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Abstract

For many people who are call ed disabled, having this
| abel neans to be excluded fromthe experience of 'an

ordi nary sexual life'. For those who are called
intellectually disabled exclusion from experiences of any
ki nd of positive sexual life is alnost universal. This

article explores how sone people with intellectual

di sabilities have sought to open up pat hways towards
accessi ng experiences of sexual expression as a way to
nmove forward towards being able to integrate a concept of
sexuality into their lives. Two support workers are
interviewed. Both are enployed by a Hunman Services

organi zation in Aotearoa, New Zeal and, which provides

| ong term support for people with intellectual
disabilities. Their comrents reveal that access to
successful instances of sexual expression for people in
this group are currently only avail able those who are
articul ate enough and persistent enough to keep trying
until they succeed. Barriers to success are isolated and
sone wi der issues surroundi ng what changes m ght
positively affect this group are discussed.

| NTRODUCTI ON

Recognition that issues of sexuality, sexual expression,
| ove and desire are integral to the physical, enotional and
spiritual well-being of the lives of people with disabilities
has been slow to get to the top of political and soci al
agendas. In the lives of people with intell ectual
disabilities, these issues still struggle for positive formal
recognition of any kind in Aotearoa/ New Zeal and.

The reason for this is not that these two groups have no
wi sh for active and positive growth and devel opnment in these
areas. Disability advocates have strongly indicated
(Shakespeare 2000) what academ c research has al so found, that
all di sabl ed people who are able to contribute to this



di scussion report wanting and needing to experience dating,
intimcy and sexual interaction. What they |lack are the
opportunities, social skills and the self-esteemto actively
pursue these options.

People with disabilities generally do not access
i nformati on about sexuality fromthe sane sources as nost of
t he general popul ati on. Whereas nost within this popul ati on
receive information from parents, friends and other sources,
people with disabilities are nost |ikely to receive
i nformati on about sexuality from other sources only (MCabe
1999). Findings in academc literature make it clear that
people with intellectual disabilities have | ower |evels of
sexual experience than people with disabilities who, in turn,
experience | ower |evels of sexual experience than people from
t he general popul ation (McCabe 1999).

Formal sexuality education for people with intellectual
di sabilities continues to focus on biological issues at the
expense of socio/cultural factors (Brown 1994) despite
chal | enges that many of the issues connected with sexuality
and sexual expression are not just issues of sexual
functioning, but are issues deeply inbedded in those of a nore
conpl ex psycho-sexual nature (Jacobson 2000).

For all disability groups the inclusion of desire in
sexual ity education curricula remains controversial (Tepper
2000) and it is particularly hard to access formal eval uations
of educational courses that contain this and other inportant
el ements. As Davies (2000) remarks, formal research into
provi di ng sexuality education covering effective cruising and
flirting strategies for people with disabilities have yet to
be devel oped. However, difficulties involving the |evel of
ri sk-taking necessary to be able to deliver this kind of
educati onal progranme for people with intellectual
di sabilities neans that nuch val uable work may well have been

...stifled for fear of repercussions and controversy..."
(Mellan 2001).

People with intellectual disabilities and very high
support needs are often denied even access to any formal
sexuality training offered. Thus, this group |acks not only
t he opportunity and social skills to engage in neani ngful
sexual experience, but the basic information about how to do
it as well. As McCabe remarks "These findings clearly need
further exploration to determ ne why this situation exists..."
(2001:168). Much of the small amount of innovative educati onal
work started in response to findings such as these is reported
as having been done for and by gay nen in response to the
chal | enge presented by H V/ AIDS (Thonpson 2001). Educati on
relating to sexuality for |esbian women with intell ectual
disabilities remains al nbost non-existent (MCarthy 2001: 16).

These findings need to be set al ongside nore disturbing
reports that note the concerns expressed by many parents,
care-givers and support people connected with people with
intellectual disabilities about an extrenely high | evel of
het erosexual |l y and honmpbsexual | y abusive activity found anongst
at | east sonme people in this group (Thonmpson 2001).



For people termed 'non-di sabl ed', issues of gender
pernmeate all experiences of sexuality and sexual expression
and what is viewed as 'appropriate' behaviour filters through
these |l enses. Being viewed as 'disabled interrupts this
dynam c. Gender is subsuned under disability and gender issues
are experienced through the context of disability (Tepper
1999). However this filter does not entirely preclude people
with intellectual disabilities being subject to dom nant
di scourses about sexuality in positions where their sexual
"need' is recognised. That these discourses prioritise
culturally stereotypic notions of 'masculine' and 'fem nine
sexual responses has been noted (Chivers and Mathi eson 2000).
However, at a deeper level, the lack of perceived right to a
sexual |ife accorded by the wider community to this group
renders problematic how even stereotypically driven
representations mght be actioned. In addition it may al so
enabl e any community obligation to provide what 'appropriate’
behavi our entitlenent for males and femal es m ght allow for,
to | angui sh (Fiduccia 1999).

This lack of right also enables the space for negative
community attitudes to influence assessnments of what m ght be
possi bl e, sexually, for people with disabilities and, in
particul ar, assessnents about sexual possibilities for people
with intellectual disabilities. O all the problens this group
encounters in their dealings with the wi der conmunity,
negative attitudes towards their enotional and sexual needs
are probably the nmost widely entrenched and the | east |ikely
to be the subject of overt discussion (Katz, Shemesh and
Bi zman 2000). This group's close famly nenbers often share
these wider community attitudes (Schw er and Hi ngsburger
2000) .

Thus, at one level people with disabilities are treated
as if they were asexual (Shakespeare 2000), yet at another
attempts by nmenber of this group to express individua
sexualities are often treated with either amusenent or anxiety
by support staff. The relationship between adults with
intellectual disabilities and support people has not been
ext ensively researched (Rancharan and G ant 2001: 352).

Exi sting studies suggest that these relationships are often
conpl ex, involving nore than just physical or practical care
and support. In addition they can take on a particul ar

i nportance for those who are supported. Support people can
play a central role in the lives of the people with
intellectual disabilities who may have few ot her cl ose
enotional relationships (Mattison and Pistrang 2000). The
boundari es of these relationships nay not always be clear to
either party and each may have a different interpretation of
it.

I n individual cases, where the issue of sexuality is
t aken seriously, having to establish the capacity to be able
to consent to an action of sexual expression faces a
significant proportion of people with intellectually
di sabilities. Kennedy and Nei derbuhl (2001) isol ate eight
criteria that are considered 'absolutely necessary' to ensure



that the ability to give a decision based on informed consent
to an action of sexual expression is present.

The individual can say or denonstrate 'no'; when given
options an individual can make an informed choice; an
i ndi vi dual knows that having sexual relations can result in
obtaining a disease; an individual can differentiate between
appropriate and i nappropriate tinmes and places to engage in
intimte relations; an individual can differentiate between a
mal e and a femal e; an individual can recognise individuals or
situations which m ght constitute a threat to h/er; an
i ndividual will stop a behaviour if another person tells h/er
"no' (Kennedy et al. 2001: 506).

Often issues facing people who are severely or profoundly
di sabl ed and unable to conmunicate easily are left out of
t heoretical discussions and their support needs in this area
remai n unnet (Paparestis 2001). It has been suggested that
caregi vers and wel |l neani ng professionals can often
i nadvertently end up creating 'prisons of protection' (Koller
2000: 25) rather than creating environments to pronote
enpower nent for people with intellectual disabilities who need
hi gh I evel s of support. For this group, the criteria for
establishing consent itself can become an insurnmountable
barrier. Yet if the potential for enhancing the sexual
experiences of this group remains in the too hard basket, the
risk is left open that any person with an intellectual
disability mght fall into the position of playing "...hostage
to the needs dictated by a wi der principled consensus..."
(Rancharan et al. 2001: 357).

Perhaps this is not as nuch a risk that m ght happen as
what, in everyday life, does happen. As Brown (1994) points
out, those who constitute the 'wi der principled consensus' my
not be so keen to engage in actively supporting people with
intellectual disabilities in even stereotypic sexual roles.
Thus, beneath the rhetoric of enpowernent and inclusion that
surrounds this group, is there a deeper recognition that
access to an ordinary sexual life for all but a select few of
those with an intellectual disability, is to remain firmy off
limts? This article provides the space to begin to explore
sone aspects of this question.

I NTERVI EW METHODOL OGY

Two people who work for a human services organizati on who
support people with an intellectual disability in a w de
variety of residential and vocational settings were
interviewed. Many of the People Who use Services (PW5); this
organi zation supports live in group homes consisting of
bet ween three and five residents. Many PWS have histories of
living in isolation fromordinary community services and
activities through prior experiences of |arge-scale
institutional care. Others have cone fromfamly hones with a
hi story of attendance at schools and vocational settings
| argely segregated from access to wi der community venues.

One of the interviewees is enployed as an advocate



working with PWS who are involved in the self-advocacy
nmovemnment, People First. The other is enployed by the hunman
services organi zation as a sexuality trainer. This position

i nvol ves facilitating workshops for support people as well as
working directly with groups and individual PW in the

sexual ity support area. Both interviewees have prior
experience as key support workers for a person with
intellectual disabilities.

| n Aot ear oa/ New Zeal and support services for PW5 are very
smal | by international standards. The intervi ewees have been
chosen because they are unique in this country in the support
positions they hold. These interviewees were also chosen to
address the problem connected with the validity of proxy
responses that m ght be given by parents or cl ose caregivers
(Hensel: 2001). Although closely connected to the |ives of
people with disabilities, neither of the two interviewees are
currently enployed as support persons. Nor are the
interviewees either famly nmenbers of, or caregivers for, a
person with an Intellectual disability.

Utilising conventional research nethodol ogi es has proven
difficult to inplenment with sone people with intellectual
disabilities. Carrying out interviews with individual nmenbers
of this group w thout support is not always possible. It has
soneti mes been necessary to rely on reports fromcarers and
relatives to conpile data. However this way forward has been
seen to hold nore prom se for objective rather than subjective
i ndi cators (M Cabe 2001: 318). |ssues of sexuality and sexual
expression are as nmuch subjective as they are objective. The
i ntervi ewees chosen al so represent an acknow edgnent that to
canvas the views of users of support service who are
intellectually disabled in isolation may run the risk of
failing to tease out the conplexities of interactions anong
t he support people who are an integral part of the physical,
soci al and econom c well being of this group (Rancharan et al.
2001) .

Fol | owi ng a postnodern approach (Sarup 1989), both
intervi ewees are positioned so as to be able to comment,
subj ectively, on the influence of famlies, service structures
and communities on PW5S experiences in this area. As such they
are interviewed as journalistic '"reporters' (Rancharan et al.
2001: 351 ), although not unbiased, of the incidents and
experiences which contribute to the conplexity of the quest
PWs face for ongoing and satisfying experiences of sexual
expression. The data is witten up so as to include as nmuch of
their 'reportage' as possible.

Question Areas

| ntervi ewees were asked to comment on trigger questions
based on aspects of their observations of the sexual |ives of
PWS. These aspects include PWS' successful access to pathways
t owar ds experiences of sexuality and sexual expression;
barriers that m ght have i npeded PW5S from gai ni ng access to
experiences of sexuality and sexual expression and information
that PWS are given about sexuality and sexual expression. To



conclude the interview interviewees were asked to comment on
what they saw as future possibilities for PWs in this area.

ANALYSI S

Access to Experiences of Sexuality/ Sexual Expression

| ntervi ewees' responses to questions reveal ed that
pat hways open to PWs to access experiences of sexuality and
sexual expression remain difficult to access. However, both
interviewees were able to recall the foll owi ng exanpl es of
cases where these issues had at |east reached di scussion
poi nt .

Exanple 1

In this exanple Jane? describes a series of events she
became involved in while supporting a PWs in his residential
home.

Jane "...there was a man | used to support and he deci ded
he wanted to have a sexual relationship with his girlfriend
and they came to me for advice on how to do that....and at the
time his famly were really against it so |l had to try and
work with him and with the famly...because the parents
wanted to withdraw himfrom services if he was supported to
have a sexual relationship. They believed that he wasn't
responsi bl e enough to, well they thought that there shouldn't
be sex outside of marriage, so he said oh well | want to
marry...and they said he wasn't responsi bl e enough to be
married so that was sort of it... Later he and his girlfriend
cane to ne and said, we had sex... (pause) ...and I'mlike did
you use a condom and they said no we don't know what a condom
is. So | ended up getting a condom and a carrot and show ng
t hem how to put the condom on the carrot, then he told nme
afterwards that they hadn't had sex, he just wanted to know
how to use the condom.."

Jane did not know what further outcones developed in this
case as she nmoved away fromthis residential service shortly
af t erwar ds.

As this exanple shows, although the couple nentioned had
yet to achi eve physical intimcy by the tinme Jane |left the
home, it is possible to imagine that this could becone a
realistic option for themin a not too distant future. However
it seens very likely that support workers, organizationa
managers and fam |y nmenbers would not know about it. It is
al so possible that if the two PW had known how to use a
condomin the first place, this relationship may not have cone
to the attention of famly menbers or organi zati onal staff so
qui ckly.

Exanple 2

Mary cited this exanple froman area of work she was
currently invol ved in.

Mary "...an older man um..who is in the process of
com ng out. He's very definite, and he has a very good
under st andi ng about what being gay is all about. His nother



told himthat he wasn't gay and so he proved her just now non-
gay he could be. He had sex with a woman that he works with.
After he had done that he dialed the energency

services...(111)...and said that they had to cone quick
because he'd just done sonething he shouldn't have. And he was
just in conplete turnmoil...but he has been so persistent with

that, that what's happening for himnow is that the staff are
supporting himto be able to cone out as a gay man ... "

Currently support is ongoing for this person.

As Exanmpl e 2 shows, a physical expression of sexuality
was achi eved, yet the circunstances surroundi ng this incident
enpower ed neither the PWS di scussed or the other PWS invol ved.
Al t hough i nformati on about how to achi eve sexual expression
must have been known to the PWS, it is very hard to view this
encounter as the end result of an independent choosing of his
own pat hway to sexual expression through a negotiation of
consensual sex with a partner. It is equally as hard to view
this encounter as a positive avenue for the other person
i nvol ved. However this experience was pivotal in opening up
avenues of support towards experiences of the kind of sexual
expression that the PWs did want to pursue. No comrent was
made about what the outconme for the other person was nor about
the | evel of ongoing support offered to her.

Exanpl e 3

In a different support context, Jane recalled the case of
two PWs who were offered the opportunity of a sexua
relationship with each other at their | ocal day service.

Jane: "...and it had a couch that was used by a couple
and people there knew about it and shut the door and let this
coupl e use that room because they weren't allowed to do it at
home or anywhere el se. That was the famly that said so...so
they used to go to the daybase... "

l: "...did everyone at the daybase support that or? ..."

Jane: "...l'mnot sure if everyone knew what was goi ng
on. | know both the CSWs (community support workers) there
did, and I know they ended up getting told that it wasn't
acceptabl e because it wasn't the appropriate place for that to
happen. .. because it was a day service and people should get a
notel basically if they really had that need..."

Jane didn't know whet her the suggestion of a nmotel room
had been actioned or not.

Exanpl e 3 indicates that physical intinmacy had been
achi eved by the couple and the support by at | east one support
person surroundi ng these two PW5 gives sonme hope that they
will be able to find another venue to further the physica
aspect of their relationship. Wether consideration of other
venues woul d include either of the two people's own hones
remai ns uncl ear as does the comm tnent by organi zati onal
managenent to work towards changing the attitude of famly
menbers. Havi ng managenent backing would help a nore fornal
recognition of the nature of the couple's relationship to
become an aspect of service delivery for these two PWS.
However there was a reflection about the presence of a



bi ol ogi cal need, which m ght keep open possi bl e pat hways for
this couple in the future.

Exanpl e 4

Thi s exanpl e was connected to a problemthat had arisen
in the residential home Jane was working at. Concern had been
rai sed about the sexualised elenents of a PWS' s behavi our,
whi ch had been taking place outside his house.

Jane: "...a young guy | used to support used to take his
penis out and play with it on the tranmpoline...he found it
difficult to have relationships with people... he had
echol alia...but he obviously had a sex drive...so his nother
ended up at a lifestyle planning nmeeting and said OK what are
we going to do about sex for hinP Shall we be hiring a sex
wor ker or is soneone here confortable with teaching himhowto
mast ur bate? ..."

No direct action was taken as a result of the outconme of
this meeting.

Exanpl e 4 reveals what m ght be possible with the
positive input of a key famly menber. In this case the issue
stall ed over the necessity for this PWs to be shown how to
mast ur bat e, an organi zational issue rather than a famly
matter. At this point in the interview Jane started to talk
about anot her aspect of the topic. She was |ater asked if she
coul d renenber anything that had happened as a result of the
nmeeting she had descri bed. She could not remenber any details
but said that the idea that another service user the young man
had been able to form an enoti onal bond with m ght becone a
potential future partner for this person was raised. No nore
direct action was expl ored.

Exanpl e 5

Anot her instance involved a support worker facilitating
access to an experience of sexual expression for a PWs.

Jane: "... | know of one case where a house account was
used to pay for a sex worker for sonebody...and the particul ar
staff person lost their job over it because it was seen as an
i nappropriate use of (organizational) funds..."

: "...and that telling came from.."

Jane "...their CSM (the support worker's nanager)."
Here the exanple reveals that the invol venment of a sex
wor ker can be utilised to provide a supportive role and offers

a cl ear possible avenue towards a neans of sexual expression
for some PWs. However it remains open to question as to

whet her what pronpted the support worker to take the action he
did was addressed or solved. Did the action taken produce the
results the support worker thought it mght? Did the PW5 gain
any useful know edge that he m ght have been able to use |ater
on to forma nore intimate relationshi p? This exanple al so
shows what can happen to support workers who becone invol ved
in this area of support w thout organizational approval.

Sexual ' Success' - What It Takes to Get You There
Mary "...so the pathway is really, really limted... if



you can go and access it yourself...then it'll work... If you
are sonmeone who doesn't comruni cate verbally and you have a
significant disability...(pause)... then your pathway's
shot..."

As all the exanples outlined show, PWS who becone
successful in this area are likely to be anmbulant, articul ate
and know edgeabl e. Successful PW5 need to possess a | arge
degree of resourceful ness and possibly be prepared to exhibit
a certain amount of antisocial and what m ght be seen as
under handed behavi our to achieve their ainms. Being able to
tal k about the possibility of marriage is a useful tactic to
enploy as is to talk about the possibilities of becom ng
involved in a gay relationship. Having information about how
to have sex is a key element underpinning success as is the
courage to withstand negative responses fromclose famly
menbers and from organi zati onal staff.

Conduci ve support surroundings are also extrenely
i nportant. Having access to a private place away from public
scrutiny is a vital ingredient in the quest for a successful
| ong-term out come. Success in many cases will also require the
active involvenent of at | east one support person who may have
to be prepared to risk their job to assist the process. Wile
behavi ours ternmed antisocial, yet which clearly express sexua
'need', are viable routes, these behaviours are best displayed
within an environnment where the idea of sexual 'need' is
al ready established.

Thus to be sexually successful it is useful to be male,
young, and perhaps to be pursuing a gay lifestyle. As well as
these criteria having access to a partner, who nay or may not
be willing, and who will possibly be a sex worker enhances
probabl e success. And, as all the exanples reveal, the kinds
of access strategies that produce successful results call for
di spl ays of persistence and determ nation by three key agents
- PW5, support people and famly menbers.

BARRI ERS TO ACCESS/ SUCCESS

1) Soci o/ Environnental Barriers

Living in a supported service environnent was conmented
on by both interviewees as constituting a major barrier to PWs
engagi ng in any kind of sexual expression and establishing
sexual rel ationshi ps.

For the majority of young New Zeal anders, rites of
passage from adol escence to adul thood involve | eaving the
fam |y hone and going flatting. For the non-disabled, flatting
offers the opportunity to experience freedomfromfamly
constraints, to take on a nore adult role and devel op an
intimte couple bond away fromthe scrutiny of famly and
friends. QOpportunities to form and deepen intimate
rel ati onshi ps becone nore possible at this tine. When PWS
enter a supported residential home these opportunities are
very rarely made avail abl e.

Mary: " ... there really isn't a pathway that is
followed, its not part of our service provision... W support



people to do the basic needs things of eating and drinking or
keepi ng warm and we put the sexuality stuff...separate to what
we' re supposed to do... "

Sonetimes even the creation of opportunities for couples
of any sort to neet socially can beconme a | ogistical

ni ght mar e.

Mary: "...like if you want to ask someone out? ... how
do you reach date night? Book? ... Well, like I'll pick you up
about seven in a transit van and they'll be six of us and
we'll need to be back by nine because it's staff
changeover..."

In the event of this dating hurdle being overcone,
bedroom environments are not set up to encourage the building
of intimate rel ationships. For Mary, this drawback represented
nore than just an inconveni ence for PWS.

Mary: "...l think people are incarcerated... it's really
basic stuff |ike people having to sleep in single beds so your
...(pause)...and its not even about having sex so nmuch as it

is about being an adult and even the word single bed, you
know, gives you again the sentence to be single..."

St atus descriptions ascribing socio/sexuality status to
i ndi vidual s are not widely used in the service organi zati on.
When descriptors are used by support people to identify work
areas, they are usually based on perceptions of biological
sexual qualities, often highlighting biological gender when
the gender is nale.

Mary: "...they don't even nake it onto the |abel of
spi nster or bachelor. Don't even nmake it to that. That's how
sort of asexualised they are. W never refer to any of the
services that we have where all nmen live. W never say | work

with a group of bachelors or a group of single guys... its
like, I work in a male house or group full of males, or |I've
got five...or I've got two that | ook after..."

Di spl ays of behaviour within residential setting which
are viewed as sexually driven are deenmed 'inappropriate' and
treated as a matter for specialist behavioural intervention.

Mary: "...you can't cone hone and take your clothes off
and watch TV and fiddle with your bits... that results in an
i ncident report and, you know, that sort of carry on. There's
just not the freedomto be who you want to be. And | think
that we use the word appropriate and i nappropriate far too
much. .. "

|: "What do those words nmean to you?"

Mary: "...when | hear inappropriate, it means that
soneone's having a good tinme and we're trying to stop it!
....if it's appropriate then it's sonething quite out of the
ordi nary that none of us would ever do because we'd find it
incredi bly boring ... (laughs).

2) Support Person Barriers

Al'l the exanples noted show that support people are
central to PWS ability to successfully access pathways to any
ki nd of sexual expression, yet working within this supportive
role can be extraordinarily difficult.



Jane: .in the case with the guy (Exanple 1) if he and
his girlfriend went and had sex and she got pregnant or
whatever... the famly would have been on ne |ike you woul dn't
bel i eve, and probably my manager as well..."

As well as having to juggle famly and organi zati onal
concerns, having to note incidents of sexualised behaviour in
incident reports nust detract fromthe possibility of support
peopl e being able to give positive feedback to PSWabout their
aspirations in this area. Fromthe perspective of the PWS,
what m ght be seen as policing of behaviour nust affect
j udgenents about how trustworthy with personal information
support people are capable of being.

| ndi vi dual personal belief systens can either enhance or
inhibit how far support people are able, or willing, to go.

Jane: "...|l can think of a person that | know and he is
gay, and he wanted to explore his sexuality ...one support
person was saying that she was not willing to support him for
it was agai nst her beliefs...and another support person went
and got himthe phone nunber of the gay hotline, and hel ped
himto ring it..."

As both interviewees note, the position of key support
person continues to be characterised by a |ack of influence
and power to bring about positive outconmes for PWs in this
area. Actions support people m ght want to take can be
conprom sed through fear of pronotional conprom se or job
| oss.

Mary: "...and then they have the organi zati on sayi ng hey
you need to behave as a paid enployee, ...so it's the agency
that you tend to respond to. Then you can't be a pure advocate
for someone ...and say well 1'Il support you in your decision
absolutely because I know | won't, cause |'ve got a
nort gage..."

Both interviewees al so nentioned anxiety over
repercussions as constraining |evels of support when support
peopl e | acked the organi zati onal power of a senior nanagenent
role themsel ves or | acked access to this power through the
support of a synpathetic manager.

3) Fam |y Menber Barriers

Mary: "...l1 can't think of how people have gone out and
overconme nost of the barriers other than taking the risk of
| oosing their famly... and people have |lost famly

connecti ons because they've wanted to get married..."

Lack of support fromkey famly nmenbers creates al nost
i nsurmountable difficulties for PAWs who would |ike to have an
ongoi ng sexual life. The exanpl es given uncover how
influential famly nmenbers are in the lives of the PW5, in the
support positions of those who work with them and to the
runni ng the organi zati on as a whole. Where the exanpl es given
do not present a famly nenber's point of view the assunption
that no close famly nmenbers retains contact with the PWS
concerned is easy to make. On the other hand the fam |y nmay
have already cut off contact with their famly nmenber as a
result of their persistence with this issue. Both positions



are a reality for some PWs who live in residential hones.

Al t hough not directly spoken about by either interviewee,
it can al so be assuned that negative nmessages fromfamly
menbers must be one of the hardest enotional barriers for any
PWs to overcone. This is exenplified by the case outlined in
Exanpl e Two.

Mary: "...for himto function as he wants to be, he needs
to identify with being gay and to have this man sitting in
front of ne crying when | said to himwell what do you want to
have happen in your life, he just sobbed and said | just want
to be a gay man..."

For sonme ol der PWs who do not seeminterested in wanting
an active sexual life, the reality may be that they have
accepted that it is just not worth the effort to begin to
access pat hways towards sexual expression because of this
enotional pressure.

However not all famly menmbers will display negative
responses in all cases.

Jane: "...the two exanples | gave you (Exanples #1, #4)
that was the sanme house |I worked in but here was one famly
saying there's to be no information...and anot her parent
sayi ng how do we do this? ... "

Yet it is noteworthy that where the positive and
affirm ng support was offered, the PW was a young nan.

Negativity expressed by parents in the exanples outlined
|l ead to the conclusion that nost of the positive nmessages the
PWs in the exanpl es shown had recei ved about issues of
sexual ity and sexual expression which had enabled themto keep
moving forward cane from sources other than close famly
menbers.

ACCESSI NG | NFORVATI ON

Both interviewees reported that PW5S they knew about were
able to gain access to information about issues of sexuality
and sexual expression.

Mary: "...Yeah basic stuff about people having know edge
about where everything is and how it |ooks and those sorts of
things..."

In the opinion of the interviewees, access to information
relied on a nunber of things including parental consent to
their son or daughter attending sessions. What PWS m ght have
| earned from educational sessions they attended was difficult
for one of the interviewees to comment on.

Jane: "...I|l think it (the educational session) showed
photos of genitalia. Is that how you say it? You know, photos
of ..."

l: "...OF sexual organs?"

Jane: "Yeah, and what's good touching and bad
touching..."

This information could certainly provide a useful
starting point for discussion, yet it is hard to envi sage how
an educative programme that ends at the point of good and bad
touchi ng woul d enabl e anyone to becone know edgeabl e about the



i nterplay of physical and social intinmacies that captures the
di versity of human sexual responses. It is also hard to think
about how bei ng shown pictures of sexual organs m ght possibly
make any PWS eager to proceed on to any experinental stages.

For Mary it remai ned unclear how nuch PWS m ght have been
able to gain from some of these educational sessions.

Mary: "...Wonen have thought that they have had hen's
eggs inside them You know, you' ve tal ked about your eggs do
this, and your eggs do that, well we've just assuned that
peopl e have understood..."

| nformati on such as this should also only provide a
starting off point. For Mary the need for hands on experiences
was al so seen as vital

Mary: "...people have to do kind of inappropriate things
to get what they want. So they have to grab a support person's
breasts because they haven't felt one before and they | ook
bl oody good and it's a shanme that they have to do that to
support people. There should be a whole range of breasts that
t hey can grab. Appropriately, with a lover..."

Sessions which start to explore the conplexities of
intersections between disability and sexuality are al so seen
as fundanental .

Mary: "...how to function and be an individual ... howto
be really confortable with your skin ...a |lot of people
haven't seen their bodies in a mrror and yet they're supposed
to keep these things safe...l guess a whole |lot of stuff
around self esteem and cel ebrating your gender and identity.
What you |i ke about your masculinity and what you |ike about

your femninity... the whole concept of beauty is not enbraced
in disability...the affirmati on and the, the absol ute
exhi l aration that can happen when you fall in [ove with

soneone. It would be terrible to go through life and not to
have had that experience...”

For Jane educational issues would involve not only
educating the PWs but the organi zation, the famly and the
wi der community as well.

Jane: "...not just PWS' s but other people in their lives
...and resources as well. There needs to be resources
avai l abl e, plain English stuff, pictorial, accessible
information, and the education to try and help facilitate that
change of attitude out there in the wider comunity, and in
our organi zation...and the famly need support to begin to
accept the decision than their son or daughter may want to....
you know what | nean. Yeah."

GOl NG BEYOND THE BARRI ERS

G ven the difficulties these two interviews uncover, it
is possible to offer sone suggestions about what m ght need to
change in order to | ook beyond the constraints currently
inhibiting the PWs ability to actively explore issues of
sexual ity through practices of sexual expression.

Changi ng Envi ronment s/ Changi ng Attitudes



Private places should be made avail able in residential
homes for people who live in them who want to be in couple
rel ati onshi ps. However this change would require an
attitudinal shift on the part of the support organization and
fam |y menbers as nmuch as an environnental change within
residential honmes. Jane cited the exanple of another couple

Jane: "...who were caught in a public toilet at a
Pol yt echni c. Agai n because they had nowhere else to go to have
sex, so they found their own private place where they had a
door to shut..."

Al t hough it m ght be difficult for sone to understand
how a public toilet in an educational institution m ght be
viewed as a private place, perhaps having a door to shut that
gave sone guarantee of remaining shut lead to a feeling of
security that was not available to this couple anywhere el se.

Later on in the interview Jane discussed a case study
t hat had been prepared by a senior nenber of the organization
to facilitate a group discussion about this issue at a
commttee neeting of the national governing body of the
organi zation. This governi ng body conprises senior
organi zati onal menbers, representatives of parental groups and
PWS representatives.

Jane: "...at the discussion group the National Commttee
had about sexuality they were given sonme case studies...and
one of them was that there were two PW§'s who were caught in
t he bat hroom engagi ng in sexual behaviour.... What should the
CSW (Communi ty Support Worker) do? Should they tell the
parents or whatever? ...and the six People First (National
Sel f - Advocacy group) presidents sat down and they went through
the case study and one of themsaid "well, what was the staff
doing in the bathroom anyway?" ... This guy was quite
upset...he said if the staff came in while I was in the
bat hroom and havi ng sex and broke it up, 1'd be very
upset...and they went back to the National Council and said
"we want to know what the staff were doing there in the first
place'... And | thought good on you, yeah...(laughs)..."

Educati onal Programres

More innovative educati on programmes for this group need
to be devel oped, inplenented and evaluated. As well as being
i nformati on gat hering sessions about biol ogical issues, these
progranmmes should al so be slanted towards the devel opnment of
i ndi vi dual socio/sexual skills . This kind of educati onal
experience is vitally inportant for some PW5 as using the
resource of responses of famly menbers or the wi der conmmunity
as a neans of education into what are deened 'appropriate’
soci o/ sexual responses cannot be relied on.

For Jane, the barriers facing PWs who would like to
access information from outside of the organization was a
particularly strongly felt issue.

Jane: "...the attitudes of health professionals... when |
woul d support people to go to the doctor, often doctors really
didn't understand Intellectual Disability, they would talk to
me and | eave the person out...l even once got told | didn't



need to bring this particular man... that's just archaic...”

Her support of the young man used in Exanple #3 al so
points to the lack of possibilities for some PWs to be able to
capitalise on the presence of famly, friends and the w der
community as an educational reinforcer of appropriate
behaviour in this area.

Jane: "...He didn't realise...he hadn't picked up all the
soci al cues throughout his life, that that's sonething you do
in private, whereas maybe people wi thout an intellectual
disability ...mght pick up on cues of people |ooking a bit
odd if you touch yourself there, sone of the people m ght not
pi ck up on that stuff and m ght not always be told directly
until it happens..."

Through these educational programres it nmi ght becone
possi ble to assist some PWs to becone teachers for other PWS
who are signaling that they want an avenue for sexual release,
yet for whomtoo much anxiety and stress woul d acconpany goi ng
to unfam liar places and being intimate with people who are
strangers to them

Sex Workers

Formal access to sex workers needs to beconme a clear
option available to all PWs. For those with severe and
profound disabilities this nmove represents their best hope of
access to assisted sexual expression in the near future.
Currently the debate surrounding this issue is on going and
vi gorous, particularly in relation to the involvenent of
workers in the sex industry to enable PW5 to gain hands on
experiences. However this initiative has sonme drawbacks.

Mary: "...in terns of solutions for people, | think
probably we woul d support nmen going along to a sex surrogate

.its not sonething we would | ook at for a woman."

l: "...it's probably the npbst contentious issue at the
moment. |Is it?"

Mary: "...Yeah it is and probably the npst tragic ones
too. | mean it would be exciting to pay to have sex outside of
own relationship...(laughter)... It adds a different dynam c
to it but if that's all you ever have to do... one group |
worked with, the staff were all for this man going along to a
sex worker on a regular basis to have an orgasm.. Yet when we
tal ked about applying for funding for himto get a friend they
all thought that that was really nmean. To pay to get a friend.
| think both options are quite nmean really..

Supporting Support Staff

It is clear fromthe coments the two intervi ewees nmade
t hat support peopl e working al ongside PWs do not receive
enough support thenselves to be able to function effectively
in this aspect of their role.

Jane: " (about the experience of the PWs in Exanple
H"... ny personal bel i ef was that hang on, this guy is 28, |
had absolutely no doubt in ny m nd whatsoever that...it was
consensual, but I was told that | needed to just hold off
until the parent situation got sorted out. So that went



agai nst ny beliefs....

The [ack of any coherent organizational policy® nakes the
task of supporting PWs in this area no easier.

Jane: "...Wen | talk about a policy and procedure that
sounds so sterile...(laughs).... But what | nmean is guidelines
as a CSW (Comunity Support Worker) so that...when a situation
i ke that cones up you know really clearly what your role
is...this is what |I'm saying..."

However neither policy statenents nor service guidelines
may fully address some of the nore difficult to isolate
enoti onal di mensions support work in this area can raise.

Mary: "...l can see how people with disabilities fall in
| ove with us, because we don't have disabilities. W are
al ways positive, we can drive cars, we can get noney out of a
wall...we can do a whole [ot of stuff. We're an attractive
option..."

Devel oping an interactive relationship between a support
person and a PW5 invol ves trust and degrees of enotional
confort. For some support people these enotions may blur some
aspects of the physical boundaries necessary to maintain the
rol e of organi zational support person.

Mary: "...this male person with an Intellectual
Di sability had been sexually abused by, well she'd had sex
with this man."

|: "This was a staff person?”

Mary: "Um Hm So the staff person was female. The person
with an I D was nal e. Everyone joked about how she had had an
affair with him If that staff person had been male then it
woul d have been call ed abuse. So that kind of appropriate
appl i es anongst staffing groups, and | guess in society as
well..."

Towards the Future

For Jane, the future included a society where PWS could
begin to enjoy the same freedons currently available to every
citizen in Aotearoal/ New Zeal and.

Jane: "... In a totally ideal world, all people with
intellectual disabilities are enbraced as part of the
community, the sane as ot her people are... people have the
sane access to information, health professionals are aware of
how t hey can support people...and a real culture within our
organi zation, and within the community, that it's OK to | ook
at how to support people with their sexuality..."

For Mary the future showed possibilities for provision
bei ng nade for PWS to tal k openly about issues relating to a
nore holistic notion of sexuality and sexual expression.

Mary: "...hopefully Jonny (a PWS) can tal k about what he
wants and it will start the conversation rather than him
having to do it through behavi our. Hopefully that will be a
part of what we provide, for people to talk about their
sexuality, their self esteemand their identity. That m ght
change. Whet her Jonny gets his rocks off is an extra
bonus...."

As the information reveals, the road toward these two



futures appears long and further nore beset by issues that
rai se nore questions than they outline solutions.

The difficulty the interviewees had in being able to
access sexual 'success' stories illustrates the point that
sexual ity and sexual expression are not easy concepts to pin
down. The interview questions thenselves |eft any definition
of these two concepts unstated, yet as the exanples noted show
the notion that these two concepts m ght include bodies acting
in certain prescribed ways defined as appropriate to
surroundi ng conditions became a key assunption for both
i nterview discussions. As Mary suggests sexuality should be
viewed as an holistic concept the cel ebration of gender,
esteem and individual identity. If definitions of sexual
'success' were to be constructed within these broad
paramet ers, what mi ght practical exanples of these expressions

of successful sexual practices |ook |ike?

Proscri bing ways of enacting sexual success to include
gay male bodies is a nove forward from nore traditional
assunmpti ons about what bodies are allowed to do. Yet how wonen
are positioned within the interview stories suggests an
adherence to sone ideas that trail what even |ess than |iberal
notions mght hold as possible, sexually, for wonen who
live in the twenty first century. At an organi zational |evel,
prioritising experiences for sexuality and sexual expression
for wonmen PWS appears to be an issue that has, for the nonment,
been sidelined. If issues of sexuality and gender difference
were to be enhanced rather than downpl ayed, how m ght actions
| eading to instances of positive sexual success for wonmen be
prioritised and enacted?

None of the exanpl es di scussed include the experiences of
PWs with very high supports needs. The exanple that did
include a PWs with high support needs (Exanple 4) resulted in
no action on his behalf being taken. At present, ordinary
notions of what sexuality and sexual experience m ght | ook
|i ke do not begin to address the issues that m ght present
barriers for PWs fromthis group. What m ght sexual 'success’
stories | ook |ike when the physical and enotional realities of
t hose who are severely and profoundly disabled start to
actively be taken into account?

Many assunptions are nmade about individual capacity when
di scussi ng sexual issues and this group including assunptions
about the capacity to produce verbal or equival ent comments.
Assunptions such as these should not be made lightly, yet they
continue to formthe cornerstone from which supportive action
beconmes possi ble. What m ght sexual success for PWS | ook |ike
if the idea that all menbers of this group will, in the near
future, be able to speak for thenselves about this issue is no
| onger a basel ine assunption?

Kennedy et al.'s scale of '"absolutely necessary’' expects
i ndi vidual s to know what places for sexual expression are
deened 'appropriate'. Having this know edge should all ow t hese
pl aces to be made avail able to PWS who display an
understanding of this concept. As issues currently stand
there is no guarantee that this will happen for PWS who



under st and the concept and who use the services of this human
services organi zati on. What m ght practices of sexual success
| ook I'i ke for PW5 when ordinary definitions of private places
for the purposes of sexual expression are acknow edged and
facilitated by individuals working at every |level of the

or gani zation?

Yet perhaps the nmost fundanental question these
interviews uncover lies within the interplay of connections
bet ween the individual, the famly, the support organization
and the wider community. If the emotional, social, cultural
and physical interconnections experienced by these groups were
to be laid open, actively acknow edged and directly worked
t hrough by all participants, what m ght an 'ordinary sexual
life' for a PWs really | ook |ike?

Endnot es

1. People who use services (PW5) is the term people with
intellectual disabilities who are associated with this human
servi ces organi zati on have asked to be used to describe them

2. The nanmes of both interviewees are pseudonyns.

3. This policy is currently being devel oped.
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