in their sexual lives but

who nevertheless successfully contended with the many barriers.

A model of disabled people as fully sexual beings, however, must also carry over

to those who work with disabled children and adolescents. While it may be idealistic at

this point to expect a wholesale nurturing of the sexuality of disabled youth, medical and

rehabilitative professionals must at least be open to an honest discussion of sexuality.

The silence of professionals (and for that matter also parents) is indicative of their lack of

comfort in dealing with sexual issues and an implicit anxiety concerning sexual

expression and sexual prospects for disabled youth. The high regard that functional

norms play in medical model thinking is certainly one underlying reason for this anxiety.

A metaphor of sexuality as communication could assist all stakeholders in

Combating negative moral and medical model thinking. Viewing sex as another mode of

communication instead of in functionally normative terms would converge with the view

mentioned by several men (and referred to in Chapter VI.) of "disabled sex" as a

potentially creative endeavor (also see Guldin 1999, 2000)." In fact, an important

dimension of creativity is its communicability (Moustakas 1967; May 1976). “Disabled

sex" could assist in transforming our vision of sexuality from one of function, hierarchy,

idealized relationships to one of creative communication. Certainly, disabled sex as

more creative than non-disabled sex was an interpretive move by participants to invert

ability and disability (Guldin 1999). Yet, to limit this move to inversion would be to ignore

the heightened awareness of communication that can sometimes be obtained through

Creative endeavor and would thus strip it of an implicit transformative potential.
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EPILOGUE

Bringing this dissertation to a close has proved difficult. There is so much of

these men's sexual situation that remains unspoken. Lives are still in process. Since

my fieldwork ended, several men have moved in different directions both in their careers

and love. Other men remain alone with their longing. Josh and his girlfriend have

moved away from the San Francisco Bay Area to another state with plans for marriage in

the spring. Perhaps a fitting ending for this dissertation but hopefully a beginning for

them. When I began this project, I did not realize that these men's stories of their pursuit

of sexual relationships would have such a profound influence on my own understanding

of sexuality. Through listening to them talk of their struggles and their successes, I came

to see how the recognition by others of one's self as a sexual being is at the heart of

self-esteem in U.S. society. No matter how successful the men I talked with were, their

sexual acknowledgment and appreciation by others (or at minimum another person)

remained important to them as one index of their self-worth. Their resistance and

creative self-agency in the face of formidable barriers to negotiating and establishing

sexual intimacy with others shows the perseverance and ingenuity of the human spirit.
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NOTES

CHAPTER I.

* All names in this dissertation are pseudonyms.
* While I use the ideas of both post-structural and existential-phenomenological thinkers
in this dissertation, I am well aware of the strict incompatibility of these perspectives.
However, rather than rejecting one or the other of these points of view because it doesn't
conceptually match up with the other, I choose to employ both in an uneasy tension to
illuminate different aspects of the issues raised in this ethnography. Other social
scientists have also chosen to work with both points of view despite the possible pitfalls
(see Csordas 1994a; Hughes and Paterson 1997; Hughes 1999). It remains for social
and cultural theorists myself included to adequately flesh out how their apparent
Contradictions can be resolved.

My use of Foucault, for whom the traditional Cartesian subject is rejected and who see
social and discursive practices as producing the subject, is tempered by my selective
application of his ideas and juxtaposing them with existential-phenomenological thought.
If one adheres strictly to the tenets of post-structural and post-modern thought, the
possibility for individual creative agency disappears. Similarly to Jackson (1998), I see
this erasure of the subject:

as a subjective strategy for dealing with the central anxiety of our times
[increasing individual powerlessness in the fact of the global electronic
media and the collapsing of boundaries, identities and truths]. By
proclaiming that no one person can ever be the arbiter of his destiny, or
invent or author a world, we recapture some sense of authoring our
situation. Although we are in fact simply rationalizing our situation, we
gain through the argot of postmodernism a magical sense that we are one
step ahead of our times, preemptively calling the tune that we are already
dancing to (59).

Jackson notes that declarations of the death of the author “are rendered self
contradictory because the declarations remain individually authored and identified with
specific intellectuals rather than specific epistemes" (58). He notes that the disavowal of
the subject in oral communities proceeds from a much different sensibility—that is, the
ontological priority given to one's interpersonal relations and sense of communitas. Yet,
even in these premodern contexts, an interplay between idiosyncratic inventiveness and
community tradition exists.
In actuality, post-structural and post-modern thinkers such as Foucault live and write the
self-contradiction Jackson speaks of, and they find it difficult to theoretically adhere to a
thoroughly constructed subject in their work. Foucault's later writings, which I will
engage in chapter IV, focused on self-practices that although shaped by social and
discursive practices hold out the possibility of transforming social and sexual relations.
Foucault's desire to invent a new mode of subjectivation and a new economy of bodies
and pleasures is a projection beyond the present state of affairs and thus affirms the
human subject as a not entirely constituted phenomenon. Certainly use of the notion of
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subjectivity should “not universally entail a notion of the subject or of selfhood as some
skin-encapsulated, seamless monad possessed of conceptual clarity and continuity"
(Jackson 1998: 6). Yet, to toss out intentional agency would render people's individual
endeavors in all societies besides the point. Rather subjectivity and individual agency
must be viewed within the constrictions and possibilities of particular intersubjective
Contexts.

* The existential-phenomenological concept of the preobjective or prereflective will be
discussed in greater detail in chapter VI.

CHAPTER II.

* In a harsh view of cultural analysis in opposition to a structural and materialist
perspective on disability, Barnes equates and thus confounds symbolic,
phenomenological and metaphysical analyses of experience.
* In several interviews with a physical therapist, she distanced herself from some of the
procedures of the past stating that physical therapy with people with cerebral palsy has
significantly progressed. Despite causing less pain, however, normalization is still a
primary impetus of these practices.
* Castoriadis' thought is complex and at times ambiguous. This is my interpretation of
his notion of pseudo-rationality in reference to functionality.
* Of course, it has become increasingly acceptable for women to intentionally embody
these dispositions in many social contexts in U.S. society. The recent popularity of
women's sports is just one example. The point I am making here, however, is that to
some extent men must embody these dispositions or risk major identity conflict within
the context of U.S. society's hegemonic masculinity.
* There is, of course, a large body of research that places sexual dynamics, attraction,
and desire, squarely within an evolutionary framework (see, for example, Buss 1994).
Although I do not address this research here, I think these studies clearly minimize the
role of cultural meanings and the symbolic context of desire.
* The often cited example of the brouhaha made about Michael Dukakis being shorter
than George Bush in the 1988 presidential campaign clearly shows the strong symbolic
link many Americans also make between male height, social and political dominance
and sexual virility and attractiveness (see, Cassidy 1991).
* Hatfield (1986) cites a great deal of research from our own society confirming that
ideals of beauty and physical attractiveness have a significant impact on individuals'
sexual and marriage possibilities. Although these ideals would seem especially
pervasive in limiting women's sexual and marriage possibilities, men are clearly also
subject to their influence. The attractive force of ideals of physical appearance in
different societies would obviously vary in relation to other desirability characteristics. In
our society, of course, sexual desire and practice is only fully legitimized by the
institution of marriage. However, in many non-Western societies this is not the case, the
play of desire being realized in “a range of extramarital practice [which] is part of normal
behavior (e.g. premarital activity, concubinage, ceremonial sexual behavior, prostitution,
or sexual practice outside of otherwise exclusive relationships). Nor is marriage always
associated with sexual rights"(Davis and Whitten 1987:74). In some of these societies,
marriage can also be a more explicitly political and economic arrangement in which
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Social and familial alliances are made and choosing a marriage partner, especially for
women, may not be part of the formal arrangement. Yet, even in these societies, there
is sometimes room for more personal considerations (see, for example, Shostak 1983).
Of course, whether in choice of marriage or sexual partners, personal considerations are
always influenced by the kinds of persons and bodies a society deems appropriate and
desirable.

* Hahn (1988), however, refers us to several historical exceptions in which persons with
particular disabilities have been linked to a “subversive sensualism." For example, in the
Middle Ages dwarfs would “attach themselves to royal courts, as jesters," where they
were allowed much satirical freedom, and at least during the thirteenth century, would
often performed naked for these royal bodies (28).
* For example, Shakespeare and Watson (1997) sharply criticize a medical sociologist
and a psychologist researching disability for neglecting the social model in their work.
"A good example of the significance of place to an indigenous people is provided by
Rosaldo (1981).

CHAPTER III.

* For an early text that emphasized the personal perspectives of disabled people, see
Bullard and Knight (1981). This work, however, while based on the author's previous
research was service biased.

* While the most radical forms of constructionist theory often appear to totally erase the
physiological body from the equation of sexuality, one does not have to take this
extreme position, to recognize that sexual acts, identity, community, and object choice
are constructed in radically diverse ways in different societies and historical periods
(Vance 1991; Weeks 1985, 1986). Indeed, one can question the modern tendency to
naturalize every aspect of sexuality, but still acknowledging a role for the body in
constituting a general movement toward erotic, sensual pleasure.
* While Britain and the United States are not wholly comparable in terms of disability
issues, the strong disability movement in both contexts has likely had a similar impact in
providing the opportunity for social exchange, which has opened up previously closed
sexual possibilities.

CHAPTER IV.

* A paper presented by Ayesha Vernon (2000) at the recent Society for Disability
Studies Meeting continues the rhetoric that as insiders disabled people are better
positioned to conduct research on disabled people and will necessarily conduct more
sensitive and emancipatory research than non-disabled people. Vernon's (1998, 1999)
work on the fluidity of multiple identities in oppressive contexts was well-argued, subtle
and highly influential. Yet, in the current paper she reifies the dichotomy of
disabled/non-disabled people, and does not take into account other subject positions
that straddle this dichotomy such as family members of disabled people or personal
assistants and friends. I would argue that developed perspectives from these subject
positions can be of great value to disabled people as allied points of view. See the
discussion later in this chapter on my interpretive perspective.
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* In all fairness, in recent conversations with Priestley, he has distanced himself from the
polemical rhetoric that he and Stone advanced as graduate students in their original
article. He has also softened his assault on interpretivist research on disability claiming
that you can do emancipatory research from many different perspectives. Priestley's
(1998) recent article is a more nuanced account of divergent theoretical perspectives,
but I there is still an underlying bias against interpretivist disability research.
* Frank's (2000) informant, the subject of her cultural biography, was also far from
passive within the ethnographic encounter. Outside the study of disability in
anthropology, Ong (1995) has also called attention to this point.
* In an effort to protect research participants' anonymity, I have chosen for the most part
to minimally describe their physical appearances other than those physical differences
that are important for this study. This is unfortunate but necessary given the close knit
disability community in the San Francisco Bay Area. In several previous papers,
Shuttleworth (in press a, forthcoming), for this same reason, I also chose to report my
sample as comprised of eleven white and three black men. However, in the dissertation
I have chosen to report the actual ethnic/racial make-up of my sample because ethnicity
became an issue in several men's narratives.

CHAPTER V.

* See Shakespeare, Gillespie-Sells and Davies (1996) and Morris (1993) for further
discussion on sexuality and disability and personal assistance.
* Ed was less significantly impaired than most men in this study, although he still used a
wheelchair for mobility, but he was perhaps the most stereotypically handsome man
among the research participants, which likely contributed to some of his successes in
these establishments. To my knowledge this issue has not been examined by anyone
researching disability and sexuality including myself in this dissertation. That is, the
degree to which stereotypically physically attractive disabled people have a sexual
advantage over other disabled people. One can be disabled and yet still be physically
attractive in other culturally recognized ways such as facial symmetry, body shape, etc.
While a culturally recognized impairment marks the physical body and can contribute to
a diminishment in perceived attractiveness in U.S. society, it is only one aspect of how
one's physicality is culturally constructed. There needs to be a much more complex
analysis of the factors that contribute or diminish physical attractiveness. The fact that
as Ed moved out of his twenties and into his 30s, he experienced a dramatic decline in
being able to “score" in singles bars, may point to age related aesthetic or functional
gender expectations for some women. In fact, three of the other men referred to the fact
that as they got older their chances seemed to diminish in establishing relationships with
women. Bob gives his explanation, “See, we're fighting an uphill battle from the
beginning; the older you get, the larger the hill gets, or the steeper the hill is. That's the
way, as they get older, they look for different things. Believe me, I've thought about this
a long time; that's why I haven't dated for awhile." Yet, to contradict this analysis, there
were other men such as Lenny who met his wife in mid-life, a woman about the same
age as he is.
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CHAPTER VI.

*A research focus on the intersubjective dynamics of desire, however, should be
situated within subject's general sexual relationship histories; this focus may also include
discussion of erotics or sexual excitement in subject's lives (Herdt and Stoller 1990).
*What I am referring to now as an evoking is, of course, that which is assumed in the
current prereflective experience: a complex of intentional, temporal, teleological and
phenomenal relations in an emotional situation where the meanings have been both
prereflectively and reflectively negotiated over time (Fell 1977).
* Social interactionism's theoretical inability to adequately grasp the experiential
dynamics of interpersonal encounters is exemplified by the approach of Goffman (1963),
which has been most thoroughly critiqued by Ostrow (1990). Other researchers such as
Olesen (1992) have similarly argued that social or symbolic interactionism is overly
rational and “does not readily interpret emotion, embodiment, and self” (217).
*While Norton's (1989) notion of life metaphor has some similarity to the concept of
lived metaphor as presented herein, I do not view use of the latter idea within a
psychological model as a coping strategy as she does. In addition, whereas Norton
interviewed each research participant only once, I interviewed participants repeatedly
until I felt that I have exhausted their experience and understanding of the study's topic.
During the series of interviews, I continuously ask participants how particular
experiences felt at the time and how they were affected. In this context, lived metaphors
usually emerge for subjects as expressions of the existential integration of their
experience, not necessarily as a reflective orientation toward or perspective on their life.
Indeed, although subject's accounts, retrospectively “polyphonic, ambivalent, complex
and opaque" (Hesse 1974; 316), are in fact complex reflections on their lived
experience, I would argue that lived metaphors are also subject's intuited apprehensions
of prereflective sense and being-in-the-world. Since subject's “disclose experience, in
the Heideggerian sense, not merely represent it" (Barrett 1998:251; also see Csordas
1994a: 19), their use of lived metaphors must be accorded an existential integrity. On
one level, the existential ethnographer's task-much more difficult in cross-cultural work-is
to intuitively apprehend from subject's metaphoric disclosure of experience the
integrative connections that point to prereflective experience and emergent reflective
meanings; this, should, of course, be balanced with the ethnographer's logical
inferences.

* It is debatable whether all peoples experience full-fledged epiphanies or turning points
in the modern sense of this term. Some evidence for our claim of ownership comes from
reports of how some societies represent reality through particularistic images rather than
sequentially (Marsella 1985). For example, Desjarlais (1992) reports on the imagistic
mode of apprehension and expression of lived experience that Yolmo Sherpas employ,
which diverges sharply from modern Euro-influenced forms of sequential narration. The
full import of epiphanies or turning points in the modern sense could thus only make
sense in sequential accounting of one's life experiences. That the structure of an
epiphany is articulated variously in different modern societies is likely. Yet, I hesitate to
draw too sharp a distinction between societies here. In all societies, it is almost certain
that individuals experience exceptionally meaningful moments in their lives. How much
import these moments have as times when they reevaluate aspects of their lives in light
of the future is an empirical question that has yet to be seriously addressed cross
culturally.
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* Josh didn't use the word "presence," but I was struck with the similarity of Josh's
description of his communication situation to Derrida's (1976) argument concerning the
privileging of speech over writing. Although Josh has tried using several augmentative
communication devices with speech output, he nevertheless finds this way of
communicating too cumbersome and slow. The word prediction feature of the programs
used with these devices cannot compare with the word prediction that acquaintances
and friends can achieve via his alphabet board.
* More recently, Bob has enlarged his support network and has begun to make public
presentations around various disability-related topics, which have been very successful.
As will become apparent in the next section, one of my arguments is that cultivating a
solid supportive network that acknowledges one's sexuality is key in both establishing
and maintaining sexual self-esteem. It also widens one's possibilities for sexual
intimacy. This suggests to me that Bob will reengage in the near future.
* After an initial dangerous situation occurred with an assistant that he hired who pulled
a gun on him, Fred has since then relied on roommates, friends and lovers for his
personal assistance needs:

(Fred) That was the last real attendant; one of the roommates got the
money.

(Russell) For the attendant care?

(Fred) [Yes sound.]
(Russell) I assume that you worked it that way ever since?
(Fred) [Yes sound.] That is one thing that the disability movement
disagrees with me, or did.
(Russell) I think they still would?

(Fred) [Laughs and yes sound.] They think to be independent you
should not be a burden [laughs] on your friends; you should rely on
professionals [laughs].
(Russell) Well, I think they're coming from a particularly Western
viewpoint on independence and professionalism.
(Fred) So, when the budget is cut [laughs], where is the independence
[laughs]?...And why a burden?
(Russell) It's the perspective you take on it. It can also be blessing, but
you have to look at it that way.
(Fred) Like friends take care of each other.

(Russell) Interdependence. [I talked briefly about how Josh and I have
an interdependent relationship; he helped me get through my orals by
providing support, while I help him with his physical tasks].
(Fred) That is real independence [laughs].

Fred's personal assistants are culled from his communal and group marriage situations.
Whenever I referred to his personal care situation within the employer-employee,
consumer model favored by Independent Living Movement, Fred would very quickly
correct me and tell me that was not how he and the two other people in his group
marriage viewed the situation; that, in fact, everyone contributed in their own way to the
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family and that the money they received from In-Home Support Services was just
another source of income that went into the family pot. For Fred, the emotional tie
between the disabled person and personal assistant is premium. This would differ from
the consumer model of personal assistance, which is first and foremost an employer
employee relationship (see Stuart' comments on page 39 in Shakespeare, Gillespie
Sells, and Davies 1996). Of course, the Independent Living and Disability Rights
Movement promoted the consumer model in part to combat the dependency, abuse and
burn out that often accompanies family-based systems of care for disabled people. To
be sure, Fred had to escape from the dependency he felt existed in the relationship he
had with his mother. Yet, rather than reject an emotional basis for the relationship
between his personal assistants and himself, he reconstitutes its terms as a reciprocal
exchange within the family context. He and his chosen family group construct an
emotionally close, non-burden model of personal care and assistance. Fred via his
therapeutic, artistic, and subversive abilities is able to provide other family members
more than enough compensation for the physical assistance that they provide for him.
* Hunt (1992) claims that the subject in Foucault's concept of “technologies of the self" is
gendered (read masculine) and thoroughly modern. That is, the individual is a separate
self who is attempting to transform himself. Although I think her critique of gender is fair,
in terms of the latter point, I would argue that Foucault's ethical self-practices are always
performed in the context of articulation with others.

" Darke (1996), however, has attempted to show how women's resistance to the
disease construction of menopause could also be seen as a ‘practice of the self. In the
long run, she does not see this notion as being of much use because it lacks an
interactive dimension. While it is true Foucault did not much explicitly analyze the ways
in which one's self-practices' may articulate with others, nevertheless it appears he was
struggling to put this idea into the context of social relations at the time of his death.

CHAPTER VII.

* The great ethnographer Jules Henry in his critical study of American culture, Culture
Against Man (1963), and his seminal study of American families with schizophrenic
children, Pathways to Madness, (1973), pioneered the naturalistic study of families either
living directly with a family or spending most of the waking day within the household. As
the current study unfolded, while I was living and working with Josh, I became convinced
that Henry's living-with approach can enhance our understanding of the lives of people
with physical as well as cognitive disabilities. Without this close, living-with association
to Josh's everyday context, and to a lesser extent other disabled men who I worked for
and also socialized with, some of the major insights of this study would not have been
fathomed.

CHAPTER VIII.

* I am indebted to Linda Mitteness for suggesting communication as an alternative to a
moral notion of sexuality.
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APPENDIX I. QUESTIONS I ASKED OF ALL PRIMARY
RESEARCH PARTICIPANTS

The following questions were asked in various ways of all research participants.
Remember that these questions and the many others I asked usually occurred naturally
during the conversational flow of the interviews.

Domain 1) Basic information, early relationships, major life phases, events and
transitional experiences

What class would you consider your family?
What is your form of CP.?

What is your medical history?

What is your institutional history (special schools, mainstream, special wing, summer
camps, etc.)

Can you describe yourself, your personality and interests?

What do you consider the most important transitions in your life?
What were your relationships with family members like growing up?
What were your relationships with others/friends like growing up?
Do you think that you were socially isolated or not growing up?

Domain 2) Daily experiences, general interaction, care routines, societal access,
self-image, and disability culture
Can you describe to me your daily life as a person with cerebral palsy? What do you

see as the daily challenges/barriers for people with CP./men with CP./you?
Do you use personal assistants? If so, what does your care routine consist of?

ls the San Francisco Bay Area significant or insignificant to you?
What are your relationships with personal assistants like? Simply employees?

Friends? Other?

What does independence mean to you?
How would you rate your self-esteem?
What about your body-image?

Domain 3) sexuality, history of sexually meaningful interpersonal experiences and
relationships

Can you remember your early sexual feelings? Describe them for me?
Did you masturbate?
Can you detail your history of sexually intimate relationships for me?
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Do you think communication issues or mobility issues make it more difficult to º
establish romantic connections with others?

What is your position on the use of sex workers by disabled people? Sexual
surrogates? .*

Have you ever had any education or counseling on disability and sexuality issues?
Do you think men or women with disabilities/cerebral palsy have a more difficult time

establishing sexually intimate relationships? Why?
What would you say are the social and cultural barriers to establishing sexual

relationships for men with cerebral palsy? What inhibits you from expressing sexual
interest in someone you are attracted to? Do these issues inhibit you from making a
move? How do they make you feel? How do you contend with these issues?

What do you think helps men with cerebral palsy in establishing sexually intimate
relationships?

What has helped you to establish sexual relationships with others? Any strategies? -
What kind of women/men are you attracted to? sº
What is your idea of romance? Cº.),

Have you changed your perspective on your interaction/relations with
others/yourself/sex since your first attempts at negotiating sexual intimacy with
Women? º

Have you discussed with women that you're interested in what you physically can and º
cannot do sexually?

, c ()
Are there any other intimacy/sexual issues that you want to tell me about? º, c

--

-
Sº

Questions that became important to ask as the study progressed: º

Do you worry about spasticity during sex? sº *"

Any other physical manifestations when you try to negotiate sexual intimacy/engage º
in sexually intimate behavior? J } {º

Do you think it works to be friends first?

What would you consider the most important transitions in your sex life? .."
-

What do you think causes the responses that many people have given you when you
-

º

make a move? How does that make you feel? Are you inhibited from making º
moves because of this? Why? Why not? ~

º ,-

S \,
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APPENDIX III. FURTHER REFLECTIONS ON THE DISABILITY
ETHNOGRAPHER'S INVOLVEMENT: MULTIPLE ROLES AND

IDENTITIES IN DISABILITY ETHNOGRAPHY

In Chapter IV., I suggested that the disability ethnographer should cultivate a critical
reflexivity with regard to the various roles he/she occupies in the community under study.
Here, I want to revisit this issue of my multiple roles/identities. For the anthropologist,
occupying the dual roles of employee and ethnographer can involve both personal and
professional dilemmas (for example, see the discussion in Forsythe 1999; Hogle and
Downey 1999). In fact, the more roles the ethnographer occupies in relation to his/her
informants the more likelihood that conflicts of interest and other dilemmas will occur.
want to now discuss several personal and professional quandaries that I confronted
during this research whose contours have only become clear to me as the dissertation
research and writing process has winded down.
The multiple roles I occupied in relation to the disability community in the East San
Francisco Bay Area included disability ethnographer, employee of disabled men since
1984, long time employee and friend of my key informant, Disability Rights advocate and
more recently disability studies scholar. There are two key dilemmas or points of
contention that occurred during the course of this research. I want to argue that critical
reflexive exploration of these quandaries borne of multiple allegiances was useful not
only to enrich my understanding of disabled men's sexual situation, but also in
questioning the conceptual assumptions of both disability studies and anthropology.
When the formal interviews started, Josh—who had been my friend for many years—
became my key informant. While becoming friend's with one's informants is not unusual
for anthropologists in the field, recruiting one's longtime friend to be one's key informant
turns the usual ethnographic sequence on its head. As discussed in Chapter VII., my
work/friend relationship with Josh extended to assisting him beyond what he required of
his other personal assistants and into domains such as sexuality (i.e. getting him set up
so that he was able to masturbate after I left, accompanying him to strip joints). I briefly
brought up my anxiety and moral quandary in the face of facilitating his encounters with
sex workers as formal plans for this research concretized. I want to now return to this
dilemma.

My ethical quandary in assisting Josh in his search for a comfortable sexual
arrangement with a sex worker was explicitly based on its illegality and its participation in
the commodification of sex and women's bodies. I recognize that my complicity with
hegemonic masculinity in this study might be taken to task by some. Unfortunately, in
the United States sex is commodified, “therapized" or involves an idealized relationship
based on personal preference. My decision to eventually assist Josh was based on my
perception of his need for assistance in what I considered to be an important dimension
of human experience. In retrospect, both of us had our doubts about whether he would
begin to take chances in everyday life to secure a sexually intimate relationship. Given
Josh's sexual situation and my personal relationship with him, I opted to assist, even
though I knew that I would be contributing to the commodification of sex. I would argue
that ethnographers who occupy multiple roles in relation to their informants are
confronted with these kind of ethical choices in their work more often than they usually
like to admit.
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The second quandary concerns the larger issue of my relationship to disability studies as
an anthropologist and my relationship to anthropology as a disability studies scholar and
requires some explication. What obscures the clarity of an easy insider/outsider
dichotomy in my researcher status in the disability community is the fact that I occupied
several roles in the community prior to beginning my ethnographic fieldwork. As
discussed in Chapter IV., emerging from my lived experience, I have an intimate
knowledge of disabled peoples' practices and behaviors and I have also witnessed many
instances of their oppression and exclusion. Through this experience and witnessing
have increased my level of commitment to disabled people's struggle for equal access in
U.S. society as a disability rights advocate and disability studies scholar. In fact, I
straddle the insider-outsider divide with one foot placed on either side. I am in the
anomalous position of ally. Yet, the latter roles, which developed out of this ally position
as disability advocate and disability studies scholar, created if not an ethical dilemma a
possible point of contention with my anthropological perspective.
Now, it is common knowledge in the disability community that many anthropologists
studying disability have only weakly allied themselves with the disability rights movement
and academic disability studies. For sure, identity politics within the academy endures a
certain amount of stigma (Knauft 1996). Anthropologists with their longstanding
relativistic tendencies may fear becoming too involved in the identity politics of this
minority group. Or they may be “uneasy about the usefulness of performative
moralization in anthropology" (Cohen 1998: xxiii). For some, too strong of an
identification with others' causes on a daily basis smells a little too much like going
native, which might threaten the security of their continued engagement with ideas in the
academy. In addition, though they may be in general agreement with the disability rights
movement's goals in Western contexts, anthropologists may fear that voicing certain
criticisms based on their anthropological perspective might end up being attacked. And,
as pointed out in Chapter IV., the disability rights movement and disability studies are
indeed suspicious of much social science research, especially research of an
interpretive bent that is not explicitly emancipatory (Shuttleworth 1999; Linton 1998;
Oliver 1990 1996; Abberly 1992; Stone and Priestley 1996). From my own experience, I
can say that there is a very real danger that one's anthropological perspective can get
compromised to the agenda of identity politics. Yet, given my bias towards an ethically
committed and socially responsible disability ethnography, how can both anthropological
and disability rights/studies goals be achieved? For me, this involved a constant
reflexive and analytical tacking back and forth between my commitment to disabled
people's struggle and emancipation and anthropological attention to the larger context.
Reflexively engaging with both of these issues borne of multiple allegiances actually
enhanced my understanding of both research participants' worlds and helped to reveal
disability rights/studies and anthropological givens. First, the dilemma I was faced with
when asked by Josh to assist him in getting set up with a sex worker partly involved the
implicit assumption that the mixing of sex and ethnography is taboo (Kulick and Wilson
1995; Ashkenazi and Markowitz 1999). The anthropological silence concerning
ethnographers' sexual experiences in the field operate to reinforce certain moral
evaluations concerning the appropriate places, times and people with which one may
engage in sexual interactions. My sharing of Josh's masculine gaze and facilitating his
meetings with sex workers constitute sexual experiences of a sort. At bottom, I was
anxious about whether my actions were inappropriate for the context of ethnographic
fieldwork. In a larger sense, I began to reflect on the way different contexts are deemed
appropriate for sexual experience and practices and others are not. This in turn led to a
radical scrutinization of my heightened ethical awareness. Consequently, I was able to
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comprehend the degree to which sexuality is considered a personal project of the self in
U.S. society, and also at least one of the reasons why contexts that deviate from the
ideal of self-sufficiency in making sexual connections such as surrogacy and prostitution
are so stigmatized. Sexuality as a reflexive project of the self (not necessarily practice of
the self) relies on U.S. society's rhetoric of autonomy and self-sufficiency. Those who
fail to find a sexual partner in the sanctioned self-sufficient ways are thus open to
negative judgement. It therefore deepened my understanding of the cultural terrain that
Josh and other disabled people encounter in their search for sexual intimacy, left to fend
for themselves in a symbolic and structural realm of unequal opportunity, in which
stigmatized alternatives are sometimes seen as one's only alternatives. These intimate
data concerned with heretofore unreported aspects of a disabled man's sexual
experience in corroboration with other men's stories, I feel, has led me to an enhanced
understanding of the their struggle in this interpersonal arena. As a facilitator and
participant observer of Josh's quest and as an almost round the clock discussant, I was
able to capture an incredible array of his thoughts and feelings on this phase of his
sociosexual life, only some of which could be included in this dissertation. If I had been
simply an outsider ethnographer in the disability community for a year or two to conduct
a study, this ethical reflexivity would likely never have emerged.
A critical reflexive understanding of my roles as disability rights advocate/disability
studies scholar and ethnographer was also very productive. It enabled me to question
both the anthropological assumptions underlying traditional notions such as culture and
also the conceptual biases of disability studies perspectives. In terms of the latter, while
on the one hand incorporating a commitment to the disability rights movement's goal of
accessibility, my allegiance to a critical anthropological perspective enables me to
discern obscured aspects and underlying assumptions of the movement and its
academic offshoot that insider researchers are likely to miss. While my critique is first
and foremost aimed at the multiple oppression that disabled people face, I also criticize
some of the concepts and practices of disability studies/disability rights: 1) for relying too
much on a materialist, economic analysis of disability oppression; 2) for minimizing the
hermeneutic dimension of human experience and sociocultural research; 3) for ignoring
marginal disability voices that do not fit easily within the paradigm of independent living
and the social model of disability; and 4) in terms of my own research interest-for not
emphasizing sexuality as a political issue (see Shuttleworth 1999, 2000).
Conversely, a critical reflexivity enabled me to more fully confront anthropological
assumptions underlying some of our traditional notions. While initially skeptical of the
claiming of disability culture by the Disability rights movement and academic disability
studies, I have more recently come to question anthropology's rights to primary
ownership of this term. Without my immersion in the disability community as a personal
assistant and friend of disabled people and especially through participating in their
collectivist movement and more recently disability studies scholarship, I would never
have begun to reflexively question my anthropological assumptions from the perspective
of “the other." If culture change is really as dynamic as recent anthropology would have
us believe, then how can we privilege our concepts as static givens? I would warn
anthropologists that participating in negotiations with others over the meanings of some
of our much beloved concepts is mandatory or else we will forfeit a say in what these
term will come to mean in the larger society.
Whereas in the age of objectivity the lack of a social role among one's informants could
be construed as an asset, today a perspective from within the social field can inform the
cultural description that is the heart of ethnography. While an experiential account
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rendered from the ethnographer's role position in the social field can obviously benefit
the ethnographic product, critically reflexive exploration of some of the issues and
dilemmas that emerge during fieldwork because of our multiple allegiances can also
enhance our understanding of those we conduct fieldwork with and assist in
interrogating the conceptual assumptions of both their public and academic
representatives and of anthropology.

U.J.J. J. V.
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