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Three recent conferences mark the com ng of age of a
mat ure disability and sexuality studies discipline:
Disability, Culture and Sexuality: Experiential and Soci et al
Per spectives, 2000, San Francisco State University; Gender and
Disability Studies, 2001, Rutgers, New Jersey; and Queer and
Di sabl ed, San Francisco State University, 2002. The papers
presented within these conferences reveal an increasingly
political fram ng of research issues in disability and
sexuality fromthe both academ ¢ and advocacy communities (see
Mona and Shuttl eworth, 2000; Shuttleworth and Mna, 2000;
Hut chi nson and Smith, in-press). However, despite this recent
critical scholarship, the editors feel that the sexual lives
of disabled individuals still remain veiled at various |evels.
Mul ti di sciplinary research focusing upon disability and
sexual ity has addressed issues around gender, sexual identity,
sexual orientation, and sexual behavior, yet less attention
has been paid to "sexual access"” for nmenbers of the disability
comunity.® Wile advocacy efforts and policy devel opnent
within the disability community have focused on broad ideas of
uni versal access, equal access to sexual relationships and
sexual activity have often been excluded in these endeavors.

Historically, within the disability conmunity, the issue
of disability and sexuality has been framed in nedicalized,
apolitical, and individualist ternms. This individualizing
focus has tended to draw attention away fromthe socio-
structural relations between di sabl ed and non-di sabl ed peopl e,
t he synmbolic meanings of disability and desirability in the
| arger culture, and the psychol ogical inplications of
experiencing nultiple barriers to sexual expression and
establ i shing sexual relationships. This individualized,
apolitical and uncritical enphasis was inadvertently
reinforced by the Disability Ri ghts Myvenent which



under st andably focused its energy on issues that were nore
anenabl e to social change such as environnental access,

enpl oynment, etc. (Shakespeare, G|l espie-Sells and Davies,
1996). Wth this in mnd, as academ cs, advocates, comunity
menbers, and those who identify under many of these roles, we
are charged with beginning research agendas that incorporate
br oader conceptualizations of disability and sexuality.

Cbstacles interfering with access to sexual expression
and sexual relationships are often quite simlar to those
barriers faced in attenpting to integrate into the majority
soci ety at synbolic, economc, social, architectural,
psychol ogi cal, and interpersonal levels. That is, attitudinal
constraints, |ack of nonetary and/or programmati c access to
personal assistance services, physical barriers, and
conmuni cation issues and transportation difficulties can all
contri bute towards the prevention of full expression of
sexuality. Unique to sexuality, however, are the cultura
meani ngs of sexual attractiveness and desirability, which
often conbine with other barriers to conpound the probl em of
sexual access for disabled people. Thus, we question the
degree to which disabled people have been able to negotiate
both | ogistical and sociocultural factors in their pursuit of
sati sfying sexual expression. W are also are puzzled by the
| ack of attention to sexual access anong disability schol ars
who have researched and advocated for the civil rights of
people with disabilities for many years.

By sexual access we do not nean access to physical
intimcy per se. Rather, we nean access to the psychol ogi cal,
soci al and cultural contexts and supports that acknow edge,
nurture and pronote sexuality in general or disabled people's
sexual ity specifically. For exanple, one area of cultural
support for disabled peoples’ sexuality m ght be a nore
positive sexual representation of disabled people in film and
ot her media which for disabled individuals mght result in a
positive identification and hei ghtened sexual self-esteem
psychol ogically. Further, this nore positive sexual
representation of disabled people mght also result in many
non- di sabl ed people perceiving themin a nore sexual light. In
this exanple, access to cultural, social and psychol ogi cal
supports synergistically inmprove the possibilities for sexual
expressi on and negotiating sexual relationship for disabled
people. Sorting out all the conplex interrelations between
t hese different dinensions of access and exclusion should be
one of the primary jobs of disability and sexuality
resear chers.

Bar bar a Waxman- Fi ducci a, known as the nother of the
disability and sexual ity advocacy novenent, did not shy away
fromconfronting the difficult disability and sexuality issues
in all their conplexity. In the late 1980s and early 1990s,
she published a nunber of short papers calling for the
politicization of sexuality in the Disability Ri ghts Myvenent
(see for exanple Waxman and Fi nger, 1989; Waxman, 1994), and
she al so published brilliant analyses on related topics such
as viol ence against disabl ed people which included an anal ysis



of sexual abuse (VWaxman, 1991). Wth her passing in April
2001, we are calling for a renewed effort to engage not only
on a political level, but to especially focus on the issue of
sexual access. Harlan Hahn's (1981) early call for nore study
of the social conponent of disability and sexuality inplied
the notion of sexual access, but his call has only been
intermttently taken up. It is as if disability and sexuality
researchers do not want to do the enpirical work necessary to
substantiate their clainms that disabled people are often
vi ewed as asexual by the larger society and that nultiple
barriers exist to frustrate their sexual expression and
devel opnent of sexual relationships. We, of course, do not
want to be seen as doom and gl oom disability researchers. As
Shakespeare et al. (1996) enphasi ze, disabled people are al so
reali zing successes in the area of |ove and sex. Acknow edgi ng
this fact, however, we feel that by focusing on the issue of
access we are initiating discussion about inclusion,
excl usion, and satisfaction of this very inportant life
domain. G ven that "disability life" is influenced continually
by a variety of internal and external forces, we nust
t horoughly explore factors affecting sexual access before we
can begin to nake sense of this conpl ex phenonenon.

Based upon these ideas and the editors continuing
di al ogue on sexual access for disabled people, a search for a
deeper understandi ng of sexual policy and rights for people
with disabilities was sought for this issue of DSQ W
envi sioned this special sexuality issue of DSQ as a first step
in rectifying neglect of the problem of sexual access. A group
of papers were solicited that interrogated the nultiple kinds
of access issues related to sexual expression and to
negoti ating sexual relationships for disabled people. W
sought schol arship that di scussed di sabl ed people's resistance
to the myth of asexuality, their sexual access problens and
strategies and al so their successes in love. W also wanted to
i nclude research and witing on difficult topics such as
facilitated sex, sexual surrogacy, sex work and the access
opportunities of those disabled people residing in
institutions and nore structured living environments. W
present ed sone exanpl e questions that we thought m ght provide
good starting points for scholars reflection and lead to the
writing of challenging papers: 1) What are the policy changes
required that will enable all disabled people access to their
sexual rights? 2) Are there perils in losing credibility
within the disability civil rights novenent if argunments for
sexual rights is on a broader agenda? 3) How are people with
di sabilities engaging in sexual expression and establishing
sexual relationships given the potential obstacles faced at
both meta and mcro |l evels? W are happy to report that we
must have "hit a chord" because the majority of papers
submtted critically engaged with the thene of sexual access
for disabl ed people and posed simlar kinds of questions as
the basis of their papers. In addition, we received and are
i ncluding a select nunmber of poens and personal witings that
hi ghli ght the sexual access thenme and are expressed from a



nore direct, experiential perspective.
The Contri butions

The collection of witings presented within this issue
represent a w de range of sexual access across disability
i ssues. We are pleased that the perspectives of these
manuscri pts enconpass i ndividual, societal, cultural, and
political views and address sexual access and disability
directly, scholarly, and poignantly. Below we offer a brief
glinpse into this inportant edition of DSQ and hope that these
writings provoke additional thinking, research, and witings
on sexual access and disability.

Hol Iy Wade's paper is a significant contribution to the
disability and sexuality literature which focuses on access
concerns. She presents a cultural indictnment of the w despread
di scrim nation and exclusion of people with "intellectual
disabilities"™ (who nmay or may not experience a sensory or
physi cal disability) fromaccess to sexuality education and
sexual expression. She sets the context for a discussion of
sone of the conflicts that pervade this issue by providing an
i nportant history of legislation, policy and services rel ated
to the sexuality of these disabl ed people. One of the many
conflicts that she highlights is that between protection of
t hose perceived as "vul nerable"” and their rights to sexual
expression. Protection has so far outwei ghed sexual rights in
this equation. Wade suggests the devel opment of a new policy
that "reflects the needs of all constituencies."™ Further
suggestions ainmed at rectifying the many conflicts that
contribute to excluding this population from sexual expression
and rel ationships are the need for a conprehensive sexuality
educati on program the devel opnent of policies that enable the
accurate and individualized assessnent of conpetency and
consent, and policies that foster the self-determ nation of
people with "intellectual disabilities."

The piece witten by Susan Fitzmaurice provides real life
data on the sexual devel opment of her devel opnentally disabl ed
child. This author, a well-known disability advocate, provides
her account of the obstacles and successes faced when
attenmpting to raise a sexually healthy child wi th Down
Syndronme. This article offers great insight into the sexual
access issues faced by parents of children with devel opnent al
disabilities and in turn relays tangible child rearing
i nformation useful to both conmmunity nmenbers and service
providers working with people with devel opnmental disabilities.

Carol Ham Iton's paper provides significant enpirical
support for Wade's mmjor points, albeit her research was
conducted in New Zeal and. She interviewed two support workers
on the access issues for "intellectually disabled" people.
Whil e her sanmple may be small, the exanples fromthese
wor kers' practice denonstrate a range of sexual access issues
that those with "intellectual disabilities"” can experience.
Working fromthese interviews, her analysis shows that people
with "intellectual disabilities" confront nmultiple barriers to



their sexual expression, and that sexual expression only
beconmes a possibility for those persons who are articul ate
enough and doggedly persistent in their quest. Ham Iton
enphasi zes, however, that there is absolutely no guarantee
that even if soneone is articul ate, persistent and conprehends
the difference between appropriate and i nappropriate pl aces
for sexual expression that they will be provided access to
such places and the necessary support to express thensel ves
sexual ly. She concl udes her paper by asking, what would an
"ordinary sexual life" ook like for "intellectually disabl ed”
people if there were explicit acknow edgement and wor ki ng

t hrough of the enotional, social, cultural and physical

i nterconnecti ons experienced by the individual, the famly,

t he support organi zation and the wi der conmmunity.

Karen Shue and Ana Fl ores di scuss the uni que sexual
access issues faced by a woman with a brain injury living in a
structured living facility. These authors discuss the broad
i ssues of sexual rights within a structured facility,
opportunities for sexual decision making when famly menbers
have power to override personal decisions, |egal conpetency,
personal assistance for sexual expression, and the personal
struggles for sexual fulfillment articul ated by the disabl ed
woman herself. Wder issues are brought to |ife by specific
exanpl es and quotations of the individuals involved in this
case. This article edges the reader towards sexual access
issues on nmultiple levels and calls for additional research
and education needed to expand i deas of sexuality anong
persons with brain injury.

Lawr ence Shapiro presents a clear and well-argued opinion
pi ece on the situation regarding the use of sexual surrogates
by di sabl ed people in the Canadi an province of Ontario. He
argues convincingly that disabl ed people should have the cost
of sexual surrogates incorporated into their governnent-
sponsored personalized funding program This would provide a
significant degree of access to those who may need this
i nportant service.

Corbett O Toole's paper is a provocative and conpl ex
treatment of the barriers to sexuality for disabled nothers.
She provides an overview of the sociocultural and sexual
situation of disabled mothers in the United States and notes
the | ack of research on the topic. She also exam nes in detali
cul tural assunptions about sexuality, notherhood and
disability and the many barriers to having a sex life for
di sabl ed nmot hers. Al ong the way, she makes several inportant
suggestions to increase access to sexuality for disabled
not hers and for social science research on this inportant
topic. For exanple, in terns of the latter, O Tool e suggests
that instead of focusing on the problens of disabled
not her hood, researchers need to begin exploring the resilience
and probl em sol ving that disabled nothers can often
denonstrate.

David Howard and Mary Young provide an inportant
under st andi ng of how leisure is a major factor in setting the
context for the negotiation of sexual relationships in general



and how there are often many barriers for disabled people to
access |leisure. The authors provide detail ed definitions of

| ei sure related term nol ogy, historical perspectives on

| ei sure, a discussion of the discipline of recreation therapy
and the inmpact of leisure on disability and sexuality. Theirs
is acall to focus on the under researched |ink between access
to | eisure experiences and access to sexual experiences for

di sabl ed peopl e.

An anal ysis of representations of disability and
sexuality within art is given in Ronda Gowl and's paper. She
provides a historic context for exploring disability and
sexual ity visual inmagery through the Social Model of
Disability and then proceeds with showcasing the ways in which
three different artists have used traditionally stereotypical
i mges to challenge notions of attractiveness and
desirability. This paper confronts sexual access from
artistic, political, and societal |evels and rem nds the
reader of the inportance of visual imagery in conceptualizing
issues related to disability, sexuality, and power.

Disability, sexual fantasy, and desire are exam ned by
Kat h Duncan and Gerard Goggin within their exploration of a
1998 Australian TV docunentary entitled My One-Legged Dream
Lover. This docunentary highlights Kath Duncan's excursions
into the world of amputee fetish and includes discussion of
the often controversial topic of devoteeismw thin the
disability community. The manuscript is provocative in its
content and presentation and offers an inportant view of
disability sexual access issues in ternms of chall enging
traditional notions of sexuality, desire, and
"appropriateness” within the disability community.

In his paper, Leslie Harris provides a senmiotic
under st andi ng of representations of disability and sexuality
in film He first presents a brief and very clear lesson in
aspects of semi otic analysis using disability inmagery. Then he
exam nes several films ainmed at the larger film going public
t hat involve disabled characters and al so adult videos
specifically produced for the devotee market. While he shows
that there are sonetinmes both negative and positive portrayals
of sex involving disabled characters in filmand video, even
when di sabl ed characters are portrayed in a sexually positive
i ght, negative representations are apt to creep in and
underm ne any positive neanings. The predom nance of negative
i mgery of disability and sexuality in the media cannot help
but adversely inpacts public perceptions and thus likely al so
i nfluences di sabl ed people's access to sexually meani ngf ul
rel ati onshi ps.

Qur synposium concludes with a set of witings that
reflect sexual access from personal perspectives and serves to
“bring home" the ideas put forth in the manuscripts di scussed
above. Mtch Tepper's novie review of Flavia Fontes'
"For bi dden Weddi ng" provides a critique of a recent film
depicting disability and sexuality themes. This review reni nds
us of the information highlighted in Leslie Harris' paper and



rem nds us of the inportance of visual representations of
disability and sexuality in the nmedia. Lorre Leon Mendel son's
poementitled "Voices" is a powerful piece giving voice to the
difficulties and potential strategies apparent within the
sexual relationships of people with psychiatric disabilities.
Simlarly, Scott Snedecor's brief personal reflection on the
search for intimcy and romantic rel ationships while |iving
with psychiatric disability exhibits the intense yearning to
establish a romantically neaningful relationship. W concl ude
with a piece by Katie Ball that summari zes her life journey in
accessi ng sexual relationships and her sexual self-identity as
a di sabl ed woman. This piece provides "life" to many of the
social, political, and personal argunents made within this
volune and rem nds the reader of the inportance of searching
for yet a deeper understanding of sexual rights and sexua
expressi on anong the disability comunity.

Not es

1. While research such as that conducted by Shakespeare,
G|l espie-Sells and Davies (1996) does include attention to
barriers to sexual access, this focus is still too rare in
disability and sexuality studies. A forthcom ng paper by one
of the editors (Shuttleworth, forthcom ng) argues that the
constructionist trend in human sexuality studies as a whol e
has al so not interrogated the problem of sexua
access/exclusion for mnority nembers of societies (npst
not ably di sabl ed people) choosing to enpirically and
theoretically focus on oppression in relation to sexual
identity and gender identity (and to sone extent the
devel opnent of sexual subjectivity). These are inportant
scholarly and research topics and are assisting fem nist and
gay and | esbian activists in their struggles for human and
sexual rights and societal access in general; however, a
primary sexual issue for nost di sabl ed people who are nore
than mldly inpaired is sexual access. The editors would |ike
to see nore research, especially constructionist research,
whi ch focuses on the problem of access/exclusion to sexual
contexts for disabled persons who identify with the diversity
of sexual and gender orientations (i.e. gay, |esbhian,
bi sexual , transgender, heterosexual) taking into consideration
of course any identity issues that are rel evant.
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