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Abstract

A review of |egislation, policy and practice was
conducted to outline the conflicting issues that
contribute to the currently w despread discrimnm nation of
people with significant disabilities in the United States
and their access to sexuality educati on and expression.

Al t hough many individuals with significant disabilities
face discrimnation on nmultiple levels, barriers to
sexual ity seem pervasive in nost environnents that people
encounter. While sone individuals with significant

di sabilities have been successful in establishing and

mai ntaining intimate rel ati onshi ps, many continue to face
isolation in the communities in which they live. This
paper will outline the issues that surround and
contribute to the discrimnation of people with
significant disabilities in the United States with regard
to their right to sexuality and discuss the need for new
policies that will serve as potential renmedies for this
nati onal problem

| nt roducti on

Persons with a broad range of disabilities - cognitive,
not or, sensory and psychiatric - have been victinms of
intentional and irrational state-sponsored discrimnation
and exclusion fromthe basic rights and citizenship in
every aspect of public and private |life including

enpl oynment, housing, the judicial system marriage,
parenti ng and educati on. Congress was aware of the
centuries of discrimnation when it enacted the Anericans
with Disabilities Act (ADA) in 1990. (Brief of Am ci

Hi storians and Scholars at 1, Bd. O Trustees of the
Univ. of Ala. V. Garrett, 531 U S. 356 (2001))



This statenment illustrates the acknow edgenent of
di scrim nation towards people regarded as di sabled. This
recognition led to the enactnent of the Anmericans with
Disabilities Act in 1990 which became the npst visible,
culmnating law to address discrimnation on nmultiple |levels
as it exists for individuals with disabilities in our country.
This process of recognition, understanding and revealing the
hi story of pervasive and intentional discrimnation led to a
broad |aw that attenpts to mediate the numerous |evels of
m streatment and viol ations of human rights for individuals
with significant disabilities.

In the last ten years, many individuals with significant
disabilities have realized greater opportunities and access to
both public and private |ife domains which has increased the
partici pation of such individuals in meaningful and integrated
wor k, education, community, and housing. Wth education and
support sone individuals with significant disabilities have
been successful in initiating and maintaining intinmate
rel ati onships with others and have found ways to realize
heal t hy social and sexual relationships. It is the |lives of
such individuals that we nust |earn from How have they been
able to establish relationships with others and successfully
maneuver in a systemin which access to their nost fundanental
ri ght, sexuality, has been historically denied? Hi ngsburger
(1991) asserts that "people with disabilities can devel op
sexual relationships if they live in healthy environnents
surrounded by people with appropriate attitudes.” Wile
positive accounts of relationships anong people with
disabilities do exist (Shakespeare, G llespie-Sells & Davies,
1996; Mel berg-Schwi er, 1994) there is still a great
di screpancy in desire and opportunity anmong individuals with
significant disabilities in our comunities.

To this end, we find aws that have done little to
increase the |ikelihood that individuals with significant
disabilities will realize the same opportunities and access to
sexual expression and rel ationships that their non-di sabl ed
peers have. Specifically, individuals with significant
disabilities continue to encounter discrimnation with regard
to their right to participate in both education that will |ead
to an understanding of their sexuality and opportunities to
engage in sexual activity and expression. This analysis wll
focus on the issues of sexuality in the lives of individuals
with significant disabilities. For the purpose of this
anal ysis individuals with significant disabilities will be
defi ned as people who experience noderate to profound
intellectual disabilities and may experience a secondary
sensory or physical disability.

Whil e a token acknow edgenent of the need for opportunity
and education with regard to sexuality and individuals with
significant disabilities does exist (Kenpton & Kahn, 1991;
McCabe, 1993; Hi ngsburger & Mel berg-Schw er, 2000; Gordon,
1974; Ludwi g, 2000; Abranmson, Parker & Weisberg, 1988; Wlfe &
Bl anchett, 2001), little has been acconplished to end the
discrimnatory attitudes and practices that remain a part of



bot h policy devel opnent and inplenmentation. Such

acknow edgenment has led to the devel opnment of specific
curricula (Wlfe & Blanchett, 2000; Anmes, 1991; MCabe, 1993)
that meets the needs of individuals with significant
disabilities, but has failed to inplenment a standard policy
(Wl fe & Blanchett, 2000) that will ensure such individuals
have access to sexuality education in schools or community

settings. Wthout guiding policies, little can be done to
ensure that an individual's rights to education and training
in sexuality will be realized.

Further, while the novenent towards nornmalization and
inclusion in the comunity has nmoved many individuals from

segregated settings to nore integrated options, little has
been done to increase the likelihood that in such settings
people with significant disabilities will nove beyond being

physically present and beconme enotionally connected (Sapon-
Shevi n, Dobbel aere, Corrigan, Goodman & Master, 1998; Meyer,
1991; Stainback & Stainback, 1990; Strully & Strully, 1996;
Van der Klift & Kunc, 1994). The efforts of Congress to
protect the rights of individuals with significant
disabilities and increase their access to public life has
succeeded, but continues to fail in addressing policies that
woul d support the end to discrimnatory practices in their
private |ives.

Thi s di chotonmy between private and public |ives continues
to be at the core of discrimnatory practices in disabled
people's lives. As disability activist Crow (1991) suggests,
wi t hout the recognition of sexuality we have very clearly
m ssed the point. She clainms that we have categorically failed
to recogni ze the inportance of sexuality as the core to the
ultimate realization of access to education, housing and work.
Wt hout the recognition of private lives for individuals with
significant disabilities, the fight for access and integration
may continue, but people with significant disabilities wll
remain in a separate and unequal status anmong the non-disabl ed
popul ation. The failure to include sexuality education and
expression in the lives of people with significant
disabilities |leads to further discrimnatory policies and
stifles efforts to wong the human rights violations of the
past .

Current failures in our educational and support practices
have their roots in the history of segregation and
di scrim nation of this popul ation. Decades of ranpant
di sregard for the humanness of individuals with significant
disabilities has led to policies that illustrate how states
continue to interfere with an individuals rights to pursue
consensual relationships and realize a private life (Field &
Sanchez, 2001). Like current practices, history illustrates a
deni al of both the desires and needs of individuals with
significant disabilities and their right to opportunities for
sexual expression.

Hi story of Legislation, Policy and Services
Related to the Sexuality of People with Disabilities



The 1600s to the 1880s: The Begi nning of M sperception and
Di scrim nation

Sexual ity has al ways been an area fraught wth
m sunder st andi ng and noral debate. The presence of disability
provi des an added twi st. History has shown us that the area of
people with significant disabilities and sexuality is one
built on m sconceptions and discrimnation (Abramson, Parker &
Wei sberg, 1988). In 1614, the first medical diagnosis of
mental retardation was recorded, the cause of the condition
was given as "overindul gence in sexual pleasure.” These
attitudes and the "total disregard for the sexual rights"”
(Kempt on & Kahn, 1991) of individuals with significant
disabilities |lasted well into the 1940s (Reed, 1997). There
wer e advances in educating individuals with significant
disabilities in the late 1700s and early 1800s, but these
efforts were thwarted from 1880 to 1940 due to the eugenics
nmovenment (Kenpton & Kahn, 1991).

The Eugeni cs Movenent: 1880-1940

The first sterilization |aws were passed by Indiana in
1907 and by 1948 forty-two states had enacted such | aws
(Abramson, et al., 1988). This novenent was an attenpt to
breed out individuals with disabilities who were characterized
as "sexual perverts" or "habitual crimnals" and were
considered to be prone to crim nal behavior and sexual
prom scuity (Kenpton & Kahn, 1991). Between 1907 and 1957 it
is estimated that approxi mtely 60, 000 individuals were
sterilized without their consent and/or know edge (Kenpton &
Kahn, 1991). In 1927 the Supreme Court, in an opinion witten
by Justice Oiver Wendell Hol nes, upheld the constitutionality
of the Virginia sterilization |law in Buck v. Bell and endorsed
the involuntary sterilization of a 17 year-old young woman.
"It is better for all the world, if instead of waiting to
execut e degenerate offspring for crime, or to |l et them starve
for their inmbecility, society can prevent those who are
mani festly unfit from continuing their kind...Three
generations of inbeciles is enough"” (Buck v. Bell, 1927: 205-
207). This public discrimnation led to perpetuating the
m sconcepti ons of people with significant disabilities and
furthered the discrimnation and i nhunane practices agai nst
this popul ati on.

The 1940s and 1950s: Shifting Attitudes
with Little to No I nprovenent in
W despread Di scrim nation

Progress was slow in inproving both the educational and
housi ng prospects for individuals with significant
disabilities. However, public attitudes began to shift as a
result of the Nazi's version of eugenics and sterilization
whi ch were questioned by Anericans in a post World War Il era
(Reed, 1997). Despite this understanding involuntary
sterilization |laws remained in many states until the 1970s



(Kempt on & Kahn, 1991).

During the 1940s people with disabilities were housed
primarily in institutions. This practice began in an effort to
"care" for individuals with significant disabilities who could
not be cared for at honme (Kenpton & Kahn, 1991). Typically,

t hese environnments consisted of |arge, congregate |iving
arrangenents that |acked all opportunities for privacy. Such
living situations provided no dignity and/or support to treat
people in a humane and respectful nmanner. In these settings
sexuality was m sinterpreted and puni shed (Kenpton & Kahn,
1991). Sexuality for individuals with significant disabilities
was not identified as an issue, no education was given and no
formali zed support was provided.

In the 1950s parent groups began to form and they
demanded research and services be available to their children.
The discrimnation of the past was beginning to change and
parent advocacy was born. While nost parents believed their
children to be eternally innocent and having no sexual rights
(Nol Il ey, 2001; Abranson, et al., 1988), the nmovenent toward
advocacy did open the doors to potential opportunities in
housi ng and educati on that had previously been unavailable to
t hem

The 1960s: The Sexual Revol ution

The period from 1960-1970 was a decade of great change in
supports and services to people with significant disabilities
and a general sexual awakening for the society. Basic human
rights for individuals with nental retardation were still not
recogni zed as evidenced by 18 states still not permtting such
i ndividuals the right to marry. However, the period does
reflect nmovenent toward growth. President Kennedy (who had a
sibling with nental retardation) established the President's
Committee on Mental Retardation which advocated for comrunity-
based services to neet the needs of people with nmental
retardation | abels. Also during the 1960s the sexual
revol uti on was born. This notion of sexual freedons was
extended to only a select nunmber of nmenmbers of the disabl ed
popul ati on. Menbers who were allowed this right to sexual
freedom were believed to be higher functioning and nore
capabl e of maki ng decisions (Wl fe, 1997). This form of
deci si on- maki ng continued to perpetuate the mass excl usi on of
people with nore significant disabilities from sexua
expression. It furthered the discrimnation against
i ndi viduals by allowi ng others to nake deci sions on perceived
notions of conpetence rather than individualizing support to
neet the needs of each person.

The 1960s al so brought the nmovenent toward nornmalization
that led to deinstitutionalization. Many individuals with
significant disabilities were noved fromlarge institutions to
smal l er group living situations in the comunity and advances
were made to understand and appreciate the sexuality of
i ndividuals with significant disabilities (Gordon, 1974).

The 1970s: An Era of Legislative G owth



The Fam |y Planning Services and Popul ati on Research Act
of 1970 (PL 91-572) was passed. Title X of this act authorized
grants to establish voluntary fam |y planni ng services,
conduct research and provide information. Wthin this act,
services for people with disabilities were not explicitly
cited but efforts to include this popul ation were made.

The Rehabilitation Act of 1973 (29 U. S.C. 701, et seq.)
was passed and for the first time all individuals were
entitled to equal access to all federally funded prograns
regardl ess of the nature or severity of their disability. 1973
al so brought a hei ghtened awareness to reproductive rights
with the [andmark Supreme Court decision (Roe v. Wade, 1973)

t hat guaranteed a constitutional right to abortion. In this
envi ronnent the reproductive rights of individuals with
significant disabilities also were chanpi oned. However, as of
1973, 23 states still had laws permtting involuntary
sterilizations and the courts repeatedly endorsed the
involuntary sterilization of people with significant

di sabilities.

Al t hough people with disabilities continued to face
discrimnation in the 1970s significant gains had been made to
i nprove the quality of |ife and inprove educati onal
opportunities for young people. In 1975, Congress passed
Public Law 94-142, the Education for All Handi capped Children
Act (subsequently reauthorized and anmended as the Individuals
with Disabilities Education Act [|IDEA], PL 101-476, 1990; PL
105-17, 1997) requiring that schools provide a "free and
appropriate public education” for all children regardl ess of
perceived ability. This legislation led to inportant gains in
both the integration and education of children with
significant disabilities. Wiile advances in such |egislation
were noteworthy, the sexuality of individuals with significant
disabilities was still far from being acknow edged or
recogni zed. No policy recomrendations for sexuality education
were made and discrimnation with regard to sexual freedons
was still rampant (Wl fe & Bl anchett, 2000).

The 1980s: Sexual ity Acknow edged, Abuse Measured

Wth the deinstitutionalization and normalization
nmovenments of the late 1960s and early 1970s the sexual rights
of individuals with significant disabilities began to be
recogni zed (Kenmpton & Kahn, 1991; MCabe, 1993). These
novenents provided an inpetus for an increase of access to
information by people with disabilities, but still work was
needed. As people canme out of the institutions and noved back
into the community during the 1980s, it becane clear that
people with significant disabilities needed nore training as
they frequently were nore susceptible to exploitation (Sobsey,
1994). Abuse data from 1988 to 1998 reveal ed that individuals
with significant disabilities were nore likely to be
victim zed than their non-disabled peers (Stiggall, 1988;
M tchell & Buchel e-Ash, 2000; Lum ey & MItenberger, 1997;
Sullivan & Knutson, 1998). It has been suggested that such
individuals with significant disabilities are at |east tw ce



as likely to be abused sexually and may be five or nore tines
nore likely to face all fornms of abuse than the general
popul ati on (Sobsey & Cal der, 1999; Sobsey, 1994). Some suggest
t hat abuse is not a question of "if," but "when" for nost
individuals with significant disabilities (Prada, personal
conmuni cation, 2000).

Additionally, at this time, the 1984 anendnents to the
Devel opmental Disabilities Act [Devel opnental Disabilities
Assi stance and Bill of Rights Act of 1975, PL 98-527, 1984
Amendnents, 42 U.S.C.] becane |aw. The new anendnents
enphasi zed i ndependence, productivity, and integration into
the community. This act also specifically nmandated the
creation of state protection and advocacy systens designed to
protect persons with devel opnental disabilities from
di scrim nation and abuse (Mtchell & Buchel e-Ash, 2000).

The 1990s: Equal Access

During the 1990s there was novenent towards securing
typical lifestyles for people with disabilities. Efforts in
the disability novenent since the 1970s to enact non
di scrim nation | aws bore considerable fruit in the 1990s and
people with disabilities nmoved forward in attaining access to
transportation and i ndependent |iving services (Crow, 1991).
Advocates fought for equal access in education with the
i ncl usi on novenent of the 1980s. Deinstitutionalization
of fered opportunities for people with significant disabilities
to live al ongside their non-di sabled peers in the community
and be included in the comunities in which they lived. In
addi tion other |egislation, such as supported enploynent which
for the first time placed value in including individuals with
significant disabilities in the community to work, was
recogni zed and enbraced (Certo, Punpian, Fisher, Storey &
Smal | ey, 1997). Also the passing of The Anericans with
Disabilities Act of 1990 (ADA), 42 U S.C. 12101, et seq.)
al | owed many professionals and advocates to see positive
growth in the disability rights arena. The npbst recent
nmovement involves recogni zing the struggle to free nonies from
its bureaucratic chains and allow individuals with
devel opnental disabilities access to their funding in order to
both identify and purchase the services they desire (Bradley,
2000). These battles to attain the quality of |ife outcomnes
that people with significant disabilities desire enabl ed many
to begin to realize their hopes and dreans.

The M 11 ennium and Beyond

At the turn of the century, many individuals with
significant disabilities began to realize their dreans and
have their rights recogni zed. During the past two decades the
quality of life for individuals with significant disabilities
has i nproved. As a result of groundbreaking litigation,
disability rights legislation, advocacy on the part of persons
with disabilities and their famly nmenbers, people with
disabilities can no |longer be subjected to



institutionalization, involuntary sterilization, over

medi cati on, over restraint, aversive interventions, and deni al
of health and other care (Mtchell, et al., 2000). However,

hi story continues to perpetuate m sconceptions about sexuality
and disability. Even though the right to sexual expression has
been recogni zed by many, as evidenced by this statenent by the
Nati onal Information Center for Children and Youth with
Disabilities:

American society is acknow edgi ng that people with
disabilities have the sane rights as other citizens to
contribute to and benefit from our society. This includes
the right to education, enploynent, self-detern nation,
and i ndependence. We are also comng to recognize -

al beit nore slowmy - that persons with disabilities have

the right to experience and fulfill an inportant aspect
of their individuality, namely, their sexuality (N CHCY,
1992, p. 1).

While the basic rights of all individuals to realize

their full potential has been enbraced, the policy and
practical considerations have not been addressed. The

i solation and segregation of the past have taken on new faces
in inclusive settings and without formalized sexuality
education and recognition of basic human rights these

di scrimnatory practices will continue well into the 21st
century for individuals with significant disabilities.

Beyond History: The Right to a
Rel ati onship in the United States

The nentally retarded person has a right...to such
education, training, rehabilitation and gui dance as w ||
enable him|[her] to develop his [her] ability and maxi mum
potential. (United Nations Declaration on the Rights of
the Mentally Retarded, 1983)

This statenent recogni zes the rights of individuals to
attain their maxi mum potential. The process of noving toward
this goal continues to have many benefits for people with
significant disabilities and has led to increased
opportunities for relationships (Reed, 1997).

Unfortunately, while the nove to integrated settings has
had sone benefits, many remain socially isolated in inclusive
settings (Sapon-Shevin, Dobbel aere, Corrigan, Goodman &
Master, 1998; Meyer, 1991; Stainback & Stainback, 1990;
Strully & Strully, 1996; Van der Klift & Kunc, 1994). The
i solation that individuals face has not been adequately
i npact ed because of the |lack of attention to sexuality
education. The inherent conflict anong educators, service
provi ders and parents about what to teach, how to teach and
when | eaves many individuals wi thout any formalized sexuality
educati on. Many parents believe that information on sexuality
will make their child nore |likely to engage in sexua



behavi ors (Fegen, Rauch & McCarthy, 1993). Agencies that
provi de services to individuals rarely provide training to
their staff on sexuality issues and rarely have someone on
staff that is responsible for such education (Huntley &
Benner, 1993). This lack of instruction and support has
definite consequences for individuals with significant
disabilities. Whether cloaked as protective practices or just
ignored, the |lack of appropriate information given to people
with significant disabilities about their sexuality
underscores the failings of existing legislation and policy to
stop discrimnatory practices.

This protection can have many forms and is intended to
keep individuals with significant disabilities frombeing a
risk to thenselves or others. However, within these protective
practices the intentional discrimnation of the past can be
found. While the sexual needs of people with even the nobst
significant disabilities has been acknow edged (Reed, 1997;
M tchell & Buchel e-Ash, 2000) the inmplenentation of policies
and support practices have been slow to develop. It seens that
the |l evel of disability one experiences can in some way
di ctate how much know edge they will have available to them
Again the historical roots of discrimnation can be found even
today as an attenpt is made to determ ne who i s conpetent
enough to have access to information about sexuality and the
right to express thensel ves sexually.

| ssues of Conpetence and Consent

The right to have sexual relationships, marry, bear
children and ot her basic human sexual freedons have been
categorically denied to individuals with disabilities
t hroughout history (Brief of Ami ci Historians and Schol ars,
2001; Field & Sanchez, 2001). Wile efforts have been made to
ri ght the wongs of the past, still little has been done to
i ndividually protect the rights of people across the country
with regard to sexual freedons that non-di sabl ed peopl e have.
The right to a consensual relationship is a freedomthat npst
peopl e have, however if you have a disability |abel in the
United States your ability to consent to a relationship with
anot her person is questioned (Sundram & Stavis, 1994; Field &
Sanchez, 2001; Stavis, 1991).

It could be argued that sexual expression for an
i ndividual with disabilities requires that each party is
deenmed conpetent and has the ability to consent to such
expressi on before any activity can take place. Generally,
there are three conponents that must be present to establish
conpetency to provide |l egal consent: (a) know edge of the
i nportant aspects of a decision and its risks and attendant
benefits; (b) intelligence, reason or understandi ng which
shows that the knowl edge is conprehended and/or it is applied
in a manner consistent with a person's values or beliefs; and
(c) voluntariness, neaning that the person is not subjected to
coercion and understands that there is a choice and he or she
has the ability to say "yes" or "no" to it (Stavis, 1991).



There are two nethods of determ ning capacity of an
i ndi vidual to make a decision. First, a clinician who is
recogni zed by the courts, statute or professional training as
qualified to do so can nmake a determ nation. Medical doctors
al so are generally recogni zed as qualified individuals that
can make either "clinical determ nation” or "clinical
conpetency"” decisions (Stavis & Sundram 1993). The second
met hod of determnation is judicial and is usually based on
evi dence and expert opinion (Stavis, 1991). The clinical
met hod is nore widely used due to both its | ower cost and
availability.

Est abl i shing conpetence to provide |egal capacity
regardl ess of the nethod is an arduous task, one that nost
Americans do not have to encounter in order to have a sexua
rel ati onship. Inherent in consent determ nation nmeasures is
both an effort to protect and ensure reciprocity as
i ndividuals enter into a relationship. Ironically inherent in
such determ nation decisions there is a presupposition that
i ndividuals with significant disabilities have had the access
or right to the information or education that would allow them
to be deened conpetent in such situations. An effort nust be
made to bal ance the interests of all parties and allow for the
voi ces of individuals with significant disabilities to be
heard and validated (Field & Sanchez, 2001). The right to the
information with regard to sexuality nust be recogni zed and
may be the only manner in which to ensure that individuals
with significant disabilities will have the necessary tools to
under st and and conquer the arduous process of capacity
determ nations in our country (Reed, 1997).

The Right to Sexuality Education in the United States

W despread acknow edgnent that sexuality education
continues to fail youths and society has been docunented in
the literature (Levesque, 2000; Moran, 2000; Elia, 2000;

McKay, 1998; Sears, 1992). The continued conflict between
content and norals has led to a generation of youth given only
information to conprehend "abstinence only" sexuality
education while rates of pregnancy, disease and abuse conti nue
to rise. For individuals with significant disabilities the
situation is far nore conplicated.

For all students, with and w thout disabilities,
sexual ity education remains highly controversial and val ue-
| aden (Wbl fe, 1997; Elia, 2000). Most people think of
sexual ity education as providing information solely about
physically how to have sex (MCabe, 1993; Elia, 2000; Gordon,
1974; NI CHCY, 1992) as opposed to |Ilustrat|ng how to develop
relatlonshlps conmmuni cation skills, values and identity. For
t he purpose of this paper, the definition as presented by the
Sexual ity Information and Education Council of the United
States (SIECUS) will be used. It states:

Sexual ity education is a |lifelong process of acquiring
information and formng attitudes, beliefs and val ues



about identity, relationships, and intimacy. It
enconpasses sexual devel opnment, reproductive health,

i nterpersonal relationships, affection, intimcy, body
i mge, and gender roles. Sexuality education addresses
t he biol ogical, sociocultural, psychol ogical, and
spiritual dinmensions of sexuality fromthe cognitive
domain (information); the affective domain (feelings,
val ues, and attitudes); and the behavi oral domain
(comruni cati on and deci si on-nmaking skills). (SIECUS,
1996, p.3)

However, this definition is not w dely known and the

m sunder st andi ng, as nmentioned above, nmade by many famlies
and educators is nmore conmon. Unfortunately, the current
educational trend serves to restrict access to information
about sexuality by youth which subsequently serves to increase
the |ikelihood of abuse and sexually transmtted di sease and
it limts access to education about what constitutes a

meani ngful rel ationship (MCabe, 1999; Kenmpton & Kahn, 1991,
Mucci grosso, 2000).

In the case of school - based education, this
m sunder st andi ng about sexuality education is of great
significance to individuals with significant disabilities in
particul ar as they may have even nore limted access to
sexual ity education than their peers wi thout disabilities. It
is interesting to ask why social and sexual intimcy evades
the lives of youth and young adults with significant
disabilities when it plays such a central role in the |ives of
their peers without disabilities.

Research indicates that in the frequent absence of
conprehensi ve school - based sexuality and rel ationship
education, individuals w thout disabilities | earn about
sexuality fromtheir famlies, their peers and the nedia
(Ludwi g, 2000). When a young adult with a significant
disability seeks to gain information regarding sexuality,
their peers may be able to provide little to no assi stance.
This is conpounded by the fact that few individuals with
significant disabilities have access to situations that
provi de opportunities to learn fromtypical social contexts
due to isolation in special classes or schools that
excl usively serve students with disabilities (Shuttleworth,
2000). In addition, even when sexuality education is offered
in general education, many individuals with significant
disabilities are denied access to these school prograns
(Sobsey & Cal der, 1999).

Fam | ies of students with significant disabilities also
tend to serve as points of restriction of sexuality education
(Kol l er, 2000; Shuttleworth, 2000). It has been suggested that
parents are the primary source of sexuality information for
their children (SIECUS, 1999). However, for individuals with
significant disabilities, information regarding sexuality nmay
or may not be given which will increase both vulnerability to
abuse and further their inability to understand their sexual
needs and desires. Parents of children with significant



disabilities are confronted with many day-to-day chall enges
that may interfere with their ability to recognize the need to
provi de sexuality information to their disabled child (Mason,
1995).

This basic right to information and education is not
given to individuals with significant disabilities in regard
to sexuality (Reed, 1997; Muccigrosso, 2000). However, in the
efforts to protect them (e.g. consent determ nations) we ask
t hat they have know edge of information that was never made
avai l able to them Levesque (2000) suggests that how school s
prepare youths for responsible citizenship, including the
manner in which youths treat others and thenselves in their
intimate relationships, is a fundanental starting point for a
successful future and social participation. Mtchell et al.,
(2000) suggests that education systems continue to fail youth
with disabilities by (a) providing sexuality education that is
| ess than adequate for preparing a child with significant
disabilities for adult life, (b) encouragi ng prograns of
i solation and separation, and (c) not including famlies as
menbers of their child s educational programnms. Shoul d not
individuals with disability | abels have the right to an
education that they will be held accountable for and wil
further their capacity to reach their maxi num potential ?

Movi ng Forward: Potential Renedies for Change

Needed a New Policy that Focuses on the Potential of Al
Peopl e to Engage in Meaningful, Reciprocal Relationships

The fundanental right to sexual expression for
individuals with significant disabilities has been well
docunmented in the literature (Miccigrosso 1991; Fegan, Rauch,
& McCarthy, 1993; Kempton & Kahn, 1991; Wl fe & Bl anchett,
2001; Ludwi g, 2000; NI CHCY, 1992; Gordon, 1974; Field &
Sanchez, 2001). Experts also agree that individuals wth
significant disabilities have the right to relationships with
peopl e they choose to be with (H ngsburger & Schw er, 2000).

G ven these acknow edgenents it seens archaic that our system
still struggles with how to support both the access to
information as well as the right to a relationship for
individuals with disabilities. However, while an understanding
of need may be present, nethods of delivery and ongoi ng
support remain the nost critical aspects of policy devel opnent
that need to be addressed.

Reed (1997) suggests that the reason for the |ack of
policy developnment is a result of the conflict between
protecti on of people considered to be vul nerable and their
rights to sexual expression. Gven this, the conflict in the
| aw poses many chal | enges to those who | ove and care for and
about people with significant disabilities. The | aw nust
protect those who are nost vul nerable and unable to give their
consent while it continues to ensure that di sabl ed persons be
protected fromharm (Reed, 1997). For sone individuals the
interest of their parents and guardi ans cannot be avoi ded
because of the perception that the individual is vul nerable



with regard to rel ationships, privacy and sexual expression.
However, these interests of parents and care providers should
not nullify the interests and desires of their child to have
fulfilling reciprocal relationships, the right to privacy and
sexual expression (Anmes, 1991).

What is needed is a policy that reflects the needs of al
constituencies, one that balances the rights of individuals
with disabilities and those who care for them This bal ance
woul d enconpass recognition of the individual's freedom of
sexual expression while still addressing the concerns, and at
times conpeting interests, of care providers and famly
menbers. Inherent in such a policy would be the notion of
"dignity of risk,"” allowing individuals the right to pursue
rel ati onshi ps, while recognizing potential risks. When we
bal ance appropriate ongoi ng supports and access to information
the conflicting tension of rights and protection will shift
and allow individuals with disabilities the dignity to make
critical decisions that effect their |ives.

Policy makers need to focus on the basic rights of
i ndividuals with significant disabilities and allow for these
rights to play an integral role in the devel opnent of policies
that will reflect the needs and desires of people with such
disabilities. Legislation nmust take into account the
fundament al need of all humans to express thensel ves sexual ly
and their right to | ove and be | oved. The historical
perception that individuals with significant disabilities are
not capable of feeling nust be dispelled (Kenpton & Kahn,
1991). Bl anket |egislation that mandates individual treatnment
of this constituency nmust be reflected in practices that
mandat e i ndi vi dual i zed assessnments. Policies nmust reflect the
val ues and desires of the people they ultimtely benefit. No
| onger should clinical views of what is best for one be
applied to all. Provisions in |egislation and policy nust cal
for the individual to be central to the decision-making that
directly effects their Iife and rel ationshi ps.

Needed: Policies that Enable the Accurate and Individualized
Assessnment of Conpetency and Consent for Individuals with
Severe Disabilities to Explore Sexual Expression

St andards have been set by states that call for an
assessnent that nmeasures the capacity of individuals with
significant disabilities to engage in relationships and
expl ore their sexual expression. This assessnment can take many
fornms, rarely however do the rights of individuals play a role
in these capacity decisions. States discrimnate based on
disability and rights to sexual expression are questioned. A
di sabl ed person nust prove their conpetency before being
all owed to engage in any sexual activity. |If deenmed conpetent
by means of clinical tools, instrunents and the like, then the
person may engage in a sexual relationship. If found
I nconpet ent by such nmeans as nentioned above, the person wil
not be allowed to be sexual with a person. The presunption of
i nconpetence for individuals with significant disabilities
must be |ifted.



Again, legislation that calls for a standard form of
assessnment to be used will not neet the needs of individuals.
Research suggests that it is unwise for legislation to declare
t hose who function at a certain |evel of nmental retardation to
be categorically unable to consent to sexual relations
(Abramson, et al., 1988). Assessnment tools that are flexible
and inclusive in their ability to determ ne the range of
abilities a person with significant disabilities may have are
necessary. Also the tool nust allow for each person to
establish the paraneters of their relationship and have al
the informati on avail able to understand reciprocity and
consent. Reed (1997) suggests that assessnent tools should
make the foll owi ng consi derati ons before being adopted by the
| egislature: (a) the evaluation should only require the
m nimal | evels of know edge, intelligence and vol untariness be
denonstrated in finding informed consent; (b) "consideration
of how the general population's actual decision-making
processes frequently fail to match ...[existing] |egal
st andards” (Sundram & Stavis, 1994); (c) a person's ability to
consent is not static and should be reeval uated over tinme; (d)
standards nust be in place to nake eval uati ons based on
specific situations, not universal determ nations for all; (e)
all assessnment instrunments used in determ ning the capacity of
an individual to engage in sexual relations nust be
acconpani ed by systematic and conprehensive sexuality
educati on.

Wthin these boundaries, legislators can attenmpt to
formulate policy that reflects the needs and rights of
individuals with disabilities and their right to sexual
expression. Policies nmust reflect the potential of all human
bei ngs to reach their maxi mum potential and support strategies
to that end. The historical discrimnation of people with
disabilities in this light once again illustrates that our
soci ety has held people with disabilities to a different
standard. This standard has not prepared themto reach their
maxi mum potential but rather set themup for a no win
situation, one where they are accountable for information that
was never nade available to them A conprehensive sexuality
education will begin to right the wongs of the past and give
i ndi vidual s access to information that will finally allow them
to reach their maxi mum potential in public and private
domai ns.

Needed: A Conprehensive Sexuality Education Programthat WII
Prepare Youth with Severe Disabilities for Infornmed and
Successful Rel ationships

Sexual ity education in the United States is plagued by
debate and controversy (Elia, 2000). Many individuals with
di sabilities do not have access to such education regardl ess
of legislation that calls for instruction that is based on
i ndi vi dual student's needs taking into account the student's
preferences and interests (IDEA, 1997). Such education should
do nmuch nore than prepare youth with disabilities for sexual
relati onships with others. It allows for the information that



can lead to active and productive lives filled with
rel ati onshi ps and opportunities for participation in both
public and private domai ns.

The SI ECUS Report (1999) outlines the four main
obj ectives of a conprehensive school -based sexual ity education
program information, values clarification, relationships, and
responsi bility. Thus, sexuality education will allow
i ndi vi dual s neani ngful relationships and the right to sexual
expression if they choose rather than face the nultiple |ayers
of discrimnation wi thout the necessary tools and information.
Sexual ity education for individuals with significant
disabilities is a daunting task, one worth the challenge. If
not hing el se, this education could begin to inherently change
the perceptions of individuals with significant disabilities
in the public eye and further the efforts of many to right the
wrongs of the past.

Needed: A Fundanmental Appreciation of the Spirit of Self-
Det er mi nati on

The final piece of needed policy addresses the need of
individuals with disabilities to becone stakeholders in the
deci sions and policies that directly affect their lives. The
nmovenment toward self-determ nation and its ability to increase
the |likelihood of quality of life outcomes has been well
docunmented in the literature (Wehnmeyer & Schwartz, 1998).
These researchers found that self-determ nation was the
essential elenent that predicted quality of life. Wth
specific legislation in place that ensures the right of
i ndividuals to have a voice with regard to deci sions about
their lives (Devel opnental Disabilities Assistance and Bill of
Ri ghts Act of 1975, PL 98-527, 1984; IDEA) and the self-
determ nation novenent, it is |likely that people with
disabilities may finally be heard with regard to their human
sexual ity needs. Policy nust be devel oped that can inform
service providers, famlies and educators how to better create
envi ronments where self-determ nation can be fostered and
enbr aced.

Summary

The history of |egislation, policy and practice regarding
the sexuality of people with severe disabilities has been one
of great challenges. The fact that the vast mpjority of
persons with significant disabilities still remain isolated
fromrelationshi ps and are deened i nconpetent to explore their
basic human rights is a national issue that cannot be ignored.
The governnment has both nmade great strides toward and added to
the barriers that prevent people with significant disabilities
having rel ati onships with others. Continuing issues include:
the | ack of access to sexuality education; the need for
ongoi ng i ntensive support; the systens requirenent for
conpetence and consent; m nimal support for the individual's
interest in sexual expression; and the interests of parents
and society to protect people with disabilities fromtheir



fundamental right to sexual expression.

Suggestions for addressing these issues include:
instituting policy that undeniably supports sexuality
education for all people with disabilities regardl ess of
severity; providing opportunities for |earning and support in
real life settings; placing limts on the states ability to
determ ne soneone's ability to explore their sexua
expressi on; and continui ng support of individuals as they
enbark on relationships with others. Additionally, and nost
i nportantly, the national m sperception that people with
disabilities are not capable of feeling or |oving nust be
clearly dispelled by policies and practice so that progress
toward endi ng the discrimnation and isolation of individuals
with severe disabilities can be nade.

Over the 30 year history of the disability rights
nmovenment | aws have becone nore inclusive and many i ndividuals
have realized access to basic human rights and rel ati onshi ps
t hat had been historically denied to themin both their public
and private lives. In this struggle individual's with

significant disabilities still face conpeting interests
bet ween t hensel ves and those who "care"” for them Revising the
| aw on capacity and providing sexuality education will allow

for a dial ogue that has been m ssing in the debate. If basic
rights of all people are to be considered the eval uati ons of
courts, l|legislature, caregivers and parents nust be heard in
i ght of the desires, hopes and dreans of the individual with
significant disabilities. As Charlton (1998) says, "nothing
about us without us."™ Qur nation must serve individuals first
and protect them second and not until then will people with
significant disabilities realize or have access to their

maxi mum pot enti al .
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