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Abstract

This thesis explores how a small group of womenhweéarning disabilities give
meaning to sexuality, and how institutional proesswithin family and service settings
influence this. It focuses on empirical data gaipdadharily from interviews with sixteen
women, supplemented and contextualised by datardfeam a focus group with six
women, and observations of a course on sexualitymfen and women with learning
disabilities.

The theoretical framework draws on the social rhoafe disability, which
suggests that disability is socially produced; Faddian concepts of regulation and
normalisation; and symbolic interactionist notiook how sexuality is constructed
through social interaction, alongside Foucault'soroof sexuality being ‘produced’ via
normative discourses. The research is thereforeedddd within a framework that
explores how women with learning disabilities anbject to a number of very particular
regulatory sexual accounts and discourses, induthiose that relate specifically to
‘learning disability’, as well as gendered normati@ccounts that can act to compete
with those in relation to learning disability, ook with, and underscore them.

The study therefore explores where and how thisigidearnt about sexuality,
teasing out some of the institutional accounts @isdourses around sexuality, learning
disability and gender that respondents reportediraprmto contact with; the kinds of
institutional practices that influenced the ageméyrespondents, thus underlining or
challenging the kinds of accounts and discourses sekuality they reported
encountering; and the various accounts and disesurd sexuality reflected in
respondents’ own opinions in relation to sexuatignder and learning disability.

Findings suggest that respondents were subjectotdradictory accounts,
discourses and practices in relation to sexualityiw institutional contexts, and that
these both underscored norms related to the lab#&karning disability’, as well as
gendered and (hetero)sexual norms. Respondents¢hars expressed a range of views
in relation to sexuality. However, many accountected the norms they reported
encountering within family and service settings.
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CHAPTER ONE
Introduction

The barriers to the sexual self expression of deshpeople are primarily to do
with the society in which we live, not the bodieghmvhich we are endowed.
(Shakespeare 2000a)

Introduction

The aim of this thesis is to explore how a smabugr of women with learning
disabilities give meaning to sexuality, and how ifgrand formal institutional processes
might influence this. It focuses on empirical dgtaned primarily from interviews with
sixteen women, supplemented and contextualiseditayadtawn from a focus group with
six women, and observations of a course for péapith learning disabilities that over
half of the interview and focus group participah&l attended. Interviewees and focus
group participants attended a women’s group thatmaathly.

The study explores where and how this group lealoout sexuality, teasing out
some of the accounts and discourses around sexue@é#itning disability and gender that
respondentsreported coming into contact with; the kinds ahfly and service practices
that influenced the agency of respondents, thuenlinthg or challenging the kinds of
accounts and discourses of sexuality they repoeredountering; and the various
accounts and discourses of sexuality reflected e@spondents’ own opinions on
sexuality, gender and learning disability. Whilskgality, learning disability and gender
are, as | will argue, complex in their constructaond interaction with each other, | hope
to draw out the ways in which the women in thisdgtgave meaning to sexuality, and
negotiated a sense of sexual self.

In this chapter, | will begin by describing my seas for conducting this
research. | will go on to outline the context withvhich this study is situated, including

the historical and contemporary policy contextaill then highlight some of the most

1 When | use the term ‘people’ | refer to men andnea with learning disabilities. | do not suggest by
this that men’s and women’s experiences are the santhat the use of the term ‘people’ is not
problematic.

2 My use of ‘respondent(s)’ refers to focus grouptipgpantsandinterviewees (but not those | observed
during participant observation), unless stated rettse.



pertinent literature in the topic area and attetoituate my own research within it. In
doing so | will argue that the subject of sexuadibd learning disability has been under-
researched, and the way in which people with |legrrdisabilities give meaning to
sexuality, particularly so. | will go on to discussme of the key concepts used within
the thesis. | will conclude by providing an outlioé each of the chapters that will

follow.

Focusing In On the Research Topic

The decision to do this research has been gre#tlyenced by my own experiences of
working with people who have learning disabilities residential and day services
Whilst these services were based on promoting itpetsr of people with learning
disabilities, it was clear that their sexual ridhiss well as their rights more generally)
were not always recognised or met. Further, edocatn sexuality for service users
tended to occur only when service users showedtarest in sexuality (both male and
female). Although training on sexuality was prowde staff in one institution in which
I had worked, no policies existed amy, except on the occasion of a male and female
service user in this same institution beginninpdwe what was assumed to be a sexual
relationship.

My focus on gender stems in part from the way Imclv some of the women that
I had worked with had their sexuality ‘policed’ rfexample, being encouraged to wear
‘appropriate’, non-revealing clothing, or to usetalar types of contraception, like the
pill. Although men too were sometimes policed, asv@man, | was interested in
exploring this in specific relation to female seevusers.

When | began planning this research my focus wasefore on formal
institutional processes within residential and fioly) day service settings, and their
impact on the sexuality of women who have learndhigpbilities. Early on in the

research process my interest shifted to a moreifgpéoscus on how women with

% | worked in three different organisations overesigpd of ten years, in both residential and dayises,
and within the public and voluntary sectors.

* When using the term ‘sexual rights’, | mean haingright to take part in sexual practices (oot
have sexual relationships (or not) and the rigtet $xual identity (Richardson 2000), as well asright
to imagine that these are possible (Cornell 199981



learning disabilities felt in relation to sexualityrealised that | did not want to focus on
what this group did or did not do sexually, but ;mon theirfeelingson the subject: did
they see themselves as sexual? Did others (pamigigervices and service staff) see
them as sexual? What kinds of things (discoursdgeerctices) impacted on this?

A later shift in focus occurred during fieldworkhen respondents referred as
often to family as to service influences. Thus nefirdtion of ‘institutional’ widened to
include family, as well as other institutions swashthe media. At this point my original
intentions of interviewing professionals (both elation to gaining their opinions or
accounts of their experiences, and as key infors)aartd conducting a full discourse
analysis of policy documents (both national andhorggational) were abandoned on this
basis. However, policy documents have neverthdless analysed and drawn upon to
some extent, in order to explore and critique th&itutional contexts within which
services operate. In the final writing-up stage fttus narrowed again to include only
family and formal institutions as these were thesmfrequently discussed during
interviews. As | will highlight in Chapter Threehe resources available to me as a
student researcher, including financial and sauidtliral resources, dictated to some

degree the way in which the research was finalhdoated.

Context

In this section | will look at the context relatibgthe sexuality and rights of people with
learning disabilities. | will highlight some genktaistorical and cultural discourses,
move on to look at policy discourses, and conclwgéescribing some specific policies
that reflect the move towards recognising disalpedple’s right3 including sexual

rights. I will highlight however, how some of thgselicies remain problematic.

Historical and Cultural Disconrses of Sexnality

As | will describe more fully in Chapter Two, it idbeen argued that the concept of

‘disability’ emerged from medical discourses thaveloped in tandem with the

® When | refer to ‘disabled people’, rather thangleavith learning disabilities, | mean disabled pleo
generally. | discuss this wider group at times lieeaof some of the commonalities that this group
experience.



industrial revolution within Western capitalist cdtes like the UK(Finkelstein 1980,
Oliver 1990). This involved an increase in medigatl state intervention in the lives of
disabled people, who were increasingly diagnosaklled, categorised and regulated.
They were also cast as ‘other’ (Hevey 1992, Shadagp2000b): as Brigham (2000)
describes, this was an era where boundaries wengndbetween class, gender, the
public and private, and normality and abnormalifyhus, such boundaries were
associated with notions of pollution and degenef&¢geks 1989), that seemed to cross
the particular boundaridsetweerthe different groups of those designated ‘othBa\is
1997).

People with learning disabilities became assodiatigh criminality (Cox 1996,
Jackson 1996a, Brigham 2000), and particular kafdgomen with criminality, ‘idiocy’
and feeble-mindedness (Brigham 2000, Carey 2003jcobrses associated with
working class women such as a dangerous sexudidy was associated with
permissiveness and pollution, both physical andam@Walkowitz 1980, Weeks 1989,
Mason 1995), also became associated with wowtem had learning disabiliti&swho
were seen as both more sexually ‘dangerous’ (McBlor2000, Walmsley 2000) than
men and other women by mainstream society. As Mabrn(2000:49) suggests, they
were ‘reduced to the essential, yet disruptive el@nof feminine sexuality’ whilst those
non-disabled women who ‘exhibited’ an ‘immoral sekiy’ were labelled ‘feeble-
minded’ (Cox 1996, Thomson 1996, Brigham 2000).s[tan ‘inappropriate’ sexuality,

vulnerability, being ‘feeble-minded’ or of the lowelasses, and female, seemed to fuse

® Although the label ‘learning disability’ was nat uise at this time, it is likely that many who aoav
ascribed this label would have been described las@eg to one or more of the categories that were
targeted by eugenic policies (e.g. ‘feeble-mind&dibecile’, ‘defective’ or ‘idiot’). The 1913 Meat
Deficiency Act classified ‘defectives’ (i.e. thoado fell under the act) as ‘idiots’ (‘people wheao
deeply defective in mind from birth or from an gaabe as to be unable to guard themselves against
common physical dangers’); ‘imbeciles’ (‘personsowpvhilst not as defective as idiots, were still
incapable of “managing their own affairs™; ‘feebdénded persons’ (‘persons who were not as defective
as imbeciles but required “care, supervision amdrobfor their own protection and the protectidn o
others™; and ‘moral defectives’ ‘who “from an epidge display some permanent mental defect coupled
with strong vicious or criminal propensities on aihipunishment has had little or no effect” (Race
2002h:30).



together, underpinning the eugenic imagindtitmt became particularly prevalent in
the early twentieth century.

Nevertheless, Brigham (2000) and Keywood (2001hlagt how women with
learning disabilities were also seen at times, geshparadoxically, assexual
Certainly, the sense that women with learning digi&s, were more ‘innocent’ in some
ways than others is highlighted by the way in whiae Thomson (1996) describes,
women with learning disabilities were seen as iadhef protection from ‘moral vice’, as
well as representing a form of sexual threat. Bdtbmson (1996) and Brigham (2000)
agree that the regulation of this group was basesupposedly moral grounds, although
these moral grounds also melded with eugenic fisatsthis group would reproduce; as
Digby (1996:11) suggests: ‘feeble-minded womenartipular were seen as a source of
a biological perpetuation of mental deficiency, asla sexual threat to respectability
and normal family life.” Further, ‘feeble-mindedegpple were seen to be ‘abnormally
fertile’ (Walmsley 2000:66). Thus being ‘feeble-méed’ was directly linked to the
‘perpetuation’ of ‘mental deficiency’, to ‘dangemiuand ‘threatening’ sexuality, to
vulnerability, to moral degeneracy and to crimityaliSuch discourses helped to
influence and legitimate the physical and soci@gregation and institutionalisation of
this group of women. The medicalisation and categbon of this group via social
institutions such as family, education, work aslvesl social welfare, therefore made
possible the regulation of this group in relatioretigenic concerns (Carey 2003).

A move from these highly regulatory discoursesdbts-based discourses began
to take hold in the mid twentieth century. Discasrsof community care and
normalisation began to be influential in this pexéDigby 1996), as | will describe.
Additionally, an increasing concern about the ctiads in the long-stay hospitals in
which many people with learning disabilities livé8eadle-Brownet al 2004, Digby
1996) also played its part. These changes also pteate within a changing political
climate where minority rights, including gendehrat and disability rights, were being

fought for. Alongside this focus, it also seemd th&ocus on the vulnerability of people

" ‘Eugenics’ was a term coined by Francis Galtoh883. It describes the Darwinian-inspired belieftia
need to improve ‘the physical and mental healtthefnation’ which evolved in some European coustrie
(including Britain) and the USA (see Borsay 2003:-R).



with learning disabilities, both male and femaleesgthened, a suggestion that | will
return to later.

The discourses associated with the social moddigdbility, which will be
discussed in more detail in the next chapter, Hmen particularly influential in both
identifying and challenging medical discoursesywa#i as discourses of ‘deviance’, that
have been perceived of as ‘truths’ in relation isability. The social model defines
disability as a category, a social constructionahtis in part created by the exclusion of
disabled people from the mainstréamhe model analytically separates disability from
the notion of impairment (the physical or intellet restriction of the individual)
(Oliver 1990) and is entangled with the growth bé tdisability movement, which
gathered momentum in the 1960s (Campbell and O1i966). In challenging the notion
of disability as an innate and individual ‘problertiie social model has highlighted the
way in which disabled people atenstructedas sexually dangerous or asexual (Tepper
2000).

Policy Disconrses and Frameworks

Policy discourses in particular have changed owee.t Eugenic discourses were, to
some extent, influential in relation to policy asd, for a time, policy discourses
reflected wider discourses that framed women watrriing disabilities as dangerous as
well as vulnerable. For example, Borsay (2005:1@2%cribes how the Eugenics
Education Society, founded in 1907, advocated Isiaion, marital regulation, birth
control and segregation to prevent the ‘degeneratd the populace. These eugenic
concerns were expressed in policies such as thg Wehtal Deficiency Act that set out
plans to identify ‘defectives’ and detain them acdl authority institutions (Painz 1993,
Cox 1996, Jackson 1996a, Thomson 1996, Fido arntd P897, Borsay 2005). Whilst
men and women were covered by the act, Walmsle@O0(BO) has argued that men
tended to be targeted for ‘unruly or unlawful bebay, whereas women were targeted

for their inappropriatesexualbehaviour. Sterilisation was also common (Pain23)9

8 By ‘mainstream’ | refer to a ‘non-disabled’ widssciety, on the basis that disabled people are
sometimes socially and/or physically segregatenohftioat.



although as Kerr and Shakespeare (2002) suggeaspuisory sterilisation was never
fully endorsed in the UK. Thus, policy reflecteddareinforced wider cultural beliefs
about the nature of learning disability (Borsay 200

Whilst such discourses reflected the need to edguihe sexuality of women
with learning disabilities, rights-based discourbegan to emerge in the mid-twentieth
century, as suggested. These were bound up wittstitationalisation and community
care discourses, as well as what is called noratadis. Here | will focus on
normalisation, and an associated concept, soclal valorisation (SRV), which have
particularly influenced the way in which learningability services have been provided
in the UK (Race 2002a). Flynn, writing in 1989 tetathat ‘Rarely is a job advertised in
this field (learning disability services) withoubree reference to the philosophy [of
normalisation]’ (1989:6) and that normalisation bagn acknowledged to have ‘laid the
groundwork for the implementation and evaluationdeinstitutionalisation effort%’
(1989:6).

Normalisation was first developed in Scandinaviathie late 1960s by Bengt
Nirje (1980) and Neils Bank-Mikkelsen (1980). Ni(f980:33) describes normalisation,
expressed through services, as ‘making availabédl tmentally retarded people patterns
of life and conditions of everyday living which aas close as possible to the regular
circumstances and ways of life of society.” Bank<kéilsen (1980:56) also states that
normalisation involves ‘bringing them (people wldarning disabilities) the legal and
human rights of all other citizens.” Although notieation did not initially call for non-
segregated services, normalisation did call foviserchange.

In Canada, Wolf Wolfensberger adopted and transfdr normalisation within
the North American context, and described it as‘tiiésation of means which are as
culturally normative as possible, in order to ekshband/or maintain personal behaviour
and characteristics which are as culturally nomeatias possible’ (1972:28).
Wolfensberger (1983) later developed his versiomarimalisation into what he called

social role valorisation (SRV), which could be apglto any ‘devalued’ person, and

° Deinstitutionalisation refers to the policy mowawvards providing services for people with learning
disabilities in the community rather than in laggle hospital institutions.



referred to his belief that to be accepted by wslesiety, devalued people needed to
adopt socially valued roles. Although Wolfensberfgdtr that society was at fault — that
it was wrong to devalue people — his model focuseghanging people with learning
disabilities to avoid this devaluation rather trettempting to change the way society
‘creates’ devalued categories. Wolfensberger’s tdation therefore represents a move
from the Scandinavian emphasis on changing serandson gaining collective rights,
to a focus on changing individuals and on individughts (Schroeder and Schroeder
1981).

In the British context, John O’'Brien’s restatedsien of normalisation (rather
than SRV), which was developed in the USA, wasipa#rly influential. He described
this as ‘the use of means which are valued in odiesy in order to develop and support
personal behaviour, experiences and characterishash are likewise valued’ (1981:1).
This formulation appears to bring together influemérom the Scandinavian strand of
normalisation, as well as the Canadian. For exany@edescribes service achievements
in terms of ‘the personal appearance of people)(dhe public image of people’
(1981:2), clearly reflecting Wolfensberger's empsas image, and the social role. At
the same time, he appears to support a rights-tmskdervice-orientated Scandinavian
model, which is apparent in his emphasis on the ttedt services should play in meeting
the needs of people with learning disabilities.sSTamalgamation is apparent in what
O’Brien (1989) called his ‘five service accomplisemts.” These accomplishments focus
on supporting service users in community partiegraton helping service users to
contribute (in relation to work and social life) promote service users’ choice, to
encourage service users develop socially-valuedsyahnd to develop a community
presence.

Although Scandinavian and North American versiafisnormalisation have
influenced policy provision in the UK, Williams adind (1999) argue that O’Brien’s
model has been the most influential, and WilliarR90Q:64) suggests that ‘Most
services express allegiance to what has become rkrasvthe “the five service
accomplishments” delineated by O’Brien.” Many seeviorganisations run courses in
normalisation and reflect, though do not necessaxplicitly refer to, O’'Brien’s service

‘accomplishments’ in their policies. Government ipiels, for example theé/aluing



People White Paper (Department of Health 2001a), alsdecefthe values of
normalisation in its aims to ensure that servicersisare accorded rights, choice,
inclusion and independence (althoughluing Peopledoes not refer to normalisation,
SRV, or O'Brien’s service accomplishments expljitlit might also be argued that the
Valuing PeopleWhite Paper also appears to reflect a social m@dktcribed later),
particularly with its focus on rights, and its aokviedgement that some people with
learning disabilities are ‘pushed to the marginsoof society’ (Department of Health
2001a:1).

Despite this apparent ‘take-up’ of O'Brien’s irgegtation of normalisation in
the UK, Wainright (1999) has highlighted that neittmormalisation nor social role
valorisation are significantly influential in theersice policies of voluntary
organisations, and further suggests that wider Okcy is more greatly influenced by it
than local policy. As Deeley (2002) has suggestedmalisation has not been adhered
to consistently within services. These differencesiewpoint might be influenced by
the way in which, as Flynn and Nitsch (1980:xi) gest, that ‘all manner of ideas and
practices are lumped together under the rubricofrhalization”.” This appears to have
led to a number of different interpretations (Briecand Swain 1989, Painz 1993) and
misinterpretations of the concept in practice;same cases it has been misinterpreted so
perversely as to produce implications and prograsndiectly opposite to the principle’
(Perrin and Nirje 1989:220). Wolfensberger (19980delf has described this use of
normalisation as an oversimplification of the cgstcdn the following chapter | will
critique normalisation and SRV further, particwairh terms of the way in which they
might act to coerce people with learning disalg$itinto particular sexual and gendered
normative roles.

What is called person-centred planning (PCP) Has become increasingly
influential within services, and is explicit andnteal to the ethos of the Valuing People
White Paper (Department of Health 2001a). John f@iBmwas involved in PCP’s
development, which began in the mid-1980s, ansl @nbedded within the principle of
normalisation as specifically applied by Wolfengiser (O'Brienet al 1997). Person-
centred planning, as the name suggests, figurgtplates the individual at the centre of

service provision, rather than fitting the indivaduinto an existing framework of



services. In a sense mirroring the medical/soc@dehdistinction discussed both in this
chapter and the next, O'Briest al. (1997:481) state that PCP represents a move from
services asking questions such as ‘What’s wronly you and how can professionals fix
it?’ to ‘What works well for you and what does rotR also seeks to take a creative
approach to not only meeting people’s needs, bbhetp them achieve their wider goals
and aspirations (O’Brieet al. 1997). Family and friends are viewed as centrahe
process of PCP, both in terms of identifying negalsls/aspirations and in meeting
them; community too is seen in terms of potentigport (Beadle-Brown 2005).

O’Brien et al (1997:480), however, acknowledge that ‘an ide#lgy lasts only
as long as people apply it mindfully.” As suchgli@ther service initiatives (for example
normalisation), PCP has the potential to be apptiednsistently (Beadle-Brown 2005).
In confirmation of this theory, Burton and Kagarm@8) point out that the first major
study into PCP’s effectiveness shows mixed outcoreeggesting unevenness in its
implementation. Many (for example, Brown and S@85, Mansell and Beadle-Brown
2005 and Burton and Kagan 2006) argue that adefuadeng and staff training are key
to both PCP’s success, and meeting people’s needs generally, and that this might
be lacking.

Others take issue with the concept itself. Burtod Kagan, for example, argue
that Valuing People’s ‘key messages’, includingeitsphasis on PCP, are ‘voluntaristic,
individualistic and romantic’ (2006:306). Focusing PCP’s relationship with these
voluntaristic and individualistic aspects, BrowndaBcott (2005) argue that PCP’s
needs-led focus on the individual threatens toegefservices from ensuring that pre-
existing support networks are in place, particylaml relation to supporting those who
have been abused. They also argue that PCP prasdeed to see such abuse as rare.
However, it might also be argued that if PCP isdsded, and that if abuse is not rare,
services would, nevertheless (pre-existing or mabet the needs of abused individuals,
in theory at least. In relation to the ‘romantiétare of PCP, and its aim to meet the
aspirations as well as needs of service-users, &llaausd Beadle-Brown note that PCP
is ‘extremely ambitious’ (2005:21). They argue fent that a focus on family and
community as central to PCP processes ignoresdtial 9solation that many people

with learning disabilities experience. In additiony own research, as | will discuss in
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Chapter Five, suggests that families might makdsaets that goagainstthe stated
desires of respondents with learning disabilitiegd that family members might
disagree between themselves over such decisions PEP might be seen as overly-
idealistic since it is dependent on resources, @t ag adequate and supportive social
networks.

Policies: The Move from Eugenics to Sexual Rights

In this section | will focus on specific policiempacting on the lives of people with
learning disabilities. As suggested, eugenics, sthihainly operating as and through
particular discourses, did lead to formal policiestably the 1913 Mental Deficiency
Act. This Act contributed to the institutionalisati physical/social segregation and
regulation of large numbers of people with learndigpbilities, and the segregation of
women from men in such institutions (Fido and Pb&97).

As suggested, a move from overt regulation toszalirse of rights has been
influential within policy. The disability rights nvement in particular has pushed the
Government to introduce anti-discrimination polinyrelation to disabled people, most
notably achieved through the introduction of thedbility Discrimination Act (1995),
which covers employment; trade organisations; gofatslities, services and premises;
education; and transport (Casserley 280@nd the subsequent Disability Rights
Commission (that began work in 2000). The disabilhovement has also been
influential in the development of the notion of @méndent living for disabled people.
Independent living in practice is a system wherstiyemes are controlled by disabled
people, offering them the knowledge and resourcdé®lp them live in their own homes
(Oliver and Barnes 1998, Hasler 2004). The Govemnnmas taken this notion, and
despite initial difficulties over funding such sches (for example the Independent
Living Fund), and the problematic involvement oirdhparties such as social workers

and local authorities, the Community Care (Direayrients) Act 1996, which became

191t is worth noting however, that along with otheBsrsay has described the Disability Discriminatio
Act as ‘fundamentally flawed’ (2005:1). For examglasserley (2000) highlights the way in which it is
difficult to prove that discrimination has takemapé, and argues that it legitimates discriminageoxiew
expressed by a number of people working withinldlgg studies including Oliver and Barnes, 199&lan
Drake, 1999).
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law in 1997, allowed local authorities to make dirpayments to disabled people to
organise their own care (Oliver and Barnes 1998).

Deinstitutionalisation and ‘community care’ hayscabeen bound up with the
move towards rights discourses within policy sgtinThe 1971 White Pap@&etter
Services for the Mentally Handicappédepartment of Health 2001a) initially mapped
out the move to provide services within the comryaind the closure of long-stay
hospitals. It sought to help people with learningatilities live ‘as normal a life as
possible’ (Department of Health 2001a:17). Thiseted the wider move, beginning in
the late 1950s, towards what was described as ‘aortyn care’ (Morris 1993a).
However, this wider discourse of ‘community casehiot the only influence on the NHS
and Community Care Act (1990) which seems to foisealt, and as Rolplet al
(2005:25) have suggested, ‘Care in the communitg mat defined consistently, but
meant different things at different times.” Thu$etCommunity Care Act also
introduced commercial principles into the provisiai care (Borsay 2005). As
Glennerster (2000:190) argues, ‘The community caferms had little to do with care
as such and a lot to do with saving public expemeit Holden (2004) emphasises the
acceleration of this ‘quasi market’ since 1996 witlergers and acquisitions between
major providers. One result of this has been tligciem that such marketisation has
failed to bring more choice to those in receipt those apparently ‘consuming’)
services, since the effects of the quasi-marketleses to reduce choice to a narrow
range of services and service-providers (Borsayp00

In 2001 the influentialValuing PeopleWhite Paper (Department of Health
2001a) was introduced. This focuses specificallypeaple with learning disabilities. It
describes ‘four key principles’: rights, independgn choice and inclusion, and
explicitly recognises that these principles may patviously have been significant
aspects of the lives of people with learning disds. Significantly the paper refers
explicitly to the sexual rights of people with learg disabilities. It highlights the lack of
social opportunities that this group have, and dbeessible version of theéaluing
PeopleWhite Paper (Department of Health 2001b) states:

Lots of people with learning disabilities have féwends and are lonely. Help
will be available to join in your local communityé make friends. This might
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be in paid or voluntary work, joining local clultsking part in local activities,
having a relationship with friends or a partnerynyiag, voting, having a flat or
home, and living with the people you choose. Peapth learning disabilities
have the same rights to all these things as evergise and may need extra
support with sex education and contraception.

Additionally, theValuing PeopleWhite Paper (Department of Health 2001a:81) states
that ‘people with learning disabilities can be gqmatents and provide their children
with a good start in life, but require consideralblelp to do so.” This statement
underlines the way in which policies have chand®dilst there is some concern over
the capability of people with learning disabilities parent on their own, the document
does not question the right of people with learndigpbilities to parent. However, a
significant omission within the document, refleceldewhere within policy, is its lack
of focus on gender and its potential impact onetgeriences and rights of people with
learning disabilities.

To complement the introduction of the White PajelLearning Disability Task
Force was set up to advise the Government on ingétion of the plan, and Learning
Disability Partnership Boards were set up to ‘lessbponsibility for ensuring
implementation (Department of Health 2001a:9). @nawback is that these boards
have no legal power to enforce change. Furthempitteshe presence of people with
learning disabilities on such boards, professiomminate (Fyson and Ward 2004).
Fyson and Ward (2004:6) have also suggested thathasional policyValuing People
might be of more ‘totemic than practical value’itais at local rather than national level
that services are provided: the document is perb@pdar distanced from its practical
application in organisational settings. Burton &agjan have describedaluing People
as ‘an uneasy amalgam of the progressive and tbkberl, the romantic and the
practical’ (2006:299), thus it reflects the economiinciples that now underpin services
(they operate within a quasi-market), whilst at #ame time it sets up a possibly
unachievable ideal (the quasi-market reduces chowdeich impacts on rights,
independence and inclusion).

Other potentially influential moves have includéde introduction of the
Learning Disability Awards Framework (LDAF) whichas also introduced in 2001,

and offers a formal qualification framework for ssoworking in services, and covers
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‘sexual expression’ and relationshibs Further, the Care Standards Act (2060)
introduced changes to registration and inspectiwh & new regulatory framework to
‘raise standards for people with learning disab#itwho use services’, although this
does not cover specifics such as relationshipssamdality. Additionally, the Code of
Practice for Social Care Workers (2002), whilst netessarily referring to sexuality,
states that social care workers mursttect and promotthe rights of service users.

In relation to legislation and sexuality, Evangl d&odgers (2000) suggest that
the law has taken a protectionist view in relatompeople with learning disabilities, and
this has been to the detriment of their individgakual freedom. The recent Sexual
Offences Act (2003), whilst representing as a $icgmt shift in offering people with
learning disabilities more protection from the lahan they have previously had,
particularly within service settings, has also bedticised. These criticisms centre on
the increased range of people with learning digasiicovered by the Act, and because
of its contested notion of ‘capacity’, as | willigily discuss.

The ‘need’ to protect people with learning diskiei$, is reflected widely within
policy. Disabled people more generally are labell&ahgside some other groups (like
the elderly) as ‘vulnerable adults’, as seen in Tae Standards Act (2000) (Hasler
2004, Mandelstram 2005) adb Secretg2000)° contains Government guidance on
how agencies can protect ‘vulnerable people’, idiclg adults with learning disabilities,
from abuse.

These discourses of vulnerability, risk and prodecsit uneasily alongside the
rights discourses underpinning learning disabiliiylicy. The Code of Practice for
Social Care Workers (General Social Care Cound@R20for example, states that whilst
it expects those working in social care settingsrtonote independence and service user
rights, including supporting service users to tekks, it also suggestt the same time
that they must protect service users from ‘harngcti®n 4.2). TheValuing People
White Paper emphasises that: ‘people with learmiisgbilities are amongst the most

vulnerable and socially excluded in our societyefartment of Health 2001a:1), but

1 See http://www.ldaf.org.uk.
12 See http://www.opsi.gov.uk/acts/acts2000/20000 L.
13 See http://www.dh.gov.uk/prod_consum_dh/groupditiitalassets/@en/documents/digitalasset/

dh_4074544.pdf
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also, like other documents, suggests that ‘supgudtprotection... needs to be provided
in a way which respects their own choices and d®ws (Department of Health
2001a:93).

In relation to the Sex Offences Act (2003) speeifiy, one of the changes the
Act has made to the law, is to move away from dngva line between people labelled
as having ‘severe’ learning disabilities (or labdll‘defective’) and those as having
‘mild’ or ‘moderate’ learning disabilities (Robbin$990, Gunn 1991). Those with
‘severe’ learning disabilities had previously bgaotected by law, whilst those with
‘mild’ or ‘moderate’ learning disabilities were assed to be able to consent to sexual
activity. The 2003 Act has taken on the notion cdipacity’ to consent. Whilst this
usefully takes away the relatively rigid framewottat only protected particular
individuals labelled in particular ways, and prasdorotection to those who had not had
such protection previously, it also increases teach’ of the law, both to protect, but
also to intervene.

Further, Keywood (2003:31) suggests that the notib‘capacity’ obscures the
way in which it is a construction, and an assessmoércapacity ‘an instrument of
power.” Wheeler (2004) has also highlighted thdidifties in defining ‘consent’.
Writing at the point at which the Sexual Offencesl Bias put before Parliament,
Keywood (2003) highlights, like Wheeler (2004) teasion between its position to both
protect and empower, further suggesting that ‘ses/have typically sought to prioritise
protection over empowerment.” Keywood argues th& émphasis might, in part, be
explained by the strength of the language and inyaggsociated with ‘victimisation and
harm’ in relation to people with learning disalid#. Osgood (2005) has also suggested
that this prioritisation might be explained by tvay in which organisations seek to
protect themselvedrom liability when managing risk, thus ‘playing safe’ at the
expense of the right of people with learning dibté$ to negotiate risk as a necessary
part of life. Wheeler (2004) has argued that thditamhal protection that the Sexual
Offences Act provides within service settings mighbt to dissuade service staff from
supporting people with learning disabilities todexual, since they face penalties should

this be perceived in terms of sexual abuse.
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Despite these viewpoints, Alaszewski and Alasze{&B05) have argued that
risk is less explicit within policy than it once suarhey argue that, despite the potential
for a focus on risk to impact on rights, rid@esneed to be explicitly addressed. Brown
and Scott (2005) have also suggested that people le@rning disabilities are not
necessarily protecteghoughgiven their increased vulnerability to sexual abusthin
institutional settings (Sobsey 1994).

Whilst it is likely that some people with learnidgsabilities are vulnerable due
to their cognitive impairment, | would firstly arguhat institutional arrangements and
practices, as Sobsey (1994) suggests, are alagemifhl in the construction of this
vulnerability: for example, people with learningsdbilities are put at risk of sexual
abuse simply by living in institutional environmsnt Secondly, discourses of
vulnerability, risk and protection might act asanh of constraint, as suggested, but
further that such discourses might not always stieom a concern about the
vulnerability of people with learning disabilitiefqut from within an institutional
atmosphere of control. (Whilst Walmsley, 2005, iradstadoéttir and Johnson’s edited
collection of works that explore the experiencesmoimen with learning disabilities,
highlights the way in such control might be linkéal apparent concerns around
vulnerability in relation to long-stay institutionsTraustadottir and Johnson have
suggested that this link might also be made intiolato services provided in the
community.) Whilst services are undeniably respaesfor the welfare of those they
provide services for, as Hasler (2004) arguesntie to risk, and subsequent health
and safety measures, can reinforce the tendengyadéssionals to control and limit
disabled people. Evans and Rodgers (2000:244) éa@ gone so far as to suggest that
‘perhaps...the law is seeking not to protect the @rdble, but rather to protect society
from the vision of disabled people having a sexpaisona.” As | will highlight in
Chapter Two, the labelling of particular groupsoalmakes possible their greater
regulation by others. Thus, whilst | would not a¥gagainst the need to protect people
with learning disabilities, | suggest that thisteion can turn into a form of control.

To conclude this section then, it is clear thateheave been significant changes
in the cultural discourses, policy discourses amwticp and legislative frameworks

associated with people with learning disabilitiasl @exuality. However, there have also
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been some continuities, particularly in the wawimch people with learning disabilities
are perceived to be at risk sexually.

One aspect of this research is to explore the umtsothat institutions (in
particular, family and services) give of sexualignd its relationship with learning
disability and gender. These accounts are contisedaby the ideological and practice-
based changes associated with learning disabilidys&xual rights. In my data analysis
chapters | explore the current context via the antof respondents, hoping to begin to
map out how accounts of sexuality within instita@b settings might reflect (or not)
wider changes. In the next chapter | will also metto a number of critiques in relation

to these.

Literature Review

A particularly salient reason for doing this resiais the dearth of literature on
disability/learning disability and sexuality, orsdbility/learning disability/sexuality in
relation to gender. Feminist researchers and tstsoniave been criticised for ignoring
disabled women in their work (Morris 1991, Begun®2p as well as women with
learning disabilities (Traustadottir and Johnso®®Q and disability researchers and
theorists have been criticised for ignoring gen@&icCarthy 1999). Furthermore,
learning disability has often been ignored by ao@ds working in the field of
disability, or it has been assumed that people Ve#ining disabilities face the same
issues as other disabled people (McCarthy 1999dBp@001). Here, | will outline the
literature relating to disability and learning difldy in relation to sexuality and gender,

focusing primarily on empirical studies.

Sexuality and 1 earning Disability

As suggested, relatively little research has beemdgcted about people who have
learning disabilities in relation to sexuality, one more specific research in relation to
women with learning disabilities and sexuality. Why sucksearch has not been
conducted is unclear. | would suggest three passdasons for this: the historical view

of sexuality and learning disability, and its appdrdenial, as outlined previously, lack
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of interest (people with learning disabilities, their concerns, have not been seen as
significant to researchers), and the way in whiekuslity is still perceived to be a
‘private’ issue (Richardson 1996, 2000, Jackson9)l9%hakespeare (2000a) has
highlighted this latter view in relation to disatyitrelated research, suggesting that ‘the
private lives of disabled women and men were nensas being equally worthy of
concern’ as issues of physical access and disaimoim This, he suggests, is perhaps
due to the way in which the disabled movement drespiration from socialist and trade
unionist styles of collectivism: the ‘macho polgiof disabled direct action.’

Significant research on the sexuality of peopléhwearning disabilities, most of
it small-scale, appears to have only been conduntéak last thirty years. This body of
work coincides with the way in which normalisaticemd its focus on rights, was
beginning to take hold as a concept in both sergetings and academia. This is
reflected in a number of these studies. Early gzl work is most significantly
represented in the UK based work of Anne and MicGaaft (e.g. Craft and Craft 1978,
Craft and Craft 1979, Craft 1980, Craft 1983, Cd&87, Craft and Brown 1994). The
Crafts underlined a rights-based approach to tbegigion of services, and the need to
provide sex education for people with learning biilges in relation to this. They
highlighted a number of important themes in relatio sexuality and learning disability.
These include the notion that sexuality is infllesthdy environment, that parents can
fear sex and sex education, preferring to see pesiph learning disabilities as ‘eternal
children’, that staff working in residential homase under pressure to maintain the
respectability of these homes, and that staff foezesee sex as negative — a problem to
be solved, whilst also seeing residents’ sexualabelr as ‘their’ business. These
factors, they argue, result in an atmosphere ofrppagection and control where
residents are unable to take sexual risks.

The Crafts thus highlighted the importance of abdnteraction in the
development of sexuality, and the fear with whienemts and professionals viewed the
sexuality of people with learning disabilities, stnucting them as childlike, and in need
of protection and policing. They also highlightelde tway in which sex can be
constructed negatively, not only in terms of thekrof sex and sexuality to people who

have learning disabilities, but also in terms ofve® ‘reputation’ — service users’
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expressions of sexuality have the potential toatere the respectability of services
themselves.

Whilst these are important insights, the Craft®rkvis characterised by its
reinforcement of ‘traditional’ or normative formsf ®sexuality — heterosexuality
(Williams and Nind 1999) and marriage, and of acially acceptable’ sexuality (Craft
1983). These place values on different kinds oliabty, devaluing those that are not
considered the ‘norm’. This restricts the choidest tpeople with learning disabilities
can make, and undermines the concept of rights bithwnormalisation is based.
However, whilst Craft (1987) does not appear to HeEse norms asecessarily
gendered, she does allude to the way in which nmehveomen’s experience might
differ, highlighting, for example, that women haveen seen at times as more
‘dangerous’ sexually than men.

In the Crafts’ 1983 edited booRex education and counselling for mentally
handicapped peoplea small number of studies relating to learningadility and
sexuality were described. These studies reinfosomde of the issues highlighted within
the Crafts’ own work, as well as identified somealiidnal ones. The work of Brown
(1983), for example, explores the sexual experetdifty young people with learning
disabilities in a two-year residential programmeha UK. This showed that they were
‘largely isolated from sexual information’ (19832)3 with only one quarter receiving
sex education. Many felt that they could not talkheir parents, and there was a ‘say
nothing and hope for the best’ attitude which kbi¢ young people ‘bewildered and
vulnerable’ (1983:132). Brown notes that the shisléhad limited opportunities for
exploration and in addition did not seem to ‘owmeit bodies — their bowel movements
were documented and discussed ‘over their hedusy, were touched in a professional
and impersonal way by carers, and that they hadenb experience of privacy and
consent. Brown expresses concern that in Adultningi Centres, sex education only
occurred when ‘unacceptable’ behaviour was extdbigand that sexual incidents were
only dealt with on an individuad hocbasis.

Again, these are important insights into the sexw@ld of people who have
learning disabilities. Lack of information on sektya respondents’ inability to talk to

parents about sex, and the ‘say nothing’ cultuiggsst a ‘silence’ on sexuality which,
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as | will argue later, is ‘productive’: sexuality constructed as problematic. As Brown
highlights, this leaves people with learning difiibs vulnerable, particularly so given
that they aralready constructed as such. The way in which privacy wesally non-
existent in this context and that sex education evdg available when sexual behaviour
was deemed ‘unacceptabife’suggests a lack of consideration that servicesuseuld
have sexual lives.

Koegel and Whittemore’s (1983) US study also fecusn the experiences of
men and women with mild learning disabilities, coatihg a longitudinal study of 48
individuals over two and a half years. The impottanf their study is in its emphasis on
the diversity in attitude and experience betwespoadents, suggesting that people with
learning disabilities cannot be treated as a homeges group. The research also
suggested that respondents themselves changedtiowerand thus their needs and
problems also changed. One drawback of this stadyekier, was its focus on people
with mild impairments, who, it might be argued, wbdind it easier to enter sexual
relationships, and to talk about them.

Much of the subsequent literature falls into thgreups. The first group |
describe explore staff and parent attitudes andtipes in relation to the sexuality of
people with learning disabilities. The second loakshis,andthe experiences of people
with learning disabilities themselves. The thir@de specifically on the latter. Taking
the first group, Robbins (1990) looks at sexualityrelation to the concept of ‘an
ordinary life’. Robbins draws on the literature sexuality available in 1990, interviews
with social services staff from one local authoiitythe UK, and questionnaires with
relatives and carers (numbers of participants wetegiven, although the range of the
study appears to be large). Robbins highlightedlainssues to the Crafts, including the
tendency of parents to be protective of their adhltdren, the way in which service
staff tend to be mixed in their approach (some mtenrights, others take a more
protective parent-like approach and tend to bei@asl), and the way in which the law
seeks to protect. Robbins argues for better trgimnd support for parents/staff, and
policies based on promoting rights rather than mising risk. Importantly, he suggests

that sexuality is not necessarily ‘off-limits’, bthtat it is ‘managed’ and ‘policed’. Like

14 Although Brown does not describe what ‘unaccepgtab| she links it with privacy and consent.
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the Crafts, Robbins fails to question the concépino'ordinary life’ and gender was not
focused on. Additionally, he draws on both emplratata and others’ research, but fails
to make it clear when he is describing empiricadlings or his own opinion. However,
Robbins usefully highlights themes that are presemarlier research, suggesting that
policy change was not at that time influencing pc&cto any great extent.

Swain and Thirlaway’s (1996) UK study exploredegpdal attitudes towards the
sexuality of their ‘profoundly disabled’ childreBeven parents (five women, two men)
were interviewed. An analysis of these intervievas\presented at two workshops with
thirty participants at each session, where a grdispussion took place and a short
guestionnaire completed. This study is particulariteresting since it focused on
profoundlydisabled young people, and showed how compleixsthee of sexuality is in
relation to this group. For instance, touch wasulsed as something that might rest at
the borderline of abuse — can touch be, or whes tmech become, abuse? Swain and
Thirlaway argue that the notion of sexual rightsrfed no basis of the parents’ thinking,
and yet that there were pressures for parentsetthe# children as sexual. They suggest
that the notion of sexual rights for this group htige idealistic rather than practical. No
reference was made to gender, but it appears tloah Swain and Thirlaway’'s
discussion, that both men and women were percaivede same way. This research
raises issues that suggest that there might biend’ ‘to how far sexual rights can be
claimed for this group, as well as the difficultibat might be encountered by parents in
being able to see their children as sexual.

In 1999 Murrayet al also conducted research in the UK into stafftatés
towards sexuality and people with learning diséibdi They used questionnaires with
178 male and female employees across three orgjansgroviding services to people
with learning disabilities. Importantly, they fourtdat 56% of respondents were not
influenced by formal policies, and that direct-cataff had less liberal attitudes towards
sexuality than the three other categories of redpots (health care; professional,
including social workers, psychologists and thesepiand managerial). The authors
suggest the need to bridge the gap between patidypeactice, and better training for
staff — particularly relating to attitudes. Suclseaarch has important implications in

relation to the way in which services support peopho have learning disabilities in
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relation to sexuality. It suggests that staff attés might, potentially, have more impact
on service users’ lives than service policies, t#rad those working directly with service
users might be the most conservative in attitude.

Christianet al (2001), in the US, researched staff values iatiet to the sexual
expression of women with developmental disabiliti€seir findings, based on forty-
three surveys with men and women (mainly femaleynél that over 90% of
respondents suggested that women with learnindpitiiges had the same sexual desires
as those without disabilities, that sexuality wasimportant part of the lives of the
women they worked with, and that these women shdwdde the freedom and
opportunity to express their sexuality. Howeverydralf felt that service providers saw
these women as ‘sexual beings’ (2001:286). Over 86 felt that women with
learning disabilities could enter ‘successful’ meges or partnerships (2001:286).
However, the severity of service users’ impairmemse considered, by approximately
half of the respondents, to be influential on se¥vusers’ ability to have sexual
relationships, get married and have children. Harewver 90% agreed that these
women could be ‘competent’ mothers with support amdining (2001:287).
Interestingly, the authors found that staff's paedoopinions tended to take precedence
over service policy, and over half had not readr tbervice’s sexuality policy, or could
not remember reading it.

These findings are interesting because they stigtest in the US, and in
relation to this study at least, the vast majoatystaff agreed that it was important to
support the sexuality of women with learning difiibs, challenging the notion that
such staff continue to harbour stereotypical viemizoin relation to women with
learning disabilities’ sexuality, or lack of it. @rof its minor drawbacks, like other
similar work, is its lack of focus on how men andmen might differ in relation to
supporting women with learning disabilities in thiga of their lives.

McConkey and Ryan conducted research into staffeance (rather than
attitudes) in Northern Ireland, in relation to deglwith what they describe as ‘sexual
incidents’ (2001:83). Questionnaires were senetwise providers providing a range of
services to men and women with learning disabdifimcluding education providers),

with 150 responses. Only 22% had attended a cawrsexuality, with only 11% of this
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total representing direct care staff. Respondezyierted that more attention was given
to policy related to vulnerable adults. As the amhsuggest, an emphasis on protection
from abuse might result in staff seeing all sexosthaviours as ‘risky’. Interestingly,
staff felt least confident dealing with the bregk af a relationship than ‘unwanted
sexual advances, same sex kissing and questionst a@omtraception’ (2001:85).
However, as with other studies, gender was notoegg|

Yool et al (2003) explored the attitudes of staff workingitvK-based medium-
secure hospital via interviews with four staff meargy Whilst this study was extremely
small-scale, findings confirmed that whilst sta#ldh relatively liberal views towards
masturbation, attitudes towards sexual intercoursmosexual relationships and service
user decision-making in relation to sexuality wiexss so.

In Australia, Cuskelly and Bryde (2004) looked k¢ tattitudes of forty-three
parents of people with learning disabilities, 84%whom were mothers; sixty-two
support staff, 68% of whom were female; and a comtyusample of sixty-three
individuals, 59% of whom were female, and 33% obwhwere university psychology
students, in relation to the sexuality of men amaim&n with learning disabilities. A
guestionnaire comprising an attitude scale was.uBeely found that older people were
more conservative in their views than younger peophd that parents were more
conservative than staff, who tended to be youndtitudes towards parenthood were
less positive than attitudes towards other aspefcsexuality in relation to parents and
staff, but the community sample did not see pamdisignificantly differently to other
aspects of sexuality. Nevertheless, Cuskelly andi®argue that responses show that
all respondents viewed the sexuality of people wéhrning disabilities generally
positively, although this does not represent thvdws in relation to the degree of
impairment an individual might have since responslerere asked to comment as if the
person had a ‘moderate’ learning disability. Furthespondents were not asked to keep
a specific gender in mind when answering questams so, as the authors suggest,
attitudes in relation to gender were not reflected.

Parkes (2006) conducted two focus groups with gtafh two services in the
UK to explore their feelings about supporting peoplith learning disabilities,

specifically in relation to sexuality. In total mirstaff took part, predominantly women

23



(seven). The study showed that parental attitudesrds sexuality were perceived by
staff to be prohibitive, and staff tended to aveighporting service users to take risks to
avoid conflict with parents who saw service useyvanerable. Some colleagues were
also perceived to be prohibitive in their attitudesd focus group members expressed
anger when service users’ sexuality was deniedreThvas a mixed response to same-
sex relationships, with some prejudice apparéatuing PeoplgDepartment of Health
2001a) was criticised for not giving guidance omtio support service users’ sexuality.
This study gave a small insight into gender, whgagicipants commented that it was
more or less accepted that male service users veaxidally harass others, underlining
the notion that male sexuality might be seen a®blpmoatic. It shows that staff are
willing to support service users’ sexuality butuethnt to do so due to potential conflict
with parents and because they feel that they nemée support. It is also interesting to
note that whilst focus group members themselvesaep to hold relatively liberal
attitudes towards the sexuality of service usengy tdid not necessarily see their
colleagues as holding the same opinions. This stgdgleat those who chose to take part
in the research might have done so because thejt f&hs important to support the
sexuality of people with learning disabilities. $Hurther implies that similar research
might not fully reflect the attitudes of all sta¥ithin services.

In an Irish piece of research, Drummond (2006)@egl the attitudes of parents
and staff involved in supporting people with mitthhoderate learning disabilities
within one major care-providing organisation. Thias a larger-scale quantitative study
based on postal questionnaires involving forty-fetaff (ten male, thirty-five female).
All respondents held relatively liberal attitudesvards people with learning disabilities
having relationships; however younger respondents taose with a higher level of
education seemed to be theostliberal. Although the gender and level of abilidf
service users did not seem to influence opinioesigion did — not surprisingly,
however, given the influence of Catholicism in theea in which the study was
conducted.

Moving on to studies that combine research witif/gtarents,and people with
learning disabilities, Heyman and Huckle’'s (1993 ktudy into the meaning given to

sexuality by men and women with learning disaleiiti and their carers, shows that
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many respondents, particularly ‘informal carersgwssexuality in terms of risk.
Research was based on several interviews with ywnaehilts attending two day services
over two years, with interviews with at least onermal carer from the interviewee’s
home (this seemed to be people from within theaedpnt's family), and with eight
‘formal’ carers at the two services. Follow-up mviews were conducted with seven
adults and their informal carers. Informal carex $he sexuality of adults with learning
disabilities in terms of hazard. Women were pereiin terms of vulnerability, with
men perceived in terms of threat. The adults wiarding disabilities were seen as
childlike and asexual, and of not being able toeusthnd social/sexual moreés, yet
informal carers were reluctant for those they cdoedo access sex education. Adults
with learning disabilities referred to sex as ‘rydene women reported that sex was
‘painful’ (1995:148), some referred to being proted from having sexual
relationships, and only one referred to having sexl education, with television being
cited as the most usual source of information axuakty. Formal carers were not
focused on particularly within the study, but ampdly tended to see service users as
being capable of greater autonomy than informa¢rsaHeyman and Huckle argue that
despite the protectionist stance taken by cardrmsy tshould not be dismissed as
‘overprotecting’ their children. Instead, it is iogpant to work with them to find ways of
helping people with learning disabilities to haexwsal autonomy. This study suggests
that families continue to feel concerned about famiembers with learning disabilities’
sexuality, and that paid staff might be more ‘lddem outlook.

Lofgren-Martenson’s (2004) Swedish research inefligarticipant observation
at fourteen dances for young people with learnimgpldlities, and interviews with
thirteen (male and female) youths and young adwitis learning disabilities, thirteen
staff members from a range of service settings,ed@een parents of young people with
learning disabilities. She suggests that despilieypohanges and the willingness to see
young people with learning disabilities as sexugihfs, staff and parents nevertheless
act as ‘institutional walls’ (2004:206) becauseytde not know how to ‘deal’ with this
sexuality. Lofgren-Martenson argues that the yopegple themselves expressed a
positive attitude towards the possibility of havisgxual experiences, and a small

number towards parenthood, suggesting that theipeacof parents and staff might not
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impact too heavily upon this group. Lofgren-Mar@msusefully highlights the way in
which the lack of privacy afforded to the young pleomeant that sexual behaviour was
exhibited in public, and that this then became lladeas ‘abnormal’. Whilst she
suggests that female carers held more conservaie®s on sexuality, Lofgren-
Martenson does not describe how gender might haweadted on respondents’
viewpoints and actions.

In relation to research that focusgeecificallyon the experiences of people with
learning disabilities, Millard (1994) describestsgt up a women’s group (with women
who had learning disabilities) on sexuality in tH&. She describes how the women
who attended it were embarrassed to talk abousekaal parts of their bodies, and that
they both lacked the knowledge and language taoddlse only words that respondents
knew to describe their breasts or vaginas were d@heg felt uncomfortable with.
Further, the women felt shame in relation to thmidies, and ‘felt the sexual parts of
them were dirty and unpleasant’ (1994:144). Addiity, they suggested that women
did not enjoy sex, and that they were just beirsgedi by men (1994:145). Respondents
were deeply uncomfortable with particular imagesdusn the sessions, particularly
those of naked men. The authors found that thisduasto the sexual abuse that some
had experienced, and found that respondents vahedpportunity to ‘talk and be
heard’ in relation to this subject (1994:149). Tkisows that women with learning
disabilities can feel deeply unhappy about theidié®, and about sexuality more
generally. The level of sexual abuse within theugresuggests that this might be
implicated in such views. The study highlights importance to such women of having
the space to talk about these uncomfortable seswpariences, and the potential lack of
opportunity to do so elsewhere.

In Belgium, Lesseliers (1999) interviewed forty-speople with learning
disabilities about sexuality. The research focused people’s relationships and
experiences of sex and sexuality. Like UK findirigsthe mid 1980s, these stories
revealed a ‘striking’ lack of knowledge about s€ke research also highlighted the way
in which institutions and group living played a fpam respondents’ experiences —
especially in relation to the lack of room (bothypically and symbolically) for sexual

relationships to develop. Both sexes’ accountsce#d a less than positive attitude
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towards sexuality, and women in particular tendetlé passive in sexual relationships,
allowing a male partner to take the lead. Additipna lack of emotional and structural
support appeared to exist within services.

Michelle McCarthy’s research (1998a, 1999) perhaepresents the most
significant piece of UK research into women who dadearning disabilities and
sexuality to date. It differs significantly fromhatr studies in its focus on women, and its
use of a feminist theoretical (rather than disabilelated) framework. Interviewing
seventeen women with learning disabilities reldgiveroadly about their sexual
experiences, she suggests that respondents laekedhlsagency (i.e. respondents
deciding for themselves what they wanted to dohwibhom, where and how, with men
tending to take the lead in these matters), hipkighe relatively high levels of abd$e
within the group (although McCarthy accessed redpots through her work within
services that provided information and support exuality and relationships, and this
might have influenced these findings), and the wayhich they experienced sexuality
on a physical level, but did nétel sexual. McCarthy believes that the way in which
people with learning disabilities are left out okimstream culture or cannot access
mainstream culture, and so cannot develop a sbaseéx is ‘special’ contributes to this
(McCarthy 1999). She also showed that respondeqsrienced a lack of choice and
control over wearing/purchasing clothes, and thdy @ne woman out of the thirteen
women who were using contraception had chosen wimethod she used — parents,
doctors and staff were cited as the people who éilter chosen the method of
contraception, or whether or not the women weregigiat all (McCarthy 1998a).

More positively, long-term relationships were \eduand positive, many of the
women had resisted and recovered from sexual atheseyomen generally showed no
embarrassment about traditional sexual taboostratdiespite potential resistance, they

generally asserted their right to be mothers (Mt@at999). This piece of work — in

15 McCarthy feels that women with learning disatétithave more in common with other women than
they do with disabled men.

16 MccCarthy highlights the different ways in whictetterm ‘abuse’ can be interpreted and suggests that
what is defined as sexual abuse can include a mfrggxual acts. McCarthy’'s own definition, ‘any
sexual contact which is unwanted and/or unenjoyedrte partner and is for the sexual gratificatibthe
other’ (McCarthy, 1993:282 cited in McCarthy, 1989} is useful. However, since such abuse might
involve more than two people (the abuser and tlised), and that abuse might ocaithoutsexual
gratification (as aim or result), | would suggéwsdttthe definition ‘any sexual contact which is amied’
would describe my own definition for the purposéghis research.
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my opinion — has paved the way for further explorabf more specific issues, such as
how women with learning disabilities might relateo tsexuality on an
experiential/emotional levefdelingsexual) and the role of services in relation te*th

However, McCarthy’s work is also to some exterdtneted, despite its broad
scope, by the way in which she (deliberately) ontgrviews women who have had
sexual experiences with others (who were all, aigioincidentally, men), and with her
questions tending to focus on sexual actiitysexuality in this research context is
therefore primarily about sexual practice or sexetdtionships — although McCarthy
clearly does not think that sexuality is reducedhise. As Richardson (2000) suggests,
sexuality is constituted by practice, relationshgrgl identity. | would suggest that
sexual identity or a sense of sexual self can stguadit from practice and relationships;
an individual can feel sexual, yet not have a pmartor have sex, and as McCarthy
herself suggests, can have sex and a partnerobdiéel sexual. Additionally, although
the impact of policy and services is referred foarticularly in the way in which sexual
abuse within services takes place — McCarthy doesxamine these in detail.

Johnsonet al’s (2002) Australian study, which focused on tife ktories of
twenty-five men and women with learning disabiltieshowed that the attitudes of
service providers and families made leading sekua$ and developing relationships
difficult for respondents. They highlighted the Raof information on sexuality
available, the lack of clear policies and guidddirfer staff, and the loneliness and
isolation that were features of respondents’ livEamilies and service providers
apparently ignored sexual or relationship issueprasenting a ‘silence’ on sexuality,
and some were prohibitive, for example one respondported her mother having told
her that she could not marry her boyfriend becatgeonly had one hand. Unfortunately
this study did not account for the ways in whicmdgr might have impacted on these
respondents’ experiences.

Wheeler (2007) conducted UK research with men hdne learning disabilities,

conducting two focus groups of participants drawont a self-advocacy organisation,

17 Although her 1998a publication includes discussibout professional staff, the major description of
McCarthy’s research (1999) does not, focusing spaedents’ relationships with men.

18 McCarthy chose to interview people with whom steeked as a sex educator but does not explain why
she interviewed only people who had had experiefisex ‘with at least one other person’ (1999:120).
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and interviews with twelve men. Participants sawnibelves as sexual (unlike the
women in McCarthy's 1999 study), and as wantingriage and children. However,
they reported that they perceived a difference betwthemselves and others in the way
in which they were treated. They felt that otheeyevprejudiced against them and that
they were not ‘allowed’ to take on particular rolgmrticularly in relation to having
children. They had relatively positive views of emaame-sex relationships but were less
accepting of lesbian relationships. Few were enmgadognd many felt that they had little
control over their leisure time. Further, they filat leisure activities were limited, and
impacted on any relationships that they had.

A focus in relation to sexuality has been on abBsekham (2007) and Peckham
et al (2007) have, for instance, worked on sexual gbegaluating a UK survivors’
group twenty-session pilot for women with learngtigabilities. This showed that such
sessions helped to improve sexual knowledge andcesdrauma for the women
involved. The authors suggest that the sessionzetgbarticipants to ‘move on’ with
their lives and argue for more such schemes. Otesearch on sexual abuse has
included work by Sobsey (1994), Brownhal (1995) McCarthy and Thompson (1996),
and McCormaclet al (2005). All studies on sexual abuse suggestsbeh abuse is
prevalent, but figures vary in relation to how theympare with those of the general
population, and in relation to differences in exgece between men and women
(McCarthy 1999). Almost all references to the séxalause of people with learning
disabilities refer to the way in which living ingtitutional environments put them at
particular risk in comparison to the non-disablegydation (see for example Sobsey
1994). Along with the work of Peckham (2007) andkPamet al. (2007), Howlett and
Danby (2007) have also published details on settm@ support group for women with
learning disabilities.

Additionally, there have also been studies focusimgthe development and
implementation of sexuality policies within senaceincluding Cambridge and
McCarthy's (1997) study, which confirms other saglin that staff felt that sex was
marginalised within services, and that more trajnand support was needed. Other
work includes Stein and Brown (1995), Hames (19863 Hogget al. (2001), all who

29



looked at the effects of training on sexual abuseelation to staff knowledge and
attitudes.

Although Cambridge (1997) has highlighted the ipatar issue of HIV in
relation to gay and lesbian people with learningadilities, and the needs of gay men
(19964a), very little research has been conductealtireir experiences. One significant
exception is the research conducted by Abbott aonavarth (2005). This research
included interviews with seventy-one staff in twetgarning disability services across
the UK about their views in relation to supportigay, lesbian and bisexual people with
learning disabilities, and interviews with twentyomwen and men with learning
disabilities who were having, or wanted to haveame-sex relationship. Findings
showed that staff did not talk about sexuality salservice users deliberately discussed
it, staff had significant concerns about workingthns area (due to lack of experience,
lack of confidence, lack of policy and trainingethown attitudes towards sexuality and
fears over others’ attitudes towards gay, lesbiad hisexual sexuality), and that
services were heterosexist environments that aigedfto meet the needs of lesbian and
gay service users. They also showed that some ndspts with learning disabilities
feared ‘coming out’, that being labelled as havantearning disability and being gay,
lesbian and bisexual was patrticularly difficultremhad felt discriminated against on the
gay scene, that only a few respondents were clyrientelationships, and that four out
of the five who wanted to have children were disleahfrom pursuing this. Concerns
were also expressed around the lack of privacyrdedoto respondents with learning
disabilities, and the way in which lesbian sexyalts ‘hidden’.

This study, as well as highlighting the particuksues faced by gay, lesbian and
bisexual people with learning disabilities, undeg a number of themes already seen in
earlier studies in relation to heterosexual pe@dewvell as more particularly, women
with learning disabilities. These include the waywhich professionals see supporting
service users’ sexuality as problematic, and a tHokonsideration for the sexuality of
people with learning disabilities. Additionally,tlaugh the heteronormative (Warner
1993, Carabine 1996a, 1996b, Jackson 1996b, Rmtard996, 2000) atmosphere
within services is described in relation to itseets on gay and lesbian service users

(suggesting that services continue to see sexualithin the confines of
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heterosexuality), this heteronormativity has wiédiects since whilst it ‘disciplines’
service users into particular normative sexual golg also disciplines them into
normative gender roles (Richardson 1996).

Despite a lack of work in this specific area,sitencouraging to note that gay,
lesbian, bisexual and transgender issues in ral&idearning disability were explored
in a number of articles in thBizard Learning Disability Reviewn 2006°, suggesting
that non-normative sexualities are beginning todmmgnised and addressed within the

learning disability field.

Sexcuality and Disability

Two wider studies into sexuality are worthy of ment Shakespearet als (1996)
research focused on the ethnographic accountstgftiwo disabled men and women in
relation to sexuality. This research underlines wWeay in which sexuality has been
ignored more widely in disability studies. It higifits the connection between disability
and sexual deficit as well as the negative impadegregation, lack of sex education,
the overprotection and infantilisation of disableebple, and the failure of services to
address sexuality. Whilst the authors admit thapfeewith learning disabilities are not
‘adequately represented in our work’ (1996:12)sinevertheless groundbreaking, and
has not been followed up significantly since. Fertht highlights the way in which
some of the issues highlighted in research intoseseuality of people with learning
disabilities might apply to disabled people moraagally: silence, overprotection, and
the failure of services to address sexuality.

In relation to gender, Gillespie-Sekt al (1998) explored disabled women’s
sexuality, specifically black, lesbian and hetexos¢ women’s sexuality, in the UK.
The study included the use of questionnaires (Hddrmed), interviews (numbers not
stated) and a small group seminar of nineteen gyaatits. Findings show common
themes between the three groups: including theiwayhich they had been constituted
as not sexual, and had been discouraged or now/edl’ to get married or have children.

Fifty-eight percent did not have children, althol8% wanted them, and 41% were not

9 Tizard Learning Disability Review (2006) 11:2.
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in a relationship at the time of the research. ifigsl also showed that they lacked sex
education (and 40% wanted more sex education)litti@dopportunity to socialise, that
abuse was common, and that they had few role moéeisher, black and lesbian
women experience discrimination on different leyelad within their marginaliséd
groups, highlighting the view that disability is tnexperienced in the same way by
everyone. Despite this, and the fact that it doaisexplore the experience of people
with learning disabilities, it echoes (like Shakesgeet al’s 1996), some of the themes

emerging from research with this more specific grou

L earning Disability, Disability and Gender

Very little empirical research has been conductedeiation to women and learning
disability, irrespective of sexuality, with McCayth work (1998a, 1999) an outstanding
example, alongside Peckham (2007) and Pecldtaais (2007) work on sexual abuse,
Millard’s (1994) with a women’s group, and Christiat al’'s US study into staff
attitudes. Of those studie®ot focusing specifically on sexuality, work focusiom
women with learning disabilities has included themé subjectivity (Scior 2003), self-
harm (Downie 2001, James and Warner 2005), chafigrigehaviour (McKeowret al
2003, and Wilcoxet al 2006 in relation to differences between men awonden), the
menopause (McCarthy and Millard 2003), menstrua{iBodgerset al 2006), and
cervical screening (Broughton and Thomson 2000, dva@md Douglas 2007).
Traustadottir and Johnson (2000) have also prodaceddited book of women with
learning disabilities’ accounts in relation to theveryday lives.

Scior’'s work on gender (2003) is particularly metgting because of the ways in
which it highlights the impact of a number of geratk discourses that also, | would
suggest, interact with heteronormative discoursethe lives of her female respondents.
Scior interviewed five women in the UK about gended sense of self and found that a

number of specific gendered discourses were appanemespondents’ viewpoints.

20 By ‘marginalised’ | refer to those groups or iridivals who do not represent ‘the norm’, including
disabled people. This, however, is contextualisizhbled people might be marginalised within a
mainstream society, but women and people with legrdisabilities might be marginalised within the
disabled community.
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Specifically gendered discourses included seeing med women as ‘essentially’
different, holding notions of romance in relatiam (hetero)sexual relationships, and
seeing themselves as ‘victims’ in relation to mad aexual abuse, with these countered
by viewpoints that reflected feminist discourses telation to disability, a
‘guardianship’ (or protectionist) discourse was angpt, with respondents, for example,
suggesting that they could not have children, a®irfg themselves, or being seen as
‘childlike” and asexual. Although there is eviderafea feminist discourse within these
accounts, Scior argues that the intersection ofdgerand disability had negative
consequences for these women, particularly inicglaio their experiences of abuse.
Whilst Scior does not refer to heteronormativityjs clear that she sees gender and
(hetero)sexuality working in less than ideal waysthese women’s lives. Whilst this
research has brought some interesting insightshiowowomen with learning disabilities
see and experience their lives, it is an extrensehall-scale study. Further, similar,
research would help to explore such issues further.

It is interesting to note firstly, that the work gender, other than the work of
Scior (2003) and to some extent the work of McGa(t98a, 1999), tends to address
issues around abuse and/or self-harm, or gynadacalagsues; and secondly that work
on men almost exclusively focuses on sexual offeieqy. Greeet al.2002, Robertson
and Clegg 2002, Lindsagt al. 2004, Courtneyet al. 2006, Lunskyet al. 2007). This
appears to represent a slight shift from the ewgdocus onwomenas sexually
dangerous (Walmsley 2000). Cambridge and Mella@@2®ave highlighted this issue
in particular, arguing that a focus on what thelf tee ‘pathological’ aspect of men’s
sexuality leaves their wider sexuality ignored. Whiwomen are often framed as
dangerous sexually, it appears that men, in theareh context, are almost entirely
framed as physical threat. In relation to womempipears that concern surrounds their
apparent vulnerability to abuse, rather than thgency (sexual or otherwise).

Two wider studies on disability and gender, adiden the work of Gillespie-
Sellset al (1998), give some context to the more specifidists about men and women
with learning disabilities discussed here. Lonsd@él890) interviewed twenty-two
women with physical impairments in the UK. Lonsdalgues that whilst the role of

lover, mother and housewife might disadvantage wogenerally, those who cannot
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take on this role are stigmatised. Respondentddsags with self image, felt invisible
(they did not have a ‘voice’), and were constituésdpassive and dependent by the lack
of services available to them. Disability was rethby the women to a lack of control,
with families, school, work, professionals and teneral public assuming this control
on their behalf. Morris (1989) focused on womerXpexiences of paralysis, using data
from 205 questionnaires. These showed that respisaeere assumed to be asexual,
had problems with self image, and lacked infornraba contraception, thus reinforcing
Lonsdale’s (1990) findings, as well as some offthdings in relation to women with
learning disabilities.

To conclude this section then, it seems that aheunof consistent themes

emerge from the research conducted so far. Thekedat

a lack of sexual knowledge amongst nagd women with learning disabilities

* sex education, where it is provided, is oradrhocbasis

* some parents are more liberal in attitude towalds gexuality of their adult
children, however, parental fears in relation ts frersist for a significant number

» despite the more liberal attitude of staff towattle sexuality of people with
learning disabilities (than parents), service ussexuality is still perceived as
problematic to deal with

* parenthood is deemed to be particularly problemdiath by parents/staff and
disabled respondents (who are aware of othergud@dds towards this, but who
might, nevertheless, wish to become parents)

» the level of an individual’'s impairment affects etl’ attitudes towards their
sexuality, and whether or not they can cope witht, tiparticularly in relation to
parenthood

» people with learning disabilities are sometimeg aaseternal children’

» alack of specific policies or training in relatibm sexuality make it more difficult
for staff working with people who have learning abdities to support them in
relation to sexuality

« failure of some staff to follow policies where dahie, and mixed responses by staff

to client sexuality
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* sex is constituted as a ‘private issue’

* sex is nevertheless something that is ‘managed’policed’, with people with
learning disabilities subject to what might be sasroverprotection and control, and
an attendant avoidance of supporting people wiahmieg disabilities to take risks

» people with learning disabilities are not accorgentvacy — they have neither the
physical nor emotional space in which to condulati@nships

* mixed responses to same-sex relationships by peopldearning disabilities

Despite the literature spanning twenty-five yedh&re appears to be relatively little

consistent change in relation to these themes.r@thdies suggest the possibility that:

» women are ‘disciplined’ into particular genderetesoin relation to sexuality

* women with learning disabilities do not have pesitexperiences of sexuality, and
are not necessarily sexual agents

 services are largely heteronormative environments

» age and education impact on the way in which gt@fteive client sexuality, as does
the kind of job they have (for instance managanatomparison to staff providing
direct support)

* men feel more sexual than women, but face the gmepedices and prohibitions

Returning to the focus of my own research topits clear that firstly, relatively
little work has been done on sexuality and learrdrgability, or gender and learning
disability. Secondly, this research has been liniter a number of reasons. These
include its tendency to focus on sexuabiygender, thus obscuring how each, whilst
being analytically different categories, nevertseleaffect each other (Butler 1999,
Jackson 1999, Richardson 2007). The theoreticahdveorks that have been utilised
have also been relatively limited to disabilityateld ones. | would argue that those
exceptional works that use feminist theoreticainesavorks (like McCarthy 1998a, 1999)
have produced more nuanced findings than thosey uigability-related frameworks,

and in part | would suggest that this is becausg thok beyond disability or service
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structures as the most or only influential factorsespondents’ lives. A final limitation
is the failure to recognise or question the kinfisaxial norms that are entangled with
sexuality, gender and learning disability that baen flagged up by writers such as
Brown and Smith (1992), Brown (1994), and Williaared Nind (1999), other than in a
handful of cases (and most notably by Scior, 2003).

| would suggest that this study will take forwandderstandings of sexuality for
women with learning disabilities, particularly ielation to how they feel about and give

meaning to sexuality, and the role of certain dangitutions in relation to this.

Key Concepts

Throughout the thesis | will be referring to pantar concepts and terms that need

further explanation. | will discuss these here.

Discourse

Although discourse has been described in a nunfoewags, my use of it is taken from

the work of Foucault. Foucault sees discursivetpraas

...not to be confused with the expressive operatignwhich an individual
formulates an idea, a desire, an image; nor withr#tional activity that may
operate in a system of inference; not with the “petance” of a speaking subject
when he constructs grammatical sentences; it isdg bf anonymous, historical
rules, always determined in the time and spacehéwat defined a given period,
and for a given social, economic, geographicalinguistic area, the conditions
of operation of the enunciative function. (1969:131

Thus, discourse is not objective, neutral, or ursak it is subjective, normative and
contextually specific. Thus, we do not have unigkrsalue-free ‘knowledge’. To take
the point of ‘sexuality’, there is no one understiag of what it is; we have a multitude
of ‘knowledge(s)’ that describe sexuality in difet and sometimes competing ways,

some of which become ‘fixed’, hegemonic and norueati
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Disability, Learning disability and Impairment

Disability and learning disability are, for the poses of this thesis considered to be
social constructs, a construction that will be désed further in the next chapter. As
Oliver and Barnes (1998:14) have argued, categosesd in relation to disability have
been ‘...frequently vague, malleable and used intergbably.’ ‘Learning disability’ is
thus a historically contingent concept (Nunkoosgap0) that has been described in
different ways at different times according to adistrative purposes (Beadle-Browen

al. 2004).

In this thesis | do however refer to the fact $@ne people have been ascribed a
distinct label ‘learning disability*. By learning disability Ido notrefer to ‘learning
difficulties’, a category that is used more broadhthin education legislation
(Department of Health 2001a), and which tends tugte people with dyslexia for
example. | mean those who have previously beenl¢éabas ‘mentally handicapped’
(Doyle 2000), as my interest is focused on thiscgigegroup, who have experienced
very particular institutional arrangements, as Iveéhadescribed. Despite this |
acknowledge that ‘learning disability’ does not essarily refer to a discrete, easily-
identified group, particularly when comparing thébel to the international context
where different terminology is used. When lookirgtlee wider literature the use of
different terms by different writers, for examplmakes comparing studies difficult.
Thus, when using other people’s work as a referegnicave tried to ensure that despite
labelling differences, their work has been as cauaidga as possible to mine, and have
indicated where this is not the case, maintainirggterm ‘learning disability’ to avoid
confusion.

Whilst, like Goodley (2001), | have difficulties thi the label ‘learning
disability’, 1 have resisted using labels like &fHectual impairment’ or ‘cognitive
impairment’ (that might be less stigmatising) oa thasis that | am primarily examining
the label, not theimpairment | also refer to the social model's distinctiontvbeen
‘disability’ (and in this case ‘learning disabilityin line with my definition of it as a

label or category) and impairment. This distinctidescribes disability as a social

2L At times in the thesis | refer to the ‘label’ ‘feing disability’. | am not using the term ‘labéti terms
of ‘labelling theory’, simply as a practical terivet ‘makes sense’ when describing learning digglzld
its relationship with people.
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categorisation based on what might be perceivetbetoan individual impairmefft
(Oliver 1990). This is explored further in Chapiavo.

Additionally, whilst | briefly considered the noti of ‘difference’ rather than
‘learning disability’ as a central factor, | re&d that the label of learning disability
might have effects that differ to those experienbgdothers who might be labelled
‘different’. When referring to respondents as hgvan‘learning disability’, it is on the
basis that they have, for one reason or anothen labelled in this way by others, and
attend an organisation that provides services liosd with this ‘learning disability’
label. Most respondents, for example, referredtb@rs, mainly staff who worked with
them within residential learning disability senscéaving informed them of the courses
available at the organisation where the women'signmet, or of the existence of the
women’s group itself. Thus, being labelled as hgwdriearning disability, and using one
particular kind of service for this group (residaht led to respondents using other such
services. Whilst some respondents denied the labelearning disability’, their
attendance at this organisation, and the way ircliwvthey were directed by others to it
on the basis of their ‘learning disability’ labahade them ‘appropriate’ research

respondents

Sexy Sexcuality; Relationships
Wellingset al (1994) highlight the difficulties in defining dérent aspects of sexuality,

particularly when conducting research. Weeks (1B8®%ias argued that: ‘the usual
assumption is that sex is a definable and univergad¢rience, like the desire for food...’
and that this ‘ignores the great variety of cultyratterns that history reveals, and the
very different meanings given to what we blithedip¢l as “sexual activity”.’

Defining my own meanings in relation to sex, sdixyiand relationships, as well

as working with the meanings respondents gave dm{ttas been a problematic task.

% However, impairment, it has been argued, mighi bisdescribed as a social construction (see for
example, Thomas 1999, Tremain 2002). As Thomas)89%as suggested, “impairments can be
understood to be thosariationsin the structure, functions and workings of bodigsgch, in Western
culture, are medically defined as significant alomalities or pathologies.” Thus, when | talk abde t
way in which disability has been ‘created’, it iade possible through the categorisation of impaitme
For the purposes of this thesis, however, | usédim ‘disability’ to avoid confusion.

38



Additionally, whilst | wanted to describe an ‘intate’ or ‘sexual’ life, | had difficulties
in defining exactly what an ‘intimate life’ or ‘seal life’ might be. Sex can mean any
number of different things including penetrativesyally heterosexual) sex, procreative
sex, and sexual identity/‘'orientation’ (includingibg a ‘man’ or ‘woman’.For the
purposes of this study, | use the term ‘sexuallosely to refer to sexual acts,
behaviours, identities, relationships, thoughts|ifigs and desires (Cornell 1995, 1998,
Scott and Jackson 1996, Richardson 2000). As Sndttlackson (1996:2) suggest:

...sexuality is not limited to ‘sex acts’, but invelw our sexual feelings and
relationships, the ways in which we are or ared®ined as sexual by others, as
well as the ways in which we define ourselves.

| use the term ‘sex’ to refer more specificallygexual acts, although this term too is
used relatively loosely, and does not refepéaticular kinds of acts. Whilst | asked
respondents to define ‘sex’ for themselves, responended to varwithin interviews
between sex as procreative (having a family), t& as a male/female (perhaps
penetrative) sexual act. Meanings associated wath tended therefore to change;
usually depending on the kinds of questions theyeweeing asked. Thus, whilst my
meaning of sex is usually ‘open’ (and | try to beolecit when | am not), in relation
respondents’ meanings | try to conuegir meanings wherever possible.

Additionally, whilst | refer to ‘relationships’he nature of these relationships are
sometimes blurred, for example, one respondentregfeto a boyfriend in her first
interview but called the same man a ‘friend’ in Becond interview. Additionally, not
all women in relationships had what they descrilasdsex with their partners, for
example one respondent was married for ten yeatsout, she said, having sex.
Throughout | have attempted to give these relatipss meanings that seemed
appropriate, given the information | was given bgpondents and/or the meanings that
respondents gave to them themselves.

My use of the term ‘intimate life’ is an attempt tlescribe the way in which
relationships might include kissing and closenessekample but not necessarily more
‘sexual’ acts (such as penetrative sex). The texemual life’ is an attempt to describe

the way in which sex might be a part of an indiatsi life, and might include a sense of
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sexuality apart from having a relationship. ‘A seref sexual self’ is an attempt to
describe the way in which an individual might féetmselves to be a sexual agent: it
relates to how theyeel in relation to sexuality; is it something they @sate with
themselves or not? Any reference to sexual idendilgtes not specifically to a sexual
orientation and identification witht but with a more general sense of sexual identity

as someone who sees themselves as ‘sexual’.

Choice; Agency; Autonomy; Constraint

‘Choice’ can refer to the act of choosing (to cleo® have chosen), the right to
choose/have choice, and range of choice. As sugfjetste notion of ‘choice’ is central
to Government policies in relation to people wheehéearning disabilities. However,
this notion of ‘choice’ has been problematised asllasion. For example, the quasi-
marketised services that represent the currentdrexenomy of welfare, as well as the
service principle of normalisation — both ‘offerirgypposed choice, are contextualised
within neoliberal frameworks. Burton and Kagan (@@D5) have suggested that choice
is ‘elevated to a position above other goods’,ame&® that ignores the difficulties that
those with more severe impairments (a group whepereences they argue are ‘glossed
over’ byValuing Peopl&) might experience in negotiating such choice.

Whilst | too, am wary of the notion of choice,due used the term in two ways
within the thesis. The first is in relation to tay in which services refer to choice, and
inherent within this is my critical stance in rébat to it. The second is in a practical way
to describe how respondents experience decisionagak everyday contexts — whilst
‘choice’ is a problematic concept; it is, nevertss, something which respondents (as
well as others) would perceive as ‘real’. In redatto the notion of ‘choice’ | also refer
to ‘agency’, autonomy’ and ‘constraint’: by agericsefer to the ability to act (and for
example make choices), by ‘autonomy’ to the freedwrmdependence to act (or make

choices) and ‘constraint’ to the restriction of i@y agency or autonomy.

%] use the term ‘orientation’ in terms of its ‘eyday’ use, but am aware that its essentialism ean b
challenged.
% Department of Health 2001a.
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Sexcual Rights

Rights are central to the way in which services m@vided to people with learning
disabilities, and whilst the notion of rights istnexplicitly a focus of this study, it
underpins it, and the institutional context witkwhich the study takes place. However,
what ‘rights’ might mean more generally, is to soeéent contested.

Rights are often described in terms of their reteghip with citizenship: with
civil, political and social rights comprising ciémship (Marshall 1950). Drake (1999:41)
describes citizenship as being ‘...able to take ipattte decisions that create or re-create
the contours of a society, and to be able to ppdtie in key functions such as work,
leisure, political debate, travel and religious etvance.” Drake highlights, however,
how access to this status is unequal, with Bors20%) criticising Marshall's
conceptualisation of citizenship for failing to &akaccount the effects of gender,
disability and ethnicity. Conaghan and Millns (2@)5similarly criticise the notion of
rights, suggesting that:

...their abstraction and universalism...tends inevitdblvards a perpetuation of
women’s exclusion, a failure to acknowledge diffexe and a lack of recognition
of the diversity of women themselves.

Thus, rights are not available to all, equally (Ridson 2000).

Further, how citizenship is interpreted shifts oviene. For example Borsay
(2005) highlights how the Conservative Governmdrit3y9-1997 shifted the notion of
citizenship from one of entitlement to one of cdmition (‘rights and responsibilities’,
particularly in relation to the obligation to workgnd Borsay, as well as Drake (1999),
has highlighted the way in which it has also besked to consumerism, with power
‘limited to a particular set of predefined choiaaseven merely to the expression of
preference’ (Drake 1999:43). Burton and Kagan (2808) suggest that an:

increasingly dominant model of human rights priseis individual market
choices and the option of casting a vote for onsevkral pro-capitalist parties,
at the expense of rights to health and well-begdycation, political, civic and
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cultural participation...the notions of what peopked, of what their rights are,
have perhaps become distorted by this neolibertlishhinking.

In addition, as Shakespeare (2000a) has pointecgondtwith particular reference to this
study, sex is now central to consumption: ‘As imdinals, we demand the right to be
sexual and to be able to choose whatever formxafadexpression or fulfilment we can
find.’

Nevertheless, it is important to note that whatstibutes ‘sexual rights’ might
also reflect and enact particular cultural normsd @hus, apparently ‘acceptable’
sexualities might be more likely to be seen in eohrights than other less ‘acceptable’
ones. For example, heterosexuals can marry butagdylesbians cannot (UK ‘civil
partnerships’ are not the same as marriage).

It is also worth pointing out that citizenship mmplicitly linked to adulthood
(Thompson 2005), and the historic denial of citstep to people with learning
disabilities may also be linked to their perceivess-than-adult status. In addition, the
parental rights of people with learning disabiltibave been (and are) tempered by
tension between the right to have a child, and rights of children to care and
protection (Painz 1993).

Formal Institutions

By formal institutions | mean bodies who organisel/ar provide care and support to
people with learning disabilities in residentiatamon-residential settings, and who may
be local authority social service, voluntary owvpte organisations. When | use the term
in relation to formal services | make this expliés suggested, formal service settings
in this study refer to a range of services, andrabattempt to be explicit in relation to

what these might be. Services referred to incluoleege courses (I refer to courses
specifically for adults labelled as having learnidgabilities), day services (here

referring to segregated facilities providing cosrsad support for people labelled as
having learning disabilities) and residential caResidential care facilities referred to
include larger residential facilities (here | mdauwilities of seven or more residents),

small group homes (by this | mean homes with upsito residents), independent

42



supported living (as previously described), andilffamplacement (where an individual
with a learning disability lives with an ‘adult et or ‘adult carers’, often couples,
perhaps with others who have a learning disab#iyif they are a family.)

When using the term ‘institution’, | also refer tioe way in which particular
social arrangements)cluding the formal institutions/services described, ach aseans
of regulating individuals and groups of people, &ogv such social arrangements, and
the regulation explicit and implicit within themetome institutionalised. Within this
chapter and the next | explore how formal serviteght act to regulate women with

learning disabilities in relation to social norms.

Family Institutions

This thesis also explores another institution, tamily. Like formal institutions, I
suggest that family institutions can act to reguiatdividuals within them. For example,
family and the associated institution of marriagen cserve as both a product of
regulation (with marriage for instance regulatedstate and/or church) and as a site of it
(where, for instance, regulatory male and fematerbsexual and gendered roles are, or
can be, ‘played out’).

Whilst there have been great changes in familytiniins in recent yeafy the
extent to which such ‘new’ forms of living neutisdi the regulatory power of marriage
and family is debated. Women'’s roles for exampleiJst changing in some ways — with
greater access to paid work outside of the hons®, sthow consistency — women still
earn less than men (Jackson 2007) and still takdh@majority of household tasks and
caring roles within the home (Giddens 2001, Jack@0V). In addition, the ideology of
a traditional family ‘retains a strong hold on thkellective imagination’ (Jackson
2007:129) with ‘newer’ forms of family and relatgimps less challenging to these than
immediately apparent. For example, gay and lesbiaih partnerships whilst seen by
some as an acceptance of new forms of partnerstvg also been critiqued for the way

in which they might serve to legitimate and norselparticular kinds of relationships

% For instance, less people are marrying (Lees 19937, Wellingset al 1994, Jackson 1997, Walby
1997, Giddens 2001, Jackson 2007), there are mapnesdarents (Giddens 2001), and there has been a
corresponding rise in new forms of family, incluglifiamilies of choice’ (Weekst al 2001).
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over others (i.e. those that most conform to, oulate, heterosexual relationships)
(Weekset al 2001, Richardson 2005). Thus, for the purposékistthesis, the family is
seen as an institution that despite social chargesinues to act as a strong regulatory
force in people’s lives, both in terms of whatepresents and (re)produces, but also in
terms of the influence that family members haveach other within such frameworks.
Whilst family institutions and formal institutiorase both regulated, (through, for
example, marriage laws in relation to families, @ade standards in relation to formal
institutions), and whilst both also regulate iraten to how they operate, | would argue
that formal institutions are more likely to do timsmore formal ways, via their aims and
objectives, policies and procedures. Of courseh bostitutions regulate via micro
practices: the social interactions between indi@isuand groups that reflect and

reinforce, or challenge, social norms. | elabooatehis in Chapter Two.

Chapter Outlines
In this chapter | have attempted to situate theaeh.Chapter Two outlines the key

conceptual and theoretical frameworks that haveerpidned this study. Using
Foucault’'s work on regulation and normalisationd dhe social model of disability, |
show how learning disability can be understood asoeially-produced ‘medical’
category, and how this process of categorisatioables and allows for ‘expert’
intervention, and regulation, in the lives of peoplith learning disabilities. | then
discuss the way in which sexuality is also socialystructed, drawing on Foucault’s
argument that sexuality is socially ‘produced’ witlegulatory frameworks, as well as
symbolic interactionist work that suggests thatusdity is ‘learnt’ and given meaning
via everyday social interaction. | conclude thigmter by briefly examining the concept
of gender, and explore the ways in which women Wetirning disabilities might be
subject to specific disciplining and regulation hisit normative frameworks relating to
gender and learning disability.

In Chapter Three, | focus on the methodology tmaderpins the research. |
briefly discuss the epistemological concerns undeipg the research, particularly my

interest in trying to represent the ‘voices’ ofrayously under-represented group. | also
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discuss the methods used in the research: focugpgiaterviews, and participant
observation. | look at issues related to accesapkiag, development of the topic and
interview schedules, and analysis. | explore somehe ethical issues involved in
researching with women who have learning disabdjtias well as some of the
difficulties | faced in exploring sexuality withithgroup.

Chapter Four is the first of three chapters thatae the data emerging from the
research. It focuses on the accounts of sexuality, sexuality in relation to learning
disability, within institutional contexts. | lookripnarily at respondents’ perceptions of
accounts within family and residential service isg. | also briefly refer to how
respondents developed understandings of sexuaiitymnmschool and college settings,
and through the ‘doing’ of sexuality and relatioipsh | also include some of my
observations in relation to a course on sexualigt bver half of the focus group and
interview respondents had attended: 8ex, Love and Relationshigsurse Whilst
some respondents suggested that they had beenlittiddabout sexuality within
institutional settings, | show how these contexts sites in which sexuality is in fact
given very particular meanings, and such meaniegsl to relate to discourses that
suggest that sexuality is ‘not for’ women with leiaig disabilities, or to discourses that
are regulating, and normative.

Chapter Five moves to look at the practices witlamily and service settings
that impact on, or have the potential to impact e sexual lives of women with
learning disabilities. These practices, which appeanany ways to mark women with
learning disabilities as ‘different’, and to comstr the choices that respondents can
make and the lives that they can lead, often seyvenderline the largely normative
accounts described in Chapter Four.

In Chapter Six | move back to looking at sexuatcamts, and describe the
meanings respondents gave to sexuality themsdhgghlight the apparently normative
discourses reflected in respondents’ accounts geat to mirror those they hear in
institutional environments, as well as some ofdh&erences between these accounts. |
also explore respondents’ sense of themselves asewavith learning disabilities, and
how this impacts on the way in which they might seemselves as women, and as

sexual actors. | suggest that discourses of pradribiand ‘difference’ based on a
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learning disability ‘master identity’ exist alondsi mainstream gendered accounts, and
that there appears to be some congruency betwsttuiional accounts of sexuality and
respondents’ own.

Finally, in Chapter Seven, | draw together somectisions about the research. |
highlight the ways in which the findings confirmiaavomen with learning disabilities
are constrained in relation to sexuality. Howevargue that the gendered and sexual
norms significant in respondents’ accounts actdtemtially reduceautonomy,and act
as indicators of ‘adulthood’ and ‘womanhood’. lalaterrogate my methods, as well as
the limitations of the study described, and thdidlifties involved in conducting it. |

conclude by suggesting some possibilities for frrtlesearch.
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CHAPTER TWO

Conceptualising Learning Disability, Sexuality andGender

Introduction

In this chapter | will conceptualise learning diilh sexuality and gender, drawing
from a range of theories and concepts located milifferent disciplinary fields, which
nevertheless inform my broadly sociological appho&c understanding the ways in
which the respondents described in this study cocistmeanings around sexuality.
These frameworks represent a ‘toolbox’ approach€@oand Shakespeare 2002): they
do not form a single or necessarily cohesive theaieframework but illuminate
particular aspects of the research. Key work inetuthat of social model theorists from
within the field of disability studies (particulgirthe work of Michael Oliver, 1990), the
cultural and poststructural work of Michel Fouca@®73, 1989, 1990, 1991), and that
of symbolic interactionists such as John Gagnon \fidlam Simon (1974) and Ken
Plummer (1981, 1995). The key concepts and thedri@sn on here describe how we
might conceptualise ‘disability’, ‘learning disabyl and ‘gender as socially
constructed and regulated categories, and how kemeaning might be constructed
within normalising (Foucault 1973, 1989, 1991) feamorks.

| will begin this chapter by exploring some of tiways in which disability has
been conceptualised, and how learning disability ¢e described as a social
construction rather than a medical and individymbblem’ (Finkelstein 1980, Oliver
1990). | will argue that ‘disability’ has been thaeus of specific regulation due to this
categorisation, and a regulation that is effectegart through the service principle of
normalisatiof®, as well as through other institutional practig@entral to this thesis is
the question ‘what meanings do research respondgvasen labelled as having
learning disabilities) and those around them (tlegnificant others’) give to sexuality,
and to sexuality in relation to gender and learrisgbility?’ | will therefore move on to

explore the ways in which sexuality is itself cansted (or ‘produced’) and regulated,

% As described in Chapter One.
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through everyday accounts that reflect and reifovader normative discourses. | will
conclude this chapter by examining more closely lmxuality might intersect with

learning disability, as well as gender.

The Categorisation and Regulation of ‘Learning Disability’

Although there has been a call to explore the ailtunfluences on the construction of
disability (Shakespeare 1994), as well its psyamoteonal aspects (Marks 1999,
Thomas 1999, Reeve 2002, 2004), | would arguettigasocial model of disability, with
its roots in a socio-economic explanation of dikgb{Oliver 1996, Priestley 1998), is
particularly useful in gaining an understandingtlod ways in which disabled people,
and people with learning disabilities, have coméddhe subjects of intense regulation,
particularly over the last century. Although thisdel has its limitations, for instance its
lack of attention to the differential experiencdsdsability (Shakespeare and Watson
1997), including on the basis of gender (Morris A®9McCarthy 1999, Thomas 1999)
and learning disability (Goodley 2001), and itsklaf attention to the historical and
enduring prejudice that disabled people face (Sizda@re 1994, Priestley 1998), | argue
that it nevertheless offers a useful ‘point of dép& (Thomas 2004a:25) for
understanding how disabled people are categorisddregulated in relation to social
and sexual norms.

The social model of disability reconceptualisesadility, describing at as a
socially constructed category that forms a coumt@tpto an individual, medical or
tragedy model that describes disability in termspefsonal tragedy, and individual
psychology (Oliver 1990). As described in ChaptemeQ Finkelstein (1980) saw
disability primarily as a product of Western caliéa, where impaired people, unable
to play an economic role within an industrialisextisty, were forced into a state of
economic dependency. This dependency led to seeigiegation through exclusion
from the workforce, the development of asylums, afdnedical understandings of
disability and impairment: experts were able tardefdisability’ in terms of ‘the norm’
(Finkelstein 1980, Oliver 1990). Oliver (1990:xivas thus described disability in terms
of social oppression:
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...all disabled people experience disability as doatriction whether these
restrictions occur as a consequence of inaccesdioi#t environments,
guestionable notions of intelligence and social getance, the inability of the
general public to use sign language, the lack aflirg material in Braille or
hostile public attitudes to people with non-visidisabilities.

As Oliver (1996) suggests, a line is thus drawnwkenh disability (the
experience of social and physical ‘external’ basjeand impairment (the physical,
mental or sensory limitations within the individualWhilst this introduces an artificial
split between disability and impairment, since bate in fact conceptually and
experientially intertwined (French 1993, Crow 19%hakespeare and Watson 1997,
Corker and French 1999, Thomas 1999 and Tremai)2@ts split allows disability to
be reconceptualised asacial categorythat can be likened to gender, race, ethnicity or
class (Thomas 2004b): to be disabled is to be didaby society, not by individual
impairment.

Although Foucault's work has not dealt specificaliyth disability, Galvin
(2006) has highlighted the way in which his workthwits roots, at least originally and
in part, in Marxism, works with rather than agairsgicial model ‘theories’Like
Finkelstein (1980) and Oliver (1990Foucault (1973, 1987, 1989, 1990, 1991)
highlights the way in which classification and gaigsation orders and differentiates
people along particular socially-constructed norifisese norms are not ‘value free’,
and act to define what is ‘acceptable’ or not tiglouthe construction of a
normal/abnormal binary. Through a process of ‘ndisation’, ‘disciplinary procedures’
act to regulate people in relation to particularrnn®, and by ‘normalising’ or
neutralising what are seen as abnormalities. Tituegss does not operate through force,
but through more indirect means; with fear, guilttbe desire to conform acting as
influential factors. Regulation is therefore depemidonselfregulation, with individuals
acting in relation to social norms. This new med$ianof power is, Foucault argues,
irreducible to law (or what he calls ‘juridico-digsive’ or ‘sovereign power’), is not
held by right but by technique, not effected by lde but through normalisation (with
the law operatings a ‘norm’), and not through punishment but throwggimtrol (via

surveillance or ‘policing’). This process is inabty linked to power. However, power
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is not linked to ‘juridico-discursive’ or ‘sovereigoower’. Its disciplining nature means
that it operates as a ‘dense web that passes thrapgaratuses and institutions’
(1990:96), and as such operates beyond the statevahin all social relationships.
Thus, power is everywhere, although Foucault doese@ that it can become
‘sedimented’ at particular points within the webdescribes.

Disability has also been constructed through a madv‘abnormal’ binary
(Abberley 1989). As Davis describes, ‘disability & function of the concept of
normality’ (1995:2): the concept of ‘normality’ mek ‘disability’ possible. Learning
disability, and disability more generally, are #fere classifications based on their
apparentabnormality — they are ‘other’ to the norm. As Lupton (2003:4%ates: ‘A
body that does not function “normally” or appeaorimal”, that is confined to a wheel-
chair or bed, is both visually and conceptually ouplace.’

The apparent ‘abnormality’ of disabled people ftem articulated through the
construction of them as incapable of living ‘nortyialand as dependent on others to
‘cope’ (Oliver 1989, 1990). For example the Depamitnof Health’s (2001a:14)aluing
PeopleWhite Paper, focusing particularly on the notidradility’, suggests that:

Learning disability includes the presence of a ifigantly reduced ability to
understand new or complex information, to learn nshills (impaired
intelligence) with; a reduced ability to cope indadently (impaired social
functioning); which started before adulthood, with lasting effect on
development.
Thus, disabled people and people with learningbditas are constructed as ‘other’ in
part because they are unable to do particular shiithout others’ help, a construction
that obscures the fact that few people (disabledhas) act independently of others
(Oliver 1989, 1990, Shakespeare 2000b).

Oliver (1989, 1990) argues that the associatiotwden dependency and
disability is compounded by a range of factors udotg service terminology (for
example the use of words like ‘care’ imply thatatiled people need ‘looking after’),
professional/service user relationships (with sErvuser cast as dependent upon
professional ‘carer’), and the role of charitiestire provision of services (disabled

people become thebjectsof care). Oliver argues that these practices erdatabled
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individuals in other words many disabled people are socidlBsethese practices into

seeinghemselveas dependent. As Barton (1989:1) emphasises:

...disabled people have been subject to modes oalgation, particularly with

professionals, which have been fundamentally disgbl They constantly

experience encounters with significant others whorkate dependency and
helplessness.

The role of ‘expert’ in the categorisation of dikab people as ‘impaired’,
‘disabled’ and ‘dependent’ is crucial. It is thexpert’ who decides who is ‘impaired’
(and thus ‘disabled’ and ‘dependent’). Foucaultaaept of normalisation also relies on
the notion of ‘expert’ knowledge (1973). This ‘expeknowledge is, for example,
effected through the medical ‘gaze’ which has tbevgr to label and define the norm,
and those who fall outside of it. This ‘gaze’ issdeed to be scientific, and the norms
that it defines to be ‘truth’, thus obscuring thaywn which norms are in fact socially
constructed and arbitrary. As suggested, normalisad entangled with the operation of
power, and so, scientific ‘knowledge’ and power ktargether.

Swain et al (2003) have argued that ‘expert’ knowledge, ahd power
associated with it, has been involved in both treand control of disabled people. The
medical role in disabled people’s lives is rarelyestioned, but as Bogdan and Taylor
(1994:15) suggest, ‘labelling and testing provid#aak of scientific legitimacy to social
control and oppression.” These arguments reflecuc&olt's normalising and
disciplinary frameworks (Hughes 2005, Tremain 20083pecially since medical
surveillance is a significant feature in disabledples’ lives (Borsay 2002).

However, Foucault describes the way in which ‘ekgsower is not limited to
the medical profession, but is exercised more wideithin, for example, schools,
prisons, and asylums (1973, 1989, 1991). Thus ¢kpert’ is anyone who has been
recognised to have particular ‘knowledge(s)’. Ilatien to disability, Chadwick (1996)
and Helldin (2000) argue the role of ‘expert’ gbeyond the medical practitioners who
diagnose, categorise and label people ‘disabledhdlude other professionals involved
in disabled people’s lives, including service pders and service staff. Whilst training
given to service staff, for example, is seen aslémmental to the fulfiiment of their role

(Department of Health 2001a), such training algtilmises their ‘expert’ status. Thus,
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Chadwick (1996) and Helldin (2000) argue that tegpert’ on disability is not the
disabled or impaired person, but the ‘appropriaiglalified professional.

This process also locates the professional atémére of the norm. As Corbett
and Barton (1992:139) ask, ‘whose normality is ® \mlued and emulated? The
seemingly ‘natural’ arrangement whereby profesd®aee defined as both ‘normal’ and
‘expert’ leads to power differentials between segsi and service staff, and disabled
service users. Such processes of regulation, nmabtah (as in Foucault's
understanding of the term) and surveillance casdam in a number of ways in relation
to people with learning disabilities, including theonitoring of individuals via service
records, and through the process of care plaRhifigpey are also particularly evident
within the service principles of normalisation, sdcrole valorisation (SRV), and
O’Brien’s service accomplishments (1989), that pasignificant role in the principles
underpinning service provision.

On an everyday level, the service principle ofrmalisation, SRV and O’Brien’s
accomplishments explicitly emphasise the role afise staff in day-to-day practice,
and in Wolfensberger’'s formulation of normalisatisanctions staff power to impose
change; ‘normalizing measures canditeredin some circumstances, amdposedin
others’ (Wolfensberger 1972:28 cited in Perrin &tige 1989:224, Wolfensberger’s
emphasis). The regulatory role of staff is refldchy Robbins (1990), who argues that
they play a significant role in the ‘policing’ ofpeople with learning disabilities’
sexuality, and by McCarthy (1998a), whose respotsderre ‘disciplined’ in relation to
the clothes they wore and the contraception they tised. It has also been suggested
that staff in service settings sometimes take (paternal’ role (Craft and Brown 1994,
Deeley 2002) that ‘justifies’ the protectionist azwhtrolling stances that they take.

As outlined in Chapter One, the service princifl@ormalisation and social role
valorisation have been used and discussed in weatsténd to ignore the differences
between them, and the different articulations afnradisation itself (Flynn and Nitsch
1980, Brechin and Swain 1989, Perrin and Nirje 1988inz 1993, Wolfensberger

27 Ccare planning is the general process wherebyntfigitlual needs of service users are identified and
(hopefully) met, and is associated with practiagshsas monitoring and evaluation. Although this is
ostensibly for the benefit of service users in thahsures that they are ‘appropriately’ cared ifcalso
makes them the subject of surveillance. As Tradstacind Johnson (2005) have highlighted, assessme
can also represent control.

52



1999). Here | will attempt to make distinctions\eeen the ways in which the service
principle of normalisation and social role valotisa might operat€. | will argue
nevertheless that they both serve to underlineraaléabnormal dichotomy (Oliver and
Barnes 1998), and regulate people with learningldlisies in relation to this dichotomy

The service principle of normalisation is basedservice aims to offer people
with learning disabilities ‘ordinary lives’ or ‘ondary living’ (Bank-Mikkelsen 1980,
Nirje 1980, Rolptet al 2005). Social role valorisation is based on treaithat if people
with learning disabilities adopt socially valuedes their ‘devalued’ status will change.
However, Chappell (1992) and Dalley (1992) refertihe conservatism and moral
authoritarianism inherent within both normalisataomd SRV.

Taking the service principle of normalisation ffireormalisation is based on
‘offering’ people with learning disabilities ‘pattes of life and conditions of everyday
living which are as close as possible to the regal@zumstances and ways of life of
society’ (Nirje 1980:33). This implies that a normrelation to everyday living both
exists, and is desirable, yet as Foucault arguasnsiare socially constructed and as
such are contingent. Further, these norms changerding to context, and to whom
they apply to, and as | will discuss later, patacunorms are also associated with
women and people with learning disabilities. Furtim@rmalisation’s emphasis on what
might be described as ‘regular’ (or the ‘norm’)dhtens to make out-of-the ordinary
lives a devalued choice, although | would also argjuat such choice is relatively
illusory in that it operates within normalising andoliberal frameworks. Normalisation
aims to provide ordinary lifestyles and is basedt@nrecognition that many people with
learning disabilities have been denied these. Heweby defining and validating a
norm, it potentially devalues those lifestyles thed outside of that norm.

Secondly, Wolfensberger’s formulation of normaisa (and his related theory
of SRV) is particularly associated with normalisiagd disciplining processes because
of ‘its focus on using normative means and on distabhg normative behaviour’ (Perrin
and Nirje 1989:224). SRV, through its suggestiaat there are valued (‘normal’) social

roles, and oppositional devalued (‘abnormal’) rplesplies that people with learning

21 will not discuss O'Brien’s (1989) accomplishmgmin the basis that they represent an amalgamation
of normalisation and SRV, and that my argumentgliation to these will also apply to O'Brien’s work

53



disabilities are not valued as they are. For exan@liver and Barnes (1998) have
argued that SRV actuallyevaluespeople with learning disabilities; by suggestihgtt
they take on ‘valued roles’ it implies that thea®lthey already inhabit aret valued.
Craiget al (2002) argue that services that promote ‘nornshthus help to maintain
the stigma attached to the label ‘learning disghbilwilliams and Nind (1999:669) have
called this a ‘cultural denial of learning diffi¢igs.’

Morris has stated that, ‘one of the most oppres$eatures of the prejudice
which disabled people experience is the assumpbtiahwe want to be other than we
are; that is, we want to be normal’ (1991:34). Ehisran implicit assumption within the
service principle of normalisation, at least inatsgginal Scandinavian formulation, that
a normal life is something that people with leagntfisabilities want. However, it is
clear in Wolfensberger’s formulation, and within \3Rhat the wishes of people with
learning disabilities might not be central to trmalisation process. This is apparent
when Wolfensberger states that ‘if impaired peopkre trim and in good physical
condition, showed good hairstyling and groomingrevasteful jewelry, etc., thenlike
it or not — they would be more apt to be seen in valuedsrole(Wolfensberger
2000:115, my emphasis). Thus, my criticism herads so much that disabled people
might want to be normal (although this takes pladhin normalising contexts, and as
such this ‘choice’ is never free from particulacisd pressures that are often ‘hidden’, as
| shall go on to discuss), but that we should meithssume that they do, nor, which
would be worseimposenormality upon them. These approaches reflecregalatory
nature of normalisation, but more particularly SRV.

Further, within Wolfensberger's formulation of nahsation, and SRV,
emphasis seems to be placed on appearance rafimefatttual’ habitation of socially
valued roles. Wolfensberger suggests that devalaegdle can be helped by ‘reducing or
preventing the differentness or stigmata that makera person devalued in the eyes of
observers’(Wolfensberger and Tullman 1989:212, my emphaSshilarly, within the
Scandinavian concept, people with learning disédsliare to be ‘offered’ conditions of
living ‘close’ to the norm (Nirje 1980:33). This ggests that the norm of ‘ordinary
living’ might not be available to this group (ordpmething ‘close’ to it). Therefore, it

might be possible, as Williams and Nind (1999:660ue, that ‘patterns of ordinary
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living...become, less a right, more a means to ancérghining status...in the eyes of
others...the way people behave is likely to be assessterms of whether it puts their
image at risk.” This shifts the aims of ‘normalitghto the way in which people with
learning disabilities present themselves. Hé&eking normal or approximating rather
than inhabiting ‘the norm’ seems central to norsation’s aims. Again, there is a sense
that normality, although it can be ‘copied’, is noecessarily something that is
achievable: it is perhaps cosmetic rather thari’:rea

As suggested, people with learning disabilitidsrough the expert-defined
abnormal status they have been accorded, markanedaries of normality: by their
‘outsider’ status they define what others descabenormal’. This would imply that an
‘insider’ status might be impossible, and that whpeople with learning disabilities are
asked to try and change their status in termseof thocial value’, it is possible that they
will fail as long as they are labelled ‘differenfThus, normalisation’s disciplining
effects might not be to reconstitute people witirhéeng disabilities as valued ‘insiders’,
but to both construct and maintain, rather thanakrdown, the normal/abnormal
dichotomy (Oliver and Barnes 1998, Oliver 1999).

So far | have focused on the social constructibrdieability and learning
disability, and some of the ways in which thesestattions are intertwined with
regulation, and Foucault’s concept of normalisatibimese conceptualisations situate the
research within a framework that suggests thatarekerespondents are constructed as
having learning disabilities, a categorisation thaakes them vulnerable to expert
interventions that include disciplinary and norrelg effects. Whilst members of this
group are constituted outside of the norm, theyhtnadso be subject to processes that
discipline them into particular norms, or an appm¢ion of those norms. Norms
operate in different ways (for example in relatitn gender, sexuality and learning
disability) and different contexts (for examplefdient levels of services, the family,

and society).

The Production and Regulation of Sexuality
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In this section | will focus on the way in whichxsality too has been described as a
social construction. | will draw particularly onettwork of Foucault (1990), as well as
symbolic interactionists such as Gagnon and Siri®ii4) and Plummer (1981, 1995).

Giddens (1992) describes what Foucault (1990% ealtepressive hypothesis’ of
sexuality. Discussing the work of Marcuse, Giddeescribes how sexuality can be seen
in terms of an ‘expression’ and ‘freedom’ that danrepressed by modern institutions
such as the workplace, with its de-sexualisatiorthef body. Foucault argues against
Marcuse’s perspective however, suggesting tatuality has not beerepressed
through various mechanisms of regulation, as hasmwanly been thought, but has been
producedthrough a ‘discursive explosion’ (1990:17) and s&eady proliferation of
discourses concerned with sex-specific discourddfgrent from one another both by
their form and by their object: a discursive fermehn(1990:18). Thus:

...sexual austerity should be understood, not ascaression of, or commentary
on, deep and essential prohibitions, but as thieoedéion and stylisation of an
activity in the exercise of its power and the prctof its liberty. (Foucault
1987:23)

From this perspective, so-called ‘silences’ in tiela to sexuality can be seen as
producing, rather than repressing, particular fowhsexuality. This means that the
‘silenced’ sexualities of women with learning didiies also ‘produce’ and construct
this group’s sexuality as asexual and/or dangerdiss idea that sexuality is a
‘production’ both highlights its socially constrect nature, and introduces the idea that
by saying nothing about sexuality, we are in fagtirsg somethingBy not talking about
women with learning disabilities’ sexuality, we adenying them a sexuality
(constructing arasexuality) or suggesting that they do have a séyuddut that it is
somehow wrong, or taboo (or, perhaps, ‘dangerous’).

As described previously, Foucault's work challengése notion that
categorisation is value-free. In relation to sedyalFoucault argues that by defining
different types of sexuality, and ascribing difigrenoral values to these, ‘a norm of
sexual development was defined’ (1990: 36). As Ruldi993) has highlighted, the
marital and reproductive aspects of sexuality &ee most highly valued in Western

society, with homosexuality considered to be ‘algsiof the norm. The way in which
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such homosexuality is seen as ‘abnormal’, and bs¢swuality as ‘normal’ to the point
that these norms are seen as ‘natural’ and instialised (Jackson 1996b, Carabine
19964, 1996b) has been described by Butler (199f)ea‘'heterosexual matrix’, by Rich
(1993) as ‘compulsory heterosexuality’ and by athas ‘heteronormativity’ (Warner
1993, Carabine 1996a, 1996b, Jackson 1996b, Retard996, 2000). Particularly
hegemonic norms, as suggested, include the agsociat sex with marriage and
monogamy (Carabine 1996a), and the notion thatadiéxus ‘naturally’ or ‘essentially’
procreative. These norms also describe men and woase fundamentally and
‘naturally’ (or ‘biologically’) different: women & ‘natural’ nurturers (Hollway 1984,
Giddens 1992, Carabine 1996a), who are passivalyottjects of the ‘male gaze’
(Giddens 1992f, whilst men are ‘highly sexed’ and sexually ‘otitcontrol’ (Hollway
1984, Lees 1993, Carabine 1996a).

Whilst these are the norms associated with therigte@am’, it is interesting to
note thatdisabled people, who are often cast as stigmatatbér’, appear to become
further stigmatised when associated vatty kind of sexuality, whether it is within the
norm or not. As Galvin (2006:502) notes: ‘When difty and sexuality intersect, the
specific marginalisation that results takes onéwaf distinct, yet connected forms: the
disabled person is categorised as “asexual” onvgrezd”.” Brown has argued that when
people with learning disabilities, who are condiedcas ‘abnormal’, have ‘normal’ sex,
they are ‘punished’ for challenging the norm thayssthat sexuality is ‘not for them’,
and, she argues are ‘actuddheakingthe rules for their “kind”, and should be suppdrte
in what is an act of rebellion rather than confdymi1994:141, original emphasis).

It is also interesting to note that whilst peopléhwlearning disabilities are
located as ‘other’ in relation to the norm, theyghtj nevertheless, be subject to
disciplinary forces that are associated with thaifmtream’. Therefore, women with
learning disabilities, whilst cast as ‘abnormal relation to sexuality, might still be
subject to the same disciplinary forces as otham;aisabled women. This might still be
the case whether or not they can actually achiegemality’. Returning to the service

principle of normalisation and SRV for example,serinciples appear to underscore

% Of course, this is a simplified picture in thatsunorms are contingent on context. Women are also
‘within’ the norm when cast as more ‘dangeroushtin@en for example.
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particular sexual norms. Bank-Mikkelsen for examptepresenting the original
Scandinavian version of normalisation, describesualty in the narrow terms of
‘mixed sexes and sexual life, marriage and child(@880:63). Similarly Nirje states
that ‘normalisation...means living in a heterosexuatld’ (1980:43). This offers people
with learning disabilities a limited view of whaegsonal and sexual relationships can
be. As Williams and Nind (1999) argue, the sengdeaciple of normalisation therefore
fails to recognise non-heterosexual lesbian idestitand practices. Although the
principle of normalisation is based on the needpeople with learning disabilities to
have the same rights as others, this reflects #neim which, as Bordo (1993) argues,
agency is often exercisedthin normalising ‘structures’.

| would further argue that professionals, legifed as having ‘expert’
knowledge and charged with the implementation aimabdisation, have the potential
therefore to influence thdandsof sexual accounts women with learning disabgitiave
access to. This might operate in both formal wawysaf policy or normalisation say or
do) and informal ways (what individual staff migtdy or do). Whilst normalisation or
policy more generally might suggest that peopldnwetirning disabilities have a right to
a sexual life, professionals might underscore wbffe norms, including persistent and
historical norms that imply that women with leagidisabilities should not have a
sexual life. This is underlined particularly in tleenpirical research literature, which
suggests that staff hold mixed attitudes towards sxuality of people with learning
disabilities, with some finding it problematic (Rmbs 1990, Murray 1996t al)*°, and
that some staff follow service policy in relatioo $exuality, whereas others do not
(Murray 1999et al, Christianet al 2001). Staff and service practices also undethee
idea that people with learning disabilities migbt be sexual or have sexual lives, most
evident through the lack of emotional space acabtdehis group (Lesseliers 1999), the
lack of training for staff or service policy in aion to sexuality (Robbins 1990, Murray
1999et al, McConkey and Ryan 2001, Johnsaral. 2002, Abbott and Howarth 2005)

and the lack of physical privacy in which to hawdationships (Lesseliers 1999,

30 None of the studies appeared to take the diffe®irthow men or women might be perceived into
account. Thus it remains unclear whether suchudtg are affected by the gender of service users.
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Lofgren-Martenson 2004, Abbott and Howarth 2005)isIthus clear that the norms
associated with sexuality are socially produced hawe tangible effects.

Moving back to the notion that sexuality is sdgiatonstructed, Foucault’s
conceptualisation of discourses, which is cenwalhe way in which he describes the
‘production’ of sexuality, has been described byditay as ‘lived out, acted out and
spoken by individuals’ (1998:4). However, there ngvertheless, a sense that these
broad regulatory processes might be difficult fateeto the ‘everyday’. Foucault's work
has also been more broadly criticised for its latlattention to gender (Sawicki 1991,
Jackson 1996b, Richardson 1997, Harding 1998, dack399).

In some ways those working within symbolic inteéi@aist frameworks have
dealt with these particular factors that are, oengseabsent in Foucault's work. A
symbolic interactionist approach frames sexuabty] the meanings associated with it,
as constructed through the seemingly more ‘groundadro-processes of everyday
social interaction. In their early work, Gagnon &ichon (1974) discussed this in terms
of sexual ‘scripts’. Here, the individual constudtis or her sexuality from sexual
‘scripts’ which are learnt from everyday experienead interactions: ‘the doing of sex
(even when alone) requires elaborated and sequésdraing that is largely taken from
other domains of life...” (Gagnon and Simon 1974:8f)r example, kissing is not a
‘natural’ or even inherently sexual act, but wertet¢hat itis sexual because society
‘tells’ us it is, and acts as if it is. Gagnon &idhon believe thatll aspects of sexuality
— including desire — are learnt and literally ‘actaut’, although not all those who argue
that sexuality is constructed would go so far asute out a ‘natural’ sexuality. Fuss
(1990) for example, has suggested that we vievsé¢x@al essentialism/constructionism
argument not as a binary, but as a continuum. Gagnd Simon (1974) further suggest
that scripts are gendered, and so distinct male fanthle sexualities emerge. As
suggested, these sexualities are associated widltcteve and sexual masculinity, and a
passive and nurturing femininity. These ideas Has@n significantly taken forward by
others, including Richardson (1997, 2000) and Jatk4999, 2006). This notion of
sexual scripts therefore places emphasis on theinvagich we learn to be sexual, or
learnhow to be sexual, through what we see and hear:ntadelled to us by others,

rather than ‘natural’ and ‘innate’.
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Plummer (1981) has also highlighted the sociallynstaucted nature of
sexuality®. One of the most useful terms he uses in relatiothis is ‘accounts’.
Plummer argues that people connect their persorpérnces to the ‘accounts’
available to them, ‘a process of building idensitidroughout life through significant
encounters’ (1981:92). Like Gagnon and Simon’s ) 9tion of scripts, accounts are
therefore critical to the development of ‘the seihd an understanding of sexuality
more generally. However, this process is comples, lzound up with the way in which
others seek to categorise us, and our interpratafithis. Gagnon and Simon’s ‘scripts’
appear to be, though limited to what we encouritegly taken up or not as our own,
thus failing to recognise the effects of power k3an 1999). However, Plummer’s
analysis suggests that such a process takes plaekiion to categories amdbrms our
‘choosing’ of particular sexual accounts, and theyvin which we give meaning to
sexuality, is in a context within which we are piasied by others. Whilst Gagnon and
Simon do acknowledge for instance that we expeei¢hings differently depending on
how we are labelled, Plummer appears to be bringiregdeeper understanding of how
this experience operates within power structurebusT Plummer highlights the
difference betweeselfidentification with a category and being placedhat category
by others, which links back to, and mirrors, Foutsauconcept of regulation. As
Plummer argues, the construction of categoriescamclacement within them is often
motivated by political concerns which serve ‘to @rdcontrol and segregate in the name
of benevolence’ (1981:53) that also render ‘whole®ugs of people devalued,
dishonourable or dangerous’ (1981:53), and thestersents can easily be applied to
women with learning disabilities, particularly &flected in eugenic thinking.

Importantly, Plummer points to the split betweeomiosexual acts and
homosexual identities, arguing that whilst peoplghthengage in homosexual acts they
need not identify with being gay. Conversely people mightvar engage in a
homosexual act bustill identify themselves as gay. Plummer therefore esgthat
‘homosexuality is a complex, diffuse experience drayone may have’ (1981:57his

differentiation between sexual acts and sexualtities is explored, for example, by

31 However, whilst Gagnon and Simon (1974) suggest #i aspects of sexuality are learnt, Plummer
concedes that sexual orientation might be an inclzeacteristic.
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Richardson (2000)The way in which acts and identities (or a senssexfuality) are
decoupled is central to this study. It suggests wialst respondents might never have
had sex (by their own definition), this does notghude the fact that they might feel
themselves to have a sense of sexuality, or a badardity (Richardson 2000).

Plummer's 1995 workTelling Sexual Storiesliscusses the notion of ‘sexual
stories’. These are

...simply the narratives of the intimate life, focdsespecially around the erotic,
the gendered and the relational. They are parthef wider discourses and
ideologies abroad in society, and they have muadommon with all manner of
other stories with differing foci — detective st&mj travel stories, life stories,
near-death stories. (Plummer 1995:6)

These stories, he argues, represent an explosioteoést in sexuality where once there
was apparent silence.

Whilst Gagnon and Simon’s (1974) ‘scripts’ are fgafia observation and are, in
a sense, ‘enacted’, and Plummer’s accounts (13&dnsnore related to what we hear,
his ‘stories’ acknowledge the way in which how waéktabout sexuality involves what
he calls ‘story telling strategies’ (1995:36). Thughat is central to stories is their
constructed and ‘storied’ nature. The way in whstbries are constructed includes a
process of ‘bricolage’: stories are constructeanfra range of sources since ‘the social
order heaves as a vast negotiated web of dialoggie@versation’ (1995:20).

Within this web he acknowledges the role of ‘sigr@ht others’:

Parents tell you what you were like as a ‘babygrpaehearse significant events
of your school-days, a spouse reminds you what wete really like before
marriage, a lover assembles your erotic naturesivesmty post-coital talk. Again,
none of this ighe life but is the very stuff for assembling the sexuagtaphy.
(1995:39)

These stories are therefore embedded within evgrysiacial experiences and
interaction, but can also be made ‘public’, in thath ‘personal experience narratives’
(Plummer 1995:15) are increasingly saturating thedim They are ‘social actions
embedded in social worlds’ (1995:17). Localisedristo are (as | would argue are
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accounts or scripts) therefore contextualised withider narratives, or in Foucauldian
terms, discourses.

Plummer asserts that the meanings of storieseaer ffixed, but are produced by
shifting interactions between producers and readgttsin shifting contexts. Thus, in
relation to this study, it could be said that tlesearch respondents hear, ‘read’” and
interpret different meanings of sexuality, and wwitldifferent contexts. For example,
they might hear stories or ‘accounts’ of sexuatitgt shift and change within the same
context and in the same social relationships, xangle, within the family. Additionally
accounts will differ, for example, between famifgrmal institutions and the media.
Similarly, different generations of women with legrg disabilities will hear different
stories which reflect the very different culturatitades towards sexuality that have
emerged over time (Haste 1994). Further, the wayhitch respondentgive meaning to
sexuality might also change in and between thesé&egts. Plummer’s work, although
not strictly poststructural, therefore reflects aststructural understanding of how
multiple meanings are constructed within shiftimgiexts.

Plummer (1995) argues that some sexual storiesnarginalised. By this he
means that certain accounts of sexuality, sucthasetof paedophiles, are not heard.
Plummer suggests that particular stories can oelytddd at particular moments in
history. Thus, the stories of child sex abuse wistihave only been heard relatively
recently, as have the stories of women with leagrmiisabilities. Such stories, Plummer
argues, act as both socaadd political processes. Like Foucault, Plummer recegmthe
process of power in relation to the way in whickusdity is constructed. Thus, sexual
stories exist within a ‘a stream of power (1995:1that nevertheless allows
marginalised sexual stories to challenge the ‘s'utfh dominant ones once made visible.
Through making visible the ‘voices’ of respondernts this study, hegemonic
constructions of that group’s sexuality, such asirtlapparent asexuality, might be
contested with alternative stories or accounts. Wbk of the Crafts for example (Craft
and Craft 1978, Craft and Craft 1979, Craft 198@&ftC1983, Craft and Brown 1994), in
relation to people with learning disabilities, repents the emergence of a ‘new’ sexual
story and this study represents a further phageasfstory. This aspect of Plummer’s

work will be returned to in the next chapter.
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Social constructionist accounts therefore descsibaiality as something that is
produced and regulated through social categorisatemd the changing meaning
associated with those categories. It can be cartstitboth within everyday interaction
(scripts, accounts and stories), or in wider mdostract ways (stories and discourses).
Further, sexuality has multiple meanings associatih it that are shot through with
normative values, and are open to contestations,T¢tnmpeting discourses emerge, and
in this thesis | explore the ways in which thesghhiinfluence women with learning
disabilities, and the way in which these women giveaning to sexuality themselves.
This understanding of the construction of sexualiyth in terms of the meanings that
we give to sexuality in everyday settings with gigant others, such as family, service
staff and peers, and in terms of the wider dis@sithese meanings might reflect and
underscore, is therefore fundamental to the wayimch | conceptualise sexuality
within this thesis. Sexuality is not therefore atural’ phenomenon, that is freely
expressed or not, but something that is construetad regulated in multiple and
contradictory ways.

Whilst ‘scripts’, ‘accounts’ and ‘stories’ are aklevant to the way in which |
conceptualise sexuality within this thesis, | waffer most frequently to the notion of
‘accounts’. At times | do however refer to ‘scriptiost notably where | refer to the
process of learning about the ‘doing’ of sexualgince the notion of ‘scripts’ and the
‘acting out’ of them seem relevant to this, andidoause the concept of ‘stories’ to
underpin my methodology, as this emphasises teiést nature of how we talk about

our lives.

Bringing It All Together: Sexuality, Learning Disability and Gender

In this final section, | would like to focus morargicularly on the ways in which some
of the theories and concepts outlined in this araptight relate, specifically, to women
with learning disabilities, and to the respondent®lved in this study. Here | will also
draw in the notion of gender, to explore how thighhintersect with learning disability,

sexuality, and current sexual norms. | will exteahé notion of sexual accounts and
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discourses, to the way in which they might repregamticulargenderedaccounts or
discourses or accounts or discourses that rela@fgally to learning disability.

Like learning disability and sexuality, gender chea described as a social
construction, and has been associated by femiamdswithin gender studies with the
social characteristics attached to being a manaonam, or as Jackson (1999) puts it, the
differencesbetween men and women. As suggested earlier, iieeniand masculine
attributes such as women being passive or gentesus men being active and
aggressive, that are often seen as ‘natural’ atarhave thus been redefined in terms of
constructions, and are described in terms of gerfiders, as Bartky (1988:64) suggests,
‘We are born male and female, but not masculinfeiminine. Femininity is an artifice,

an achievement...” Butler similarly argues that:

Gender is the repeated stylization of the bodyetao$ repeated acts within a
highly rigid regulatory frame that congeal overéino produce the appearance of
substance, of a natural sort of being. (1999:43-44)

Whilst an analytical decoupling of gender from sexnade possible by this, it has been
argued (for example, by Butler, 1999 and Ramaglanand Holland, 2000) for the need
to maintain a sense of their connectedness in doddeconstruct the norms on which
they are based.

Some, including Butler (1993) and Jackson (19B8ye proposed that sex (as in
being male or female) is also socially construgiaad is therefore not ‘essential’ or
‘biological’). However, whilst | recognise that ¢his an important point, ithis study
when | refer to gender, | refer to the assumedbates that are attached to what are
recognised to be, whether socially constructed @iy fman’ or ‘woman’. Thus, the
gendered characteristics called ‘femininity’ aresaxsated with women, and the
gendered characteristics called ‘masculinity’ witten. These characteristics, being
socially constructed, are not ‘fixed’. Thus: ‘Mas$inity and femininity are defined not
by biology but by social, cultural and psychologicharacteristics which are acquired
through becoming a man or a woman in a particutaiesy at a particular time’

(Jackson 1998:133). Gender has therefore beenuedi as a construction that brings
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with it particular roles that, some argue, servestbordinate women (Walby 1990,
1997, Richardson 1997, 2007).

In relation to the way in which gender is implightan the ‘disciplining’ of
particular categories of women, and drawing on wsukh as Foucault’s in relation to
the way in which the ‘abnormal’ serves to regulatel define the norm, Butler (1999)
argues that there is a strong incentive for menwaoichen to ‘do’ gender on the basis
that if it is not ‘done’ then ‘unintelligibility’ nay follow. For example, a woman who
does not ‘do’ gender, as in a stereotypical andnative femininity, is not ‘intelligible’
as a woman at all, and marks the boundaries of @aanmd abnormal.

Some working within disability studies have begua explore what
unintelligibility might mean for disabled people mlation to their categorisation as
‘disabled’, in the sense that disability marks Huaindaries between normal/abnormal,
or intelligible/unintelligible (Samuels 2002). Whilthis latter recognition is useful, |
would also like to argue that women with learningadilities might be seen as
unintelligible at times both across and within gemdnd sexuality (in terms of being
seen as being a woman, or being sexual), andhisaistbased on their categorisation as
(unintelligible) people/women with learning disatdls. Clementset al (1995) and
Scior (2003) argue, for example, that servicespople with learning disabilities are
‘gender blind’, with Clementst al. suggesting that both men and women with learning
disabilities are ‘less than fully gendered’ (1995:Additionally, where gender and
sexual identity overlap, Drake (1999) argues thatexperience of disabled lesbians is
one of marginality and exclusion on the basis eirtinvisibility, and quotes Ellis and
Smith (1995:181), who say that: ‘disabled lesbiamns marginalised, excluded and
remain invisible to service providers, the disapiinovement and generally in society’
(Drake 1999:145).

There are a number of ways in which the unintidiigy of women with
learning disabilities as gendered or sexual appeatse manifested. Motherhood and
marriage, for example, are often still seen aslprohtic in relation to women who have
learning disabilities. This has been seen in m@hatio eugenic policy in the early
twentieth century, as outlined in Chapter One. Hmrgethere has been a persistence in

such attitudes, with Oliver (1990:71) for examptguang that disabled women °...are
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often denied access to traditional female rolesibgse they are often seen as asexual and
unsuitable for, or incapable of, motherhood.” Kailes and Rubenfeld also state that
‘what is expected, encouraged and, at times, cdetpbaimong non-disabled women is
not expected, discouraged and proscribed among désaldmen...” (1997:204, original
emphasis). Gillespie-Sellst al’'s (1998) empirical research with disabled women
supports this view.

Tepper (2000:285) highlights the way in which sexulturally constructed as
‘dangerous’ (although does not suggest disablecblpemight be seen as sexually
dangerous), and that disabled people in particalarseen as ‘eternal childréfh’and

thus in need of protection from Séx

...sex as a source of danger leads to the presuneztitaeprotect us. Disabled
populations are not viewed as acceptable candidatesgeproduction or even
capable of sex for pleasure. We are viewed as -th#dand in need of
protection.

As argued previously, people with learning disaiesi, and disabled people generally,
can be and/or are perceived to be, vulnerable {AQ&83, Brown 1994, Sobsey 1994,
Heyman and Huckle 1995). The sexual abuse of thisipg has been verified by
empirical work in this area (McCarthy 1999, Peckha@®7, Peckhanet al 2007),
which has compounded the sense that this group/drerable, a construction that
frequently leads to their labelling as being clikel(Craft 1983, Heyman and Huckle
1995, Shakespeast al. 1996, Tepper 2000), and in need of protection K&épearest
al. 1996, Tepper 2000).

On the basis of this, and the way in which thisugr have been constructed as
innocent and asexual (although they have also leastructed as dangerous, this
‘dangerous’ sexuality has been constrained andlatgly and also seems to be less
evident than during the eugenic period), | woulggast that any attempt by women

with learning disabilities to ‘do’ what might beeseas adult femininity, or be seen as

32 Hockey and James (2003), Thomson (2004) and RéR6@b) all highlight the way in which childhood
is equated with innocence and is seen to be intigrainodds with sexuality — it is an impossibilfiyr the
two to exist together (except in the form of abuse)

33 Whilst Tepper sees the ‘missing discourse of piesishe discusses as gendered, she does notsliscus
this further in relation to disabled women, however

66



sexual, is less likely to be recognised than mightthe case for other wonténThe

differential access to particular norms has beghlighted by Brown, who argues:

...the sense of self which we label “sexuality” varaecording to social position,
resources and ideology...as a goal to be aspiredrdswt is more accurately
perceived as a property which is largely ascritedsurrency through which
social status and group membership is conferredemadated (1994:133).

Nevertheless, as argued earlier, this does notseatly mean that women with
learning disabilities will be free from the disgiphg effects of particular gendered or
sexual roles, just because these roles are lesavable. Williams and Nind (1999)
imply that such effects are in place, when theyuarghat the service principle of
normalisation actively disadvantages women who hé&sarning disabilities by
encouraging them to become part of a ‘club’ thatledes them. Whilst some see
services (Clementst al. 1995, Scior 2003) and the service principle ofnmalisation
(Williams and Nind 1999) as ‘gender blind’, othenrgue that they are unquestionably
disciplining women with learning disabilities intormative roles. Brown and Smith
(1992), for example, assert that services failuestijon the negative aspects of gender
roles for women, whilst disciplining women with teang disabilitiesinto these roles.
(They suggest for example that women in mixed eetidl service settings are, because
of this, unquestioningly encouraged to take parormative household roles similar to
those of wives, such as cleaning and cooking.) $hggests that such women receive
conflicting messages in relation to gendered rodesl that they are, at least in some,
perhaps limited ways, perceived as ‘women’.

Morris (1993b:88) has usefully argued that it a& simply a case that disabled
women aredenied stereotypical (though heterosexual) female rotasj/or they are

disciplinedinto them, saying:

Disabled women...receive conflicting messages fromribn-disabled society:
they are considered to be unable to fulfil the rofehomemaker, wife and
mother, neither can they conform to the stereotyfpiemininity as it applies to

3 This is not to say that all non-disabled womenehagual access to femininity/sexuality, or thanalh-
disabled women have more access to femininity/digyxiban disabled women. Skeggs (2001) for
example highlights the way in which class affectsess to these identities.
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physical appearance; yet at the same time, theviggssend dependency which
lies at the heart of disability as a social corwdtig certainly compatible with
what it means to be a woman in our society.

Similarly, Oliver (1990:72) asserts that ‘there ateong links between the assumed
passivity of disabled people and the assumed passivwomen.’ Lonsdale’s (1990)
research with disabled women suggests that resptsdeere constituted as both
passive and dependent. Morris hints at the unigiiaility of disabled women in some
roles, for example wife and mother, but not in othesuch as being passive and
dependent. This suggests then, a still more compiexre, that takes us beyond the
idea that all gendered roles are ‘off-limits’ tosabled women, or they will be
disciplined into an approximation of them. In thatal chapters | will explore some of
these complexities, particularly in relation to wlagpear to be ‘traditional’ normative
roles in relation to marriage and having children.

Whilst stereotypical sexual and gendered roleseHaeen critiqued extensively
by feminists (for example, Hollway 1984, Bartky B98Valby 1990, Lees 1993, 1997,
Jackson 1996b, Jackson 1997, Richardson 1997 ,clagk®7), Skeggs (1997, 2001), in
her work on class, highlights the way in which sucles might work ‘positively’ for
some women when she suggests that femininity is afnthe few forms of cultural
capital available to working class women. From haotviewpoint,Giddens has said
that ‘on the one hand romantic love has helped keep wofimetheir place” — home’,
and on the other, that it ‘can be seen as an active radical engagement with the
“maleness” of modern society’ (1992:2). Thus, wihifese roles limit the ways in which
women can be, they might also act to ‘open up’ ibd#ges by giving particular women
a cultural capital that they would not have, ifithiefused to ‘do’ gender. This is not just
about being intelligible or not, it is about theddobnal capital that is associated with
that intelligibility.

In relation to the feminine role of mother, Kafiess and Rubenfeld (1997:205)

have thus stated that

It may seem a paradox that issues for which fersinigve struggled — for
women not to be defined sexually, for the rightréées other than mothers —
appear the opposite of what disabled women demarmlvekier, rather than
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differing perspectives, they are, in fact, two sidé¢ the same coin...if all women
have the right to choose to bear a child, themvathen must also have the right
to bear children.

Both Scior’s (2003) research and Barron’s (1997¢8sh research based on interviews
with six young disabled women, suggest that beerggived as a ‘woman’ is important
to some disabled women, and that performing ‘tral#’ feminine roles are integral to
this. Barron (1997:223) has suggested that this ta understood as a means of
counterbalancing an early acquired role of passdggpient’, a suggestion that | will
return to in Chapter Six, and which challengesrtbgon that the perceived passivity of
women and disabled people might work together ‘tiegig’ for disabled women.

Finally, as Shildrick (1997:47) suggests, spealficin relation to gender, the

body is ‘...also crossed and mediated by quasi-strakt but in reality equally

discursive, categories, such as class, ethnidtg)dbility and sexual preference.’ Butler
(1993:115) similarly describes identities in teraisa dynamic map of power in which
identities are constituted and/or erased, deployedior paralyzed.” Whilst | would

argue that this is true, it is also true that sademtities ‘stick’ more than others. As
Shildrick (1997:13) asserts: ‘The point is that &irtheir fluidity, not all discourses are
of equal status...” Thus, despite the force of gesdletiscourses, learning disability
might be a stronger influence on women with leagnghsabilities’ experiences than

gender or other identities. Block (2000:240) hagad that

Disability, when applied as medical or psycholobiddagnoses, takes the
culturally, socially, and historically derived idég of an individual and
subsumes it beneath a designation of pathology.nvémeindividual enters the
biomedical and psychosocial service-systems adlédaevery other personal
characteristic becomes secondary; the person becoefimed by their disability.

Davies and Jenkins (1997:95) have argued that iteardisability forms a
‘master status’ — also described by Barinal as a ‘master category’ (1999:492) or
‘master identity (1999:493), that dominates allesthocial identities in terms of the way
in which people with learning disabilities are paved. For example, in terms of the
transition from child to adult, Baroet al (1999) suggest that because of the structural

power of the category of learning disability, peopb labelled often fail to move from
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child to adult status; they become ‘stuck’ — arahsitional markers of adulthood, such
as marriage and childbirth are less likely to bei@ed. The people they case-studied
(two men and one woman with learning disabilitiemf the UK, at different stages of
the life course) were, the researchers arguedd ‘lightly by the discourses of law,
social work, education and the family, which impdise identity “learning difficulties”
prohibiting them from negotiating risk and develgpimore autonomous identities’
(1999:497).

This analysis however, threatens to obscure tfeetsfof gender differences. It
was clear, for example, within my review of thesldture, as outlined in Chapter One,
that empirical research on men tended to focushen‘dangerous’ nature of their
relationship with sexuality. The little researcmdoon women, tended to focus on their
vulnerability to sexual abuse. Thus, whilst botbugrs have, and are, positioned as both
vulnerable and dangerous, there is neverthelessdemncy for them to be perceived and
constructed differently. The way in which women gperceived, and perceive
themselves in relation to sexuality, will be a fecwithin my own analysis, and is
explored patrticularly in Chapter Six. | would suggé¢herefore, that whilst learning
disability might form a master status, gender nemely impacts upon the way in which
people with learning disabilities are perceived distiplined in relation to sexuality, as

it does with all of us (Gagnon and Simon 1974).

Conclusion: Situating the Research

This research is concerned with the ways in whesearch respondents give meaning to
sexuality. These meanings are developed throughonelents’ everyday interaction
with, in particular, significant others (such asfly and service professionals), and the
multiple accounts of sexuality that respondentss teacounter. These accounts are
embedded within, and underscore, wider discourbeditutional practices likewise
reflect and underscore accounts and discoursesmBaaings associated with sexuality
are therefore informed by, and represent, the maays in which the norms associated

with gender, sexuality and learning disability ntigitersect.
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The norms associated with these socially constduatcounts and discourses (as
well as practices) are informed, and intersecthwite ways in which gender and
learning disability are defined and categorised.nWn with learning disabilities are
sexed (they are women), and have been labelledasdha learning disability. Yet it
seems that this group are in many ways deniedcpéati aspects associated with
‘womanhood’ (for example to have children), as wasdl a ‘normal’ sexuality. This |
have argued is because of their relative ‘unirgidility’ in these roles, and in certain
contexts, on the basis of their ‘learning disapilitategorisation. Nevertheless, they
might also be ‘disciplined’ into particular gendeéreand sexual roles, or an
approximation of them. However, access to such sprhowever restrictive, and
perhaps, illusory, have the potential to offer woameith learning disabilities an
opportunity to ‘do’ normal, and thus these mighersea valued ‘choice’ for them,
despite their regulatory nature.

As highlighted, little research has been conducdtedelation to people with
learning disabilities and sexuality, and none dpdly looking at the institutional
effects of family and professionals in relationhimwv women with learning disabilities
ascribe meaning to this aspect of their lives. Timis research asks the question ‘what
institutional accounts of sexuality, and what ingional practices that might underscore
or challenge these accounts, do respondents cotmecamtact with?’, and ‘how do
respondents themselves give meaning to sexualibjminstitutional contexts?’

Although this study focuses on a small group ofm&a, the findings resulting
from it should be of interest to policy-makers qmdctitioners, on the basis that it gives
insight into the way in which some women with leagnhdisabilities experience their
lives and the services they use. More specificallg, findings represent a first step in
understanding how this group have developed a sehsehat sexuality is, how it
applies to them, and how this negotiation relatethe development of their sense of
sexuality or sense of sexual self. Without thisseeof sexual self, it is unlikely that this
group will also see themselves as sexual agents;ladm the sexual rights that
Government policy acknowledges to be theirs.

On a final note to the chapter, | would like to llight the way in which the

concepts | am using are to some extent simplifié¢hilst | have described a
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normal/abnormal binary for example, this is, howeweconstruction. Nevertheless, in
order to theorise the ways in which disability, rleag disability and gender might
operate, this binary is discussed because it exwtsconceptually and socially. Further,
although there might be a (constructed) border éetwabnormal/normal, this border
might not be clearly defined: as Rubin (1993) sustgje normality/abnormality is
perhaps better represented in terms of a hieralchgddition, it is also possible that
women with learning disabilities might not be fullgnied access to ‘womanhood’ or a
sexuality; access is likely to be contextual anatiogent. Thus it is unlikely that
respondents will all experience regulation or normthe same way, as will be shown in
later discussion.

It is also interesting to note that Butler (199@gues that the ‘doing’ of gender
and sexuality, and the acquisition of intelligityli is impossible for all of us.
Nevertheless, it is clear that some people are nmedligible than others: those who
most conform to ‘able’, gendered and (hetero)seroains; and that people are ‘read’ as
intelligible or not. As Galvin (2006:503) has nated

The winners in this process of normalisation agpssedly those who can most
closely approximate these qualities [associatedh wie norm] and among the
losers are those who remain passive, dependent, grablor unattractive by

normative standards.

Additionally, whilst | focus on learning disabilitgnd gender here, |1 do not
necessarily take into full account the multiplic@f/identity intersections that influence
people’s lives. Butler (1993) has described théuglrimpossibility of examining this
process. It is with this in mind that | suggestttivilst my own analysis of learning
disability, sexuality and gender might thus repnésa oversimplification, and will also
obscure the effects of other social factors, thatd is still a benefit to this in that it
might provide a greater understanding of how setyigénder/learning disability work
together.

Further, this discussion of regulation, disciplmimnd normative forces implies
that individual agency might not exist. This iscourse unlikely to be the case. Taking
Foucault’'s conceptualisation of power, all peopi@rginalised groups included, have

agency because power is not possessed by one ‘domiarce’ (1991). It is not
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something that can be fixed or ‘held’ (1991) itmuultiple and mobile’ (1990:98). Power
is more of a process or strategy that is express®ti;cannot be localised in a particular
type of institution or state apparatus’ (1991:2vertheless, such agency is restricted
by its necessary location within a field of normatidiscourses, as Foucault suggests,
‘the soul (as in the disciplined subject) is théeeff and instrument of a political
anatomy; the soul is the prison of the body (180%: Whilst Soper (1993) has
described this form of agency as nihilistic, anarRaanglu and Holland argue that the
notion that subjects might have agency ‘has noeplacmost of Foucault's thought’
(1993:240), this conceptualisation of agency witthisciplinary frameworks is useful in
that it describes how individuals are located witkhifting and multiple networks of
power, in which shifting and multiple meanings aegyotiated, as are the women in this
study.

Ultimately, as Hollway (1984) argues, we positiaurselves within, and make
meaning from, the range of discourses that ardablaito us. Whilst Jackson (1996b,
1999) questions how, within such frameworks, weitfys ourselves as sexed and
gendered, Henriquest al posit that that this is done via investment inao ‘emotional
commitment’ with (1984:205), particular subject pio®is. Such investments are
entangled with psychological processes wherebyutsse practices are implicated with
the construction of desire (Henriques al. 1984) and our personal history (Hollway
1984). Thus, what we take to be ‘who we are’ anadtwhe want from life as a unique
individual is in fact constructed through discourBewer is also implicated since, as
Hollway (1984) suggests, particular positions offaore power than others: for
example, she says that for women ‘there is a stahgs power attached to being
attractive to men’ (1984:233), despite the way imolk such gendered practices might
contribute to the subordination of women. She aspies that such positioning feels
‘gender-appropriate’ (1984:241); what Butler (199@uld describe as ‘doing’ gender.

Nevertheless, investments are made within a fiéldompeting discourses, and
such decisions are never straightforward. Conteargodiscourses that suggest that
women have more sexual choice than previously claghdiscourses that frame them
negatively for acting as sexual agents (Lees 19997). Thus, whilst women might

invest in particular subject positions that makenth more powerful, they are,
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nevertheless, also likely to be positioned neghtif@ doing so. Further, whilst various
subject positions are available, and various imaests can therefore be made, these are
made in different contexts which operate with ddéfg ‘rules’. In addition, some
discourses are more powerful than others: womerstliemore likely to be labelled
‘sluts’ than ‘sexual agents’ when they have muitipexual partners or have ‘one night
stands’. Thus, whilst we are apparently free to engvestments in a range of subject
positions, there are costs in taking them up.

Finally, critics of the social model have highligttthe way in which impairment
is sidelined by the way in which it separates impant from disability (French 1993,
Crow 1996, Shakespeare and Watson 1997, CorkerFesmith 1999, Thomas 1999,
Tremain 2002). However, for the purposes of thiglgtl focus, in the main, on the
socially constructed nature of ‘learning disabilignd assumptions that have become
associated with that label, rather than the effettenpairment. This is not to suggest
that impairment does not have effects.

Having described the theoretical underpinnings His thesis, the following

chapter will focus on the research methodology.
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CHAPTER THREE
Methodology

Introduction

Here | will outline the methodology used and thethodological issues encountered
therein when conducting this research. | will bedwuy briefly outlining my
epistemological framework. | will then describe thetial research design, which
subsequently changed. | will go on to look moreselg at the methods used: focus
group, interview and participant observation. llwnclude by discussing some of the
ethical issues encountered whilst doing the rekearc

Epistemological Framework

This research focuses on the way in which womerh Weairning disabilities make
meaning of sexuality, and how institutional proesssight influence this. It takes a
broadly qualitative approach informed by feminiatlaisability studies. Feminist and
disability studies point to the need for undersiagdhe lives of marginalised groups; in
particular, women (Smith 1988, Stanley and Wise3)2hd disabled people (Abberley
1989, Shakespeart al. 1996, Goodley 1998, Young and Quibell 2000). Sgiakups,
they argue, are under-represented in society. &yrduch under-representation means
that our understandings of the world are necegsskitwed: the knowledge we have of
it is both shaped by, and from, the viewpoint oftehmiddle-class, non-disabled men.
Some working in these disciplines have furthergested that neither women
(Lorde 1984, Harding 1987, Harding 1991) nor diedblpeople (Morris 1991,
Shakespearet al 1996, Goodley 1998) form monolithic groups. Eaatiudes people
of different classes, races, ethnicities, dis/aédi and so on, and each of these
intersections bring with them different experiencAs already suggested, disability
studies has been criticised for ignoring the speakperiences of disabled women
(McCarthy 1999, Traustadottir and Johnson 2000) @eaple with learning disabilities
(McCarthy 1999, Goodley 2001), and feminist work h&en criticised for ignoring the
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experiences of disabled women (Morris 1991, Begu®82). Thus, such groups’

experiences have remained relatively invisible desphe emergence of greater
understandings of both women’s (Lorde 1984, Hardi®§1) and disabled people’s
lives. This research explores the lives and thayghterefore, of a group that lies at the
intersection of disability and gender, and dis&p@ind learning disability: women with

learning disabilities. In doing so it aims to produnew knowledges about this under-
represented group.

The study uses semi-structured interview and fogusip techniques in part
because of the way in which they allow for the @pth exploration of people’s lives,
and the way in which they allow relatively unmedahtaccess to women’s voices and
experiences (Reinharz 1992, Thomas 1999). Thesiee¥, | argue, have the potential
to challenge what we think we ‘know’ about this gpoin relation to sexuality, in the

form of ‘sexual stories’ (Plummer 1995). As Plumrasserts:

At the broadest level, stories have an importask t® perform in the wider
culture. Most self-evidently, sexual stories pravidformation, even education,
in the service of reform and change. They can warkjuiet ‘catharsis of
comprehension’. (1995:175)

Some, particularly within disability studi®s have argued against focusing on
people’s lives on the basis that this individuaisésabled people and ignores the wider
social structures that oppress them (Finkelste®01®liver 1990, Oliver and Barnes
1998).However, such criticisms fail to acknowledge theywawhich individuals’ lives,
and the interaction that they have with others, emmeshed in, and constitutive of,
wider social relations (Smith 1988, Stanley and aMi$£93). Thus, whilst this study
attempts to draw out the voices of women with lgggrdisabilities, these voices also
usefully reflect the contexts within which they @mbedded.

The research also draws on the idea of ‘local kedggés (Josselson and
Lieblich 1995), the ‘reality’ of the respondent @iyd et al 2006) and of ‘narrative truth’
(Plummer 1995). It is the way in which respondegesceive their social worlds that |

see as important, as it is these perceptions thab anfluence how they live their sexual

% There appears to be a split in thinking within diezipline on this matter, with some arguing fdoeus
on the disabled ‘expert’, and others on the stmestthat disable them.
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lives®™. These stories are also producedhifting contexts. As Gergen (2004) suggests,
stories are not stable, nor are they the only doele told. This research therefore
recognises that the voices telling these storigghtrtell different accounts in different
contexts.

However, whilst this study aims to present the gsior local knowledges of
women with learning disabilities, it also seekstmyage with these voices, to interpret
them, and to make sense of them as batlvidual voices and as voices that represent a
marginalisedgroup that is exists within, and forms a part of, a widetwork of social
relations. In relation to this process of interptiein, Plummer (1995) argues that
research stories are necessarily produced by cdsgaand participant,as well as
reader. These stories (or voices) are interpratstlyfby myself, which involves what
Atkinson (1992:26) describes as ‘textual conversiand interpreted again by others
when they bring their own opinions and experiertoelsear on their ‘reading’ of them.
Thus, whilst some within disability studies (Goodli996, Brigham 1998, Stalker 1998)
suggest that the disabled voice can become ‘sulzbwmithin the “academic voice”
which abstracts, generalises and explains’ (Brigh888:149), | would suggest that the
separation between voice, and the analysis andpretation of that voice (Humphries
and Martin 2000), is difficult, and likely to be pussible. In addition, such
interpretation can bring an additional light to bea respondents’ stories through the
contextualisation and theorisation of them. Newdeds, my desire to represent voice
within my wider interpretation of it is an aspedttbhe research with which | have
struggled, as reflected in later discussion.

Finally, the research was designed to allow somgrek of autonomy to its
participants in order to try and ‘equalise’ theatgnship between myself and them. For
example, the use of semi-structured interviews amdhitial focus group were also, in
part, to give participants a degree of control owdrat aspects of sexuality were
researched and the kind of data that was gathdReshifarz 1992, Kitzinger and
Barbour 1999, Hyams 2004). Semi-structured intevsiallow respondents more ‘room’

to direct discussion, and Wilkinson (1999) suggéisét focus groups can shift power

3% For example, if a participaperceiveshat a member of their family has denied themaiygortunity to
have a sexual relationship, whether or not the famember haactuallydone so is relatively irrelevant
if this perception influences the participant’si@es and opinions.
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towards participants due to the focus on theirradgon rather than the interaction

between researcher and respondent. However, is@s racognised that power is not
necessarily ‘equalised’ by such approaches, artdhigparticular research was driven
by my own research interests and, as suggested, top@y own interpretation of the

data. Nevertheless, the research takes as itsngtgoint the lives and thoughts of

respondents (Smith 1988, Harding 1987, Harding 1,984d a commitment towards

articulating these in a way that generates whanhl&a(2003) calls ‘accountable

knowledge’, rather than simply data (Finch 199&n&ty and Wise 1993, Shakespeare
1996).

Research Design

All participants were to be drawn from a women'oup that met monthfy. The
purpose of researching with a small group of woimetiepth was based on the desire to
explore the complexity of individual experienday initial research design included one
or more initial focus groups, two ‘waves’ of intexws with at least twenty women, and
a final focus group. It also included the posdipilof interviewing key informant
professionals when my original focus, specificallyon formal services, was still in
place (a focus | later abandoned).

The first focus group was to serve as an initigllesation of the sexual issues
influencing respondents’ lives, an established wetlio map themes in under-
researched areas (Frey and Montana 1993, Kitzit@@4, Kitzinger and Barbour 1999),
and to provide a starting-point and context for theerviews (Morgan 1997). As
Mitchell (1999) highlights, whilst focus groups givaccess to more ‘public’
knowledge(s¥, interviews give access to individual knowledge(s)

The focus group was also intended to help me tm leeore about the culture and
language of the group | would be doing research {ieutscher 1984, Kitzinger 1994,
Kitzinger and Barbour 1999, Fielding and Thomas1)0particularly in relation to their

371 have not included pen portraits of participammsthe basis that they form a small, recognisable
community.

38| use the term ‘knowledge(s)’ to refer to the vimyvhich what are perceived to be ‘truths’ can be
understoodn many (sometimes conflicting) ways, i.e. theradsone ‘truth’ about sexuality. Whilst
knowledge(s) are not discourses, they reflectfoete and exist within these.
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understanding of sexuality. | was particularly asvaf the cultural differences between
myself and the participants. These differencesuthell home background (most lived in
residential services, others in impoverished areasst were from the region in which
the research took place — | was not), and levebaofcation.

By observing the way in which focus group particizareferred to sexuality, |
could then use the same (hopefully familiar) tewtogy that they (and perhaps other
respondents) would use in the following interviewss Schwartzman (1993:59)
suggests, ‘Responses that build on terms, expressir experiences used by the
informant are much more likely to produce richdormant responses to questions.’

The second wave of interviews were to be basedndnirdtial analysis of the
first, and were to help clarify and probe more dgégo the first wave findings, as well
as take into account new emerging themes (Lee 1998 final focus group was to
ideally include the original group, and was to seas an opportunity to look at the
themes that had emerged from the data, and toveeéstdback on both these, and my
interpretation of them (Humphries and Martin 2000).

Here | will discuss the process of ‘working thrbuthis research design, and the

ways in which it changed over time.

Sampling

As suggested, respondents were accessed via atingxisomen’s group. The
organisation where the women rifeimed to develop advocacy services and self-
advocacy skills for disabled people. It was runabieam of paid staff and by a larger
group of mainly disabled volunteers. The women’'sugr was facilitated by a (non-
disabled) paid member of staff, subsequently deedris the ‘group facilitator’. The
group had members who volunteered at the centcereambers who had experience of

participating in researéfy

391 have not used the organisation’s name in omiéetp maintain participants’ anonymity.

“? This included helping run courses at the centogh(for disabled and non-disabled people), as agll
visiting schools, social workers and medical ptawiers to talk about being disabled. The orgaitsat
where the women’s group met also conducts researthe behalf of government agencies, and gives
access to university students conducting research.
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Lennoxet al. (2005) highlight the difficulties in accessing pé&owith learning
disabilities to do research. Access to participastan existing group was anticipated to
be easier than trying to access individtfalgarticularly given my limited resources as a
research student. Encountering ‘gatekeepers’ tglpewith learning disabilities is
common (Stalker 1998, Lenneet al. 2005) as this group are often seen as vulnerable.
Although the women’s group facilitator and the arigation where the women met
acted as gatekeepers to the group, they belie\ads#rvice users were able to make
their own decisiorfé. This meant that although | needed permissiond-sapport — to
access the group, once this was granted individuate free to decide on their level of
involvement.

Discussing ‘sensitive’ issues in research mightdmesidered difficult (Lennort
al. 2005). One benefit of targeting a group was themal for support for participants
from within the group that would not be available to thenaking part in a focus group
with strangers, or being interviewed without knogviather interviewees. As became
apparent during the informal time | spent with themany were emotionally close to
one another. Additionally, some members of the gralready had experience of
research interviews and of talking about themselvégh others through telling life
storied®. This suggested that such respondents might fiedsier than those who had
not been involved in such work to discuss the ‘@S area of sexuality. On the other
hand, those individuals with research experiengghtrthen have had assumptions about
what my research might be about and what might be expeftéieni®. Additionally,
those used to telling life stories might re-iterateeshearsed story with me (Fielding and
Thomas 2001) rather than focus on my questions &lso notable that the women’s
group haddiscussed sexuality before as a group, althougbractice, given my own
observations, this would probably have involvedyomlhandful of members in direct

conversation.

“1 This would probably have involved approaching aigsthat provide services to people across a range
of locations, which would involve dealing with miple gatekeepers.

2 For example, the facilitator suggested not sendingsearch information sheet to one participant’s
parents (with whom she lived), on the basis thay thould be likely to try and stop the participfnom

being involved, despite her own wishes.

3 The number of women who had had this experienaensamade clear, although it is likely, given the
details respondents gave me about how they speintitine that this was limited to less than five.

4 This did not seem to be a problem in practice.
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The wider women’s group, as suggested, consistedl ‘obre’ group who had
known each other for a long time, and a numbertbérs who attended occasionally.
Attendance also varied from month to month. Thisamethat sometimes attendees
would agree to consider becoming a participant, vootild not be in the group again
until months later (or not at all in some caseshilgY this had what might be seen as
negative impacts on the recruitment and interviescess, this fluctuation also brought
in new attendees that | could then approach.

All of the respondents were white. This was noehlbérate choice: none of the
users | met through the organisation were fromrathaal groups. With respect to class,
this was not considered in terms of sampling. Mas partly because | did not feel
comfortable in ascribing a class to respondentasking them to. This was due, in part,
to my awareness of my own background, which mightcbnsidered privileged in
comparison with the women in the group. This is toosuggest that class did not have
effects. As Skeggs (1997, 2001) has argued, ckss significant influence on the
sexuality of women. The lack of focus on class his tresearch therefore has the
potential to obscure its effeéls Most women’s narratives showed a strongly
heterosexual discourse — whether or not they hpdreenced heterosexual relationships
or the norms of heterosexual marriage and paredthdone of the women identified
themselves as being a lesbian or talked about l@trarted to other women, and many
described same-sex relationships in negative teFmsthe purposes of this research |
have thus categorised respondents as heteroséimaéver, this does not mean that |
think that the construction of sexual identity ecassarily straightforward.

Access

Initial contact with the women’s group was throughmeone who | had met both
professionally and on a casual basis through a wolleague, and who worked at the
organisation where the women met. (In a professimia, | had also supported clients

with learning disabilities who worked and attendmdirses at the same organisation.)

5| did, however, ask many respondents about whetheot they had enough money to socialise (given
that one indicator of class is economic incomend&lsuggested that their incomes were insufficient,
although few were employed.
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This contact was able to act as an initial ‘go-tesm/ between myself and the group
facilitator, with whom | communicated via letteeésAppendix One) and email, before
arranging to meet. As Lennax al (2005) highlight, targeting potential ‘allies’ &n
organisation can help to ease access, as welliag beeful in managing the subsequent
research relationship with the organisation. I laégso been suggested that gaining
access via management can make others within tigahisation ‘suspicious’ of your
role (May 2001, Lennoxet al 2005). This suggests that my introduction to the
organisation, via a colleague of the facilitatadhea than the facilitator's manager, might
have made access into the women’s group and myeguést relationship with the
facilitator more ‘comfortable’.

At our first meeting the facilitator and myselfsdussed the possibility of
women’s group members working on the researchparticipatory role, in line with my
aims to conduct as emancipatory a piece of resemgiossible. After discussion with
my supervisors, who highlighted the need for tre=aech to be fully mine (and not co-
authored), | suggested to the facilitator a compserwhereby members of the women'’s
group could act as advisors rather than particgpdntresponse, the facilitator suggested
that | only interview respondents on the basis tiestvier involvement might confuse
respondents, some of whom had taken a more aablein research before. The
facilitator made it clear that although the womleemiselves had the right to say whether
or not they wished to participate, she felt tha¢ slso had a role in ‘protecting’ them.
After discussion, and after my initial presentatiohthe research to the group, my
attendance at the women’s monthly meetings was Wwewagreed, in addition to
conducting interviews. Permission was also givethigyorganisation’s chief executive.

Contact with the group itself occurred six montfisrahis first meeting with the
facilitator, in March 2004. | gave a thirty minupgesentation and invited an initial
response. Of the ten women who were there, eigidesded to be interviewed and five
agreed to attend a focus group (a first informepsh the consent procedure, outlined

belowY*®. The direct involvement of the group facilitatsrlikely to have increased the

“% |t is important to note that whilst | offered @k to respondents’ families or support workersuitibe
research, | did not seek family/support worker emiso do research as | felt that this would undieem
respondents’ own right to consent. | did producénérmation sheet (Appendix Four) and a letter
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number of responses (Lennat al 2005) on the basis that she, someone that
respondents knew, was ‘validating’ the reseatapave each woman a leaflet to take
away (Appendix Three) and encouraged them to dssthesresearch with friends and/or
family if they wished’. The facilitator sent the remaining group memlgérs women’s
group membership totalled around twenty-four att ttiame) a letter outlining the
research. One positive response emerged from tihigttend the focus group. The
subsequent low level of response was perhaps eeplaby the group facilitator's
suggestion that verbal communication worked mofecéfely with this group. It might
also be argued that the women were less likelygteeato be involved in research with
someone they had never met. It was decided thatoous group would take place with
six participants prior to the interviewBhis focus group took place in June 2004.
Additional interviewees were recruited during themen’s group’s monthly
meetings that | began attending in December 200 involved talking to each person
aside from the group where possible, explainingtwha research was about, giving
them the information sheet on the research, anthiexpg some of the rights they would
have if they agreed to take part. This subsequenipgof participants were to some
extent ‘hand-picked’, in order to involve women widelt might understand the
research and be able to communicate their exp@&serikhis meant that | excluded a
number of women on the basis that they had morereeimpairments. | was not
comfortable with this ethically since | had wantaeg research to be both inclusffand
representative. However, | did not feel that | codeal with the extra difficulties
(including difficulties with consent and the podsiinvolvement of support workéry

that this would have posed. As a result, the figdiof the research represent the views

explaining the research (Appendix Seven) for pa¥saopport workers, but few participants chose gspa
these on.

7| was aware that friends and family might influemespondents positively (encourage them) or
negatively (discourage them) in relation to theirtigipation in the research, and that this might b
contrary to respondents’ own wishes. Neverthelegd, that it was important that respondents désad
the research with people that they trusted, if f@wished, so that they understood as fully asiples
what the research might entail. (I recognise, hargthat approaching family and friends might be
difficult, given the research topic.)

“8 As Lloyd et al. (2006) argue, there is a need to include thosie evipressive language deficits, as well
as those with severe impairments.

9 Owens (2007:304) has highlighted the overlappimdeonflicting roles (for example gatekeeper,
decision-maker, proxy, advocate, carer and solat)staff might experience as ‘interpreters ancipsd
for people with learning disabilities. Lloyet al. (2006) also argue that in using carers as praxegekarn
more about the carers’ concerns than we do abosetthey support.
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of a particular group of women, who might not be representativewoimen with
learning disabilities in general. This said, | éoae to believe that it is important to
consider ways in which people with more severe impents can be involved in
research (Owens 2007).

Recruitment was steady, but slow. At one point plessibility of recruiting
respondents outside of the group was discussedmyithesearch supervisors as well as
the group facilitator. The facilitator suggestedtthspend time in the centre ‘drop-in’ (a
place where people with learning disabilities comidet informally), approaching the
women there. | felt awkward about this (it felt feularly predatoryy°, but did spend
time there during breaks or after the monthly woimegroup meetings, and before
meeting with interview participants. None of the men approached in the drop-in
agreed to be involved, reinforcing the notion thet direct involvement in an existing
group, and the direct support and involvement efftttilitator, increased my chances of
recruitment, as well as reflecting the effects exdruiting in a mixed-sex environment.
Interviews began in February 2005 and were conmgl@teNovember 2005. Second
interviews overlapped with the first and ran fromglist 2005 to November 2005. In all,
six women participated in the focus group, andegrt women participated in the
interviews with a further eight taking part in sedanterviews. Despite initial plans to
interview all respondents twice, it was decidedltoso only where additional or more
in-depth information might prove useful. Additiolyalsome respondents had stopped
attending the group and were not available.

Throughout the research there was a sense thatdeetattended the women’s
group, some women connected me with the organisategardless of my assertions
that | was not. As Schwartzman (1993:48) suggéNts:matter what role one tries to
adopt in a fieldwork situation...informants will makense of the researcher in the way
that they make sense of all other strangers wh@appand begin to ask questions.’
Having worked with people who have learning digabeg and having supported some

of them on courses at this organisation, it waatiretly easy to slip into a pseudo-staff

*0 This awkwardness was probably due to my own ldaonfidence at this stage at approaching people |
did not know. Confidence grew over time in thisaety and | found that no one seemed offended by my
approaching them. It is important to note that whdid approach people, | ensured that when | thike
about the research | did so in relative privacy.(asking people whether they minded coming othef
room to a quiet space so | could talk to them).
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or support worker role, and at times | had to rehmmyself of my role as researcher.
However, professional experience might also hawntdgeneficial, particularly whilst
observing theéSex, Love and Relationshipgurse. May (2001:162) describes something
called ‘social consensus’, which is achieved thtbagesearcher having knowledge of a
particular social setting and the rules that govenvhich increases the possibility of the
researcher also ‘understanding’ that setting aadrtteractions within it. Having worked
in similar settings, | already knew some of théegsuof the game’.

My attendance at the group, and my acceptancenwtthalso appeared to make
recruitment easier. Further, it gave me a senswwfthe group interacted, and helped
me to develop rapport with members (Llogd al. 2006), which seemed to make
interviewing a more relaxed process, a particulamportant factor considering the
subject matter. Sin (2005) however highlights tlas/w which such rapport can also be
used to gain more information than might othervbgeobtained; that it can be used
‘cynically’ (Homan 1991). Finch (1993:169) also hiights the way in which the
researcher-respondent dynamic, when involving twonen, is a ‘special situation’,
arguing that this situation makes it ‘easy to gemen to talk®’. This too can result in
the exploitation of respondents. Whilst | was ologly not wishing to do this, | was,
nevertheless aware of how my being a woman woulectathe research. Finch also
argues that the isolation that some women expezianftuences their openness, and |
felt that on more than one occasion respondents laticed opportunities to be with
others (as shown in the data), welcomed the oppibtytto talk.

Towards the end of the fieldwork the women’s groiagilitator left the
organisation. Although this might have caused moidl in relation to the research,
particularly in relation to my continued accessds on familiar terms with the women
themselves by this time and was no longer as tetiarthe facilitator for help. When a

new facilitatoP? was found for the group | found her particularlypportive, and she

1 Humphries and Martin (2000) suggest that thisaiasture the difference in status between researcher
and researched.
2 Unless stated otherwise, when referring to ‘thaditator’ | am referring to the original facilitat.

85



gave me the opportunity to feed back to the womgrdsip some of my initial findings,
and to discuss sexuality with them more genetally

During the fieldwork, and encouraged by my reseagbervisors, | decided to
conduct participant observation during a coursesexuality held at the centre. The
purpose of this was to contextualise data gainedffocus group participants and
interviewees, over half of whom had attended tloisrse, with many referring to’ft
Access to conduct the participant observation os tlourse (theSex, Love and
Relationships coursé®) was negotiated via the women’s group facilitatevho
approached the main course facilitator on my behbklprovided them with an
information sheet about the research (Appendix ,Tanyl my thoughts on where the
observation would fit into that). | also complet@dtatement of what | would do during
the observation — what information | wanted toaed what kinds of notes | would take.
The women'’s group facilitator (who had facilitate this course herself) suggested that
access would be given on the basis that no names wged, and that my data was
restricted to course content and the kind of gdisexh comments made by course
members that might be included in a course repaxess was also granted on the basis
that | would work alongside facilitators as if | ieea volunteer. This mainly involved
helping out at lunchtime (distributing food and Wwag up). | felt more comfortable in
this role than | would have done remaining outsiti¢ghe group (explicitly, and rather
obviously, observing). However, this did mean thating fieldwork notes was
restricted to the occasional note made during #ssisri®, with fuller notes added
before the journey home, followed up with yet fullypewritten notes as soon as
possible after that (usually completed before tb&trsession). The first course that
might have been available for me to observe walk wigroup of students from a local
college, which was to have taken place over fivesegutive days. Access to this course

was denied on the basis that this was a group @flpeaged under eighteen. A second

%3 | have chosen not to use this discussion as dethecbasis that formal consent was not given &aitus
(although informal verbal consent was), and becdeseite their comments supporting some of those
made by respondents (comments were made by womemadhnot been respondents as well as by those
who had been) there was little to add to the dateehdy had.

** Those attending spanned an age range of twengytaiseventy-eight.

5 A pseudonym.

%% As well as jottings, | devised a chart (Lee 20@0fry and map out participants’ comments in relatio

the time of day, in case this affected their resgsrn(what might be taken for boredom might simgly b
tiredness for example).
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course in the year was run, this time by, and tfog, organisation (i.e. not a contracted-
out course on the behalf of anybody else), andsascte observe on this course was

granted.

Focus Groups
Planning
Although | had planned to conduct one or more fogrmips at the beginning of the

research, and one or more at the end, only ones fg@up took place, at the beginning.
This focus group was not followed up with otherg doi the limited numbers of women
wishing to be involved, and the final focus groupswnot conducted because the data
collected via interviews proved to be very persaammlwell as nuanced, and a group
discussion of sometimes painful subject mattert thas difficult to fit into neat
discussion points, seemed inappropriaté&/omen due to attend the initial focus group
wanted it to take place at the centre. This appgetrebe a ‘comfortable’ location for
them, and nobody seemed to feel that it would caimstvhat they could talk about. The
meeting was planned to occur in the afternoon efafrtheir usual sessions. The women
would therefore already be on the premises and fathpebe more likely to attend.
Travel cost¥ would also be minimised.

The room was chosen by the group facilitator, Wwas also the best one for
conducting the focus group — an appropriate sizk agcessible plugs, tables, and a flip
chart (Kitzinger and Barbour 1999). The main ainsw@ create the safe and friendly
atmosphere advocated by Atkinson (1993) whilst esking the practicalities of running
and recording the session. | visited a week in adeao view the room and finalise
arrangements. On the day, chairs were arrangedcircle and participants sat where
they felt comfortable. | audio taped the groupktootes and used a flipchart to record
the main points discussed. The session lasted moh@-dalf hours. Drinks and cakes

were available.

" Although | did take the opportunity of seeking sowery general feedback in a session on sexualty,
described earlier.
58 e ’

| offered to pay for participants’ travel costs ofimy student research allowance.
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As described, five women had agreed to take patth @ne additional member
agreeing to be involved after receiving information the research from the course
facilitator. However one of these women dropped latér as she wanted to attend a
course held at the centre on the same day. Hee plas taken by a woman attending the
women’s group meeting that was held in the morpingr to the focus group session in
the afternoon, and whom | had not previously Théfive were in their late forties and
above, and one was twenty-five.

| had the opportunity to spend time with the fogusup participants during the
women’s group meeting. This meant that both theyldrad a chance to talk. | was able
to observe them and their interactions with othetsch proved useful during the focus
group. | was thus able to identify the most, arakigtalkative members of the group,
and who | might need to be more ‘sensitive’ witbr Example, one woman appeared to
become quite irritated if others invaded her spaoé, | did not push her to move closer
when she chose to sit slightly outside the circlerdy the focus group.

Formal signed consent was gained immediately gaothe focus group. It is
generally recognised that when researching wittpleeswho have learning disabilities,
gaining consent requires extra consideration (R®d@899). This includes making a
particular effort to make sure that participantdenstand both what the research is about
and what they are consenting to. Consent was féoynostained using a typewritten
sheet (Appendix Five) outlining the participantgjhts (for example not answering
questions if they did not want to) and what theyuldoexpect (for example
confidentialityf°. The form also gave the participant the opporjuttitindicate whether
or not they understood (by circling a ‘happy’ famea ‘sad’ face). It was also designed
to be signed by both the participants and mysedatlwith each participant, reading out
and explaining each point further if they askedtmeor if | felt that they might need

further information. | was prepared to audio-tapesent if anyone was unable to sign

%9 This woman had received the information sheet filoengroup facilitator, and | talked through this
sheet with the participant prior to her taking pag well as going through the consent sheet. Hewyév
now consider that including her may have been aakés mainly because of the lack of time she had to
consider whether or not she wanted to be involteel ¢ther participants had informally agreed t@tak
part three months’ previously, giving them timect@ange their minds).

0 The form, and consent process more generallyjniasned by the British Sociological Association’s
Statement of Ethical Practi@vailable online athttp://www.sociology.org.uk/

as4bsoce.pdf.
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the form. All the participants were able to signddwo participants indicated a ‘sad’
face on their forms — this was in answer to thestjoe ‘have you been given a copy of
the handouf’. The two participants who had not attended the fiession agreed that
they understood what was involved and wanted tbgizete.

Despite this | felt that some of the women may mate fully understood their
role within the research. For example, one congistéold me that she did not like
talking about sex, and | felt that she might notentully realised that that was what we
would be discussiff§ One participant contributed virtually nothing e session,
keeping her head down and only communicating toifaiskvas ‘okay’ to go and get a
drink, and to ask if | liked swimming. | occasiolyathecked to see if she was ‘okay’
(she said she was) and | told her it was ‘okayt joslisten. This participant was the
youngest, and it may be possible that this was ciorfain her not contributing.
Additionally, | sensed that she was also the ldasiwledgeable’ in the group, and the
most likely to be ‘left behind’. Another member thie group said little but seemed to
understand what was being talked about, and reggonehen prompted. A third
member of the group also contributed relativelgdjtand about two-thirds of the way
into the session admitted that she sometimes didumderstand what we were talking
about. Although this ‘silence’ might have been exmptd by group dynamics, it might
also be explained by the ‘sensitive’ nature of tigic discussed. Although Kitzinger
(1994) and Farquahar (1999) have argued that fgougps can facilitate an ‘opening-
up’ on sensitive subjects like sexuality, as mutigbport is available, it is also likely
that talking in a group might be daunting for soperticipants. Despite this, all
participants appeared to attend willingly, andhaltl been given the opportunity to ‘back

out’ of the research at any point.

Topic Guide

® The facilitator had, in fact, included handoutshvihe letters about the research that she hadsent
those women’s group members who had not beengnddnce on my initial visit, so it is likely thdl a
attending had copies, but that these two womerdsdheirs, or forgotten that they had them.

%2 This respondent was the one recruited, by théititorr, during the women’s group held that morning
This underlines the way in which including thispesdent in the focus group might have been a nestak
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The topic guide content (Appendix Six) was basedhemneed to identify the sources of
information on sexuality, and related accountseXusility, that participants came into
contact with: ‘where’ and ‘what’? The women werdexs to identify where they learnt
about sexuality (or not), and | used two examplesortraception and ‘fancying’ to
explore emotions and relationships as well as thsipal aspects of sexuality. | also
asked them to consider situations where they nrigh{or could not) talk about or learn
about sexuality.

Questions were open-ended to stimulate discussidrnwere intended to be non-
leading — to help ensure that the women expretsgdviews (McCarthy 1998b, Swain
et al 1998), and were relatively unbiased by my opinidevertheless | acknowledge
that interviewers (or focus group facilitators) dffect the way that interviewees (or
focus group participants) respond to questioninge(R000), and that some argue for
‘closed-questioning’ with people with learning diddies, on the basis that this makes it
more comfortable for those who have difficulty eutating their thoughts (Booth and
Booth 1996, Lloydet al. 2006, Owens 2007). The topic guide also inclugeube
guestions (Fielding and Thomas 2001), aimed attialicfurther information on each
topic. The language | used was intended to be @edrunderstandable to a group of
women with mixed intellectual abilities — althougb | have already indicated, some did
appear to get ‘left behind’, and throughout theeagsh | sometimes had to rephrase my
guestions when 1 realised | was using ‘difficuléinguage. | tried to make questions
‘strong’ enough to get information about sexualityit not so strong that they might
offend participants or put them off speaking. laqtice the topic guide was used very
loosely and not all the questions were asked. &erience was similar to Brigham’s
(1998:147) who described her research process as finagmented’ in practice than
anticipated.

I included some visual material to help me explay questions (Lloycet al.
2006) — | used the leaflet from tisex, Love and Relationshipsurse that | wanted to
discuss as part of the focus group, and a line idgwof different kinds of
contraception). | also used a flipchart with synsbattache® which | made notes on.

Use of the visuals and flipchart also helped t@akngp the session.

% These symbols included family, friends, baby, maman, house, day service, and long-stay hospital.
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Implementation
It is suggested that interaction is one of the miassons for conducting focus group
research (Albrechat al. 1993, Carey 1994, Kitzinger 1994, Morgan 1997)iciwlallows
us to explore the similarities and differences Bomgles’ opinions (Kitzinger 1994,
Morgan 1997, Kitzinger and Barbour 1999). Generalfye group tended to agree on
much of what was discussed — often adding to edar’'s comments. On one occasion
a participant seemed to change her opinion whethan@xpressed an opposing one
(Albrechtet al. 1993, Carey 1994, Morgan 1997); the first participsaid that she felt
that sex between non-disabled people and disaldegle was wrong, but when the
second participant suggested that ‘everyone’sledtio a love life’, she replied ‘oh they
are, they definitely are, really.” This suggestattivhilst focus groups give researchers
the opportunity to explore differences in opinidns also possible that these differences
can get ‘ironed out’. These two participants ofsgpoke in tandem, possibly because
they knew each other well, and because they weelaotual peers (or appeared to be).
Despite this, they spoke toe rather than to each other, as did the other [patids.
Thus, the focus group failed to fully gain the maietive benefits that this method can
offer, as well as the shift in power that this nigkpresent. On a couple of occasions the
women did begin to converse with each other — rpastcularly when they talked about
a gay character in the television sdapronation Stregtand when they talked about a
disabled woman featured in the press who had d.chil

In relation to running focus groups there is alw#ys potential that particular
members will dominate the group (Krueger 1994, Gbaem 1998). In my own case,
members were drawn from an existing group whos iikely, had already established
particular ways of interacting with each other. Whirust might be a feature within the
group, there is also the possibility that partiagawill know whonot to trust, and will
not ‘open up’ on sensitive subjects in front ofrthelhere is an additional tendency for
people to censor what they say in front of othérsytknow in order to ‘keep up

appearances’ with those they have an ongoing eealstip with. Using an existing group
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therefore can have both positive and negative cuesees (Carey 1994, Kitzinger
1994, Kitzinger and Barbour 1999).

However, an awareness of group dynamics at thenplgnimplementation and
analysis stages helps to counteract this posgibiléchniques like redirecting questions
and using body language (like using eye contadbremk contact/make contact, and
turning away from dominant members and turning towdess dominant members)
were used to try and increase contributions fross ominant participants. Despite this
the two women just described dominated the grood, as other members tended not
speak, even when encouraged, this continued. Aadyrsuggested, | felt this was partly
exacerbated by the mixed intellectual ability of droup. It was also clear that the two
dominant members had had more experience of tehieiy stories to other people (one
at least had done so on the behalf of the orgammgatiThe most dominant member of
the group used relatively sophisticated languagd st ‘vagina’ and ‘caesarean’, and
helped me to explain what ‘media’ meant to the céshe group. As this person also
talked at length it is possible that others mayehiit ‘left out’, even afraid to speak in
case they sounded less knowledgeable than theyhésltshould be. These difficulties
point to the important role that individual inteswis can play, particularly in exploring
sensitive subjects, where differences in personalgtween participants are removed,
and differences in experience can be dealt witlchnging the way that questions are
asked, and adjusting questions according to theithdal’s level of knowledge.

Analysis

The audio-recording of the focus group was trabsckiand read through, and initial
observations were handwritten onto the transcmptibwas then coded (Knodel 1993,
Frankland and Bloor 1999, Fielding and Thomas 20@ay 2001), using the general
themes indicated by the topic guide. Further coated subcategories were added as
themes emerged, and notes were made of convermsabbservations — interactions,
jokes and so on. Kitzinger argues that these aspéaonversation can ‘tedls much if

not, more about what people ‘know’ than words themselvesy d&mat this is a

particularly beneficial aspect of focus group reskea(1994:109original emphasis).
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Silences were also noted. As Hyams (2004) arguiescss are not simply ‘absences’:
the researcher has to ask what these silences (meduding the possibility that the
interviewee is challenging the researcher’s right ‘know’ particular kinds of
information).

Using my initial coding, | drew out the most obviothemes, for example that
sexuality, in respondents’ eyes, was not talkeduiatadthin families; that sexuality was
a ‘negative’ thing; and that men and women expegesexuality differently. | also
highlighted points for further exploration, for ewple the various roles of families and
services in relation to sexuality, and responderdshflation between sex and
marriage/sex and children. | used these alongsiglebmeervations on language, level of
knowledge about sexuality, and the influence ofugrinteraction such as consensus
(Carey 1994) to develop a general interview guiigpendix Eight). Although mainly
influenced by content (what was said), the anal®o took into consideration
conversation — how things were said (jokingly foxaemple, or in response to
me/someone else, or in deference to somebody elp&ion). By paying attention to
the conversational aspect of the exchange | was @blcontextualise the data (the
meaning of a statement changes depending on whietisesaid in a happy way or an
angry way, for example), analyse the validity aitatement (the way | asked a question
or a change of opinion in favour of someone elsgisld affect this), and map the way
in which interaction was involved in the creatidrdata.

As suggested, one of the key aspects of the meths&ts was the way in which
they allowed for respondents introducing issuesetdvance to them. Interestingly, the
women came up with useful aspects of the topic thaad failed to consider. One
suggested that computers could be used to leamt abauality for example. She also
challenged my own presumptions when we discussedrdle of parents in helping
women with learning disabilities to learn about sexi sexuality, by talking about her

experience as a parent teaching her own childreantahese things.

Interviews

Planning and Implementation
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The following charts show some general demogragéiails in relation to interviewees:

Table 1: Breakdown of interviewees by age

Age of respondent Number of respondents

20-29 4

30-39

40-49

60-69

1
2
50-59 6
2
1

70+

Table 2: Breakdown of interviewees by residentialls

Lived at home with Lived in supported Lived with partner Lived alone
parents environment (in supported
environment)
2 9 1 4

Table 3: Breakdown of interviewees in relation teeit experiences of intimate
relationships

In a relationship” Not currently in a Previously in relationship
relationship (of those not currently in a
relationship)
2 14 9

Interviewees were aged between twenty-five and rdgw@ight, with most living in a
twenty-four hour staffed supported environment Ksas supported living or residential
care, with one living in an adult placement). Thajonty (fourteen) of the respondents
were not currently in a relationship, and of thefdee had notpreviouslybeen in a

relationshif®.

% ‘Relationship’ as defined by respondent.
% Having a relationship was not necessarily assediafith sex.
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All interviewees were asked where they wanted tinberviewed (including the
options of at their home, at the university, othat centre). It was not assumed that just
because the women might be more familiar with thiad setting or the centre that they
would also feel safe to talk there. Around haltlué women chose to be interviewed at
home, and half at the centre. Two chose to beviewed over lunch in public settings.
This made interviewing difficult due to the sensdtinature of the subject, and the busy
nature of the locations chosen. One respondentechosto have her interview audio-
taped, which made the issue of noise less probierqae were in a café). The other
interviewee was audio-taped, but we sat in a qoéet of the room (a pub). Neither
respondent wanted to talk about sexuality in artgibéut it was unclear whether this
was because they found this difficult in itself @vtihey said suggested this, with one
becoming increasingly quiet as the interview pregeel and | had begun to ask about
relationships and sexuality), because of the looabr both.

Interviews in respondents’ homes usually took plece¢he bedroom (if there
were other residents in the house), or the livimg (if living alone, although on one
occasion this occurred with support staff present, elsewhere in the house). Using
bedrooms as interview locations was not ideal, hesd might be seen as ‘private’
spaces. It was not a situation | felt particuladgmfortable with, and although
respondents themselves appeared to be, it cannassened that they were. For this
reason | always asked respondents if they wereyhaith this option, and would not
have conducted the interview if | had thought tiety were not. | would suggest that
their apparent lack of discomfort in this arrangameas influenced by the way in
which staff were likely to enter their rooms on aydo-day basis, and thus my own
presence there seemed relatively ‘normal’. Adddibn other locations were associated
with problems: interviews in respondents’ homesenmore likely to be interrupted (by
staff, other clients or phone calls), and whereexthwere in the building | was
particularly aware that they might be able to helat the respondent and | were saying,
and that this might dissuade respondents fromrgliebout sex and relationships, or
their living arrangements (including their relatstiips with staff or other householders).

Interviews at the centre took place in a pre-bookedate room. On one

occasion an interview took place in the libraryalidhe rooms had been booked or were
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being decorated. This was my first interview at ¢katre and | had not booked a room,
as | had been told that there was one almost alivagqa mistake in hindsight, but one
that taught me to be prepared). Although the lyonaas rarely used, two service users
entered the room towards the end of the intervielich then had to be terminated. A
second interview later took place.

My supervisors alerted me to the way in which witavees might talk to one
another about the questions they had been askdthpse'preparing’ other respondents
prior to their interviews or giving them cause famcerfi°. Although | used a similar
interview schedule for most first interviews, | didt always follow the same line of
guestioning, tailoring the interview to the indival. Where | used the same interview
guestions for different participants | did not, piés my acknowledgment of the ‘storied’
nature of interviews, necessarily want participaotdiave ‘practised’ what they were
going to tell me, if only because this would leaddcripts’ that might not ‘fit" with the
guestions | was asking. Secondly, with my ‘tailgtiof the schedule to each participant,
| tried to gauge ‘how much’ a participant could was comfortably, so that whilst with
some | felt that | could ask about sexual practicegxperiences, with others | felt |
could not. It was therefore unhelpful for me to éaarticipants worrying about what
they might be asked. Whilst | am unsure of the rxtie which participants discussed the
research (or not), during the monthly meetingsrtiheierences to it were limited to
comments like ‘Elizabeth’s the student, she’s basing us some questions’, or ‘She’s
interviewed me’ (which might have helped in the ongoing recruitteh individual
women to the research).

All but one interviewee was audio taped. This reslemt refused on the basis
that she did not like hearing her voice on tapealssured her that she did not need to
listen to the tape, that | would be the only peristening to the tape, and that | was
uncomfortable with hearing my own voice on tapelsio pointed out that if | had her
voice recorded, | would be able to use exactly wdtet had said rather than what |
thought she had said. However, the respondent diccimange her mind and written

notes were taken. | thus focused on noting dowecsadl verbatim speech in an attempt

% Due to the sensitive nature of the topic, andfalsethat some women might have had negative
experiences in relation to sex and relationshipsdeed no experience of sex and/or relationships.
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to make the data as accurate as possible (FiewidgThomas 2001). Audio recording
worked well although, on one occasion, the acosistithe bedroom of the respondent |
was interviewing caused most of what we had boith gabe difficult to decipher. A
second interview with this respondent, with morergton paid to the position of the
recorder and the use of an external microphoneghldib remedy this situation.

All interviewees were made aware, both formallyotlgh the written consent
process and informally when necessary, that theydcend an interview at any point.
Only one respondent did this. This respondent, froynprevious observations of her,
tended to take frequent breaks from activitiesefir them before they were completed,
so | expected her to ‘break off’ during interviefio try and work with this | asked her if
she would be comfortable staying longer when skedag we had finished, but did not
‘push’ this, allowing her to end both of the intews she participated in when it felt
‘right’. This respondent also made it clear thag siid not want to talk about sex in her
second interview (she related this to her expegaideing raped, which she had talked
about at length already) saying: ‘I don’t want &tktabout it (sex), | got forced to have

sex once. | don’t want to talk about that’ (so vie mbt)®’.

Interview Schedule

As suggested, interview questions (Appendix Eigiye shaped by the focus group
data, as well as by the research question. Thedatshavas refined over repeated
supervisions, and over a six-month period. Evehtdalhose to divide the questions up
into an initial section focusing on background (fgmwhere respondents lived/had
lived, what they did with their time, and why theytended the women’s group)
(McCracken 1988), a second section looking at whieeg learnt about sex (who from,
did they talk to people about sex, had they beerherSex, Love and Relationships
course), a third section looking at their experéganof sexuality and relationships (how
they felt about sex, had they had boyfriends, vieeg/had they been married, did they
have children), a fourth section looking at theews on sexuality (including same-sex

" The purpose of the second interview was to gaimescontextual background, as this respondent,
despite saying that she did not want to talk akext had talked about the rape at great lengtleriffitst
interview, almost to the exclusion of any othereadf her life.
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relationships, sex outside of marriage, single pajeand a final section looking at how
they thought people with learning disabilities werewed by others in relation to sex
and sexual relationships. | placed questions abexiality, particularly their own, well
into the schedule to ‘ease’ respondents into tglidbout this more ‘personal’ area of
their lives (Ackroyd and Hughes 1992, Lee 1$83)

| ‘rehearsed’ the interviews with two ex-colleagusupport workers who had
worked with people who have learning disabilitiess,they would be able to comment
on the suitability of the language used. These weae colleagues, which might have
influenced their responses. However, any gendernéiérehces were difficult to
identify®.

As the interviews progressed the questions contdinaebe developed, not only
to improve their clarity, but to take into accowmtat respondents said, including the
topics they introduced. For example, | had notiahit included a question that asked a
respondent to say whether they had a learning itltgadr disability. This was because |
felt that this was a sensitive issue given thenstigittached to these labels (Harris 1995,
Todd and Shearn 1997, Finlay and Lyons 1998, Ragtiegl 1998, Craiget al 2002,
Jahoda and Markova 2004). Cragal’s (2002) UK research (that included a focus
group of six men and women with learning disalgti)i showed that respondents
became ‘awkward’ when this term was used, oftemgima the subject or ignoring the
guestion they had been asked. On the other hande®and Jenkins (1997), who
interviewed sixty young adults with learning diddigis in the UK, suggested that their
respondents showed no discomfort when researchxgtered their understanding of
‘mental handicap’ and ‘learning difficulty’. In mpwn study, this question did, on

reflection, seem necessary to help clarify responskated to questions on how learning

% Although Homan (1991) argues that this does naimise the ways in which such questions can be
invasive.

% The questions were also more generally discussethe schedule evolved, with two female friends
who had worked with people with learning disal#j but who were unable to commit to an ‘interview’
The only access that | had to women with learniisghllities at that point was via the organisatidrere
the women’s group met; my target group for therivieavs ‘proper’. | did not therefore ‘rehearse’ the
guestions with women with learning disabilitiesrttselves. It is also important to note that the dahe
was never ‘finished’ in that it continued to deyela response to each interview. In this sense the
production and development of the schedule waseaative process that began with the focus groas, w
developed over several supervisions with supersjsoehearsed’ with people who had worked in the
learning disability field, and continued to develibyring the interview process.
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disability was perceived by non-disabled people s(vihe respondent speaking as
someone with a learning disability, or as someoutside of that label?) and to help
contextualise responses (were their responsesdetat their awareness of the label
‘learning disability’ or not?)

Although for the initial ‘wave’ of interviews a raively standard (yet flexible)
schedule was used, the second wave interviews takweed towards each participant in
order to follow up on comments they had made, arask additional questions based on
developing themes that had been influenced by Ji#es with other women (see
Appendix Nine for an example).

| thus used an in-depth, semi-structured and lflexapproach (Ackroyd and
Hughes 1992, Fielding and Thomas 2001). Questioae vas open-ended and non-
directional as possible (McCracken 1988) and inetudelatively straightforward and
simple language. This was supplemented by the Wisizerial used with the focus
group, plus some line drawings from education pagskssexuality specifically for
people who have learning disabilities (althouglséheere only used on three occasions,
and not all the visual information was used).

Questioning elicited a range of responses, from @spondent talking at great
length after every question, to responses that wesentence or two (most respondents
answered like this), through to ‘yes’ and ‘no’ respes (which tended to be used
consistently by specific respondents, including @ also used other single words to
answer questions). Despite probing further withséheespondents giving shorter or
yes/no answers, most did not speak at length.

One respondent spent most of her interview talkingut the abuse that she had
experienced, and on this occasion | made the dectsi abandon the schedule on the
basis that it would have seemed insensitive tothskrespondent unrelated questions,
thus detracting from the importance of what she segsng.

Simpler language was used with one participant) Weiss open-ended questions.
This participant was keen to take part but wasialiff for me to understari§ More

often than not | had misunderstood what she hat] said the ‘right’ meaning became

® This was due to the way in which it was physicdificult for her to form words, rather than héility
to describe things.

99



clear after asking her to answer in a different fa@$hough sometimes | had to accept
that | did not understand, apologise and ‘move.dm)order to further be sure of this

participant’s answers, | repeated her answers tmbler for confirmation. Where | was

not clear on her answers, | did not use the data.

| considered asking her if she would like a suppatker to be with her to help
me understand her, but decided not to do this efd#sis that | felt it was important that
the respondent communicate for herself, espedialtglation to feelings. In practice the
interviewee included her support worker twice dgriver interview to clarify practical
points (her age, how long she had lived in her h@nd how long she had been
married). The support worker was elsewhere in thesd and was called in where
necessary. My decision not to have a support warkéne interview was validated to
some extent when in discussion with the respondbotit where she might like to be
interviewed, another support worker (not the onsmlved in the interview) suggested
that the respondent would prefer to be intervie@etiome, in direct contravention of
what the interviewee had communicated to me eallievas clear that that particular
support worker was used to making assumptions ghautespondent’s wishes.

As Booth and Booth (1996) suggest, people withnieg disabilities sometimes
experience difficulties understanding concepts.pileghe effort made in designing the
interview schedule to try and explore conceptsgisimple language, many respondents
had difficulties with some interview topics, and particular, how they thought other
people might feel about them having relationshippappeared that those who found this
question difficult had difficulties seeing beyortteir own experiences and viewpoints.
When, for example, | asked one respondent if sbedht that people with learning
disabilities had the same chances as other pemplave children she said ‘I don’t know
about that... I've thought about nothing like thahly one respondent consistently
talked about how other people might view her, @wpeople with learning disabilities
more generally. Many also found it difficult to ¢ea where they might have heard
particular opinions about sexuality, with some ggvtheir own opinion and ending with
a comment like ‘that’s whdtthink’.

As a novice researcher | also made mistakes wheatigning respondents, for

example asking more than one question at onceoi@dih | used a schedule it was, more
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often than not, a starting point for questioningthwnost interviews taking place in a
non-linear style in order to probe more deeply interesting and important points that
respondents had made, and with lines of questiogwigg backwards and forwards
across the schedule. | frequently failed, in eartgrviews, to probe at these interesting
points, and only identified my error when | tranised the interview. Through this |
learnt to be more aware of when and where to prabd, to be more confident in
pausing at these points, rather than continuing thié schedule in an effort to complete
it all. This meant that | was more able to accéss'in-depth’ data that | was seeking.
Both the development of the schedule, and the dpusnt of my interviewing skills,
represented an iterative process in which my coempet and confidence increased as
the fieldwork progressed. Of significant benefitras¢he opportunities for doing second
interviews: | knew how each respondent answeregtopres (and could tailor schedules
accordingly), and what made them (and me) comftetabuncomfortable. Respondents

too seemed more open and at ease.

Analysis

Initial thoughts and themes were noted down as smopossible after the interviews
(and were sometimes dictated into a voice recomdt@st driving home). The interviews
were transcribed as soon as possible after thevietes had taken place. These
transcriptions were read through, and were therotated by hand, forming an initial
analysis, with the annotations then typewrittew ithte transcripts. Copies of these were
made, and were coded using coloured markers. Goelesbased on question topics and
some of the emerging themes. | then physicallyatut-pasted sections and quotes from
each respondent’s transcript into differently-thdnteansparent sleeves, sometimes
using multiple copies to be placed into differeleeses as appropriate where data could
be categorised in more than one way. At this stagee were around twenty sleeves
representing different themes or strands to tha. ddiese themes included topics such
as ‘family’, ‘services’, and associated themes saghconstraint’, ‘agency’, and ‘sexual
knowledge’. (Whilst using a data analysis softmaaekage such as NVivo and N6 was

considered, the small sample of respondents sweghésat this would not be necessary.
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| felt that the different — and physical — proce$<utting and pasting the data, having
spent months using a word processor, might give amdifferent relationship and

perspective on the data. | had also been told guraining in N6 that using software

sometimes meant that researchers could becomearidest® from the data. This

influenced my decision not to use such softwarhoalgh Silverman (2005) does argue
against this view.)

| then began to write up particular quotes alotgsanalysis and interpretation
into sections of writing that represented themes seemed to fit together. Thus the act
of writing blended with analysis and interpretati@md much of this time was spent
trying to extract some kind of structure and megrfitom the complexity of the data.
This involved returning to the original transcriggsnumber of times, and included a
second coding when all the interviews had been ¢etegh and transcribed, along the
themes that had emerged since my original codesbbad developed. This usefully
illuminated particular aspects of the data thatatl missed. Text was reshaped via
electronic cut-and-paste several times. It was tmigugh an iterative process involving
writing, analysis, interpretation, and feedbacknfrony supervisors, leading to deeper
analyses, that some of the more complex themesrigeapparent.

This process ran alongside continued interviewasgpreliminary analysis began
early, initial and emerging thoughts were also useddapt and develop the interview
schedule throughout the fieldwork. This process wasticularly influential on the
second wave of interviews as themes emerged in athaytical process. After
completing the participant observation (see belbwgegan to include data from this
alongside data from the original focus group intpwmiting. At this stage | was able to
begin to work the data findings, analysis and prtetation into specific chapters.

Throughout the research process, | was aware eofatuments that research
respondents with learning disabilities are morellikhan others to answer questions in
a way that approximates with the answers a reseantight seem to want to hear.
(Rodgers 1999, Bagt al. 2003, Lloydet al.2006)*. This was dealt with by using open-
ended guestioning, repeating questions and askiegtipns in different ways when |

suspected that this might be happening, as wektasning to these questions at second

1 Although this assumption might, it has been argpeesume ‘deficit’ (Goodley 2000).
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interview>. Nevertheless, the possibility that acquiescermzkrot been eliminated was
considered at the analysis stage. Thus, wherd that acquiescence had influenced a
respondent’s answer, | did not include the datdfaénanalysis. However, this underlines
the power that | had a researcher to use or noteggndents’ comments (an issue |
will return to later), and | acknowledge that | h&m make decisions based on

assumptions as to whether acquiescence was talkiog. p

Participant Observation

Observations on th8ex, Love and Relationshipsursé® helped to contextualise and
give further information in relation to what focgsoup participants and interviewees
had reported. Approximately half the focus grouptipg@ants and interviewees had
attended the course, with most being extremelytipesabout it. Participant observation
on the course took place over four Mondays duritpBer 2005, each session lasting
for four-and-a-half hours, including lunch. The csmiitself ran for five days, but | was
unable to attend on one of these (week three)owdth | later gained a verbal report on
this session from the main course facilitator. ®epeople with learning disabilities
attended: four men, and three women. Formal corfsemt course participants was not
sought, although they were made aware that | waxe tto observe the coufeThis
was because the main aim was to observe courseentprend because where
participants’ comments were used, this would ordyirba generalised way (e.g. what
was recorded on each day for the course report).

Further information about the course was soughgnatirds from the main

course facilitator. The questions were ‘How long b@ course been running?’, ‘Has the

2 Lloyd et al. (2006) highlight, however, that changes betwegerifews might reflect a change in view
rather than a lack of consistency based on accriesc

3 Information on course participants, volunteer pks, facilitators and support staff can be found i
Appendix Eleven.

4 Despite this there was a tendency for participansee me as a member of staff, with one partitipa
approaching me to tell me that she would not be @bhttend on a particular week. Since | was not
eliciting information from participants in the samvay as | would with interviewees (merely obseryjng
this ‘error’ was unlikely to impact on the kind déta | would collect (other than when | approached
participants for their overall impressions of theeicse, when they might have been more reserved than
otherwise). Despite this, | was asked by anothdigi@ant to pass on a ‘love letter’ to anothertjggpant,
perhaps suggesting that | had taken on a stattsidet of ‘member of staff'.
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course changed in any way over the years?’, and'W4s run the course in the past?’
These questions were necessary, because any charmgesse content or delivery over
time would affect how the information | had gaingaring observation (and from the
women’s group facilitator, who had given me a poesi course report to look at)
contextualised what interviewees and focus groupigy@ants were saying about it.
Apparently there was about twice as much mateviailable to use on the course than |
had observed, although there had been few changes to courseeronver the five
years that it had been running. There had beeméauof staff involved in running it (I
was given a list of nine). From what respondents$ $eid, and through comparing the
2002 course report with what | had observed in 2008 course appeared to cover
similar ground in a similar way.

| also sought information about a women-only versod the course from two
members of staff who (it had been suggested) had bevolved in running it. This was
not the case (the staff mentioned had not beenhiedd and | was unable to find out
exactly what this course had included. Two intemées had referred to this course,
suggesting that they had discussed things like ‘tiattract a man’ and had had ‘make-
overs’ on it. These activities seemed at odds Wighcontent | had observed (it was not
so explicitly gendered) and it seemed importarfin out if these activities had actually
been included. Whilst | was unable to find outh&t was the case, | suspect that the
women might have been talking about other coursesufiing a women-only course
where the women did have make-overs).

The course content covered a range of issues. Mdbe course was based on
discussion and group work that did not involveadlitional ‘teaching’ format. Role play
was used to explore particular issues (e.g. askmgeone out, how to deal with
institutional abuse), and included the volunteerd participants. More formal teaching
was involved, however, with a question and answesien which was used to explore
the facts about sex and the law, and a nurse didde one session to talk about
anatomy, reproduction and safe sex. A viddg,Choice, My Own Choic&as also used

to explore sexual rights. (The video was descritnggarticipants as ‘Eileen’s Choice’.

> Any additional topics to those | had observed wereidentified.
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It focused on the sexual and contraceptive chaé@swoman with learning disabilities
called Eileen).

Some discussion was dominated by the volunteers lved to be reminded by
the facilitators that the course was for the pgodiots. Despite this, participant
engagement with the course was generally highpadth one tended both to contribute
less and to fall asleep at points (particularlemftinch). All participants appeared to
become more relaxed and more communicative asdiwse progressed, and there was
a general sadness on the final day that the cavasecoming to an end. One of the main
reasons given by participants (as well as the fggaap and interview participants) for
attending was to socialise and make friends, aarcktivas a sense, that by the end of it,
participants had bonded with each other, the veknst the facilitators and myself.

On the final day | approached some participantgaim their opinions of the
course, and this information was supplemented lyfital evaluation of the course.
This evaluation involved the facilitator asking gqtiens about participants’ feelings in
relation to the course, which were recorded on éelvhard (Appendix Thirteeff)
Information elicited by myself did not differ siditantly to the information gained
during the formal evaluation.

As suggested earlier, notes were taken when pessilting sessions, and were
added to as soon afterwards as possible (May 20DH¢se were based on an
observation of what people did and how they intexdcand a description of the events
that took place. These notes were annotated, aalgsa was done via coding (using
coloured markers), that related either to coursgesd, or to the kinds of things that
participants said (which were coded in the same waaythe interview data). The
observation data was added to interview data aldadgecus group data about half-way
through analysis of the interviews. This was beedhs majority of the important ‘core’
material was drawn from the interviews, and it segénmportant to explore the themes
within that before adding more contextual details.

® This was likely to affect what participants said,it required them to feel confident enough tagpe
and to give their true opinion, without the relatanonymity of using a written form. However, this
approach is a necessary one where participantst magtoe able to read and/or write.
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Ethical Issues
Consent

People with learning disabilities are perceivedbéoa vulnerable group (Swaet al.
1998) and women particularly so. It is thus impottdoat participants understand what
they will be involved in — a particular issue witbeople who may have less
understanding of, and less vocabulary than otigwsth and Booth 1996), in relation to
sexuality.

| therefore paid particular attention to ensurihgttrespondents had as much
information as possible about the research, inrdatehem to understand their rights in
connection with it. As suggested, some respondstgaded my initial presentation and
all respondents were provided with an informatidmeet outlining the research
(Appendix Three). Although an attempt was made &ient ‘accessible’ | did not wish
to oversimplify what | was trying to convey. As As1999§’ suggests, ‘accessible’
jargon-free literature often oversimplifies coneept the attempt to simplify language. |
was therefore concerned that oversimplificationhih@gso misrepresent my aims, and |
produced the handout with the intention that whergossible the participant could use
it to discuss the research with someone who caad it if they could not (myself or the
facilitator’® if necessary) and clarify details they might beure of.

Consent forms (Appendix Five) were used, and éxgthto respondents prior to
the focus group and intervies They included my commitment to maintaining
confidentiality and anonymity as far as | was alilee right of the participant to
withdraw from the research at any time and thetrighefuse to answer questions at any
time. However, McCarthy argues that formal consefdften meaningless’ and a ‘token

"Who has an intellectual impairment/is labelledhasing a ‘learning disability’.

8 The facilitator discussed this with me prior te ttesearch commencing. Because she knew most of the
women well, had discussed sexuality with them keefand had been involved in developing an
information pack on sexuality, as well as havingpad idea of the kinds of questions | would be agki
respondents (she had seen the interview scheduigiatis stages because | valued her advice),dtath
and | were happy with her taking on this role.

¥ The same format of consent form was used for fomths group and interviews, although consent forms
were used separately for focus groups and againtienviews if respondents were involved in bottid

not, however, use consent forms for second interyjieonsidering that this might be ‘overkill’.
Additionally, some women seemed uncomfortable withformal process of providing a signature (one
woman did not know how to spell her name).Howeldid verbally reiterate the contents of the comisen
form to respondents prior to second interview.
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gesture’ in this kind of research because signiegresent form is not in itself evidence
that a respondent understands what the researdhaindole in it entails (1998b:144).

Swainet al (1998) similarly suggest that we cannot rely oohscodes and that
consent should be a negotiated and continual psodéss meant that | also maintained
an informal consent process whereby | remindedoredgnts of their rights (including
the right not to take part) outside of formal carts& his corresponds to what Knex
al. describe as ‘informed consent as a process, ratter an initial agreement’
(2000:56). Sin (2005:279) has persuasively arghat t

...the type and level of consent required may diftedifferent stages of research
and within any single stage. The changing natureirdérmed consent
necessitates a reflexive approach to its engagement

Humphries and Martin (2000) have highlighted thainsent is not only
concerned with the protection of respondents, taa tihe reputation of the researcher’'s
university/employer and the wider research commyuiihus the production of ethical
guidelines might not have the respondents’ pratacts its primary consideration.
Further Humphries and Martin suggest that suchcathlgrocedures obscure the power
relations inherent within them, and the wider resleaFinally, Sin (2005:281) has
argued that consent forms do not necessarily dbveways in which research changes,
particularly as an ‘end product’.

It has been suggested that people with learningbdises are more likely to
agree with others because of the social conditiornghich they have lived (McCarthy
1998h, Stalker 1998). This has implications on bibih research data, as suggested
earlier, and on whether the participants have yegilten their ‘informed consent’ to
participate. Consent may therefore be based orsanuérstanding of what the research
is really about, and the level of control that wesgents have over the process
(McCarthy 1998b, Swairet al. 1998). None of the respondents seemed to show an
interest in controlling the research (despite thalitator's concerns that those women
who had been involved in research prior to this hhiggant to be more involved).
However, despite the consent process, | am uncoedirthat all respondents fully

understood what their involvement would mean. Fwstance, as suggested, many
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respondents found it difficult to talk about sexdaelationships (some simply would
not), despite it forming the subject of the reskaaind my making this clear to them.
One interviewee was so upset by my questions sdfea that | stopped the interview —
which was a difficult decision because in doingltwas overriding her consent to
participate. The difficult question of whether tliude people with learning disabilities
in research, on the basis that this group mightrizble to give ‘true’ or ‘full’ consent, is
highlighted by Lennoxet al. (2005:303), who argue that the difficulties facey
researchers in relation to ‘the right to protectioom unscrupulous researchers and the

right to inclusion’, needs to be recognised andeskkd.

Anonymity and Confidentiality
All interviewee and focus group respondents wefermed that | would treat any data
they gave me with confidentiality. | dealt with ghiby ensuring all data and
documentation included pseudonyms from the stadl Rames and contact details were
kept in a locked drawer, as were transcripts. y t¢mbk addresses and phone numbers if
participants gave them to me voluntarily (I wante@llow respondents as much control
over their involvement as possible, given the la€lcontrol they were likely to have
experienced in other aspects of their lives). Sevoenen chose to be interviewed at
home, and | necessarily had their addresses iheat phone/email details. Others chose
to be interviewed at the centre, with most of th@senen choosing not to give me their
details. The group facilitator agreed that shouldcheled contact with any of the
respondents who had not given me details, she wanrithct them on my behalf.
Anonymity was discussed during the consent prockesiever | could not
ensure this fully, and made this clear to partictpaBeing members of an identifiable
group in a specific location that has its own dgtiishing features also made it more
likely that anonymity would be difficult to maintai Using focus groups also have
disadvantages in this respect. Whilst group paeicis were asked to keep information
exchanged confidential, this confidentiality coulot be ensured (Carey 1994, Kitzinger
and Barbour 1999), and thus the focus group, wipitgentially supportive, was not

necessarily ‘safe’.
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Although initial access had been discussed in tevfnhe organisation being
publicised (for example | might write alongside thespondents in practice-based
journals that would highlight the existence and kvof the group and organisation), |
made a later decision not to use its name on this Itiaat the data | had collected was
more sensitive than | had originally anticipatedd & wanted to maximise respondents’
anonymity. All respondents’ names were changed, arthers, friends and relatives
were referred to as ‘partner’, ‘friend’, ‘mothen@so on.

Disclosure of certain circumstances (such as mesi® of current abuse) places
the researcher in a position of responsibility.oPto interviews this possibility was
highlighted by, and discussed with, my researclesugors as well as a postgraduate
colleague who had had experience in this area. ds vagreed that breaking
confidentiality in this instance was a necessihg #at this should be made clear prior
to interview, and again at the point of any disates Although respondents disclosed
abuse, all instances were in the past, and had diesin witi{° at the time (e.g. care

managers and/or police had been involved).

The Researcher Role

Feminist research in particular (for example, Opkl®81, Stanley and Wise 1993,
Harding 1987, Reinharz 1992) suggests that researchould be open about ‘who they
are’ within the research context, paying particidéention to the issue of researcher
powef’. As a non-disabled, middle-class, relatively hjgtlucated woman, my
background differed considerably from the womethim group, and as suggested, | was
acutely aware of these differences.
Although respondents were aware of my role as rese&” | chose not to

divulge information about myself unless respondasteed me about this. This was not
because | did not want to be ‘honest’ with respotsleor felt that my own background

was irrelevant (to the contrary | believe that ezsher backgrounds and identities are

80 As | will suggest later in this thesis, this migiut have meant that that these instances weretdgak
satisfaction of respondents.

81 Although Humphries and Martin (2000) argue thig tloes noeliminatepower differentials between
researcher and respondent.

82| made it clear that | was learning about thigneith their help.
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inextricably interwoven into the research processlbastages). | felt that firstly my
background might intimidate women who had not He&ldame opportunities as | had,
and secondly that it might seem egotistical totstalking about myself when the
research was focused on respondents. Only a hanfifWlomen asked me anything
about myself. One interviewee did this throughowy mterview with her and |
attempted to both answer her questions polaelysteer her back to the interview. One
respondent confided in me regularly at the monthdetings on her experience of abuse.
She suggested that no one else was available¢o knd that | was the only person she
knew that understood/accepted her need to talls, Bhie said, was on the basis that |
too had experienced abuse within a relationshfpctthat | had divulged fairly early on
in our relationship. This altered our interactioms researcher and interviewee (she
evidently felt more comfortable discussing her eigees with me, although | also
wondered whether giving her this information haerbehe ‘right’ thing to do), and
might also have been influenced by my nominal ‘mership’ within the women’s

group, as discussed earlier.

Talking Abont Sensitive Issues

As | have already suggested, disclosure of abusgnatar circumstances may lead a
researcher to break confidentiality (McCarthy 1998Additionally, advice or
information may be sought about abuse or sexuatitye generally. The researcher
should also be prepared for the possibility tha thsearch may cause individual
participants distress (McCarthy 1998b). Prior teimiewing participants | drew up a list
of resources (books, leaflets, videos/DVDs and riames of organisations) in case
respondents required information on sexuality. @spondent suggested that she had
little opportunity to discuss an abusive relatiapsiand | was able to give her
information on people that she could talk to (alitfo she did not choose to take this
further during the time that | knew her).

Abuse was a topic that | deliberately avoided ragkrespondents about,
particularly because McCarthy (1999) and others ¢@acered this area. Additionally, |

did not initially see abuse as central to the neteguestion. As interviews progressed
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however, it became clear that abuse was an isswerfamber in the group and | began
to see how abuse affected the ways respondentsbielit sexuality (for example in the
subsequent avoidance or fear of sexual activity retationships after experiencing it).
A decision was made not to introduce abuse asie, topt where itwas brought up by
participants, to ask specifically about the resesrand support that had been available
to them (for example counselling services), becaukeek of such support appeared to
be a distinct theme in relation to the abuse thdtlieen reported.

Discussing abuse was difficult on a number of Iev&lost obviously | did not
want to upset respondents. More importantly, It want respondents to either regret
the fact that they had told me about their expeesnor to suffer emotionally afterwards
(and although these would be difficult effects foe to predict or control | still felt a
sense of responsibility on leaving the interviettisg). Whilst the literature on ethical
guidelines tends to side-step the emotional wehldpeof research respondents,
particularly after research has taken place (Si@520this is an important aspect of
research to consider (Humphries and Martin 2002)vily a list of contacts and
resources to hand, as well as the support of tbepgfacilitator and in some cases the
women’s support workers (who would be theméier interview and/or research
involvement?), helped here. Despite this, on two occasions &/hbuse was discussed |
felt concerned enough to provide respondents wighhome phone numb¥r but on
neither occasion was it used. One of these resptmdsked that | visit her again (I was
only the second person to have been told abouhrey year experience of abuge)

In addition to the subject of abuse, discussing iseinterviews (not just in

relation to sexual abuse, but generally) was sonestiextremely difficult. Firstly, many

8 also produced an information sheet for supptaiff svhich | gave to respondents to pass on td Htaf
they wished to do so (some chose not to as theyedan keep their participation in the researchigis).
| also offered to talk to support staff about theaarch if respondents wanted me to (none asked doe
this — no reasons were given and | thought it miighintrusive to ask why).

8 Something | felt reluctant to do on the basis thatight make withdrawing from the research field
difficult.

8 struggled with this on the basis that whilstdsmvary of continuing relationships beyond the aesfe,
| was also mindful that this interview was probalitr her, a highly significant event. | did noeseer at
the women'’s group again before it ended, and dddiaevrite to her (she was able to read), including
home address and phone number, inviting her tcaconte if she needed to. | did not hear from her an
did not feel that it was appropriate to write agaimnthe basis that although she had asked meitdeis
on the day of the interview, she might have chargadnind since. Despite this decision | am stibure
of whether this was the ‘right’ thing to do.
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women appeared to dislike talking about sexuatlggpite me making it clear that this
was the topic | would be asking them to talk to abeut, suggesting as | have already
discussed, that the consent process might have flaaeed, or that respondents had a
limited understanding of the term. It is also pbksithat their interpretation of it was
different to mine. Secondly, as suggested, someemdmad experienced physical and/or
sexual abuse, and although most talked openly @bmytit felt like | was intruding on a
painful aspect of their lives. There was also thergresent possibility of the disclosure
of current abuse; if such abuse occurred, anceiféspondent did not want the details of
this taken further, they would necessarily havenbasked not to discuss it. Thirdly, |
was aware that asking someone if they had or hedqursly had a boyfriend, husband
and children when they might never have had theoppity to have these might be
upsetting (and one woman did become upset and benw asked her about these
things). Finally, | also realised that | had ditfites asking about sex — something | had
not expected. | found this particularly difficulthen asking respondents about current
relationships as this felt intrusive. | was alsoryvaf embarrassing respondents. This
was particularly so with the oldest respondent dag®) who ‘closed down’ as soon as
sex became a topic for discussion. When | was tablee open about sexuality, in many
cases respondents were also open. On the otherotla&d immediately ‘withdrew’: a
number of respondents began to ‘close up’ (in ase ¢o the point where talking about
anything was difficult, and in another to the paittere the respondent was in tears, it
seemed wrong to continue, and | terminated theviige, as highlighted earlier).

It is important to note that such discomforts aebiexploring these issues,
caused mainly because of the need to explore sensipics whilst ensuring that this
was done ethically, would necessarily impact ugon kind of data gathered. Whilst |
argue throughout this thesis that there was ansgdeon sexuality in the data (an
argument based on a number of reasons, that irttltitee way in which respondents
found the subject a difficult one), it is likelyahto some extent at least, such a ‘silence’
was caused or exacerbated by my own wariness iloraxg particular topics, including
sexual ones. Nevertheless, this wariness was,rinrpare evident in the early stages of
the research. My supervisors had noted my lacloofidence in engaging with the topic

of sex at this point of the fieldwork after readimgnscripts of the first two interviews I
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conducted, and suggested that respondents migiobe open than expected if | was
less ‘sensitive’ about the subject myself. In sgogat interviews | ensured that |
directly referred to sex, sexuality and sexualtretships, albeit pulling back from such
discussion where that seemed appropriate. Likero#ispects of the research, my
confidence grew as the research progressed.

In addition, | had a further opportunity of re-inteewing one of those first
interviewees, who had, despite my own difficultieish the subject matter, been open
and apparently comfortable when talking about hexual life. For example, she
described the ways in which she enjoyed ‘teasimg’Husband sexually. This apparent
comfort was evident too with a small number of otheerviewees, suggesting that
although | may have been careful in how | approddhe subject-matter, at least some
interviewees felt that they could talk openly (Qbte, for example, spoke graphically
about sexual experiences, both wanted and unwantedather, whilst my own
discomforts with particular topics were likely, sisggested, to have affected the data, |
would nevertheless argue that the overall ‘sileidelt existed was ‘real’, on the basis
of the extreme reactions that some respondentstdaahy discussion of sexuality,
including relationships and emotions.

The impact of these women'’s stories was strortgar t had expected. Listening
to what they had to tell me made me feel both amgy helpless — their experiences
were in the past but their negative emotions iatre@h to their abuse were still strong.
All these women suggested that they had fewer @dsmme express their feelings or
describe what had happened to them than they waNg liked. Such opportunities
might have helped them to understand and handléet#imgs that they had had about
their experiences. After these interviews | founldard to go back to other aspects of the
research. Although | had the opportunity to disauss such interview with a supervisor
a day or so after it had taken place, | felt undbleliscuss what | had been told with
others, despite encouragement from my supervisaiak to them and others if | could.
However, having contact with postgraduates whobeeh through similar experiences,
and being able to talk with them ‘in the abstradiout having this kind of experience,

was invaluable.
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Another difficulty in relation to abuse was raideglthe need to introduce it into
the thesis without shocking or upsetting those winght read it. Although | chose not to
include details of abuse, | found it difficult taite in a way that avoided being ‘harsh’.
This led me to considering whether ‘rape’ was a emshocking word to use than
‘abuse’, whether it would help to begin by usingatter’ sentence before, that led up to
me using words like ‘rape’ or ‘abuse’, and whetheatiscussion within the methodology
chapter of the thesis would help to make such eefsgs less upsetting when they came
up in the later data chapters. There was also émeptation not to soften this
information, to say ‘this is the “reality” for thesvomen, so why make it easy for others
to read about?’

| had additional concerns in relation to responslemider experiences that made
interviewing difficult. These included asking reggents about their families — they
might be dead, they might not have contact withilignor the family context might
have been the site of abuse (McCarthy 1999). Famgie many people with learning
disabilities | had worked with previously had natohcontact with family members, and
during interviews | found that two of the women haerienced sexual abuse within

their family.

Withdrawing From the Field
It has been suggested that people with learningbdises may have expectations of
friendship with researchers after research is cetagl (Stalker 1998). By approaching
an existing group of women, ensuring that back-uppsrt was available should it be
needed from the group facilitator (as discussetieegrand being clear about my role
(through, for example, the information sheet preddo them) | hoped to minimise this
possibility.

After concluding the interviews | continued toemitl the group’s monthly
meetings, but began to attend less frequently Yewsttrer month). All the women still
attending (some had stopped) were aware that tbaduded my research with them at

this point, and had been given the opportunity i&cuks their involvement in the
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research (for example to suggest that particulaa deot be usé§). | had also
approached those women who had given me sengitieamation and checked that they
were comfortable both with what they said, as waslitheir subsequent feelings about
‘opening up’ to me, where this was possible. It \aashis point (December 2006) that
the organisation hosting the group, decided to sdsuppoft’. | received email
notification of this from the group facilitator wheaid that one final women’s group
meeting would take place. | was able to say goodbyenly a small number of the
women who had taken part in the research as mdshali attend. Despite ‘winding
down’ my involvement with the group, | found thidbrapt end difficult, feeling
particularly responsible for those women who hdd toe sensitive details about their
lives. | had also become quite close to some ofnteenbers (both those | interviewed
and those I did not).

Returning To the Issue of 1/ vice’

As suggested at the beginning of this chapterag particularly important to me that my
research reflected the views of those researchédstvwalso recognising the way in
which research reflects a construction betweenareked, researcher and reader. Once
analysis and writing-up began, it became clear tbptesenting ‘voice’ was far from
straightforward. Firstly, it became clear that mavgmen were unable to ‘see’ that they

had fewer choices than others, and less indepeetfetieaving out this data on the

8| had given respondents time at the end of inésvsito discuss this if they wanted, and had made it
clear that they could ask me not to use particagpects of the data at any stage. | also madeait that |
would be available to talk at subsequent monthlgtings. | made sure that | spent time with each
respondent at these events, usually giving thextbeek on how the writing was going, to give them th
opportunity to ask me about it if they wished tdl.\domen had my university contact details (phone
number, address and email address). None suggbstdccouldnot use data previously given, although
as | will discuss, one respondent had suggestegénacular information included in her interview
should not be used, and reiterated this at laferrimal meetings.

8" They had decided to withdraw financial support sample paying for the group facilitator, and for
providing taxis to and from the meetings), prefegrio use the money on other projects within the
organisation. It was not clear why the group itgedf not seen as ‘viable’ since it appeared pomuner
was well attended. Although the group was offeteidontinued use of a room, and two of the group
members attempted to keep the group going, few ethenen attended and this arrangement was
abandoned.

8 This is not to suggest that their own perceptioirtheir lives were not important or ‘valid’. | wli
suggest that the primary reason for respondentseeing’ constraints was that they did not neaglgsa
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basis that respondents had not reported a lackhate, or because their concept of
independence was relatively limited, would have mh@aitting important issues.

Whilst | have tried to separate quotes from analgsd interpretation in the
thesis, to make a distinction between what respasdeaid, and how | analysed this,
this separation is artificial. For example, anyngseiption of a recorded voice is a
‘reading’ of that voice: decisions are made by risgearcher as to where punctuation is
placed, and what text is included. Decisions as® ahade in relation to how much
additional information given: for example, wheree tinterview took place might
influence what was said, and body language, paarsggone of voice might affect the
meaning of the transcript or contradict what isnbesaid. Thus, in this research, what
respondents said was gauged alongside other fanttrs interpretation of the data, and
although quotes have been used to give some imahcat ‘voice’, this ‘voice’ is filtered
through me.

Additionally, | chose to change some of the languaged by respondents. This
was a difficult decision because | was unwillingdeange anything on the basis that
respondents’ language was affected by their impantmHowever, most respondents
used a regional dialéétand also tended (like most people) to jumble timises and
speak in erratic ways that occasionally made lgdase in written form. Quotes used
were therefore edited, for example by replacing eseegional words with more widely
used ones, or changing tenses) to make readingreaghout, hopefully, losing the
sense of what was being said. At times | also dditerds out and ran quotes from
different parts of the dialogue together. This teghe was most often used with those
respondents who frequently answered questionsgeoizes) with ‘yes’ and ‘né°.

| also had to make decisions about how to includmen who said very little, or
those who were difficult to understand or who resjedl with ‘yes’ and ‘no’ answers
whilst not ‘overusing’ those who talked for longarused longer sentences: | had a lot
of material from one respondent, partly becauseastemded the focus group and was

involved in two relatively long interviews but plgrbecause she was extremely eloquent

have the same opportunities and experiences assoffteeir viewpoint of the world is constrained by
what they ‘know’. This is therefore the productsotialisation

8 For example, using ‘bairn’ for child, and using"tor ‘me’.

% only did this where the respondent was obviotelking about the same subject, and tended only to
do this with text that was located within one paf&anscript.
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and had a lot to say. Although this respondent thasmost vocal and eloquent, other
interviewees were also able to discuss the tomeered in some detail, and therefore
relatively rich data was gained from ten of the veomDorothy, Jane and Anne tended
to answer questions less fully, and Liz, Vicky aBdzanne’s answers tended to be
limited to ‘yes’ and ‘no’. | therefore had to try@ include those with ‘smaller’ voices
within the analysis, by running comments togethsimg exchanges between myself and
the respondent, and by including a descriptionhef éxchange in my text instead of
using an isolated quote.

Additionally | also had to consider how to reprgseespondents’ apparent
silence on sexuality. Many had difficulties disangssexuality. Whilst, as suggested,
this might be due to a lack of knowledge or expexge of sexuality, the words that
women can use to describe sexuality or their boutigson-clinical or non-derogatory
ways are limited (Lees 1993, Millard 1994). Althbubhave attempted to bring this
‘silence’ into my discussions, | feel that it migmt have been given the prominence it
deserves, partly because it is difficult to disdmsdepth a finding that has no ‘voice’.

There were also difficulties in deciding what datanclude where information
was ‘sensitive’. Two respondents spoke about vdif§icult’ experiences. With one |
made a conscious decision that despite the resptadaésh that her story was heard, to
use very little of what she had said. This waslpdntcause the interview from which
this data was drawn had essentially served as pormity for this respondent to talk
about her experiences of abuse. | felt that thel riee this woman to talk about her
experiences was perhaps stronger than her dedie itovolved in the research. As with
all the women who told me the details of their a&jus avoided using explicit
descriptions of this. Although | could see the bignef others reading about those
experiences (these thinge happen to women who have learning disabilitieg)as not
comfortable using them — particularly since the ainthe research was to explore how
these women constructed sexual meatling

On a final note, and as | have suggested, | hagaler to decide what data to

include and what dataot to include in the final thesis. For example, oaspondent,

L Whilst | acknowledge that such experiences migaps these meanings, | do not believe that we need
to know these in detail to understand this.
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who gave me information on abuse, had also askediahéo use that information as
data. Prior to the interview we had agreed thatvebeld not talk about that aspect of
her life, but found that once the interview begar sould not help but refer to it. We
renegotiated the terms of the interview and | adjteesdit out any information she gave
me about abusé Whilst | have acknowledged this respondent’s erpees of abuse, |
have also left out the details that she gave meeréfbre, in relation to these
respondents: the first was giving me very sensitigt, the second was relying on me,
someone she did not know particularly welbt to talk about particular aspects of her

life.

Conclusion

This chapter has outlined the epistemology andrtb#hods used in the research. | began
by discussing the methodological framework andaegedesign, with its emphasis on
‘voice’. | discussed sampling and access beforedimg on each of the three methods
used in the research: focus group, semi-structumtedview and participant observation.
| explored some of the ethical issues the researesented, focusing more particularly
on the issues of consent, confidentiality and anatyy the researcher role, researching
sensitive issues, and withdrawing from the fieldinished by exploring some of the
dilemmas involved in the writing-up of this resdgreeturning again to the notion of
‘voice’. In the following three chapters | will elkge the data that emerged from this

process.

%2 This respondent later suggested that her famifiythaught that | might be ‘benefiting from her nrige
not realising that the information she gave me ablmiabuse would not be used, was not deliberately
sought out, and was not the primary focus of tiherinew. This information dissuaded me from
conducting a follow-up interview.
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CHAPTER FOUR

Institutional Accounts of Sexuality

Introduction

Within this thesis sexuality is understood as aaamnstruction. It is ‘produced’ or
‘learnt’ via the accounts of sexuality people emdeu within everyday interaction with
significant others. In turn these accounts reflactd reinforce wider normative
discourses of sexuality, including those relatiadearning disability and gender. Such
accounts and discourses, and the practices thettréfiese, act to regulate the sexuality
of women with learning disabilities in specific vgayin this chapter | will describe
respondents’ perceptions of institutional accolinté sexuality in relation to learning
disability, and the wider meanings associated siiuality in these settings. | will
focus primarily on family and service settingshaligh | will also briefly refer to how
respondents developed understandings of sexualibinwschool and college settings,
and through the ‘doing’ of sexuality and relatioipsh | will also include some of my
own observations in relation to tt&ex, Love and Relationshigsurse, in order to
provide additional information on one of the comsewithin which over half of the
respondents learnt about sexuality. The servidengstdiscussed are examined in terms
of they way in which they provide ‘formal’ educatimn sexuality — for example the
Sex, Love and Relationshipsurse, as well as in terms of the way in whichusé#y is
addressed ‘informally’, for example during everydaycounters between respondents
and family or service staff.

Underpinning this discussion is the notion that twhaght be described as
‘education’ (the ‘how to’ of sex, such as descops of sexual activity, pregnancy, and
how to avoid sexually transmitted diseases), idioitly and explicitly interwoven with

the values and attitudes of those who are provithingy Although the ‘how to’ can be

B tis important to note that all of the intervieaspondents had significant experience of formalksoc
service provision (e.g. lived in residential seedg®r attended day services) and/or had partidpate
activities specifically for people labelled as hayiearning disabilities (e.g. attending collegerses,
night clubs or the organisation where the womendaig met). It was ngtossible to ascertain the exact
institutional experiences of those focus groupipigdnts andsex, Love and Relationshipsurse
participants, although it was clear that most hadl éxperience of formal institutional contexts.

119



analytically separated from values and attitudes, reality they are not easily
disentangled.Thus, the accounts of sexuality within what is sesn‘education’ or
‘information’ are never ‘value free’.

I will begin by looking at respondents’ reportsfafmily accounts of sexuality.
Many respondents felt that their families did natktto, or educate, them about
sexuality, and | argue that this might have hadartgnt effects. However, | will go on
to highlight the ways in which respondents’ repautgigested that families did in fact
talk about sexuality, giving sexuality particulaeamings. This was evident in the way in
which respondents’ comments showed that they wemmeBmes constituted as
‘different’ to other family members. It was alsoosin through the prevalence of
‘normative’ accounts of sexuality and the framirfgsexuality as negative. | will then
look at service settings, beginning with residdrgegttings. | will suggest that although
information and talk about sexuality also appedeebe lacking®, accounts of sexuality
were nevertheless apparent, for example in theilptmns placed on some respondents
in relation to sexuality. | will then look at tig&ex, Love and Relationshipsurse, which
whilst challenging some of the accounts and dismsireflected in family and other
service settings, also reinforced potentially lingt discourses around gendered

sexuality.

Family Accounts of Sexuality

Productive Silences

Two interviewees lived in the family home: one witer mother and siblings, the other
with her parents. Another interviewee lived alobat with relatives living close by.
About half had lived with their parents or siblinfgs relatively long periods of time (for
example, beyond the age of twenty-five). Most wiwvees appeared to have, or had
previously experienced, strong family ties. Mosthadse who no longer lived with their
parents or wider family often spoke of them in wdkat reflected their continued

influence.

% When using the term ‘lack’ | use it in terms ofaviespondentserceivedo be lacking.
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Most respondents suggested that parents and/angsldid not talk to them, or
teach them about, sexuafity The following examples were typical of the briid

abrupt responses to my questions in relation this:

Elizabeth: Did they tell you anythirjgbout sex]your parents?
Jean: No, no.
Jean (66)*°

Elizabeth: Did your parents ever talk to you abrelationships?

Mary: No.

Elizabeth: Or sex, or that kind of thing?
Mary: No.

Mary (78)I

In relation to educating their children about sdityaprevious studies suggest that the
parents of people with learning disabilities areitcas about their children learning
about sexuality (Craft 1983, Aunos and Feldman 20B2nos and Feldman’s (2002)
study of the empirical research literature relatmgexuality, sterilization, marriage and
parenting of people with learning disabilities pabéd in English and French from the
1970s, showed that ‘many parents of children wititeliectual disabilities held
ambivalent or restrictive attitudes and avoidedingl about sex with their children’
(2002:287), although interestingly, girls receivedore information than boYs
although no suggestions as to why that might bects= were giverSimilarly, the
Government’s Department of Education and Emploympuablication, ‘Sex and
Relationship Guidance’ (2000:14) for example, stdtet the parents of children with
special needs might be more likely to have problentis their children learning about
sexuality in schools than the parents of non-deshtdhildren (both boys and girls),

although they fail to give reasons for this. Whilsé parents of non-disabled children

% This is not to suggest that family members wikessarily hold the same opinions on sexualitys It i
also important to note that family members are lgethdered and sexualised, and subject to normglisin
discourses too. The term ‘family’ is not therefaraeutral term (Carabine 199@kackson 1997, 2007).
Further, ‘family’ is not necessarily a concept tlsadigreed upon. For the purposes of this resdarsé
‘family’ as a relatively coherent institutional cmept, and in relation to people that respondematsschs
their own ‘family’, such as parents and siblings.

% | have coded quotes with the name and age (irkbts)cof the respondent, as well as the source (in
bold). FG denotes the focus groupgenotes a first interview, anéidenotes a second interview.

" The kind of information was not specified. Itisportant to note that more information might noame
more ‘positive’ information.
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might also find it ‘difficult’ to educate their ddiren about sexuality, there is a sense
within the literature that this difficulty is gresatwith those who have children with
learning disabilities.

As suggested, not talking about sex can, paradibxiceay a lot about it;
particularly that it is something that cannot ool not be talked about (Foucault 1990,
Sedgwick, 1990). However, whilst respondents peetkia ‘silence’ on sexuality (as |
have argued, a ‘productive’ one), the data sugdetsiat family accounts of sexuality,
whilst not necessarily focusing on the ‘how to’sefx, did however include references to

sexuality.

Sexuality and 1earning Disability: Being ‘Different’

One of the most striking aspects of intervieweesd as they reported them was the
way in which they were marked as ‘different’ withfamily settings. Katherine, for
example, described being brought up by her grandenoaway from her siblings, who
remained with her parents. Katherine frequentlgnreid to the way in which her sisters
had grown up differently from her, appearing moenfeent and ‘worldly-wise’.
Katherine described her grandmother as working hardleep Katherine away from

boys, as shown in the following examples:

My grandma, she kept me away from boys...she hat @& Mictorian values.
Katherine (54)

| think it was because she knew | had a slightrewy difficulty, and she knew |
was easily influencedatherine (54)2

Whilst Katherine’s grandmother might have held ipatar generational attitudes
towards sexuality and gender that would have bemtieal to Katherine’s sisters had
they lived with their grandmother too, Katherinecakeemed to think that her ‘learning
difficulty’ label influenced the way her grandmothdreated her. Katherine’'s
grandmother seemed to be protecting her from ‘bybo might take advantage of her

perhaps), and also warned Katherine that sincenati€problems’, she might not find
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‘someone to love’ (thus attempting to protect heogonally). Although most women
did not necessarily link their differential treatmieto their learning disability, or
‘difficulty’ as Katherine describes it, this sensiedifference and the need for protection
in relation to learning disability and more impatig sexuality was still evident.
Heyman and Huckle (1995) have highlighted the wawhich the parents of adults with
learning disabilities might fear for the sexualetgfof their children (or in this example,
grandparents/grandchildren). Scior (2003) highBgtite intersection between such a
‘protectionist discourse’ associated with peopleowtnave learning disabilities, and
gender, and argues that this discourse works tetin women, particularly in relation
to reproductive control. Further, generational etéhces in parental (or grandparental)
opinion were not necessarily apparent in this stadywill be seen in the case of twenty-
five year old Julia who will be focused on latethe chapter.

Five of the eleven interviewees aged over thirfyoreed havindived at home
until one or both of their parents died, and Jatehirty-nine, still lived with hers. For
some women this raised particular issues. Debdmahexample, lived in the family
home until her mother's dedth and particularly highlighted the way in which her
mother cast her in the role of child throughoustperiod, as seen in the following

statements:

My mum used to treat me like a baby...she usedkdaame.Deborah (46)

She used to be the boss over me though...like staase everything for me.
Deborah (46)

Elizabeth: How did you feel about that?

Deborah: Well, | felt bad-tempered...Hey, I'm soriyt m old enough to
talk to people on my own.

Deborah (46)

The first comment illustrates the way in which Dedltknewthat she was being treated
like ‘a baby’, or at leastelt this to be so, a concept she then unpacks, suggésiw

this meant that she was not allowed to talk forsékr make her own decisions (her

% Deborah’s mother died when Deborah was in hey éarfies.
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mother was ‘boss’), and that she was not allowedldoanything for herself. For
whatever reasons (fear or protection?) her motheated Deborah in a way she
experienced as constraint, representing a stroggedeof unwanted control, as seen in
the third statement. Her mother’s positioning ags% clearly undermined Deborah’s
adult status, as Deborah highlighted by suggestiagshe was ‘old’ enough to talk to
people without her mother’s intervention. It migh¢ argued that in her mother’s
positioning of her as a child, Deborah was alsaied a sexuality, since children are
routinely cast in terms of sexual purity and innume (Hockey and James, 2003,
Thomson 2004, Renold, 2005), whilst adulthood Ugugbnifies sexual maturity. As
previously suggested, disability and learning diggbhas been linked to a child-like
status and asexual status.

Another way in which some of the interviewees wea@ked as ‘different’ was
in the way that family members explicitly told thehat having a boyfriend, having sex,
having a husband, or having children were things tiney could not or should not have.

With regards to having a boyfriend Mary reported thilowing:

Mary: Oh, my mum and dad didn’'t approve of me hag\a boyfriend,
when they were alivighey died when Mary was in her mid-
forties].

Elizabeth: Do you know why?

Mary: | don’t know.

Elizabeth: Because they were okay with your sstfeom what you've said.

Mary: Ah hmm.

Mary (78)I

Tellingly, Mary was not saying that her parentsevepposed to her havingparticular
boyfriend, or having sex with a boyfriend, as migbtexpected for other women of her
generation: Mary was being discouraged from haamgboyfriend at all. As with many
of the women in relation to sexual relationshipsengenerally, Mary could not clarify
why exactly she was unable to have a boyfriend. yMasisters and brother had
boyfriends and girlfriends and got married, suggesthat her parents might have
disapproved of hespecificallyout of all her siblings, of having relationshipghilst the

reasons why Mary might have been discouraged fr@aviny a boyfriend remain
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unclear, Mary does appear to have received diffelemeatment, marked as ‘other’, and
remained at home long after her siblings had left.

Whilst Mary’'s parents ‘disapproved’ of her haviagboyfriend, Deborah was
directly told by both her mother that st@uld nothave a boyfriend, get married or have

children, as evidenced in the following exchanges:

Deborah: My mum used to say | can’t do things.
Elizabeth: What kinds of things?

Deborah: Like the kind of thing you're asking.
Elizabeth: Like having a boyfriend, getting mad®e
Deborah Yeah.

Deborah (46)

Deborah: Well she’d say to me that I'm not old egio, but | am now.
Elizabeth: So did she say that when you were @deavell?

Deborah: Yes.

Elizabeth: What reason did she give then?

Deborah: She said ‘Deborah, you can’t get married.

Deborah (46)

It is interesting here that Deborah suggested lieatmother’s reason for Deborah not
having a relationship was her 8geHowever, when she got older it appears, at ligast
this statement, that her mother avoided giving asea why she should not have a
relationship, simply stating ‘Deborah, you can’t gerried.” This represents a ‘silence’
that nevertheless suggests that for some reasamifig disability?®), Deborah is

marked as unable to have the same relationshipghass. It is also interesting that at
various points during the interview, the reason @eh herself gave for her not being
able to get married, was because she was physioatigired. Although this reason is
not specifically linked to having kearning disability, she has still marked herself as

impaired ‘other’, and has connected the prohibibarrelationships with this difference.

% Although Deborah did not say at what age this s&d, she indicated that it was when she was an
adult.

10 Todd and Shearn (1997) suggest that parents dhiwdir children from the label ‘learning disabji
because of the stigma associated with it, and @taéd) (2002) argue that professional staff do likewise.
This might explain why, in this study, some respamtd were not given reasons for the prohibitioey th
reported experiencing.
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Hockey and James (2003:176) suggest that: ““Growjpigentails the movement
towards the achievement of independent personf@tdnsition mapped onto the move
from “child” to “adult” status, from being someosethild to having the potential to
bear children of ones’ own.” They further arguet tvlilst employment is a signifier of
adulthood, ‘...motherhood contributes significantly & mature feminine identity’
(2003:149). It is therefore significant that onlyotinterviewees had children. Four were
directly told that they could not have them. Foamyple, twenty-five year old Julia
commented, ‘I'm not allowed kids’, and said that lmarents gave her no specific
reasons for this. Again there is a ‘silence’ hergygesting that Julia’s parents see her as
‘different’ to others, whilst avoiding telling herhy.

Other interviewees reported that thesxere however given reasons why they
could not have children, or should not, and mantyilst/not being directly prohibited,
were dissuaded from having children. This was Uguealated to interviewees’ ability,
or apparent lack of ability, to copfé

Well my mother says | can’t look after them. SHe toe | can’t have kids, |
can't look after myself. | know how to look afteysalf! I've lived on my own...I
can look after myseltichelle (29)I

As Booth and Booth (1994) and Tymchuk and Andrd@®&) highlight, assumptions are
often made in relation to the capability of peopligh learning disabilities to parent.
Scior (2003) argues that women who have learnisghdlities in particular, have their
parenting role questioned.earning disability is explicitly linked to the rioh of
capability, as | have argued earlier. Despite thghelle rejected the notion that she
could not cope, and went on to tell me of occasighen she’s acted as a babysitter for
her family as proof that she knew how to handlddeéin. A small number of the other
interviewees told me about how they too baby-satdtatives and were well able to do
so. Two of the other interviewees also had tl@mn children. These challenges were
unusual: none of the interviewees argued againgnpa prohibitions in relation to

having boyfriends or in relation to them gettingrread. This suggests that interviewees

191 The assumed inability of people with learning Hites to cope with parenthood is challenged by
Booth and Booth’s (1994) research.
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felt particularly strongly about having childrem, merhaps they felt that having children
was an important aspect of adulthood or ‘womanhodelirther, around half of
interviewees who had not had children reported figawanted them at some point in
their lives. This desire was expressed more freipyehan one for relationships or
marriage.

Although two interviewees were told that they sldonbt or could not have a
relationship, get marriedr have children, somdike Michelle, were ‘denied’ the
possibility of having children but not the possiilof having relationships. May and
Simpson (2003) highlight the way in which until th860s and 1970s, people with
learning disabilities were dissuaded from marriaged that this was because it was
equated with parenthood. During the 1970s, with tpeater availability of
contraception, a form of ‘companionate marriage'svwalvocated (2003:33), where
procreation, or even sex, was not a feature. Maly&mpson suggest that the right of
people who have learning disabilities to parenthbasl only been acknowledged in the
last ten to fifteen years. This acceptance of paldr aspects of sex and relationships is
reflected perhaps in this study, although an aecwmgt of parenthood by family
members appears to be limited. Aunos and Feldm@@2{2found that the majority of
the parents described in their own study of theaesh literature were against marriage,
even where their (adult) child used contracepfforThis suggests that change might be
slow.

It is important to note however, that most intervees had never been told
directly by their parents or families that they could natéd a ‘normal’ sexual life. In
Jean’s exceptional case, her mother appeared ty timgt she could become a mother,
without referring to this possibility directly. Jeseported the following:

She picked this book up and she cut this partlbutas about a woman that had
epilepsy And she had a little girl...Because | always useddap to my mum,
after she got that bit of paper, I'd love a childtan (66)

192 Gender was not referred to, and no reason was @drehese opinions.
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Jean had physical impairments as a child and héepsp throughout her life, so being
shown this article was significant to her. Althoudgan did not suggest that she was
encouraged to have relationships (and reportednignid difficult as a young woman to
get out to socialise), and did not report beingay encouraged to have a family, this
indirect suggestion that it was acceptable to lsalded and be a mother is important.
Jean mentioned this action by her mother more timae, and it appeared to have made
a strong impression on her. However, few womenntegasuch positive encouragement
to live what might be considered a ‘normal’ lifedasuch ‘normal’ lives were portrayed
for most interviewees in normative terms that lshkeexuality to marriage and

parenthood as | will go on to discuss.

Marriage and Children: Normative Accounts of Sexuality

Much of what interviewees reported families to haasd showed that these families
held normative views of sexual life that explicitimked sexuality with marriage and
having children. This was reported by interviewae®ss the age range, as evidenced in

the following examples:

My mum says ‘you’ve got to be married before yotehads.’Michelle (29)1

It's thanks to my grandma really, she explained wwhaas aboutwhy you had
these things; ‘it's because you're becoming a woméour body’s changed so
that you can start to produce eggs and if you naeleoy, if you meet someone
and get married and then he can pass on his s&adtierine (54)

Michelle’s mother directly links having children thi being married. Katherine’s
grandmother more implicitly links becoming a wonmamd having the bodily ability to
have children with meeting someone, getting maraed procreating. In relation to
Michelle’s comments it might be assumed that geimeral differences might have been
reflected in what her mother told her: although ynaeople do get married before
having children, this trend is changing (Haste 1%dhardson 2000).

Other comments by interviewees about what theremta had told them in

relation to sex and marriage reflected genderedpeetives, again irrespective of
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respondents’ ages and the generational differetieesnight reflect. For example, the

following respondents reported their parents’ sgyin

‘Save yourself, don’t give in too easiliKatherine (54)

‘Don’t let anybody touch youVicky (28)1

Although these comments do not explicitly refertale or female sexual partners, they
are nevertheless reflective of gendered discourseslation to sexuality. Katherine’s
mother seems to be suggesting that Katherine sheaidto have sex with the ‘right
person’, and probably for marriage, but also thet should not ‘give in’ too easily.
Katherine’s grandmother also referred to how ‘gogots’ behaved in particular ways:
‘good girls don’t give in on the first date’, alsoggesting that a woman’s involvement
in sexual activity is related to ‘good and bad'dda ‘submission’ and ‘passivity’.

Vicky’s parents similarly cast her in a ‘passivele — she might be ‘touched’,
but not the ‘toucher’ — and portrayed touch in plogfve terms. It can be argued perhaps
that these learning experiences are not restriictetie lives of women with learning
disabilities. It might be further argued that thesemments suggested that these
women’s families were preparing them for a sexifat klthough Katherine is being
warned not to ‘give in’, she is not being told sfennot have sex, or that she cannot
have sex before marriage. However, such accounsexifality are highly regulating,
and in Vicky's case at least, as a young woman feogounger generation, relatively
unexpected. It is therefore possible that thesenative frameworks of sexuality were
applied to these womdmecauseof their ‘learning disability label’, and that thenight
act to dissuade them from exploring sexuality. Tdesdered sexuality, framed within
particular normative forms of sexual life, serverégulate and constrain. By presenting
sex within narrow terms, the alternatives availaiieluding the possibility of same-sex
relationships, having short-term relationships, abr having a sex life that is not
dependent on having a relationship at all, are wiesic Whilst | focused earlier on the
ways in which sex, marriage, and/or parenthood waestituted by families as

something that some respondents should not, odametl have, these normative sexual
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discourses introduce a value to sexual acts thghtract in a more subtle way of

disciplining respondents in relation to sex. Thedsxourses were accompanied by a
strong narrative that frequently presented sexuatit negative terms; as something
‘dirty’, ‘disgraceful’ and ‘unsafe’.

Framing Sexnality as ‘Negative’

Cuskelly and Bryde’s (2004) research has shown plaa¢nts in particular can feel
negatively about the sexuality of their adult sand daughters with learning disabilities.
As well as sex being depicted by family membensdmative terms related to marriage
and having children in my own study, it was alseéeonfspoken of in terms that
categorised it as ‘dirty’ and ‘shameful’. Debordbr, instance, reported that when she
had once said something about sex to her motherhatl been told not to talk about
‘dirty things'. It is interesting that when | ask&kborah if she had been told anything
about sex by her parents she said ‘no’, and yetgoild that sex is ‘dirty’ sends a very
powerful message about what it is and what it is Katherine’s recollections of what
her grandmother had said suggested that her grdhdmalso made a connection
between sex and ‘shame’ or ‘dirt’: Katherine repdrthat her grandmother had said that
‘the act itself is nothing to be ashamed of’, yle¢ $s also suggesting, by her use of the
word ‘ashamed’, that it might be. Katherine commeenbn this, saying ‘a lot of
grandmas would say it was dirty, you haven’t gottalk about it." In the following
example, Jean related how her family might consagrwatching sex on television to
be a ‘disgrace’:

Jean: It's getting worse thfthe television] for things like thafsex].
Elizabeth: Why would you say it was worse? Whadtanat worse?
Jean: | don’t know, really. Even if there was lanfion | would, if there

was sex in | would, | think | would just turn itesv| think in case
my family comes and asks ‘what are you watching fibm, it's a
disgrace?’ Because that’'s what my family are like.

Jean (66)2
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These examples show how strongly sex can be related negative terms; it is
something to be ashamed of, and it is also songetthiat we should not talk about
(because it is so ‘bad’). Interestingly, Jean’s nwnts show that her family’s opinions
in relation to sexuality are influential on Jeaadions. Foucault (1990) describes the
way in which we are self-disciplining; we are natlyocoerced into acting in certain
ways by direct means, but also in indirect wayschhiely on us disciplining ourselves.
Here Jean is still governed by her family’s opiiofwhich are in turn governed by
wider discourses), even though they are not phigiaéth her. Again, whilst there is no
explicit link between families relating sex withridlisgrace/shame and the prohibitions
in relation to sexuality reported by respondentstlen basis that they have a learning
disability, the degree to which these negative etspaf sexuality are represented within
the data suggest that there might be one. Furthrewuld like to suggest that this focus
on sex as dirty/disgraceful/shameful, might bedithko gender on the basis that sex and
gender have been linked to what is ‘good’ and ‘bad suggested in the previous
section. Women, for example, are more likely tacbasured for enjoying sex than men
(Lees 1993, 1997).

Sex was also explicitly linked to safety by sori¢he interviewees’ families. As
already discussed, | would suggest that there wasoag element of protectionism
involved in the ways in which families presentedusdity. Sexuality is entangled with
notions of risk and safety in general discourseppee 2000), especially within the
context of HIV and AIDS. Further, the notion ofkis also strongly linked to discourses
around learning disability, with its constructioaded on ‘ability’, and more particularly
in relation to learning disability and sexualityd$® and Jones 1994). As suggested
earlier, Katherine’s grandmother had, in Kathesnetvords, ‘mollycoddled’ her,
possibly on the basis that she had an intelledtodirment and/or had been labelled as
having a learning disability. She had also beemdinb up differently to her sisters who
had what she described as more ‘freedom’. Katheganes the following examples of

how her family tried to help her ‘stay safe’:

She[Katherine’s grandmotherfried to keep me as safe as she could, knowing
what to expect from boyKatherine (54)
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Being safe appeared to involve knowing what to &otp from ‘boys’ (boys were
‘different’ to girls), but also included using camds. This latter focus was unusual in
relation to the data more generally, and showetKhtherine was seen as someone who
might (and could) engage in sexual activity. Howevhis sexual activity was seen
within a wider discourse of safety, where she ndd¢deknow what to expect from boys
to keep ‘safe’. Although it was not clear what &8afight mean specifically, sexuality
(and pregnancy) was frequently discussed by irgemwes in terms of risk rather than
enjoyment. This general stress on safety, althqueghaps necessary (Alaszewski and
Alaszewski 2005, Brown and Scott 2005), is oftemegative’ discourse, suggesting
that either women who have learning disabilitied/anwomen in general are at risk
sexually — physically, and perhaps, emotionally. $=tt and Jackson (1996) have
highlighted, a tension exists between pleasuredamder in relation to sex, particularly
in relation to women.

It is clear that interviewees, despite some sugyggthat their families told them
very little about sexuality, learnt a great deabatbwhat it meant (for example that it is
linked to marriage and parenthood), that it ‘wasfoothem’, and that it could be ‘dirty’

or unsafe.

Sexual or Intimate Relationships

Three interviewees explicitly referred to learnialgout sexuality from having sexual

relationships or encountéfd These references included:

I know about sex, | had it befordeanette (509)

I've learnt more from the onfoyfriend] I went with[than being at schoql]
learnt more Michelle (29)I

193 |nterestingly however it was only the male memlmérheSex, Love and Relationshipsurse that
mentioned learning about sex by ‘doing’ sex (in panson to the female course participants, whandid
mention this).
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These comments were in response to a question latiore to where and how
respondents learnt about sex, and highlight theoitapce of learning about sex and
relationships by the ‘doing’ of sex and relatiopshiJeanette’s first reference in relation
to where she had learnt about sex was to theHattshe had ‘had it before’, suggesting
that this experience was significant in the develept of her knowledge of it. Michelle
suggested that she had learnt more from a sexlaioreship than she did at school,
again highlighting the importance of experience.

McCarthy (1999) has highlighted how her own resjgoms felt that they learnt
about sexuality by the ‘doing’ of it, and how sebyaabusive experiences were
particularly referred to in relation to this. Sevaut of the ten interviewees in my own
study, who reported experiencing sex or havingtielahips, spoke negatively about
them®. Some interviewees, for example, learnt that Sexetationships could be
violent and exploitative: of the four interviewee#io had been or were married for
example, three had experienced physical violenbarlGtte, for example, learnt that her
husband could hold more power than she could bygusis knowledge of her likes and
dislikes against her. Charlotte’s husband would@®é&er into sleeping with friends and

neighbours in this way:

Because th@pension]book was in his name, he signed it, he held theesnche
paid the way...He would get what he liked, and Idikbeese, | liked yoghurts, |
liked fruit and he knew exactly what | liked, ahdl didn’t do that to please him
he knew exactly how to get me back, you know, t'iyglu’re not getting this,
you're not getting thatCharlotte (56)

He used to fetch my past up...that was so unfaiknesv that when | was at
home | was interfered with by my broth€harlotte (56)

This manipulation was directly linked by Charlotte her intellectual impairment, as
well as the way in which she had been labelledaagnly a learning disability. In this
instance Charlotte’s husband was wielding financahtrol over her, as well as his

knowledge of what she desired, and coercing her timt passive role associated with

194t is important to note however that all thoseefationships at the time of interview spoke pwosiy
about them.
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both gender and learning disability (Oliver 1990,0rkt 1993b). Perhaps more
disturbingly, but also relevant to the discussibese, is the way in which he used his
knowledge of her sexual past against her. Welleigal (1994) (whose UK research,
conducted over eight years with surveys of 18,8@6 and women aged sixteen to fifty-
nine, and is described by the authors as ‘a stddgte twentieth century lifestyles’)
have shown that the ‘double standard’ that refldwis women have less sexual ‘leeway’
than men is still in place, despite increasingbetal attitudes towards sex. Other work
has also discussed this, for example Hollway 1984lby 1990, Lees 1993, 1997 and
Richardson 1997. These experiences highlight theimwavhich women bear the burden
of (male) sexuality (Lees 1993). In her ethnogratudy of children attending primary
school in the UK, Renold (2005) found that thisdemed sexual responsibility is carried
by girls as young as eleven. In relation to beibhgsad by her brother, Charlotte was
disbelieved and sent from home, compounding theeséimat she was responsible for
what her brother had done.

This sense of sexual responsibility was also eepegd by Michelle. Michelle
was described as a ‘slut’ by her father for havanglationship with someone who had a

girlfriend, as evidenced in the following quote:

My mum said my dad kept calling me a slut, andyharg. ‘Cause hgher
boyfriend] was going out with some other lass at the timal A& was sleeping
with both of us. Anddot a reputation. Being called one of thavlichelle (29)I

Lees (1993, 1997) has highlighted the way in whichng women are labelled ‘slags’
for showing an interest in sex. Although such comisethough gendered, might
therefore apply to non-disabled women, it neveeb®l compounds the sense that
sexuality is ‘not for’ Michelle, a woman labelled having a learning disability.

As suggested earlier, Charlotte felt that her hodbhad treated her in
particularly violent and manipulative ways on tresis of her impairment and learning
disability label. Similarly, Katherine, whose husbdavas physically violent, stated that
she had been targeted for being ‘vulnerable’ bat,tmore positively, she had learnt

from this:
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He [Katherine’s husbandjaw that | was vulnerable, and he saw that | wassly
controlled, easily persuaded. He thought | wouldseeneone who would just
automatically do what he wantedatherine (54)?

But | wouldn’t be as naive as | was, having expexee this. | wouldn’t be as
naive, | would know what to look out for now and %oaow, | would know if the
relationship was worth pursuingtatherine (54)2

It is interesting that whilst Katherine makes & lbetween vulnerability, and the way in
which being overprotected can compound this, ske akes the words ‘he thought |
would be someone who would just automatically datie wanted.” This suggests that
she thought that she mightt be someone who would do what her husband wanted. B
experiencing a ‘bad’ relationship, she was capaibléearning how things might be
different, that her impairment might not stop hesnfi learning that things can be
otherwise, thus challenging her socially constrdictginerability.

Whilst most respondents who had been married discushis experience in
negative terms, Liz expressed positive feelingsiaibers. Although | found her difficult
to understand, Liz conveyed her feelings for hesblamd by asking me to get a
photograph album from a shelf, which she openeshtiw a picture of herself and her
husband on their wedding day. Stroking his pictuid her finger affectionately, she
said ‘my husband, my husband.” Throughout the wun¢er, despite my limited
understanding of some of her comments, it was ¢hestirshe felt positively about him.
Jane’s comments too show that she had learnt dbeyiositive emotions relationships
can bring — whilst not married she was in what appe to be a stable relationship. This

is evidenced in the following exchanges:

Elizabeth: So, how did you meet your boyfriend?
Jane: He works ifnames sheltered employery].
Elizabeth: Right, so you met him at work?

Jane: Yes. ‘Cause | fell in love with him.
Elizabeth: Why did you fall in love with him?
Jane: | fancied him.

Elizabeth: What made you fancy him?

Jane: Being romantic.

Elizabeth: He’s romantic?

Jane: Yes.

Jane (39)
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It is clear that respondents, like other women, Bagderienced positive and negative
aspects of being in a relationship, thus learnibgua particular kinds of sexuality,
relationships and emotions. However, two resporgdelectly linked theirmegative
experiences to having been categorised as haviegriaing disability and/or as having
an intellectual impairment, and positive experieneesre described by a minority. |
would now like to move on and look at the role ofnhal settings in relation to sexual

accounts, starting with an exploration of staffesidential settings.

Accounts in Service Settings

Staffed Residential Settings

Of the fourteen interviewees who reported receistaff support in their homes, eight
interviewees lived in residential service or supgdrliving-style accommodation, one
lived in a ‘family placement’, and one lived witlethhusband — all with twenty-four
hour support. Three lived alone but with regulaffssupport at particular times of the
day or week, and another lived with a family memla¢so with additional regular staff

support.

Table 4:Breakdown of interviewees by living arrangement

Small group home (up to six householders) 7

Residential home (seven householders or abjote)

Family placement 1

With partner, 24 hour staff support 1
Lived alone, with regular staff support 3
Lived with mother, with regular staff support 1

Research has shown that staff can be highly infiakan service users’ lives (Robbins
1990, McCarthy 1999, Murrayet al. 1999, Johnsoret al 2002). Respondents’
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comments tended to suggest that members of stadf ma significant sources of sexual
information or support in relation to sexuality,infercing similar findings in
McCarthy's (1999) study. In relation to sex andateinships, some respondents
suggested that they would actively avoid discussimmout sex with staff, or would not
talk to them if they needed advice. Liz for exampldo was married and had carers
working and sleeping in her home, said that sheldvoat be able to ask staff for advice
on things like condoms.

Others felt that staff might be approached witlerestion. For example Dorothy
said that she felt she could approach staff ‘&elitit, but not much’ and whilst Susan
had told the staff who worked with her about besegually attacked much earlier in her
life, she was also concerned that they did not éutlabout what she had told me during

her interviews. Sally too suggested the following:

Sally: I would tell thenpstaff] some things but not other things.

Elizabeth: What things might you talk about?

Sally: Well | wouldn’t be, | wouldn’t be comforiabto tell them that |
did it. But other stuff I will.

Elizabeth: So you mean if you had sex?

Sally: Yeah

Sally (25)I

Although most respondents did not give explicitsmres why they did not speak to staff
about sexuality, their responses suggested that was because sexuality was a
‘difficult’ and embarrassing subject. This was sogipd by the way in which those
respondents who reported talking to staff aboutugkty avoided ‘explicit’ subjects.
Although such subjects are sometimes difficult &mybody, including non-disabled
people, to discuss, professional staff play a eémtle in relation to supporting people
with learning disabilities in all aspects, inclugithe sexual and emotional aspects, of
their lives. As the Department of Health (2001a:843 highlighted: ‘Good services will
help people with learning disabilities develop oppoities to form relationships,
including ones of a physical and sexual naturevbuld suggest that in order for this to
happen, both staff and service users need to éively comfortable with each other
when talking about sex. Katherine, for instanceggssted that it might be useful to be

able to talk to care staff about particular things:
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| think if you had a problem and you did have someegou could confide in with
itd be a good thing. Like a key-work& or counsellor or a social worker or
somethingKatherine (54FG

Although | would not suggest that staff needed ¢ocbnsidered the friends of service
users in order to support them in relation to sbuand whilst | recognise there might
be difficulties in maintaining a professional rdiériendship becomes a part of that role,
I would argue that if service users consider daffriends, or to be like friends, it might
be more likely that the sensitive subject of seityiadd addressed. Although I did not ask
all the respondents whether they considered stafibers to be friends, those | did ask
said ‘no’ (although Anne described her carer aspleson she was ‘closest’'td.
Generally, however, staff were clearly demarcategheofessionals’.

Other barriers to talking about sexuality wereoakvident. Most of those
interviewees living alone (three out of four) diavie staff support on a regular basis, as
well as contact with social workers, but this kimfdcontact had less potential to provide
them with emotional support, mainly because ofléwel and type of support received
(for short periods of time and for specific and allu practical tasks like help with
shopping or housework). Additionally, the availépilof social workers was not
guaranteed. As Michelle pointed out, she foundfitcdlt to get in touch with her key-
worker when she wanted to talk about a relationgtép she was having problems with,

as evidenced in this comment:
| phonedkey-worker]and he just was never theiMichelle (29)

The overall impression that | gained from the dages that respondents did not
necessarily find talking to staff about sex or tielaships easy, or that staff approached
respondents to talk about these, making this ernls@’ that suggested that sexuality was

a ‘difficult’ subject. This ‘silence’ was particulg significant as few of them talked

105 A key-worker is a paid professional who is dirgec#isponsible for ensuring that a service-userésine
are met on a day-to-day basis.

1%This might have been because she was a live-im ttaaeshe had shared her home with for ten
years.
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about these matters with anyone else, includinghgps unlike non-disabled people)
their friends. However, despite this silence imatieh to respondents’ own sexuality,
other people’s sexuality was sometimes discussdatl staff. For example, Vicky
reported that in her home, staff would talk aboueirt personal lives, and Sally

suggested that she discussed other people’s reis with her carers:

...like rumours that | heard, gossipally (25)I

This suggests that sexuality might be a relativelynfortable topic if it was ‘distanced’,
and about somebody else. This has the potentiahderline the notion that sexuality is
something that happens ‘out there’ and is not d& pgror likely to be a part of,
respondents’ personal experience.

In the previous section | suggested that familgoaats of sexuality underlined
the kinds of discourses that render people, andicplrly women with learning
disabilities, as sexually ‘unintelligible’. This wareflected only twice explicitly in
respondent’s accounts in relation to residentialises. For example, Julia perceived
that she was directly prohibited from having reaships whilst living in her
(residential) home. Interestingly this prohibitiaas not gendered, but applied to all the
people living with her:

Elizabeth: You live with two men, do they havdrginds?
Julia: No, they’re not allowed.

Elizabeth: Who said that?

Julia: | don’t know, staff said.

Elizabeth: So the staff had said to all of you —

Julia: We’'re not allowed.

Julia (25)I2

Whilst it is unclear whether staff in Julia’s horaetually said this, the fact that Julia
perceiveshis to be so is her ‘reality’, sHeelievesthat she cannot have a relationship,
which is as limiting as if it were the case. As f€r@nd Brown (1994) have noted,
service staff are strongly influential on the way which service users perceive the
world, and research has suggested that some pedpléearning disabilities are unsure

of their sexual rights, including their right toveaa relationship at all (O’Callaghan and
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Murphy 2007°%. In this study, Julia’s perceived prohibition extls to her male
housemates, and there is therefore a sense thag livthis residential environment, an
environment which is different to other people’srteenvironments (Julia was aware
for example that her siblings were married), ‘naliyf brings with it certain (sexual)
prohibitions, although these are not necessarilydgeed. Julia seemed unsure about
why staff, as she perceived it, might be stoppiegfrom having relationships, and this
again represents a ‘productive silence’ where witils reasoning behind the prohibition
is omitted, the connection between Julia’s ‘diffese’ and the apparent impossibility of
relationships is made clear.

Julia also reported that she was told that shédooot get married, something
she knew made her ‘different’: she had for exancpl@mented that her father could get
married, whilst she could not. She also felt the bad little control over prohibitions

made by staff (and her parents), as seen in th@niolg quotes:

If staff think I'm getting married I'd get into tuble. Julia (25)I

Elizabeth: Do you think it's right that people caay you can’t have kids?

Julia: | don’t know.

Elizabeth: Do you ever feel annoyed with peoplemthey say that?

Julia: It's nothing to do with me, it’s to do Wistaff.

Elizabeth: You getting married, don’t you thinktk your decision?

Julia: No, it’s not.

Elizabeth: It's not your decision?

Julia: I’'m not allowed, | was told | was too old.

Elizabeth: Too old?

Julia: Yes, I'm not allowed.

Elizabeth: Would you ever consider doing sometluiegpite being told not
to?

Julia: No I'm not allowed, I'd be in trouble.

Elizabeth: What would ‘in trouble’ mean though?

Julia: | don’t know.

Elizabeth: Do you know what would happen?

Julia: | don’t know.

Elizabeth: Would you ever go against what somelboldyyou to do?

Julia: No, I've got to stick to the rules.

Elizabeth: You've got to stick to the rules? Wail shat?

Julia: Staff.

197 |n research which assessed 120 people with legdigabilities’ understanding of the law, in the UK
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Elizabeth: And are you okay with that?
Julia: I’'m not too sure.
Julia (25)I2

Julia did not seem to think that she could do vehawanted or resist in any way. When
| asked her if she felt that it might be upher whether or not she got married, Julia
replied that it was not, and when | asked her & wlould consider doing something that
staff had told her not to she replied that she @adt and said ‘I'd be in trouble.” Julia
was not able to tell me what being ‘in trouble’ mitignean or what would happen if she
was. She simply said ‘I've got to stick to the mileWhen | asked Julia about her
feelings in relation to these constraints she #aadl she did not know; that she was not
sure. Traustadéttir and Johnson (2005) have hilgtadythe way in which people with
learning disabilities can ‘give in’ to others. Gehl1999:456), in relation to his UK
interviews with five men and two women with leamidisabilities on their perceptions
of staff in the services they used, suggests thalassive acceptance of external power
was characteristic of participants’ accounts, evdren it impinged on major life
decisions.” Harris (2003) further argues that ibple cannot relate their actions (i.e.
choices) to the things that happen to them thegldewvthe belief that they are powerless
and take on passive roles. Julia’s suggestionghatmight be ‘in trouble’, if she got
married, was echoed in an interview with Anne, was fifty-five, and yet referred to
herself being ‘naughty’ when she refused to do wihet carer asked of her. This
suggests not just that these women ‘comply’ (o) motelation to the people that work
with them, but also react as if they were less thdult. It is interesting that both Anne
and Julia see agency as something that might ntedma tnaughty’ or likely to break
rules. Scior’s (1993) research found that someeofrespondents too, were referred to,
or referred to themselves, as if they were childvéhin service settings.

It was suggested by another interviewee, Susanstathi who worked in a larger
‘old-style’ residential home that she had livedpireviously had told her that she could
not have a boyfriend. When | asked her about tiésrgplied:

Well only the staff when | lived ftame of home]I’'m not supposed to have a
boyfriend Susan (56)?
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Susan seemed to think that she was told not to haveyfriend in order to keep her
‘safe’. Susan had been attacked and raped some gadier and this prohibition (if
indeed it was a direct prohibition rather than —4samore likely — a suggestion not to
have a boyfriend or even a particular boyfri€fdwas, perhaps, an attempt to protect
Susan, who had a particular fear of sex. As alreadygested, attempts at protection
however might serve to leave these respondents vadmerable, and certainly serves to
constrain what they can and cannot do. Rather liem Susan to find ways of dealing
with what had happened to her in order to help teermove on, have another
relationship, and manage risk, this action suggemts staff felt that avoidance of the
issue was preferable.

Whilst these reports suggest a prohibitive stanceslation to respondents’ sexuality,
Jeanette reported an encounter that underlinedvéhyein which sex might take on
negative meaning within residential settings. Ie tbllowing example she describes

being sexually attacked by a fellow resident intibspital institution she had previously

lived in*%®

Jeanette: | got wrong for [being raped]And | got grounded for it.
Elizabeth: You got grounded for it?

Jeanette: Yeah. | did.

Elizabeth: But you were raped.

Jeanette: | was raped.

Elizabeth: Why did you get grounded?

Jeanette: Well (they) told me it was my fault. Aedthe attackerot sent

to court for it.
Jeanette (5098)

And | got wrong. | got grounded. | couldn’t go outwenty-four hours...
Grounded me. | had to be checked from the doctidri’'t have a period for six
months. And then | went to the general hospitatheoclinic. To get a thing up
me. A finger. Make it cleaner. And was cleaned wiponge. And then | had a
coil fitted in. And after that when my periods wheavy, very heavy, | had it put
out and had my tubes tied...l felt awful when | hiad toil fitted in. | felt
uncomfortableJeanette (509)

198 |n hindsight | would have followed this commentinprder to find out more about it.
199 jeanette did not say at what age this happenédijJ®mn the contextual information she gave me this
experience might have occurred at any time (aglalt)aup until the age of around forty.
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Clearly, being raped by a fellow resident was iefitial on Jeanette’s subsequent sense
of herself in sexual terms, as she decided nevenatee sex again on leaving the
institution where the rape occurred. In relatioriite meanings that might be associated
with this experience, Jeanette reported that othadssuggested that the rape was her
‘fault’, echoing discourses that suggest that mamehdifficulty in controlling their
sexuality, and that women are responsible for eémguhat this sexuality is curbed (Lees
1993). It also reflects the argument that womentntalke care not to ‘arouse’ this
uncontrollable sexuality, often seen in relatiortlte way in which women dress. It is
important to note that whilst Jeanette is suppgsatl/'fault’, she is also ‘grounded’,
suggesting that her autonomy could also be cudiaierther, the word ‘grounded’ is
often used in relation to teenagers, suggestingJbanette related to a less than adult
status. Todd and Shearn’s research (interviews with parents of eighteen adult
daughters and fifteen adult sons with learning ldigees) showed that parents, whilst
constructing their children as childlike, also rgeised their offspring had adult
gualities, and framed them as adolescent: a ‘beétavial between status’ (1997:348).

The events that happened after Jeanette was rguessilfly including an
abortion or forced sterilisation given her descoip), represent further invasive and
uncomfortable experiences for her over which shpears to have had no control.
Whilst Jeanette later said that it waer decision to have a coil fitted, in this passage
there is a sense that Jeanette’s control of hertmwdy had slipped away from her. This
is important to note given that the rape also gmts a lack, or loss, of control. Thus
the rape (and sexuality) is something that candamekte’s ‘fault’. This is given further
meaning by the actions of those around her, scttieatape, and what follows, becomes
something uncomfortable, out of her control, ‘ditghe needed to be ‘cleaned’) and
‘wrong’.

Women with learning disabilities have clearly hadit fertility regulated in the
past, particularly during the eugenic period. Réaesearch suggests that in service
settings their use of contraception is controllddicCarthy 1998a, 1999). Further,
Stansfieldet al’s (2007) retrospective case note study of a#nmals to the UK Official
Solicitor's Office between 1988-1999, for the disation of people who lacked the
‘capacity’ to make this decision, showed that 998d h learning disability, with 96% of
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referrals for women, and with 75% of referrals mégeparents (usually the mother).
Seventy-five percent of referrals were in relatitin single people, who were not
considered likely to enter a relationship of anydki although some (12%) had
previously experienced sexual abuse and 27% wenersjiaged between twelve and
seventeen, at first contact. Additionally, althougk majority were classed as between
‘moderate to severe/profound’ learning disabil®5% had ‘mild to moderate learning
disabilities’. Previous to the 2003 Sex Offenced, Abose classed with ‘mild’ to
‘moderate’ learning disabilities were not considete be sexually ‘at risk’ in relation to
the law, in the same way as those classed as h&egugre’ learning disabilities (and
described as ‘defective’) (Robbins 1990, Gunn 19%l)s therefore significant that
those classed as ‘mild’ to ‘moderate’ in Stansfieldal’s study, whilst apparently
considered able to give consent to sexual actiwigre nevertheless referred for
sterilisation. The main reason given by Stansfietdal for referrers requesting
sterilisation was the perceived risk of pregnararyd the authors note that sterilisation
does not protect against other ‘risks’ (such asuaky transmitted infections), thus
making ‘procreation’ and associated parenting g8sie. Reasons for not using other
contraceptives included the limited awareness efprson for whom sterilisation was
requested of contraceptive options, referrers wgnto avoid the use of ‘horrible’ or
harmful injections or drugs, adults’ lack of ahjlitand occasionally because referrers
feared that the person’s child would be born withirmpairment. Seventy-nine percent

of applications were approved by the court. Théaeust of the study state that:

It appears that sterilisation was not being useckriable a positive sexual
relationship free from worries of pregnancy, buthes, for fear of the
unexpected...We hypothesise that request for stdidis may be driven by a
combination of a fear of the risks associated wita person’s transition to
adulthood, parental contraceptive attitudes, thguirement for a permanent
solution to potential pregnancy and concern abobb would care for any
grandchild. (2007:577)

This research suggests, unlike the wider populat@ople, and particularly women,
with learning disabilities, continue to experiertbe procreative control of others over

their own bodies.
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I will now turn to another formal service settindpe organisation where the
women’s group met, and the course on sexualitynsr More than half of the focus
group participants and interviewees had attendesl ¢burse, which represents a
challenge to the generally ‘negative’ discourseriad learning disability and sexuality

discussed so far.

The Sex, Love and Relationships® Course

Elizabeth: Do you know what condoms are?
Deborah: No. Are they for your periods?
Deborah (46)

Davies (2000) has highlighted the lack of sex etionaaccorded to disabled people,
arguing that ‘We have been excluded from most efdbminant socialization processes
that help teach and prepare people for love, sexrdgimacy.” McCarthy and Thompson

have similarly argued, in relation to people widarnning disabilities, that knowledge

about sex is:

...picked up gradually as we go along, often in thienf of euphemisms, jokes

and hints and often from written sources. Peoplté \earning difficulties are at

a great disadvantage in this. They may not be @btead or understand sexual

innuendo (although like others, they may feel untessure to pretend they do)

and they may not have anyone to help them make snts (1992:4)
The authors therefore argue that ‘formal sex edwmtator people with learning
disabilities is clearly more significant than fother adults’ (1992:4). This issue was
highlighted by Jean, an interviewee, who was a naznolb the planning team for the
Sex, Love and Relationshipsurse, and who suggested that the course wastanpo
because many of those attending it, including yeurgarticipants, lacked knowledge
about sex.

Before discussing th8ex, Love and Relationshipsurse | will briefly describe

the role of school and college, and other formdtirsgs in which sexuality might be
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discussed. School was not generally reported byorefents to be a place in which
sexuality was talked about. Four of the interviesyedl aged over forty-five, suggested
that sexuality was not discussed at all. Othergesigd, as one woman described it, that
talk focused on ‘the basics’; physiology, pregnarayd contraception.

Day services and college classes were also rdfeiweby respondents as
locations where sexuality was sometimes discuddedespondents were able to report
in detail on their experiences of day services aalleges in relation to sexuality,
although both focus group ar&kx, Love and Relationshipsurse participants listed
these as places in which sexuality might be foryndhrnt about. One interviewee
mentioned that hygiene had been taught on onegeotteurse, and another mentioned
that she had been taught about condoms, and hosetthem. Although one interview
participant stated that she had learnt about sgxuyaimarily on one of these college
courses, she was unable or unwilling to discusg Wi might have included.

These few comments suggest that sexuality was dedft in terms of
physiology, pregnancy, contraception and hygiemadbical aspects) rather than wider
issues around negotiating sexuality and relatigssireflecting the kind of information
provided in schools. Whilst sex education might deen to be ‘lacking’ by both
respondents and the wider literature (Brown 198%yrian and Huckle 1995,
Shakespearet al. 1996, Gillespie-Sellst al. 1998), it seems that it is particular aspects
of sexuality that are in fact ‘missing’: the emai and social. This focus on the
biological gives an account of sexuality that leavet issues related to gender (despite
its focus on male/female anatomy), and how peopteract. When Chivers and
Mathieson (2000), who developed a training packalgeut sex and relationships for
Australian staff working with disabled people, atkdisabled Australian men and
women about what they wanted to know more aboutrdlation to sex and
relationship5'®, respondents answered that they wanted to knowthasocialise with
potential partners and/or how to ask people outnidon (2004) has argued that an
emphasis on sexual health in schools limits youegpfe’s ability to become sexual
agents. Chivers and Mathieson (2000) suggest futtiee a limited ‘biological’ focus

disconnects intimacy, desire and pleasure, from. Séxs lack of focus on the

10 The authors did not state how many people thekespm
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pleasurable aspects of sex represents a ‘missiagoulise of pleasure’ (Tepper
2000:283) or ‘missing discourse of desire’ (FIne88P Tepper (2000) highlights the
way in which a lack of inclusion of pleasure, orside, in sexual discourses
disempowers and constrains disabled people, pltiguisabled women, by failing to
suggest that they can be sexual agents, capabéxoél pleasure.

In contrast to this, th&ex, Love and Relationshigsurse was seen by most
respondents attending it as an important sourdafofmation on sexuality’. Of the
sixteen interviewees, nine attended the courseoétige focus group participants, half
had attended. With the prior knowledge that mangpoedents had attended this
coursé™ it was deliberately referred to in the focus grand interview schedules. It is
important to note that the inclusion of such a sewlongside other courses at the centre
where the women'’s group met (as well as the sulbjeséxuality on courses within day
services and on college courses for people withnieg disabilities elsewhere) suggests
in itself that people with learning disabilitiesarpcularly those beyond school age,
might specifically ‘lack’, or want, particular infmation on sexuality, or might find it
difficult to understand or retain the informatidmat they are given. Why this might be
the case was not something that was explored fullthis research (and would have
required research with formal organisations in ptdelo so).

Two of the focus group participants said that thag only ever learnt about sex
or relationships on th&ex, Love and Relationshigsurse, and Katherine (who had

previously been married with some sexual experieacd Jean reported the following:

...it wasn't until the ‘Sex, Love and Relationshigsurse that I'd seen condoms.
Katherine (54)°

| didn’t know anything about pregnancy, but we l@adideo and we watched it
see. We've got one at the organisation where theseois held, and | used to

1 However, not all respondents had attended thesedorlearn about sex or relationships, or only
because of this. Other reasons included beingtalget out of the house, being able to spend tiitie w
others, or simply because ‘they had been askeudfil@ireasons were also given by those attendieg th
course during my observation of it.

M2 The course facilitator drew my attention to therse early in our relationship, informing me thatry
of the women attending the women’s group had atemaed the course, and that it might thereforefbe
interest to me.

147



watchllig. And | watched one about relationships atidhis, sex and thatlean
(66)1

For these respondents then, tBex, Love and Relationshipourse was
perceived to be their first chance of finding obbat particular aspects of sexuality,
usually considered to be ‘common knowledge’. Asviglent, the course covered similar
‘biological’ aspects of sexuality that might begatiin schools. These aspects were seen
as important, for example th8ex, Love and Relationshigmrticipants | observed
commented in particular about the biological aspent the course, for example:
‘masturbating’, ‘erections and orgasms’, ‘penisesl aszaginas’ and ‘condoms’ (see
Appendix Twelve).

However, the course went beyond this biologicadeas to cover institutional
abuse. The following is taken from my observatiantes of a role play that initially
included two of the course planners (volunteers ¥garning disabilities#), who played
‘John’ and ‘Sarah’, and a female course facilitattio played ‘Sarah’s’ friend.

‘John’ (carer) follows ‘Sarah’ (service user) inday service toilets. He tries to
kiss her and touch her. She backs away/says ‘n®.5&ys she is a ‘spoilsport’
and leaves. Sarah tells her friend, who with Sarglermission, informs the day
service manager. He (the day service manager) tal8srah, listens to what she
has to say and promises to deal with it.

The group splits into two (men/women) to exploréatis abuse/sexual abuse?’,
‘what should happen to the carer?’, and ‘how wesdct’, ‘rights’, and ‘who
might help?’

One respondent also spoke of a women-only versfotneo course where they were
visited by a woman from the local Rape Crisis Garii¥hilst this kind of course content
underlines the risky nature of sex, and perhapstheerable status of people, and more

particularly women, with learning disabilities, tis&x, Love and Relationshipsurse

113 jJean does however contradict this when she refiat$ier mother gave her a book on pregnancy, and
it is worth noting that Katherine had also sugggsiet her grandmother had shown her condoms at an
earlier date. Despite this discrepancy | would ssgthat the course made a significant enough
impression on both of these women for them to nth&se comments, and that more information on
condoms and pregnhancy might have been made awatlabhhem than previously.

114 Although the role plays usually started with tledunteers playing the roles, participants were ligua
asked to take part as characters once the ‘scéhaddeen established, thus giving them a chamtact

out’ these situations and practice how they migtave in them.
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also provided its participants with ways of dealwgh risky situations, thus also
challenging the assumption that people with learnifisabilities (and women) are
necessarily vulnerable. Or&ex, Love and Relationshipsrticipant | observed stated
that knowing that nobody could force him to have s&as an important aspect of the
course.

One of the most appreciated aspects of the couasetive way in which it made

learning fun — particularly with the use of rolay| as the following examples illustrate:

But she[the nurse teaching them about contraceptotid]it in a fun way, you
know.Katherine (54FG

Well, you get a bit of a laugh out of it with thee plays and thatlean (66)?

Role play was consistently cited as an importapeetsof the course by interviewees,
and participants on the course (as observed dumpgparticipant observation) also
highlighted it as one of the things about it thegyt most liked, with comments ranging
from ‘quite good’, ‘good and funny’ to ‘excellentiVhilst role play was considered to
be fun, it might also be particularly useful inatn to helping participants gain the
confidence to deal with unfamiliar situations, asllvas perhaps familiar situations that
they previously might not have known how to deahwi

As suggested, a ‘limitation’ of the sex educatimme respondents reported
encountering more generally was its focus on tbéobical rather than the emotional or
social. Whilst the ‘biological’ was deemed impottdyy the participants | observed,
other aspects of the course were also highlighited.importance of feelings was made
clear by one mal&ex, Love and Relationshipsurse participant who said that he felt
that the course was important in relation to ‘wivatfeel and that.” Also, Katherine, an

interviewee, particularly appreciated this aspéc¢he course:

Before | came tdthe centrelall | knew was the bare facts, you know. How you
did it. And what could happen if you didn’t takeegautions. But they didn't tell
you about the emotional side. Or the other thinggt tgo with it, you know.
Whereas the ‘Sex, Love and Relationships’ courss.dib gets you involved in
the emotions of it and everythingkatherine (54FG
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My own observation of the course showed that fgslinvere a strong focus, and
examples of this included participants exploringitifeelings in relation ‘fancying’
people and giving/receiving compliments.

In addition and in relation to the way in which lfags were an important
inclusion for discussion, th8ex, Love and Relationshigpurse seemed to provide
participants with a safe space in which to talkwtsexuality, underlining the fact that
sexuality was something that could be talked didanhd was an experience relevant to
this group. The course also gave respondents apptes to explore their feelings in
relation to sexuality and, sometimes, uncomfortabtperiences. Susan, for example,
said that the course provided her with an envirartnie which she could talk safely
about herself and her own experiences, and saifbtlosving about this aspect of the

course:

Because it's an important thing for me, talking abevhat's going on, my

life...Talking about my own body and thaSusan (56)

Susan’s comment about being able to talk aboubbdy, and her experiences, echoes
Millard’s (1994) findings, where women’s group mend discussing sexuality
particularly valued the opportunity to talk abowxsal abuse, and have their own
experiences listened to.

One of the course leaders commented, once | hagleted my observation of
the course, that this was the orfex, Love and Relationshigeurse he had been
involved in where nobody had been in tears aftéking about sexually abusive
experiences. This underlines the way in which tbarge potentially provides ‘safe
space’ to talk about sensitive issues. All thoseeriiewees who had reported
experiencing negative aspects of sexuality (abasexXample) suggested that they had
had little opportunity to talk about their experes and that they would have liked the
opportunity to do so. Although this might have béana number of reasons, shame or

embarrassment for example, Michelle suggestedsti@tould not talk about an abusive

115 However, one of the last exercises on the couobsérved was for people to ask the ‘rudest’ qoesti
of the planners and facilitators that they couidkiof. Whilst this ‘opened’ up the space for the
discussion of subjects that might have been coreideude’ in other contexts, it also reinforcee th
association between ‘rudeness’ and sex.
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relationship that she had been in because ‘I ceiftmy mum and dad about it
though...l don’t want to worry them.” Sobsey (1994kHighlighted the fact, that in the
US and Canada at least, support services in relatiosex offences, are difficult for
people with learning disabilities to access. HoweMcCarthy (1999) notes that in the
UK, mainstream services are beginning to look agsaaf increasing their accessibility
for disabled people. (Indeed, within the North EasEngland, where this study was
conducted, Newcastle City Council recently comnoissd the Rape Crisis Centre to
explore ways in which this might happen, as remblt¢ Howlett and Danby 2007.) In
this study, the course was one place in which gebp the opportunity to talk about
their experiences, important when other opportesito do so might be lacking.

Whilst | have outlined here perhaps the relatisthaightforward ways in which
information on sexuality is given on this coursehd&ve suggested earlier that
knowledge(s) are not simply about information begien, or not. Knowledge(s) are
also value-laden, they convey messages about whagood’ or ‘bad’, what is
acceptable or not. | would suggest that the vecy thaat this course discusses sexuality
at length in a number of different ways challentiess notion that sexuality is ‘not for’
people, or indeed women, who have learning digedsli and that it is not something
that is talked about, and is therefore ‘dirty’ arong’. Implicitly, by its inclusion of a
range of subjects, it suggests that sexuality imetsbing that participants might
experience, and deal with. Explicitly, exercisdee la role play that explored how a
couple might challenge parental and day serviceatlefh their relationship, underlines
the notion that people with learning disabilities &oth sexual and adult. | include an

extract from my observation notes on this here:

Two day service users ‘Alice’ and ‘David’ (played/ bhwo of the course
volunteers) are sat on a park bench. They disdusdi¢s they've told their
parents so they could be together. They say themsmand dads don’t trust them
(despite being thirty and thirty-four). They waatie treated like adults.

They (‘Alice’ and ‘David’) ‘should’ be at the dayesvice. The day service
manager comes to look for them. He is on the phtmeéAlice’s’” mum,
promising that he would try and find them and thatwould tell her when he
had. He finds ‘Alice’ and ‘David’ and tells themaththey have to come back to
the day centre. They refuse and he says that hglohe their mums and that
they (the mums) would come and ‘drag them back.’
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The role play continued, punctuated by discussioninclude a subsequent meeting
about the ‘situation’ between service staff, ‘Alicend ‘David’, and ‘Alice’ and
‘David’s’ parents. This meeting gave ‘Alice’ and alid’ the chance to talk about not
being treated like adults, and to negotiate a comjme whereby they spent time
together outside of the day centre, but told diafbre they went out. This role play, and
discussion surrounding it, gave participants thgoofunity to explore their rights in this
situation, and ways of negotiating it.

Whilst the course highlighted a number of issuesgelation to the sexual rights
of people with learning disabilities, and challedge®me of the ways in which these
might be constrained, | would also suggest that khewledge(s) conveyed by the
course might also uphold and underscore partidutats of (gendered) sexuality. As |
have indicated, men and women were broken into searate discussion groups at
particular points in the course. For example, thexzurred when the group were
exploring what ‘sex’ was, and how ‘fancying’ someomight feel. This separation
might suggest that men and women have differenemspces of sex, or different
feelings, and that men and women might not feel fodmble talking about their
experiences together.

Two role plays in particular reinforced gender steypes. The role play
described above relating to abuse involved a mhailesexr and a female ‘victim’. The
other role play explored how to approach a potemstner, with the person being
approached being a female and the person doingpgpeaching being a man. Whilst
these are implicit references to gender stereofyiatherine and Jane (interviewees)
referred to a number of ways in which the womerymelrsion of the course might have
madeexplicit references. Both referred to learning about hogy tbould attract men,
and Katherine described this in terms of ‘how taat a man’, and how to find an
‘ideal’ man. Both women referred to being given tpmportunity to have ‘make-overs’
and Jane talked about the course including infdonain ‘how to be a woman.” Quotes

relating to these activities include the followiegamples:

| learnt that you can emphasise parts of your bodgke them more attractive to
a man.Katherine (54)
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Elizabeth: What kinds of things do you[da the coursé]

Jane: Like, how to be a woman.

Elizabeth: Could you tell me more about ‘how éosbwoman’, what kinds of
things do you do?

Jane: You wear perfume and you wear make-up ak.waaed being
independent.

Jane (39)

As these activities were not elements of the courseserved, and other courses had
included make-overs, it might be that the womeneweferring to these by accident.
However, both women had attended women-only vessioh the Sex, Love and
Relationshipscourse (I attended the mixed-sex course) wiely have included these
activities. When | attempted to verify this wiBex, Love and Relationshipsiners,
none had led this women-only version of the courkavever, it was felt thaf these
things had been discussed on a course, it was lketg to have been on a different
course to theéSex, Love and Relationshipsurse. Nevertheless, the inclusion of these
activities at the centre, whether on tex, Love and Relationships on other courses,
suggests that gender stereotypes were underlined.

Hockey and James (2003) describe the preoccupatipoung girls with clothes
and make-up as ‘the male in the head’, suggestiag hoth womenand men are
influenced by these (hetero)sexualised norms. Thadiseourses potentially limit
women’s behaviour (Bartky 1988)would also suggest that they might make a woman
feel ‘unwomanly’ should she choose not to subscribethem. As Butler (1999)
suggests, to lie at the margins of normality isisk gender unintelligibility.

However, they are also, arguably, invisible as wontoo, with the label of
‘learning disability’ overshadowing their status wemen (Davies and Jenkins 1997,
Baronet al 1999). Historically, women with learning disatids have been seen as in
need of protection and/or discouraged from beingale or having sexual relationships
(particularly where there is a risk of having chéld). Any recognition that this group
are women (however normative) could be seen as some form pafrafioxical)
‘progression’ (Barron 1997). Whilst feminists woulsuggest that adherence to
normative feminine roles is problematic, Begum @:99) highlights the difficulties and

tensions that disabled women face:
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As disabled women our experiences of institutionshsas the family are
significantly influenced by the pressure of conwaml gender-role distinctions.
We either make a positive decision for politicapersonal reasons not to ascribe
[sic] to traditional roles, or we fight very hard tonform to the ascriptions
which classify us as “real women”.

The course, in implying that all women’s experienaaght be the same as each
other’s, or all men’s the same as each other's, slgjgests that these experiences are
likely to be heterosexual ones. Although the coumsge generally included same-sex
relationships within discussion (for example, thagluded same-sex couples in an
exercise where participants matched famous couplds each other, and included
guestions on the ages of consent for lesbians agdrgen in a ‘question and answer’
session on ‘the law’), it also implied that hetenagality was the norm, both by its
separation of male and female discussion groupd,itnrole plays that focused on
heterosexual relationships and interactions.

More generally, despite the potential challenge tbé Sex, Love and
Relationshipscourse to the notion that sexuality is ‘not foromven (and men) with
learning disabilities, its challenge sakngsideother, wider accounts of sexuality. For
example, Jean suggested she did not want a redhtmras seen in the following quote,
where the only reason she could give for her opim@s because of her having had
epilepsy: ‘I've never ever been interested in lddton’t know why. Might be the way |
was when | started epileptic fits, you don’t knowowever, despite having been on the
Sex, Love and Relationshigeurse, and having been involved in its planning a
implementation, that:

Well, I've never had a lad in my life, never. lfeocame to the door | would just
chase him away. It never bothers us, never...beinghen‘Sex, Love and
Relationships’ course, it still doesn’t bother niea lad"*® came (near me) |
would just chase him. | don’t want a boyfriendelar have.

Jean (66FG

1% jean consistently used the word ‘lad(s)’ whenrsferred to men (a use | confirmed with her after t
focus group where she first used the term). Otlemen too referred to men as ‘lads’.

154



This suggests that th8ex, Love and Relationshigsurse in itself is not influential

enough to dislodge more ‘negative’ understandirigeeruality.

Conclusion

In this chapter | have highlighted some of the aote that respondents reported having
come into contact with. Although there seemed t@ lperceived ‘lack’ of information
on sexuality in family and residential service isgf$, | have shown that although this
might seem to be the case, particular accountexiiadity were nevertheless present.
These included what might be described as ‘prodedilences’ that suggested that sex
was either something that could not be talked glmus something that was ‘denied’ to
respondents on the basis of their ‘difference’ frather people. These ‘silences’,
however, sat alongside direct prohibitions that esded the sense that many
respondents were ‘unintelligible’ as sexual sulge@n the other hand these were in
some ways challenged and contradicted by the norenajendered accounts that
appeared to suggest that a ‘normative’ gendered (hatkro)sexuality was possible.
Additionally, wider accounts suggesting that sexswdirty’ and ‘unsafe’, might
reinforce prohibitions whilst also reflecting genel#® discourses. Some women also
learnt about sexuality by being in relationshipsd dhat these could be violent and
exploitative. As with some non-disabled women, sdiyiwas thus cast less in terms of
desire or pleasure, than in terms of danger.

TheSex, Love and Relationshipgurse was seen as important by respondents in
relation to learning about sexuality. Whilst it é@ed on ‘functional’ biological aspects
of sex, it also, in addressing wider aspects, ioiplisuggested that sexuality was a part
of respondents’ and course participants’ lives. Therse was cited by respondents as
particularly useful in the way in which it made heiag fun, addressed emotions, and
operated as a relatively safe space in which tdoexpsexuality. However, it also
appeared that it might have underlined particulandgred discourses in relation to
sexuality, along with other courses at the centre.

It is clear that these sexual accounts differ iffedent contexts and differ

between respondents, and that sexual knowledgeysii@spite the attempt here to tease
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out the ‘what’ from ‘where’, intersecting and irdeting to give each respondent a
unique view of what sexuality is, and how it mightate to themHowever, it is also
true that these accounts represent particular kafdsexual ‘scripts’ associated with
gender and learning disability, including the swgigm that motherhood in particular, is
‘not for them’. The accounts and discourses ari@d by the course, whilst potentially
challenging other accounts and discourses, alsceftire exist alongside and are
entangled with them.

In the next chapter | will explore family and inigtional practices that were, or
have the potential to be, influential on responsiesgxuality.
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CHAPTER FIVE

Institutional Practices and Their Influence on Sty

Introduction

In the previous chapter | focused primarily on #teounts of sexuality that respondents
reported encountering in family and service segtirig this chapter | will explore the
institutional contexts respondents lived in, witirzular reference to the more tangible
or direct family, service and professional stafégiices in these contexts. | will focus
here on the ways in which such practices affeasgandents’ constraint and/or agency,
and how they might influence respondents’ sexwasli In relation to service settings |
will specifically examine respondents’ accountsesfidentialservice settings’.

Although | make a distinction here between accowamd practices, in reality
these intertwine and are difficult to disentandie particular, this is because practices
can reflect and reinforce accounts and discouFsmsexample, if a discourse or account
suggests that people with learning disabilitiesusdhaot have sex, and an institution’s
practices include not allowing people with learntgtigabilities to have visitors in their
rooms, the practice underlines and is congruet thi# account/discourse.

In the first half of this chapter | will set oubrae of the ways in which family
practices appear to act, or act potentially, tost@mn or facilitate agency in
respondents’ sexual lives. | will begin this seetiby looking at the impacts and
potential impacts on sexual choice and agencyrmdeof the way in which decision-
making was sometimes taken out of respondents’$idrav transitions from parental to
own home or residential care were delayed or faeaccur, and how some respondents
experienced abuse within parental or marital sgdtitn the second half of the chapter |

will look at agency and constraint within formalngees: in relation to where

"7 This is because residential settings were bott feguently discussed in terms of service settings
and because their role was arguably more signifigslhrespondents included in this section lived i
twenty-four hour staffed homes (ten respondentstal lived in such homes). In using the term
‘residential’ | am in this instance includiradj staffed homes, not just those formally designated
‘residential homes’.
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respondents lived, who they lived with, and theiperiences of day-to-day decision
making; and in relation to the effects of sociahsaint: the way in which day-to-day
activities and relationships revolved around specifmited, heavily supervised and
learning disability-specific social spaces.

Throughout this analysis | will highlight a numbefr issues (some of which |
have already highlighted in the previous chaptet am continuing to highlight here)
that appear to impact on respondents’ choice ard@g including those of capability,
dependency and protection; restrictions on traorsstifrom child to adult status; and
limitations on social networks and activities. ggest that these potentially affect what
respondents know about sex, the sexual partneyanthg or may not meet, and the way

in which they might be able to live their sexuskb and develop a sense of sexual self.

Family

The Role of Families in Decision-mafking

As has already been suggested, the category ohitepdisability’ is associated with
notions of capability and dependency. Further, ighlighted by theValuing People
White Paper (Department of Health), people withrewa disabilities ‘often have little
choice or control over many aspects of their liv@)01a:2). Rolplet al (2005) have
highlighted the way in which families (as in pageand siblings) tend to be central to
the lives of people with learning disabilities, amibst interviewees in this study
reported a relatively high degree of family invatvent in their decision-making, as |
will show.

Relationships between respondents and other fammgmbers were both
complex and influential. Although such influenti@lationships were often associated
with parents, it was also striking that four iniewees reported siblings’ involvement in
their lives. This involvement appeared to assunpseudo-parental role when parents

died"'8. The following example shows how difficult it wés Mary’s siblings to see her

118 These observations are related to the older womhenhad lost both parents. More generally, ashall t
younger women had at least one parent alive atrtreeof interview, it would be difficult to say wtteer
changing notions related to learning disability htigave brought changes for the younger womendn th

group.
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as someone capable of making her own decisions taefather died, resulting in them
disagreeing over how to deal with decisions intretato her life. In the first quote,
Mary is referring to when her mother died, and $ister arranged for her to move in
with her, and then into a residential home. Theosdcquote was in response to a
guestion about whether or not she would have likekdave lived on her own, after her
father had died:

It was because my sister wouldn’t let me live with dad you see...l didn't
really want to leave my dad but my sister said ‘Warou’ve been afMary’s
parent’s housefor so long, you need some private life for yolirsghe told me
to. She said ‘If Mary wants to go it's up to hefsahd that's what | didMary
(78)

I would have liked to have had a flat on my ownthah my sisters wouldn't let
me.Mary (78)I

In both quotes Mary suggested that one or morersistould not let her live
where she wished, and although one of her sisfgreased to be arguing for Mary’s
benefit (a ‘private’ life), it is clear that thisasnot what Mary herself wanted; it seemed
to Mary that she was not being listened to. Wheé®@svhat might be the reasons why
her sisters did not want to her to live with hethé& (from what she reported he would
have benefited from her continued presence), Malg e that she did not know of
any. Other interviewees, who had had similar densimade on their behalf, also
reported not being clear on the reasons why thesesidns where made, turning this
into a shadowy process not deemed to be of thacera

Sibling opinions in relation to Mary’s intimatefsel life also came to the fore,
reflecting the way in which her siblings disagremer the few decisions she had made
in relation to this. Although in the following exg@fe, Mary’s comments seem to
suggest that one sister defends Mary’s right to endécisions, which can be viewed
positively in light of the previous quotes, in dgirso she also denies Mary the

opportunity to defend heswn actions. These examples, as recalled by Maryr tefe
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two of Mary’s sisters’ comments at the end of hermage, after ten years of physical

violence:

(My sister said) ‘“You should only have been frierydal should only have seen
him at the centre and then been on your own andwaouid have been better
off.” Mary (78)I

(My sister said) ‘It was Mary's own future, she whkmking to her own
future...she can do what she likes now, and leavalbaee.’Mary (78)I

In these examples, Mary had previously been insitipa to make the decision
to marry, but the first sister criticises this dgen by suggesting that she should have
‘only been friends’ with the man who became herbamsl. Although this comment
might only be associated with the subsequent vagekary experienced within her
marriage, it could also be inferred that as a déeshlwoman, she should not have taken
the risk of having an intimate relationship in tfiest place, thus connecting with
historical notions that people with learning didigéles should abstain from a sexual life
(which was linked with marriad®, see Craft and Craft 1979, Lonsdale 1990, May and
Simpson 2003). It might also be associated withrtbgon that people with learning
disabilities are asexual; Mary’s sister might beegjioning Mary’s ‘need’ to take a
friendship any further by getting married. Mary hddr example, described this
relationship in terms of companionship. As alreaglyggested, the second sister
potentially denied Mary a voice of her own.

Sibling involvement in decision-making also affsttSusan, particularly in
relation to her only intimate long-term relationshiSusan spoke of her brother
frequently in interviews, and it was clear that diséened to him, and acted on his
advice. The following examples relate to Susangagement to a man who was one of

four residents of the same small residential hamehich she lived:

My brother said ‘don’t get married, stay engagedis iexpensive to get
married’...
Susan (56)>

19 Although companionate marriages based on friepdséwe also been advocated in relation to this
group (Craft and Craft 1979, May and Simpson 2088kuggested previously.

160



He [Susan’s brotherfidn’t want anything to happen to me. If therets/thing
happens to me my brother will go mad. If (my fiaweants to have sex with me,
if my brother gets to find out he’s having sex witle to have children, my
brother would go mad...‘cause he doesn’t want usat@tsex.?° Susan (56)*

Susan was one of the interviewees who reportednpaleen the subject of
sexual abuse. She had been attacked and rapegbahger age, and when asked if her
brother might have been concerned about her seafietly, she agreed, replying that he
‘just wants me to be safe.” Although Susan’s brotivas clearly concerned for her
welfare, and was possibly using the expense of égding as an excuse to dissuade her
from marriage, it could also be argued that witlpland support Susan might have been
able to deal more effectively with what had happeteeher and to cope with a sexual
relationship and marriage (an argument made eanlieglation to Susan in relation to
professional staff support). It might also havepbkdl her find the confidence to talk to
her fiancé about what had happened to her, songeia had felt unable to do. Susan
was clear that she would have liked to have taldmout what had happened to her, but
that she had not had the opportunity to d§’so

In these examples, Susan’s brother, as Mary'srsistay have been, appeared to
be (according to what Susan had said) equatingiagarwith sex. Susan’s brother also
appeared to be equating sex with Susan’s partoesse for children, although this
might be because Susan’s partner did want childresomething she might have
communicated with her brother. Getting engaged end in a relationship was not
deemed an issue, and it was assumed that Susanolvatready having sex. As May
and Simpson (2003) have highlighted in relatiom&n and women who have learning
disabilities, historically sex was not necessasgen as an element of marriage, and
people with learning disabilities have to some eiteeen allowed to ‘play’ with roles
like engagement or marriage, as long as they hawaimed from sex or more

particularly, having children, which they argue l&®n the crux of concern in relation

120 Although Susan is using the present tense, stedaging to the past.

12L\why this was the case was not followed up. Abuas mot a topic that | had intended to explore,iand
was only in later interviews, after intervieweesrtiselves had brought this subject up, that | dedtiety
asked respondents about their experiences of talithout abuse, and only afteeyhad introduced the
topic.
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to men, but more particularly women, with learnidigabilities. In this instance, and
perhaps unusually at this point in time, when sexl anarriage are less closely
associated than previously (Lees 1993, 1997, Wik al. 1994, Jackson 1997, Walby
1997), Susan’s brother reflects a normative dissmtimat links marriage with sex.
| would argue that despite the idea that Susandthbr is being protective

because of her sexual experiences, there is evadeina wider desire to protect Susan
from other experiences that he seems to feel tiatcannot cope with. This desire is
effected through the active denial of Susan’s vgsiier example, Susan’s brother, and
other family members, were also involved in shigddher from the deaths of her father

and mother, as evidenced in the following quotes:

And after hgSusan’s fathertlied, | didn’t go to the funeral...‘cause | had t© g
on my holidays, to go away. ‘Cause they didn’'t weuet to be there, ‘cause it
might upset meSusan (56)°

(My brother said) ‘I wouldn'’t trust her to go todhchapel of rest to see her
(mother), because it would upset me. So | just stoppetienrhouseSusan (56)

|2
When | asked Susan ‘Would you have liked to haveegm the chapel of rest?’ she
answered ‘I would go, to see her, respect for mynthd'he brotherly, and probably
loving, desire to protect Susan invalidated hehess It is clear that Susan was unable
to ‘fight’ against this as her acquiescence shdwss veto might also have denied Susan
the opportunity to get ‘upset’, or to ‘face’ deaslnggesting that ‘upset’ is not something
people with learning disabilities (or the peopleward them?) can cope with. The word
‘trust’ also suggests that Susan might not justugetet, but might do something that
others would find difficult to deal with. This prifdition is akin to the denial of
respondents’ opportunity to take risks. This questig of Susan’s ability to cope with
death (and sexual relationships) also confers anahehildlike status. As already
discussed in Chapter Four, respondents spoke ékptitbeing treated like children.

However, it is important to acknowledge that peoplth learning disabilities
may resist attempts to control their lives. Jeanefcample, who used public transport
independently, reported that:
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Me sister doesn’t even like that. But | don’t cats, my money!...the other ones

[giblings] were pleased about it but this one is the onlywhe’s not.Jean (66)
I

| think she thinks I'm going to fall off the busditl once but I'm all right now
with it...l haven’t said anything yet to her about.just kept it quiet from her,
for now.

Jean (66)2

Here Jean resisted both her sister's suggestiarstigashould not use public transport,
and suggested that she did not care about her'sisf@nion. Her suggestion that her
sister ‘doesn’t even like that’ suggests that tisees makes comments about Jean’s life
relatively regularly. Jean highlighted the way ihigh other family members were

‘pleased’ for her independence and the way in whatthough she fell off the bus once
(this, Jean said, had caused her sister's fearcshenued to use the bus, much like
anybody else. However, it is also clear that JeéirtiHat she could not openly suggest to
her sister that she had ignored her feelings omtager, and had kept it ‘quiet... for

n0W1122.

Delayed Transitions
Another factor related to family contexts was tkadth of time spent living in the
family home in comparison to non-disabled growgaluing Peoplestates that ‘Most
people with learning disabilities live with theimarhilies’ (Department of Health
2001a:70), giving a national figure of 60% of adigple with learning disabilities living
with their families, with Rolptet al (2005) suggesting a similar figur€his is a large
proportion, although Irwin (1995) has suggested yloanger (non-disabled) people are
staying at home for longer.

As suggested earlier, four of the older interviesvaethis study, aged between
mid-forties to late-seventies at the time of intew; reported living with parents until
one or both of their parents had died. Orlowska9%)Shighlights the way in which

many people with learning disabilities only move ofithe family home when there is a

122t is also interesting to note that she did natsjion the right of her sister to know.
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crisis in the household, a point also highlightathim the VValuing PeopléWhite Paper
(Department of Health 2001a), which underlines way in which such crises might
involve the illness or death of a carer, as in ¢ases here. In this study, the moves
amongst this older group typically occurnetien the respondents were in their forties.
Additionally, two of the younger interviewees livadth parents: Jane (aged thirty-nine,
who though expressing a wish to live with her partmad made no practical plans to do
sd?¥ and Sally (aged twenty-five, with no plans tovieahe family home). Two other
younger interviewees did live outside the home, kYi¢twenty-five, who lived in a
staffed home and reported that she had left horegaltproblemg®) and Julia (twenty-
five, who reported that she had left the family leobvecause her social worker had
decided that she should). Given the reasons theg ga leaving home, these two
younger respondents might also have remained atehimm longer under different
circumstances; their reasons for leaving did ngteap to be wholly based on choice.
Another younger respondent, Michelle, who is twemtye, did live in a flat on her own
but lived above and next door to relatives and esged frustration at their inability to

let her have her independence, describing them as:

Too much in your face... everyone knows your busiiviskelle (29)I

Hockey and James (2003:57) argue that ‘the...rigitepa of the modern
western life course which emerged in the mid-nieetie century continues to occupy a
hegemonic position.” Thus, key life transitionseliknarriage and employment are an
integral part of the way in which individuals gadwmlult status. Thé&/aluing People
White Paper (Department of Health 2001a) highlightst poor planning has affected
young disabled people at the point of transitido edulthood. Based on fifty interviews
with service managers and professionals, as wellaad including, interviews with
fourteen service users and parents of service ,useud follow-up interviews with

eighteen key professionals and nine service useesifs in the UK in relation to

123 | also sensed that this outcome was unlikely -ef@mple Jane only ever spent time with her bayttie
on her day service work placement, he never visichome or she his, and the women'’s group
facilitator intimated that her parents were ovetgctive (she was surprised for example that Jane’s
parents had supported Jane’s involvement in thearek, as their previous actions in relation tedan
involvement in similar activities suggested thatytimight stop her).

124 She chose not to explain what she meant by thfarimer questioning.

164



transitiort?®>, Hudson (2006:49) argues that ‘compared with nisalled young people,
the experience of those with learning disability ttransition] is characterised by wider
scope, longer duration and attenuated experiences.’

With reference to the older group described in $higly, it could be argued that
a ‘normal’ life, and ‘normal’ life transitions, mig have involved leaving home to get
married. Hockey and James (2003) have argued thatiage has been a particularly
important marker of the transition from childhoadadulthood, and citizenship. (For the
younger respondents in this study, further or higbgucation and more particularly
employment®®, and their association with economic independemight be considered
to be the current markers which confer this statith) the decline of the importance
given to marriage [Lees 1993, 1997, Welliregsal 1994, Jackson 1997, Walby 1997,
Giddens 2001, Jackson 2067)) In the older group most of the respondents kspo
had not been or were not married (of the intervessy®ne respondent was married and
three had been — but of these, one married in dterfbrties, and one in her fifties,
leaving only two who married in their twenties). iFtpossibly explains why some
respondents remained at home, when other siblefgs |

In addition, two of thanterviewees who lived in the parental home uritdit
parents’ deaths, and Katherine, who moved out@htime to marry, returning after her
divorce four years later, reported taking on thadgeed role of their parents’ carer in
the absence of their siblifg& Mary describes this role in the following quotes:

| looked after them since | left school, you seg.tWb sisters were married, and
my brother was nearly getting married, you see, sm@n. So | was the only one
left at homeMary (78)I

| had a long life looking after my muiary (78)12

125 Respondents included men and women.

126 \Walby (1997) has argued that employment and eituchive been increasingly accessible to women.
Further, Hockey and James (2003) cite employmeatsagnifier of adulthood. Few (one quarter of the
sixteen interviewees) of the women were employad,reone worked full-time.

127 Hockey and James (2003) suggest that sex is alsn@ortant marker that has superseded marriage for
younger generations. However, May and Simpson sidlye opposite, that with (they argue) the decline
in significance of employment as a signifier, mage, and more particularly parenthood, may now
‘constitute perhaps the defining stages in a jopfrem childhood to adulthoodMay and Simpson
2003:28).

128 Although it also likely that men with learning dislities also take on this role.
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The role of a person with a learning disability iegr for others is a relatively
unacknowledged one, whereby those seen to be id oké&are’ themselves act as
carers (which might explain why it is unacknowledgat is difficult to reconcile the
idea of someone who has a learning disability, smmaevho is defined by their lack of
capacity, with the idea that they are capable &intaon such a role. This role is
additionally, when applied to the general populatiperceived to be a gender-related
one, and is more usually taken on by women (Fin@89]1 VanEvery 1996, Skeggs
1997). Here the agency conferred by the move fimenfamily and childhood home on
marriage (or in the younger respondents’ case gmpat or vocational or higher
education) is limited, with this limitation compaded by its relationship with gender.
There is also a suggestion, in Mary’'s case, thatrtlle was taken on as a default; she
was the only person left at home so it was ‘natdinalt she should adopt it. Although it
can be argued that non-disabled women frequenitly tan the caring role with adult
family members, | would argue that the additioreadkl of opportunities that the older
interviewees in the study felt they had to marry deave home, and the younger
interviewees to find employment, increased thelik®d of this happening for the
respondents here.

Mary’s experiences of looking after her parentstied what she could do, where
she could go and who she could meet. This seeméeé tmmpounded by the lack of
support she received from her siblings, suggestetidn concerns that she could not
leave her parents, inferring that her siblings saweason to relieve her of her role and
give her the opportunity to go out. This pointattack of awareness of Mary'’s siblings
of her need for social and physical space. Maryresqes her limitations in the

following quotes, which also express her feelinfggesponsibility towards her parents:

| didn’t go out very much when | was looking aftey mam and dad...but you
see | was frightened to leave them...there was nolwoldyk after them if | went
out you seeMary (78)I

Oh, | felt terrible when | couldn’t go outlary (78)I
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Many interviewees, like Mary, described having tiedli social circles, particularly when
living in the family home, with friends and acquiainces restricted to family and family
friends. Although marrying in her twenties, Katmeri- who referred to having had little
opportunity to mix with either boys as a child (skent to a single-sex school, unlike
her sisters) or with men when she was older, met thesband through family

connections. This is described in the following guo

Well, it was strange really because his grandmaothdaw is my grandmother.

And | was at his grandparents’ house one day aresstys ‘by the way, this is
my grandson.” And that's how we met. | met himistghandparents, you know.
And a few weeks later he was there again. And hieeinvited me up to meet his
parents, and that was it, you knoatherine (542

As suggested in relation to Mary, not having theiospto get married might have
delayed the transition from family home to indepamdlife for some of the older
respondents. For Katherine, marriagas an option, but despite the way in which this
marriage was seen by Katherine as a form of libmrétom her family and childhood

home, she commented:

| felt like 1 had exchanged one restrictive place &nother, if you get my
meaning? | felt as though | hadn't been allowed hHave any freedom
whatsoever...I felt as though | had exchanged onefsetles for another, you
know.Katherine (54)°

Here Katherine clearly felt the restrictions ofitig at home, believing, in her opinion,
wrongly, that marriage would lead to an end to th&lon-disabled women might also
have expressed similar wishes and disappointmemteter, Katherine reported having
made the decision to leave her family for marrige Wwith little or no experience of
what men were like. As suggested earlier, she tegdhat she felt that she had been
‘protected’ from men, unlike her sisters, and tties was directly linked to her having
been categorised as having a learning disabilitagth&rine also reported that her
prospective husband was the only man who showedtarest in her, and because of
this she decided to marry him. Like many of theimiewees, Katherine reported having

had limited social networks — particularly in réat to men who she felt she did not
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‘know’ or ‘understand’. Further, it seems that otheutes to independence were not
available. This last example suggests that evenrevioedinary’ or ‘normal’ transitions
were made, some respondents experienced constielatisd to being labelled as having

a learning disability that made it difficult foreém to lead ‘ordinary’ or ‘normal’ lives.

Excperiences of Abuse

McCarthy (1999) cites a number of research studieEh suggest that people with

learning disabilities (both men and women) are niikedy to experience sexual abuse
than the general population. Sobsey’s (1994) wdehiifies a number of reasons why
this might be the case, including inadequate kndgde lack of assertiveness, and the
location they find themselves in as a result ofilg\been labelled ‘disabled’. In the

previous chapter | suggested that respondentsriexpes of relationships and sexuality
were informed by, and contributed to, their underding of sexuality. | suggest that

negative experiences in relation to relationships$ sexuality might act as constraints on
respondents’ own sexuality (Kelly 1988). In relatim family, two interviewees, Susan

and Charlotte, reported being sexually abused itmjlyamembers.

These experiences clearly affected these respasidemwledge of sexuality, as
well as how they acted later in their lives in tiela to their willingness to have
relationships. This can be seen in the followinghenges with Susan, who had been
sexually assaulted, first by a brother and therstaypeone else (though not a family

member) that she knew:

Elizabeth: Do you think that this experience hffeded the way you view

men?

Susan: I would meet men, but don’t go out withheatber. I'd just talk to
them. | wouldn’t go out with them. | wouldn’t got@any more
with them.

Susan (56)

Susan: | don’t want men to have their thing betwegnlegs, because |

saw a programme about people going to bed togethed. you
could see them lying on top of each other...It wasohitely
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painful. | said ‘I'm not going through that’, becse they could
have their sperm into you. Because that’s what bapd to me.
Elizabeth: Do you ever think you might be ‘missiog on sex?

Susan: No, | wouldn't like it, it would scare mecduld feel it now, | can
get the feelings now. Because when someone meitiongust
upsets us.

Elizabeth: Just talking about it?

Susan: Oh aye. My inside goes up, aye.

Susan (56)

In these examples Susan’s experience of sexua#yblkeen constrained in a number of
ways. Firstly, although Susan suggested that sbendt want a relationship, she
described having had one relationship with a math whom she was engaged. Susan
reported that although her partner wanted to haxeadth her, and to have children, she
refused him. She told him that she disliked himctong her breasts, and also reported
feeling uncomfortable with him kissing her on tigs! Susan did not feel able to tell her
partner what had happened to her previously arsdntiaide their relationship difficult as
he was unable to understand her reasons for natingato participate in sexual acts.
Susan’s experience also appeared to affect hedifrgaof television programmes
depicting sex, as evidenced in the second quotsarSperceived sex to be painful
regardless of whether these images were intendd toositive or negative, and was
unable to accept, when | asked her, that sex niglenjoyable. This might be explained
in terms of Gagnon and Simon’s (1974) sexual ‘s$shjjin that Susan learnt via her own
experience that sex was painful and traumatic,thacefore linked this ‘script’ to other
people’s experiences of it.

Sex was something that Susan found difficult td,tand even think, about.
Sexual abuse was a form of practice that ultimatelystrained Susan, and two other
interviewees’, subsequent sexual lives. Argualdtys ts also the case for many non-
disabled women (Kelly 1988). However, as suggesienymber of factors increase the
possibility of women with learning disabilities eeqgencing sexual abuse. Importantly,
all the women | spoke to who had experienced seabase suggested that they found
this experience difficult to talk about. They didtrseem aware of the support services
that might be available to them that might have ené&deasier for them to ‘work

through’ their experiences, and ‘move on’ to haveocamal’ life.
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In this first section of the chapter | have expbbisome of the family practices
that might have influenced respondents’ abilityekercise agency. | will now go on to
look at the ways in which residential services aeasidential service practices might
have influenced respondents.

Formal Institutions

As well as ‘producing’ particular accounts of selkyaformal service providers, like
families, are also potentially influential in retat to theirpracticeson the agency and
choices of service users with learning disabilitids | have suggested, general policy
relating to people with learning disabilities andre particularly theévaluing People
White Paper (2001a) highlight the need to ensuaé pleople with learning disabilities
have choices in relation to all aspects of theedi as well as rights, independence and
inclusion, and requires that services work towdhgse aims. However, Harris (2003)
has argued that people with learning disabilitiesndt necessarily know what choices
(which are limited anyway) are available to thenudis have suggested that staff
working directly with people who have learning digiéies influence the level of choice
that this group have, sometimes in seemingly negatiays. McCarthy’s (1998a) study
shows the often unwanted influence of others, ohiolg staff in service settings, on
women with learning disabilities in respect to desi about their hair, clothes, weight
and contraceptionFurthermore, general constraints specific to theuonstances that
people with learning disabilities experience, sashlack of privacy or independence,
can also impact on choice, as | will highlight hefdese constraints also have the
potential to affect the ability of people with Iéag disabilities to develop sexual lives
and a sense of sexual self by limiting their oppaities to find and conduct
relationships. As argued previously, normalisingqgtices within concepts such as
normalisation and SRV, might act as further, buthpps less obvious, constraints —
particularly in relation to gender and (hetero)ssity In the following section | will
explore aspects of constraint and agency in reldatcservice settings, with a particular

focus on residential service settings.
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Excperiences of Long-stay Institutions

Life for people with learning disabilities in lorsgay institution&® has been relatively
well documented (for example, Ryan and Thomas 138%) it is clear that life in these
institutions was difficult. Two of the interviewe@s this study, both women aged over
fifty, referred to living in long-stay hospitalsréiar in their lives (the running-down of
these institutions accelerated in the 1980s matkiagyounger women less likely to have
lived in these sorts of institutions).

Dorothy, who lived in one of the local long-stayiitutions for a short timté°
was so upset by one experience that she talked akaiuhe focus group (unprompted)
and at both her first and second interviews. Her comtshowed the lack of autonomy
and the anger she felt in this setting, and redetoean incident when staff ‘permed’ her

hair without her consent, as seen in the follovemghange:

Dorothy: | didn't like it, it was a long time agd.couldn’t stick it... First
day | went there, guess what? My hair’'s naturallylg and you
know what? They did my hair, permed my hair.

Elizabeth: Who decided that?

Dorothy: Them, and my hair can’t perm, because ftaturally curly, and
my hair went really tight, took two hours to gee therm out!
[voice raised].

Dorothy (60)FG

These comments, as well as showing Dorothy’s dishkthe institution, reflect the way
in which even very basic decisions about how téeshyer hair were taken away from
her. This experience, though taking place at Isegénteen years previously, seemed to
dominate her recollections of the institution. Swadntrol, directly exercised by staff
over the individual's body (or experienced as suchjlects the control discussed in

McCarthy's (1998a) work as highlighted earlier, asflects also the routine ‘invasion’

129 By long-stay institutions | refer to large-scateshitals, often located on the outskirts of townd a
cities that specifically housed people with leagnifisabilities.

130 Dorothy was unable to say exactly when that wageiGthe history she gave me this might have
occurred anywhere between the ages of approxim@atelyty-five to forty (Dorothy had lived with her
parents, then her sister, then her brother, therotiver group homes before settling in her curheme in
which she had lived for nearly seventeen yearsofgrlived in the long-stay institution for a brigériod
which seems to be around the time that she wagglwith her siblings.

171



of bodily privacy and control so often experiendsdthis group and disabled people
more generally (Brown 1983, Sinason 1994). It @&sboes the experiences of Jeanette,
as described in the previous chapter, with her seghack of control over issues of
contraception, sterilisation and possible abortibhese instances are evidence of the
ways in which staff were able to ‘discipline’ womém these institutiongFoucault
1991).

Jeanette, who had lived in the same institutiort {buwhat appeared to be a
longer period than Doroth¥}) also described living in the institution in negatterms.
She particularly talked about her lack of indepema@eand choice, and about physical

attacks from a particular staff member, as se¢harollowing examples:

I wanted my independence. I'd had all my own clitaken off me and
everything...I wasn’'t allowed my own choices and mw gights and my
independenceleanette (509)

I got my head banged and pulled and everythingnaynes a man]The staff at
(the hospital), on wardigives ward number].he just went and threw me on the
floor, banged my head off the wall and | had a bignp on my head. Had my
hair pulled and everything off hirdeanette (504Y

In the first quote Jeanette used rights-based teasiag words like ‘independence’,
‘choice’ and ‘rights’ in relation to what she wadtat that time. This perhaps reflects
Jeanette’s heavy and subsequent involvement intsrlghised activities at the
organisation where the women’s group met, wherehsitebeen involved in talking to
professionals about her experiences in the ingtitubighlighted here. However, it is
also possible that Jeanette was aware of theseeptzaiuring these experiences, or at
least the desire for agency and control over Herrégardless of the language that she
might or might not have used at that time, an amese that would have made her
experiences particularly difficult.
In the second quote Jeanette reported that shéolththe ‘head one’, which |

took to mean the person in charge of the institytadout what had happened to her, but

131 Jeanette, like Dorothy, was unable to say exadtign she had lived in the institution. Additionally
the information she gave me in relation to whemlsred afterwards was somewhat muddled, but from
what she said she had lived in at least two otberds in the community. Jeanette could have begmliv
in the institution anywhere from her late teenbkeo mid-forties from the information she provided.
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that the member of staff who had attacked her naetl to work at the institution.
Although Jeanette had felt able to tell someonauladnat had happened, nothing was
done about it, from her viewpoint, reflecting anddarlining the way in which her
agency was constrained, and putting her at cordimis&. It is also pertinent that it was
in this institution that Jeanette was sexuallyckital by a fellow resident, possibly on
more than one occasion. Despite this it is impartamote that on both these occasions
— the attack by a resident and the attack by thenlmee of staff, Jeanette was able to
report on what had happened to her, and to recedghé these things should not have
occurred. This suggests that despite the constraxperienced within this institution,
Jeanette was able to exercise some degree of agency

Jeanette’s reaction to living at the hospital weapresent what services describe
as ‘challenging behaviour’. She describes thisienfollowing exchange:

Jeanette: | used to scream the place down and #uegy..it wasn't very
good at all...

Elizabeth: How did you feel about that time in ybia?

Jeanette: Awful about it...I had to get out. | wak ®f it you see and | was

fed up with it when they treat me badly and | put windows
when | was younger. | beat people’s heads openadirttiat and
knocked them out and all that...| was drugged youy keeas
drugged with injections and tablets and all sorts.

Jeanette (509Y

As suggested by the Department of Health, chaltengehaviour is usually associated
with an individual’s lack of control; not being ‘ael’: ‘Challenging behaviours are best
thought of as being a way in which people respamtitey to gain control over difficult
situations’ (2001a:103). In this case | would ar¢juet Jeanette’s actions were, both as
she says because she was ‘sick of it' — the badjshcontinued and would not go away,
and because she was not being listened to — Jedraetttold the ‘head one’ that she was
being attacked, but the man responsible still wdnkéh her.

Additionally, as suggested, Jeanette felt that sVes being denied her
independence, choices and rights. The move outhefimstitution was, she said,
something she had asked for. This meant that ealiytperhaps shevas listened to,

although the move may also have been due to tHieistpolicy from providing care in
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such institutions to providing care in the commwunitleanette’s response to leaving this
institution is illustrated by the following quote:

| was glad to get out. | clapped my hands as Weltas happyJeanette (504Y

Jeanette, who never used the word ‘happy’ to des@xperiences within the institution,
was ‘happy’ to leave. Although not necessarily fingdlife easy in other homes, Jeanette
never described them in such negative terms, remrted to challenging behaviour to
express her needs. This suggests that there veasening of the constraints that she had

experienced, which was supported by her assettaminshe now had more independence

Experiences of ‘Commmunity Living’
As highlighted in Chapter Four, fourteen responsler@ported having contact with
professional staff within their homes. In additial, the interviewees had had contact
with day services specifically for people who h&earning disabilities. This represents a
large professional presence in the intervieweegésli Although the majority of
interviewees reported no incidences of direct qairgtresulting from staff intervention
in their lives, four of the interviewees did. Asepiously suggested, this is significant
because current national, local and organisatipoécties reflect the need to promote
choices and rights for people with learning digébg, with the support of frontline
staff. Instances where staff fail to work towartiede aims represent a failure in policy
at the point at which it is implemented. As suggédsh the previous chapter, a small but
significant minority of interviewees reported pritions on sexual choices whilst living
in residential care.

More generally, interviewees reported other prdlohs, suggesting that
prohibition and lack of agency was relatively prdew&in their lives. This can be seen in

the following examples:

She[carer in a family placementpok all my money off me, and | never got any
pocket money off heAnne (55)I
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Oh, the staff don't let me share the kitchen ortlimg, they cook the meals you
see. They don't let, they don't lifbreaks off] We cook our own meals at
college, | go to college on a Tuesday and we cddie. kitchen at home, they
never say ‘Mary, come and help us with the tea&wything. If they did that it

would give me more experience for the Tuesdaysu see, but they don't. |
would love that! But | don't like to say anythirdary (78)12

Although choice is explicitly discussed in natioaald local level policy, as both the aim
of services and the rationale for staff (supporfpegple with learning disabilities to be
‘independent? is seen to be the aim of professional staff, rathen more traditional
notions of ‘care®*, this choice is clearly undermined in these eXamby ‘older’
discourses of control that reflect the way in whgdme staff perceive their role as a
pseudo-parental one (Forrester-Joeesal 2002, Clement®gt al 1995) that directly
constrains respondents’ ability to exercise ageftys approach is validated by the
concept of ‘ordinary living’ that underpins the qiples of service provision, and which
implicitly suggests that ‘ordinary’ means living @s like) a family. Williams (2002) for
example, a supporter of normalisation and socik valorisation, explicitly connects
these concepts with the provision for people wéarhing disabilities with a kind of
‘family life’. Although it has been the norm for reas to ‘control’ individual's money
(on the basis that people with learning disabdit@e not always able to ‘handle™ff)
Anne perceived that herght to have pocket money had been taken away. This aga
hints at the notion that people with learning diktds are ‘eternal children’, unable to
‘deal’ with everyday ‘normal’ life. One marker oflalthood — and citizenship — is the
right to engage in economic life, particularly iontemporary society via consumption;

restricted access to money, or control over howsitspent, thus impacts on an

132 Mary is referring to the Tuesdays when she cookskege.

133 | use inverted commas here since disability ast$viand writers suggest that this is often a paaity
specific kind of independence, an independencesthnegses the importance of disabled people (and
people with learning disabilities) learning howdm things by themselveather than independence in
terms of being able to make decisions (which tleey is often denied to them and/or not focused on)
(Bracking 1993, Morris 1993a).

134 Although the word ‘care’ is still used in partiaulcontexts, most obviously in its widespread ose t
describe professional staff as ‘carers’ or ‘castants’.

135 This is changing somewhat as ‘supported livingiéing introduced across the UK (see Chapter One).
In this model it is assumed that the ‘client’ takssmuch control over their own lives as possibhes

ideal had been in place previously but has beerhasiged with the increase in ‘client’ control -cae
respondent reported, she now kept her money islketbdrawer in her bedroom, which she had not done
previously.
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individual's access to this marker. Indeed, the wayvhich Anne refers to ‘pocket
money’ is particularly childlik&®.

In the second quote, Mary expressed her frustratiarot being, in her opinion,
allowed to make meals in the communal kitchen inHwne. She suggested that doing
so would allow her to practise what she learnt @mn bollege course. Since college
courses for people with learning disabilities argély provided on the basis that they
help this group develop ‘life skills’, Mary’'s desgment of this particular skill is not
taken forward in practice, rendering her cookergssés primarily recreational. It is
interesting to note that Mary referred to her haséthe home’, rather than ‘my home’,
throughout the interview, underlining the senset ttiis setting was not one that
‘belonged’ to her. Bigby and Fyffe’s (2006) Austaal study, based on 250 interviews
and 400 telephone surveys with the carers and {gaoémen and women with learning
disabilities on their relocation from long-stay pials into the community, as well as
observation of the service users themselves, andndentary analysis in relation to the
transition, showed that ‘daily routines were orgadi around the necessity of getting
things done rather than resident engagement in rtinming of the household’
(2006:573), and this provides one explanation fary experience here.

Most of the interviewees living in group homes né¢pd having had no choice
over where they lived, an issue highlighted bothTgseboro (2005) and Traustadottir
and Johnson (2005). Théaluing PeopleWhite Paper (Department of Health 2001a)
reports that at the time of its publication, onBt ®&f people with learning disabilities
had control over who they lived with, and only 1%drcontrol over who cared for them.
Four interviewees reported having moved from previbomes because they ‘had to’
rather than because they chose to. For examplati®orleanette and Susan had moved
homes when the larger residential homes they had Inéng in were closed. Although
this was probably due to the policy move from pdowy care in larger residential homes
to smaller group homes for the perceived beméfiteople with learning disabilities, this
move also represented a significant lacknaofividual control over an important aspect
of these respondents’ lives. Jeanette expressedshewdid not want to move, but how

this decision was imposed on her, as seen in fleniog quote:

136 Although this is similar to older generations asmen talking about ‘pin money’.
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| didn’t want to move, | didn’t want to move. ldikthe house...I had to go into a
tenant house you see. A tenant house, like a privatiseJeanette (503¥

Although | did not ask Jeanette who had made ta@stbn, it was likely to have been
her social worker or care manatjéras was the case with other women who had also
moved from one residence to another, as | will got@ discuss. Although liking the
house she was moving to, Susan described how shé¢aken to see the house but was
not able to go inside, because the couple livirerehhad not yet moved dtft as

evidenced in the following quotes:

(We)just walked past the house...And she askefthmesupport worker Susan
was with]if | liked this house and | said ‘yes.” She sdltat’'s the house you're
going to move into Susan (56) |

Describing the same scene, Susan said:

| loved it, | loved it from outside. But we couldobme inside ‘cause there was a
couple in hereSusan (56l

Like other respondents, Susan did not perceivel#iuls of choice to be problematic,
telling me how she had been able to choose theshings and colour of her bedroom.
This suggests that she had particularly low expiects of the level of choice she could
expect in relation to her home. These low expemtatiwere reflected in other
respondents’ accounts, an issue that will be retlito later.

Brown and Croft-White’s (2000) study of disabledopke and sexual rights
reflects the findings here. It showed that for mdisabled people, residential care had
been their only availabléchoice’ of habitation, suggesting that in fact thevas no
‘choice’. Given that the notion of choice is cehti@learning disability-related policy,
these examples suggest that this is often an ‘idatder than something available in

practice. This reinforces the idea that quasi-ntafe®@d neoliberal) approaches to

137 Since the mid-to-late 1990s, care managers h&em t@aver the responsibility for dealing with the
social care of people who have learning disabdjtadthough some of these are trained social werker
138 Although | did not ask Susan about this furthiecan be inferred that either the couple did natiwa
those moving in to look around the property whitety were still there, or that it was more gengrall
assumed that Susan and her housemates had norrasire to go inside their future home.
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providing services might limit rather than provideoice for service users of support
servicegBurton and Kagan 2006).

It might also explain why services were so unableneet the needs of Liz and
her husband, who married and lived apart for nearlyear before they moved in
togethet®. Neither Liz nor her husband had physical impaitsevhich might have
made finding suitable housing more difficult. Thigsggests that Liz and her husband
were not catered for, perhaps because of the dlifficn finding economically viable
housing and professional support. On the other hianthight reflect a lack of
expectation that even when married, they would [jge even desire) an ‘ordinary’
married and sexual life.

Social workers and care managers seemed to beakcémtdecision-making in

relation to where respondents lived, as evidencéle following quotes:

That wasn't my choice...it was the social worker'sich.Julia (25)I2
The social worker done thidecided where Anne would live]. Anne (35)

Julia reported that she might have liked to havediwith her father but had been told
she could not do so by her social worker. Wherkéd$er whether she thought that this
was her (Julia’s) choice, she replied ‘Oh, | don’'t knowulia in particular appeared to
have very little awareness of her own rights — botkerms of where she lived and in
terms of her sexual choices (as highlighted inphevious chapter). Additionally, the
central role of the social worker in Julia’s life underlined; with the social worker as
professional holding power, rather than service (Ghadwick 1996, Helldin 2000).

All the interviewees who lived in shared house® alescribed having little or no
choice over with whom they lived. Forrester-Joregsal (2002), who conducted
interviews with 196 people with learning disabégiand 102 mental health service users
in the UK, also found that their respondents, hotde and femalegxperienced this.

Julia’s comments reflect this:

139 This information was gained, at Liz’s requestnirber support worker, as Liz was unable to expiain
give me this information in a way that | could urstand.
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Elizabeth: Do you like living with other peoplergrally?

Julia: It wasn’t my idea, it was the social workeddea.
Elizabeth: Would you like to live somewhere else?
Julia: | cannot because I've got no chaice

Julia (25)I

Julia not only felt that she had no choice abou¢mshshe lived or who she lived with
but also that she could ndtangeher situation.

None of the interviewees living in shared group bBemeported that the people
with whom they lived with were people that they sioiered to be their friends. This is
evident in the following exchange with Anne, whaeof spoke about having bad

relationships with others in the previous homes sha had lived in:

Elizabeth: So you lived in a house with some offemple. Were they your
friends?

Anne: No

Elizabeth: How did you get on with them?

Anne: Not very good...they were not very nice tothes; weren't very
nice at all.

Anne (55)I

Others reported having negative experiences ohdiuvith others, including
experiencing physical aggression from fellow howdedrs. This is reflected in the

following quotes:

She got her temper up...she shouts and bawls, swed#nmowing things around
downstairs. And | moved out of the way. She’s thrthvings at me in the living
room. A pair of scissorSusan (56)>

[An ex-householderjvrecked the house up and everything and she gehtak
[the local long-stay hospital for people with leaq disabilities].She spilled a
hot cup of tea on my arm. She used to knock thp &md the coffee table and

tge ash trays and used her stick, used to hit téfé with her stickJeanette (50s)
I

This level of aggression is both difficult to liweith and constraining, and makes it
potentially and particularly difficult to bring #nds or partners home. It also mirrors the

frustrations expressed by respondents themselves agpreviously highlighted, had
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sometimes used physical violence to express tlkedfacontrol they had over their lives.
Goble’s study suggests thatherresidential and dagervice users were problematic for
the respondents he interviewed, who were describestms of ‘irritators or tormentors’
(1999:454). Forrester-Jonesal (2002) also found this to be the case for thastheéir
study in relation to residential services, with noise sy personality clashes and
bullying cited as particular issues.

It is notable that the woman Susan described hadeddo live in another house,
but had not been able to, and that Susan feltttigtvoman’s ‘temper’ as she called it
was to some extent related to this. It is alsor@séng to note that Jeanette’s reactions to
violence within residential settings were differé¢at Susan’s. Although both women
reported that they would leave the room if someoeeame violent, Jeanette was more
comfortable with violence generally, stating thaspite the violence she felt ‘safe’,
whereas Susan, who had been attacked by a premialeshouseholder stated that she
was ‘absolutely scared stiff of him.” Although tmsight be because the attacker was
male, it is also possible that for Jeanette, whib lbeen violent with others herself, this
behaviour was ‘normal’, although Susan too had B&peed other violent incidents in
her life, including rape.

As discussed in the previous chapter, Jeanetterdported being raped by a
fellow resident in the long-stay hospital she hadvusly lived in. Being sexually
abused in the home constrains choice and agentydowoing the period of the abuse
and alscafter. Being abused within the home constrains throughdblk of control an
individual might have over that situation, whildteawards constraint is, or can be,
related to the way in which sex and/or relationshape avoided. Jeanette for example
decided that she would never have sex again aésirlg this situation, saying ‘I've not
wanted sex since.’ Similarly she did not want teeha relationship. Whilst non-disabled
women experience sexual assault, as Sobsey (1884¥sts, living in or using spaces
specifically related to having a learning disakilis likely to increase the chances of
people with learning disabilities, both men and veonof being abused.

Privacy is also an issue for anyone living in augr home. It can be argued that
as relationships in these contexts are not baseckithrer family relationships or

friendships based on choice, that privacy mightnb@ere important and necessary.
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Dorothy, for example, told me that it was importéother to keep her money locked up
— not something that most people have to consi@énough none of the respondents
reported that theglid not have privacy — Liz for instance lived with her harsd with
twenty-four hour support from staff, yet did noelfdike they impinged on her or her
husband’s privacy — what some of the intervieweds e appeared to be evidence to
the contrary. Susan, for example, felt that shendilalways have her own ‘space’ and
that other service users were sometimes ‘nosytheur Susan’s ex-fianceé still lived in

the same house as her, and she reported the fojowi

(He)comes up and barges straight in. And | saidi‘gbouldn’t come straight in
when | just want to be on my own.’...he comesgttitan, he doesn’t knock.
Susan (56)

This happened regularly despite staff interverifidnand often led to the man, she
suggested, ‘shouting’ at Susan. When Susan toldhatethis man was moving, and |
asked her if this was a ‘good thing’ or a ‘bad thjrshe replied ‘I think it's good.’

Carers also occasionally invaded privacy. Whentérninewed Deborah in her
bedroom a carer came in while we were talking,irfgilto knock. When | was
interviewing Susan her carer knocked, but walkedmmediately after this without
waiting for Susan to confirm she could come in. &nwho lived in a family placement
with a paid support work&}, reported the following:

Sometimes sHearer]doegknock] and sometimes she doesAntne (55)I

Barr et al (2003) also found that the male and female serusers they ran focus
groups with in the UK about accommodation, comgdithat staff walked into their

rooms without knocking first. This level of intresi and familiarity — especially the

140 This also suggests that little consideration wasrgto whether or not is was appropriate for Suezh
her ex-fiancé to continue living in the same hoasé/or suggests that there might not have been
alternative options. Unfortunately | did not tatkdepth to Susan regarding her wishes in relatidhis
although she appeared to find her (ex) fiancé’sqree in her home problematic, most often referiong
him as demanding of her time.

141 | would suggest that the familiarity of this argement, with its emphasis on the notion of ‘family’
increases the possibility that professional bouedare broken, and further that paternalisticaseptal
(and controlling) approaches to care are made pussible.
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examples where the respondents had a visitor (suggests that leading a sexual or
intimate life might be difficult or constrain&d Furthermore, the way in which
respondents failed to perceive this as an invasigmivacy suggests that it is something
they are used to; it is ‘their’ norm. It is possillbr this reason that Julia, cited earlier,
did not really knowhow she felt when she was told she could not do pdati¢hings or
have certain choices: this was the norm. It algggested, as does the lack of concern
amongst respondents in relation to privacy, a t#dknowledge in relation to rights.
Dorothy and Jeanette, who had lived in large tutins, expressed being
happier in smaller group homes in the communitgnéée illustrated how important it

was for her to have control over everyday matexpressing this in these examples:

| like it all the time and I'm happy there...I'm marelependent. I'm in a more
independent house. Make all the sandwiches you, \wamé a yoghurt, anything,
have a bit of fruit, anything like that.

Jeanette (504p

...new clothes every time you want...summer clothatgnalothes.
Jeanette (5042

Forrester-Jonest al’s (2002) respondents also placed great emphasisdependence
in relation to everyday decisions. However, thes@ments express how low Jeanette’s
expectations were. Like Susan, who was unable teeraachoice over where she lived,
but was able to decide on the colours of her rodmanette’s choices were limited to
minor ones — what to eat and wear. These choices, wevertheless, seen in terms of
‘independence’; arguably a narrow concept of whdéependence might mean. Although
there were examples of sympathetic and supportafé ia respondents’ comments, an
overriding lack of agency over major life decisipaad many minor ones too, gave an
overpowering sense of constraint to respondentswads of their home lives.

These examples, and those given earlier in relabowhere respondents lived,
who they lived with, and what they could do in th@vn homes, suggest that although

staff are employed to support people with learrdisgbilities to exercise choice, control

1421 addition to these factors, it is interestinqutiie that of the three respondents intervieweteir
bedrooms, all had single beds. In this way, sesvaggpear to provide accommodation on the basis that
service users were unlikely to have sexual relatiges (and therefore, need a larger bed).
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and agency, some of the things they do (and sayightighted in the previous chapter)
suggest that this is not the case. Policy basegdlaring service-users at the centre of
service-provision is clearly undermined by the laok choice and power these
respondents express in relation to residentialicesyAs suggested, this relative lack of
control both highlights the difficulties these resdents might face in attempting to
have a sexual or intimate life (historically sesrrat for them’), but it also takes place
within an environment that constrains such chotbesugh a limited range of options

and a lack of private ‘space’ in which to lead sadife.

A Social 1ife?

Having a social life helps people develop and na@ntsignificant relationships,

including sexual relationships. However, DaviesO@0has suggested that:

Lack of physical and financial access to whererést of society work and play
has meant we (disabled people) are disadvantagempportunities to meet
people and acquire sexual and relationship sHKilisugh practice and normal
socialization processes.

Respondents’ day-to-day activities appeared to dbatively limited in scope
(both in relation to those living in services, atitbse living with parents). These
activities tended to focus on spending time at haineng the day (Suzanne for
example, when | asked her what she did during #ne réplied ‘Just cook’), or in
settings specifically used by people who have learndisabilities, such as day
services™ specific college courses and the organisatiorrevtiee women’s group met.
Although most interviewees accessed adult educatoumses in the community, and
two also accessed church-related activities, inolydervices and coffee mornings, all
intervieweesalso relied on activities and social spaces specifyjcétlr people with
learning disabilities. Night-time activities wereeduently limited to similar organised

spaces, such as clubs specifically for this group.

143t is interesting to note that a 1999 Departméri@alth report states that two thirds of peopléhwi
learning disabilities attended ‘large, congregatg centres’ (Cocks 2002). Further, Barnes (1998) ha
described day services as ‘dumping grounds’ faatdied people, and the government has suggested that
‘some large day centres offer little more than watesing...” (Department of Health 2001a).
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Four interviewees were employed, with none in-fntle work. The Department
of Health (2001a) suggests that few people withnieg disabilities are employed
nationally. This has a number of potential impaéssalready suggested, having control
over money is a signifier of adulthood and citizgépsas is gaining work. Work is also
an important source of social interaction. Fornedtmeset al. (2001), for example,
found that the social networks of the men and womih learning disabilities in their
study increased on gaining wotk However a wider study (Forrester-Joeesl. 2002)
showed that the majority of the people they spakédyond this smaller group were
neither in educatioor employment. It is clear that, more generally, peepth learning
disabilities are denied the range of social opputies that most non-disabled people
have access to. This means that they are lesy likemix with non-disabled people,
despite policy aims of ‘inclusion’, and that thewvie restricted social contexts for
meeting sexual or intimate partners.

Five interviewees relied heavily on the centre whtte women’s group met,
attending the centre more than once a week. Theseew helped run courses, and
attended the women’s group and drop-in. In additahthe interviewees had used the
centre outside of their time spent at the womerdsig. The informal space of the drop-
in seemed important in terms of having somewheaegkople with learning disabilities
could spend relatively unsupervised time (staff kedr in the building but not in the
drop-in room), and meet up with friends. Neverthg)dt remained a segregated space
‘just’ for people who have learning disabilitieso(b men and women), and had the air
of somewhere where people might go simply because twas nowhere else to go — an
inference ‘backed up’ by the women’s group fadititawho felt that some users were
over-reliant on this space. Furthermore, usersernd access this space on specific
days, when free taxis were made available to thfesm.will go on to suggest, travelling
caused some respondents problems.

Some of the reasons given for attending the centne generally (both the drop-
in and the courses) suggest that boredom (as sedgesGoble’s study of 1999 and

144 This involved a study of eighteen men and wometh leiarning disabilities who were using a
supported employment agency.
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Forrester-Jonest al’s of 2002) was a significant incentive, as wedl laneliness (as

suggested by Forrester Jomesl 2002), as seen in the following exampfas

(I go) just to get out of the house realichelle 29)I
To meet people...just more peopleky (28) 1
Well it's companyAnne (55)I

In addition, my Masters research on adult educdbopeople with learning disabilities
(Brace 2002, unpublished) showed that the peopie learning disabiliti€$® who took
part in the research also attended courses bechws&ack of things to do. This led to
some of the interviewees repeating courses a nuaflienes. Similarly, one respondent
in this study had attended courses, including3k&, Love and Relationshipsurse,

more than once. Jane reported:

| just do them, a whole lot of timekane (39)

This ‘boredom’ and ‘loneliness’ suggests that samgpondents lacked the level of
social interaction that they might have liked.

The need for staff support might have led to thiklof interaction and reliance
on particular activities. Two interviewees spoketteg difficulties of getting out of the
house outside of scheduled activities if staffiegels were low. If staff were not
available, some of the respondents were unable wugat all (an issue for respondents
in Goble’s 1999 study). Deborah, who has a physicgpairment and uses a
wheelchair, was particularly frustrated that shaldoot go out as often as she would
have liked. Although she blamed this on her impaimtmit was clear that her reliance on

staff for help to get out was also a factor that stcognised. In the following quote,

145 |n suggesting this, | do not wish to suggest thatusers attended for these reasons alone. Respns
both the drop-in and the courses were mostly erghtis, and it was clear that the centre was agtive
chosen as an important place to be.

146 A UK study that included interviews with five womand four men.
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Deborah is initially talking about a small groupn@that she had previously livedih
She then moves on to talk about the home she iivatithe time of interview:

Deborah: | was sick of it, being indoors all theé&. | wasn’t doing a lot. All
the time from getting up in the morning, from gotogbed of a
night-time. | wasn't...because | wanted to go to sheps, but
they never took us.

Elizabeth: Right. So you asked?

Deborah: Yeah.

Elizabeth: And they didn't take you?

Deborah: No.

Elizabeth: When you are here, do you get out wioennged to or when you
want to?

Deborah: No. Sometimes | do, like. But not alltilree.

Deborah (46)

Deborah directly linked staff shortages with coaistts on her ability to go out. She also
reported that ‘I haven’t got anything to do’, sugigeg that there were few activities to
be involved in within the home.

Deborah’s limitations were partly based on her osa wheelchair. However,
Julia, who did not use a wheelchair, felt that stes constrained by her lack of
independence and her resulting dependence ontgtaffcompany her on trips, as she
described here:

That's the other thing, independent travel. I'm atibwed to get the bugulia
(25)1

Although Julia was able to go to her local shopsamt, she was not ‘allowed’ to travel
by bus alone. Like many respondents, she was tirereependent on taxis to get about,
presumably because staff time could not be devistedtcompanying her on the bifs

Like Deborah, Julia commented that staffing leweése sometimes low, meaning that

147 Although Deborah was unable to tell me exactly mtigs was it would be likely to have been in the
last six years (Deborah lived with her mother usitié was in her forties and Deborah was forty-sthe
time of interview).

148 \Which are more expensive, potentially limiting theney that Julia might have to spend on her social
life.
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she was not always able to go out when she wawtedetinette, on the other hand,
asserted her independence by going out afres seen in the following quote:

| don'’t like going with staff all the time. | prefeo go on my own. Because that
[going out with staffitakes all my independence off eanette (509)

It is clear that different degrees of dependencstafi affected respondents’ activities —
where they could go, and what they could do.

Restricted opportunities to socialise, particulanyelation towherethey could
socialise, impacted on some respondents’ abilitynwntain relationships over time.
Julia, for example, reported having lost contacthwiriends on leaving college.
Although she said that she would have liked to hesen friends, it appeared that her
relationships with them were institutionally-bounehen one form of activity ended, the
relationships associated with that activity endémb.aAs Julia pointed out, she now
spent her daytime at the drop-in at the centre v/kie women’s group met, but where
none of her college friends went. Julia’s lackrafependence might have affected these
friendships in that she was unable to visit thenside of the college social space
without staff help to do so. Julia could not explaihy she did not have the support to
do this. None of the interviewees, including Juleferred to the possibility of keeping
in touch with friends via phone or letteAdditionally, and in common with other
interviewees, Julia did not visit friends and wast wisited by them, as seen in the
following quotes:

Elizabeth: You said that you don’t see your c@légends any more. Why
don’t you see your college friends any more?

Julia: | don’t know.

Elizabeth: Were you able to see them outside lfges?
Julia: Nah.

Elizabeth: Why not?

Julia: | don’t know.

Julia (25)I2

Elizabeth: Do you have anybody visit you at home?

149 However, Jeanette is ‘allowed’ to go out aloneeweas Julia is not. It is significant that Jeanisttble
to do this as her life was significantly constramiiring the years she spent in the local long-stay
hospital.
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Julia:
Elizabeth:

Julia:
Julia (25)I2

No.

Just your parents and fam(ulia had already indicated that they

visited)?
Yeah.

Vicky also talked about not being visited by frisnd

Elizabeth:
Vicky:
Elizabeth:
Vicky:
Elizabeth:
Vicky:
Vicky (28) |

Do you have friends that visit you higfieky's home]?
No

Do you ever visit friends in their heas

Yes

Could I ask where you met your friends?

Just through parents

Although Vicky did visit these friends itmeir homes, they were friends that she had met
through her parents, rather through interaction®tiver settings, suggesting that her
social networks were nevertheless restrittedMary too had suggested that she only
went on family visits, and stated that ‘I've gaefids, but not a really good friend.” Jean

suggested that whilst she was not visited by fisestie met them during her visits to the

drop-in at the organisation where the women'’s gnoep.
For other interviewees, sexual and intimate refstihips were affected by the
way in which these were institutionally-bound. Jaioe example, only spent time with

her boyfriend at her day service work placemerd, @Baborah reported that she was also

constrained in relation to where she could meetaipus, and only, boyfriend:

Elizabeth:
Jane:
Elizabeth:
Jane:
Elizabeth:

Jane:

So, do you see your boyfriend outsidear work?

No, insidfthe work placement].

Just there?

Yes.

You've said you'd like to see him mouéside, why don’t you see
him outside?

| don’'t. I see him inside. He keeps poppingand saying
‘Morning! Morning!’

150t would be interesting in hindsight to have found whether Vicky visited these friends with her

parents.
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Elizabeth: But what stops you seeing him at otimes? You said that you'd
like to.

Jane: Yes, I'd like to, yes. So | could be witm tand be getting a
relationship with him.

Jane (39)

Elizabeth: Were you able to meet?

Deborah: Just in the ambulance and that.

Elizabeth: Was that travelling to the day service?
Deborah: Yeah, the day service.

Elizabeth: Did you see him anywhere else?

Deborah: No, | don’t see him now.

Elizabeth: Can you remember why you stopped sé@m@
Deborah: Because | live a long way now.

Elizabeth: You're not able to see him becausé®eflistance?

Deborah: Yeah.
Deborah (46)

Jane’s comments show that not only was her relstiipnrestricted to a particular
context, she also felt that being able to see bgfriend outside of this context would
make theirs a different kind of relationship. Itsn@dear from what Jane reported that she
would have liked to have seen her boyfriend motemnfShe also commented: ‘I stay in
at home all night’, which seemed at odds with hesiid to go out, and spend time with
her boyfriend ‘clubbing, or going out to cinemashis suggests perhaps that Jane’s
relationship was not necessarily taken seriousbd@Tand Shearn 1997).

Deborah’s comments show how her relationship wsiiceed to a very specific
social space, and how when she moved home, thasionethip ended. In actuality
Deborah had moved within an easy travelling digtatwithin ten miles), and this
further suggests that Deborah both lacked the mmidgnce to travel such a distance,
and the support to do so. Deborah would have likeedave continued seeing her
boyfriend and told me that she had not had boydisesince. Finding suitable partners
might also have been a difficulty, as Deborah sstggk that ‘I would have liked a
boyfriend...if I'd had the chance’, making the endofghis one relationship significant.

Anne too experienced the ending of a relationskegabse of a change in home.
When | asked why she had split up from her onlyfbeyd she replied ‘because | had
shifted (moved).” When | asked why she could nattgesee her boyfriend, since she too

had not moved far, she replied that she did notkrdke Deborah, she reported that
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she had missed her boyfriend and that she woul@ liked to have continued their
relationship. Along with Liz’'s experience of havirig delay moving in with her
husband, these examples show a lack of provisimhggen vision, by services to enable
these women to maintain significant relationshipdive ‘normal’ lives. Why this was
the case, given that the aims underpinning seniitdsde the aim to support people
with learning disabilities in all aspects of thdiwes, including their sexual lives, is
unclear. | would suggest that there are a numbeoss$ible reasons, including a lack of
consideration that women with learning disabilitiean have or want intimate
relationships and/or sex; lack of resources to supjem; and lack of training so that
staff feel confident to support people with leaghdisabilities in relation to their sexual
lives (Christiaret al. 2001, McConkey and Ryan 2001).

It is clear that respondents were in many waysblenéo act in improvised,
unplanned and informal ways, with relationshipdrreted to specific locations. As both
Tagsseboro (2005) and Traustadottir and Johnsorbj2@@ve highlighted, people with
learning disabilities are often limited to stru@dractivities, and Bigby and Fyffe’s
(2006) empirical study found that community servigevision did not allow for
flexibility in relation to service users’ day-toylactivities, which were related to set
routines. TheValuing People White Paper recognises that people with learning
disabilities have limited social circles, whererté is spent only with family carers, or
other people with learning disabilities’ (Departrheh Health 2001a:1and that ‘many
have few friends outside their families and thoa&l go care for them (Department of
Health 2001a:14}". Léfgren-Martenson (2004:201) suggests thatéfsaite time of the
group she studied was ‘often censured and chaisatieby strict boundaries...due in
large part to so-called “created communions”, whigtjuire others to organise and plan
the activities in which one patrticipates.” This migilso be true for the respondents in
this study, with these ‘boundaries’ and ‘creatednownions’ affecting who these
respondents met and how they socialised, and asgadédo affecting what they learnt
about sexuality, who they might have met in relatio potential sexual partners and

how they might have acted (or not) sexually. Althloweleven respondents reported

151 According to this document only 30% of respondémis survey conducted prior to its publication had
a friend who did not also have a learning disahitnd was not a part of their family or paid t@ecéor
them (Department of Health 2001a).
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having had relationships with men, these relatigpssiwvere most often formed within
organised environments. It might be argued thatsitamts on the possibility of
conducting sexual relationships, or constraintdhmse relationships that existed, also
related to the failure of staff and services toest@nd make provision for relationships:
a lack of physicahnd emotional ‘spacé®

Looking more widely at the issue of staff supparid staff supporting clients’

sexuality, Brown (1994:128) suggests that:

...service workers have balked at actively suppontiegple in “ordinary” sexual
roles, because...workers suspect that these “ordimalgs are off limits. What
is valued for others is greeted with fear, hostidihd disapproval by members of
the public when it is people with learning disai®b who want to engage in
sexual activities.

Whilst support workers’ ‘balking’ at helping peopte have ‘ordinary’ sexual roles
might not necessarily mean that such roles areliwits’, this point does highlight the
difficulties support workers feel are associatedhwthis aspect of their work. Whilst
difficulties might be based on concerns about drisup’s capability to have sex,
relationships or children, or the risks to themwtidhey experience any or all of these,
Brown associates such difficulties with the ‘felgstility and disapproval’ of non-
disabled people. She suggests that staff might support people with learning
disabilities’ sexuality because of the general giisaval byothersin relation to this role
(Parkes 2006). This disapproval might go deeper fhars around capability or safety,
and are, perhaps, fears related to the ‘unintblliy’ of people with learning
disabilities leading sexual lives. Additionallyafits own attitudes might be at play here,
for example Aunos and Feldman suggest that ‘mocentestudies suggest that the
majority of professionals maintain major concert®wt marriage and parenting for
persons with intellectual disabilities’ (2002:29fl)e impact of gender was not discussed
however, and reasons why staff might feel this weye not given). Christianet al
(2001) highlight the way in which staff are influeh in the lives of people with

152 Lack of such space might explain why Mary for epéerattended the organisation where the women’s
group met on days when her ex-husband (who hadbekemt towards her for ten years — the reason why
Mary divorced him) attended also. It was uncleaetlibr Mary had told anybody about this, but it was
clearly problematic — from what she reported —er to deal with.
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learning disabilities. For example, their US ststtpwed that staff's personal values and
beliefs were more influential in the way they suped clients’ sexuality than
organisational policies. This may (as in Julia’se@ this study) work against people
with learning disabilities learning about or expeking sexuality.

Later empirical studies suggest that in many casegces and statfo want to
support people with learning disabilities to haeugal lives but face barriers in doing
so, including lack of training, policy and guidan¢see for example Christiagt al
2001, McConkey and Ryan 2063).

Conclusion

Forrester-Jonest al. (2002) found in their interview study of the quplof life of men
and women with learning disabilities and mentalltheproblems twelve years after
resettlement from long-stay hospitals, that despitmg in smaller houses in the
community, respondents still desired greater inddpece, more opportunities to go out,
and to have more opportunities for personal andaeelationships.

In this chapter | examined issues of constrairmt agency in relation to family
and formal service practices. Firstly, | examindus tin the family context, and
highlighted the way in which some respondents heastbns made on their behalf by
their families, before suggesting that these issivese exacerbated for some respondents
in that they lived at home for longer periods thaight be expected for other non-
disabled groups. Secondly, | examined this in thgidential services context, and
looked at constraint in relation to choice over veheesidents lived, who they lived with,
and decision-making in general. | concluded by ingkat respondents’ lack of scope
and range in day-to-day activities.

This examination highlighted a number of significesues, some of which were
also evident in the previous chapter’s analysiseséhincluded issues in relation to
decision-making, limitations on respondents’ traosi from child to adult status (with

an accompanying lack of choices, lack of contra@rawoney, and lack of transition into

153 Research involved gaining data from 150 servia#f @oth men and women, and via questionnaire)
within one community health and social servicesttewea in Northern Ireland.
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employment, marriage or a long-term cohabitingrparhip), and restrictions in relation
to their social networks.

Further implications of these include a dependamtiearning disability-specific
activities, which are heavily supervised and subjex specific timetables, and
friendships and intimate relationships dependeonnupese. Movement outside of these
timetabled activities was often dependent on ssaflilability. This relatively rigid
structure precludes spur-of-the moment decisiomsisinmeflected in the way in which
many respondents relied on meeting up with friemithin this structure, and rarely
outside of it (for example not visiting each othérsmes).

These restrictions appeared to exist for all #spondents regardless of age, a
finding which might not be expected for non-disabfesople. Younger respondents like
Michelle, for example, who is one of the most inelegent of the respondents,
complained about a limited social circle and boraedélthough it is difficult to detect
whether or not gender played a part in these is#uesn be suggested that the notion of
the need to protect women with learning disabditifom sexuality for example?
might strengthen these respondents’ experiencesrstraint.

These constraints represent a potential impactespondents’ sexuality in a
number of ways. A limited social circle and deper@eon particular people represents
more limited sources of sexual knowledge(s) andtditions on who respondents can
meet, including potential sexual or intimate parsnéack of privacy, social ‘space’, and
agency therefore impacts upon how they can conttheat sexual lives. | would argue
that more generally, a lack of consideration fas tiroup’s potential, as well as existing,
sexual lives both undermines policy discourseshoiae, rights and independence, and
reflects older accounts and discourses of learmisgbility and asexuality and/or
danger. | would further argue that these constaimhich sit alongside and reinforce the
sexual accounts described in the previous chaptetyibute to the generally negative
views of sexuality reported by respondents. Inrtbet chapter | will look more closely
at how the accounts and practices discussed inathis the last chapter, might be

reflected in respondents’ own views of sexuality.

154 This notion of protection might not necessarilye@licit.
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CHAPTER SIX

Women with Learning Disabilities: Accounts of Sexubty,
Gender and Learning Disability

Introduction

In the previous two chapters | suggested thattutsinal accounts of sexuality, and
institutional practices, in relation to both faregiand professional services, might act as
forms of regulation and constraint in relation éspondents’ sexual lives. In this chapter
I will focus on the key accounts and discoursesseruality, gender and learning
disability evident within respondents’ descriptianfsthemselves, and their opinions in
relation to sexuality, more generally. Much of tihmterial reflects the accounts and
discourses evident in family and service settinggggesting that these might be
influential on the way in which respondents giveamag to sexuality. The way in
which individuals’ attitudes and practices app@abé shaped within family settings in
particular is confirmed in the wider ‘mainstreamKUesearch by Hockewet al
(2002:3.1), who conducted six focus groups witreresexual people of different ages,
classes and sexes, to gain a sense of changeloeer generations in relation to the
institution of heterosexuality. The authors argimatttheir research showed ‘the
existence of some striking family-based histormahtinuities’, although there were also
discontinuities.

| will begin this chapter by looking at the waywhich normative accounts and
discourses, that relate sex to marriage and parvedthare reflected in many
respondents’ comments. | will then consider the wayhich respondents frame sex in
negative terms, and link sexuality to ‘dirtinessmbarrassment and shame. | will move
on to describe the ways in which sex, relationshgmgl having children were cast as
‘unsafe’. | will then examine the way in which ront@ discourses, as well as
companionship discourses, figured within narrativesill go on to look at the way in
which femininity was negotiated by respondentsuieng that seeing femininity, and
gendered discourses in general as constraints,tolggture the way in which these

might also act as a form of agency. Finally, | wéturn to the notion of ‘difference’,
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arguing that a sense of their difference to otheas apparent within respondents’
accounts, and that this might reinforce the idea& éhsexual life was ‘not for them’.

Relationships, Marriage and Parenthood

One amongst a number of themes emerging acrosdatfaewas that of respondents
encountering normative accounts and discoursesexf lationships, marriage and
parenthood, particularly within family settings.dpendents themselves appeared to slip
from talking about sex to talking about relatioqshi marriage and children. This
slippage occurred irrespective of age, and frequeabk the form of what might be
considered to be a moral discourse. This inclutieddea that sex should not take place
before marriage, and that marriage should comerdégfarenthood, as evidenced in the

following quotes:

You shouldn’t have sex and not be married, the[taen and womenij® should
get married firstJeanette (503)

Well, my brother, see when he got married, he’sabearried a long time, they
had one, a little laddie, before they got marri@&ult | don’t think that it was
right. I couldn’t say anything to them, but | dottink it was rightJean (66)

Elizabeth: Do you think it's okay to have childr@amd not be married?
Michelle: | don’t think it’s nice.
Michelle (29)I

These moral discourses | argue, serve to act assfof normative constraints, and are
particularly significant when expressed by youngemen, such as Michelle, given a
changing context where such opinions are less pevdWellingset al 1994, Walby
1997},

When answering my question ‘what does the word reean for you?’, those

interviewees that were able to answer talked @f terms family, and of a seemingly

155 All respondents referred to sex in terms of twopde, other than in relation to comments about
masturbation. References to masturbation wereroalye bySex, Love and Relationshiparticipants,
during my observation of the course.

156 Haste (1994) has argued that whilst more libeials of sexuality have emerged over the last cgntur
there is, nevertheless, evidence that conservatoral viewpoints persist alongside these.
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natural progression from meeting somebody, to magryhem, to having children,
which can be seen in the following quotes:

Elizabeth: This is quite a difficult question tosaver, but what does the word
‘sex’ mean to you?

Jean: Well, just having sex like, to have a fgrtmime.
Elizabeth: So it's more than a physical act —

Jean: That's what it’s for, families.

Jean (66)

I would call it[sex] trying to make friends, getting to know thgnpartneria bit
better, moving on, getting married, and then ggttinds. And sticking together
through thick and thinSally (25)I

(Sex means to) live together, get engaged, getieaaimave kidsSusan (56)

This connection between sex and marriage was evidedusan’s description of
her own experience of having a relationship. Asgested in the previous two chapters,
Susan feared sex, and did not want it. Neverthel¥es got engaged to her boyfriend,
but was adamant that she did not really want (aewkinhad really wanted) to get

married:

| just wanted to be on my own, | just wanted tebgaged to him. | didn’t want
to get married to himSusan (56)

Here, Susan appeared to be conflating marriage ldthg with someone more of the
time than if she were single, of a loss of physiead/or emotional space, and
engagement as something that would allow her tonbeer own. This seems to reflect a
normative discourse that might be particular to aBis generation. She relates
engagement with ‘distance’ from her fiancé, whemasriage represents emotional and
physical proximity, and perhaps, sex.
The language that respondents used also reflaciadative notions of sexuality,

particularly in terms of faithfulness and longeyignd especially in terms of marriage.

For example Michelle, a younger woman said:
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| just want to get married and settle dowichelle (29)I

Katherine described marriage in terms of husbantifagpartner’, and oneSex, Love
and Relationshipparticipant described the need to ‘be faithfulfroe’ to both a partner
or husband. These views on marriage and relatipashwhilst reflecting normative
discourses, are nevertheless on the wane withigeheral population. Wellingst al’s
(1994) research found, for example, that pattemselationships were changing:
partnerships for life were less frequent than presiy noted. Respondents’ views might
also reflect particular gendered discourses wheymen are seen to be more likely to
desire commitment and monogamy within relationshiyg® men (Hollway 1984, Allatt
1996). This suggests that these women have takepotgnmtially constraining and
regulating gendered and normative discourses imé¢velopment of their own views of
sexuality that might be less likely to be held bg general population.

Single parenthood was also seen as less than ligefdur interviewees (six
interviewees who were asked about this gave anapinJean in particular felt strongly

about this, as evidenced in the following quote:

Well, | definitely think, a single person shoulthkhabout getting married before
they have, well two of them getting married, thke thild’'s got a father. |
definitely think thatJean (66)

Jean suggested, in relation to the ‘single persha’had described, that ‘she could have
been a young one’, suggesting that she was taldiogit a young woman, rather than a
young man, or single person of any age. HockeyJamdes (2003:58) have suggested
that despite the rise in lone parenthood, ‘domimeptesentations of family structure are
still identifiably nuclear...” Here Jean genders tiagle parent’ discourse, and relates it
to irresponsibility and youth — a normative viewpoflagged up by the conservative

media (Laws 1996). Sally, who was younger, defensiegle parenthood, but only

within certain contexts:

Well my mum is technically a single mum. But yaa ls&r husband died. It's
okay like that. It's okay if you've been in a réaiship and that person abused
you. Sally (25)I
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This implies that for this younger respondent, susbrmative discourses were
influential. Some women also suggested, usuallyliaitly, that women were ‘naturally’
the primary carers of children, and that parenthadurally’ involved a man and a
woman. Jean, for example, automatically talked ammmen when | asked her about
being a single parenShewould need help...say they wanted a child, andntio¢her

says “I'll help...” (my emphasis). Julia and Katheeisaid the following:

Elizabeth: So if she was on her oyenmother]and she had a baby she’'d
need help?

Julia: Aye! Aye! You see (she would have no) mhia work. She’d
have to get some help wouldn’t she?

Julia (25)I

Women when they get married expect, if they cahat@ children. Men are,
they’re not fussy...whether they have children or. iegcause they’re not
nurturers. Women ar&atherine (54)

Here, in response to the question ‘how would alsingpther be viewed by others’, Julia
said that the mother might need help. When | adiedabout this Julia went on to
suggest that this help would come in the form abhod, who would ‘naturally’ work,
implying that the mother would ‘naturally’ care ftre child. Katherine more directly
marked the nurturing instinct as gendered.

The prevalence of these normative, and relativelgservative, accounts is,
apparently, reflected in research with other peoapte learning disabilities (Galezt al.
2004). The apparent lack of generational changeleas and beliefs about sexuality
suggests that respondents are firstly in close egular contact with conservative
normative discourses of sexuality, secondly thapoedents have limited contact with
counter-discourses to challenge these, and thitdét, respondents are ‘adopting’ such
discourses as their own. Counter-discourses fouitdinvthe media (a number of
respondents referred to sex and sexuality on wt@), or the Sex, Love and
Relationships course (which included, for instance, references dame-sex
relationships), did not ‘dislodge’ such normativeiroons. Although there is nothing
within the data to suggest that having been laell®d brought up as someone who has

a learning disability explains such attitudes (bfatmily attitudes and/or respondents’
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attitudes), | would suggest that theedominanceof such attitudes, and its reflection in
the attitudes of the younger women, suggest thatght. One could also argue that the
kinds of interactions that respondents could hacdutside of family and services, and
the range of accounts they might have encountétbéy had access to these, were also
limited.

Despite most women expressing normative views, &ath was conspicuous in
guestioning some of the concepts underpinning ntveebeliefs about sexuality,
particularly in relation to religion’. Whilst she appeared to accept some of the things

that the Bible said, she also questioned themeeas & the following quotes:

The Bible says thejmen] should treat their wives as the weaker vessel...you
should be in subjection to your husband and thadlena[her relationship with
her husbandfifficult. But how can you be in subjection to some who is
treating you like a parcel, like a possession, do ynderstand what | mean?
Katherine (54)°

As it [the Bible] says, the husbands are heads of the households’sheo
denying it because Adam was created first, so tisbdnds are really the heads.
But at the same time the woman isn’t an inferiaspe. If they’re equal, they're
exact;y the same in God’s eyes. We're not infdoeings, you knowKatherine
(54)1

In Katherine’s relationship with her husband itimportant to note that although
Katherine had ‘chosen’ to marry him, partly througlck of choice (she had had no
other men approach her), she also felt comfortatlth was a member of the Christian
church, as she was. However, as she suggested:hitiiswho he ‘really’ wad®®
Katherine’s ‘traditional’ values, as well as heu&t’ in her husband, effectively placed
her in an abusive situation. Despite this howe¥atherine was one of two married
women who ended their married relationships onbtls that they were being abused.
Katherine ended hers after four years, and Margr aén. Despite holding normative
views of marriage and life-partnership, these woraeted against these in extreme

circumstances. This is an important example of hiegpite respondents’ apparent lack

157 Katherine herself had a strong belief in the Bilhe its religious values, although in many ways sh
also questioned them, as seen here.
158 Her husband was physically and mentally abusive.
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of agency within particular contexts, agency waseneless exercised. Although
Katherine did not refer to receiving help to desttvary said that she had help from the
manager of the home she moved into after leavimghlwsband. This suggests that
despite some interviewees’ suggestions that theyféxa people to talk to about their
abusive experiences, Mary, in this instance, reckpractical support at least.

Thus, mostrespondents’ accounts reflected (hetero)normatigeodrses. In
addition there was a fairly even split between ¢himgerviewees who felt comfortable
with the idea that people could have same-sex $egladionships (six) and those who
did not (five). Of the remaining interviewees, thabject was either not brought up in
interviews, or interviewees were unable to give agoinion. Whilst the number of
respondents feeling uncomfortable with same-seaticgiship was not necessarily high
(McCarthy, 1999, found that thirteen of her seventeemale respondents, for example,
held negative views of same-sex relationships) strength of their opinions in relation

to these was striking, as seen in the followingheas:

I think it's disgusting...a disgrace...why are theyngait? Dorothy (60)!

Elizabeth: Do you think it's okay for women to dgrone another, or be
together?

Anne: No, I think it's stupid.

Elizabeth: Why’s it stupid?

Anne: Well, it's a man to a woman or a woman toan.

Anne (55)I

Although these attitudes were more apparent irottier group of respondents, younger
women too, including Jane at thirty-nine and Jaligwenty-five, also described how
they felt that these kinds of relationships wereng. Similarly, Wellingst al’s (1994)
research found that younger respondents were goifisantly more tolerant than older
respondentsRespondents in this study did not necessarilyrdjsish between men and
women in terms of their ‘acceptance’ of same-skstyles, although again, the strength

of three of the respondents’ responses indicatatltttey had greater difficulties with
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women having same-sex relationsfigsAlthough why this was the case was not clear,
one respondent’s response was so strong that itatedl that she might have been

approached sexually by another woman, as suggesgtéa following quote:

Elizabeth: Has anybody talked to you about didéng together like thdt
show Jane a line drawing of two women hugging/kigis

Jane: [Quite forcefully]No, | don't like girls at all.

Elizabeth: No, you don’t?

Jane: No, | don’t. (Because)l don't kiss womealhtJust kissing a
man, that's all.

Elizabeth: And that’s the way you feel?

Jane: Yes.

Elizabeth: What about other people, if they chiogelf it wasn’t anything to
do with you? How would you feel?

Jane: I'd get angry about that.

Jane (39)

Many respondents’ comments also suggested thatwsexseen in terms of
biological ‘need’ and an essentially procreative &¢ellingset al (1994) have shown
that there is a continued intolerance towards ssemerelationships, and that those who
hold normative values regarding sex and marriage &lold less tolerant attitudes
towards same-sex relationships. As Katherine suggébe sex act itself should be
reserved for marriage, because it's a means ofr@ation, and it's a gift. Normative
notions of sexuality might therefore have beenextéid in respondents’ negative views
of same-sex relationships.

What is particularly interesting in relation to $eewomen'’s attitudes is that most
denied that parents or carers felt similarly. Ag@by said about her family: ‘they don’t
bother.” Women in the focus group, as well as Susaninterviewee, referred to the
media when talking about same sex relationships.fdbus group discussion centred on
television ‘soaps’, which were used to illustratetipants’ knowledge of lesbian and
gay relationships. However, it was not clear whethe negative attitudes expressed by
respondents generally were also linked to negatections of such relationships on

television. Since depictions in the media appededancreasingly ‘positive’ in relation

159 Wheeler's (2007) admittedly small-scale reseahdws that his respondentsénwith learning
disabilities) also had more difficulties acceptlegbian relationships.
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to same-sex relationships (Plummer 1995), it seetasthat these women appeared to
hold such strong beliefs. Similarly, attendancetmSex, Love and Relationshipsurse
did not seem to alter these respondents’ opinions.

Negative attitudes in relation to same-sex relatigps seemed to have been
influenced by more diffuse means; by a more gersyeletal negativity towards non-
heterosexual relationshif§& This lack of awareness or clear knowledge ofstherces

of these attitudes is exemplified in the followiggpote:

Elizabeth: Why do you think thgiteing a lesbianis stupid?
Anne: I don’t know, | just think it is, that’s wh
Anne (55)I

| would suggest that this statement reflects aatiffy for respondents in fitting same-
sex relationships into their understanding of wéet is (for example, procreative), as
suggested by Anne’s comment that relationships wengposed of ‘a man to a woman
or a woman to a man.’” This difficulty is also seanthe following examples, where
there is a sense that respondents are trying tdoree what they consider to be the
‘right’ way to conduct relationships, or attemptibhg ‘bring’ same-sex relationships

‘back into’ a framework they understand or are femiwith:

They[women/lesbians§hould have a boyfriendeanette (509)
Men don't kiss each other. He kisses a girl, notan.Jane (39)

If legitimate sex is seen as part of a ‘trajectdhat involves two people that
meet, who like or love each other, who then getrimér(before having sex), and who
then go on to have children, other ways of liviafhaving relationships and of having
families, might be difficult to imagine, or to ses ‘intelligible’ sexual options. If, in
addition, sex is only seen as legitimate in hetxoal relationships, choices are further
reduced. Although none of the respondents repdréethg heard the staff who worked

with them expressing negative attitudes towardsessex relationships, Brown (1994)

180 This vagueness of the origins of particularly stranoral opinions was specific to opinions on same-
sex relationships. Other attitudes, such as thogaetaex before marriage, or marriage before phoet,
could be traced more directly to family.
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and Clementst al. (1995) suggest that services in relation to peoptd learning

disabilities, alongside other kinds of institutio(€arabine 1996a, 1996b, Jackson
1996b), tend to be heternormativ&. heteronormative atmosphere both reduces the
possibility of learning about same-sex relationship having same-sex relationships

and makes those relationships less legitimate.

‘When Somebody’s Talking To Me About Sex, I Don’t Like It’:
Negative Accounts of (Hetero)sexuality

Sexuality was more or less consistently descrilmedagative terms, apart from by a
small but significant handful of women (which | iMbcus on in later sections of this
chapter). As suggested in Chapter Four, respondeggested that sexuality tended not
to be discussed in family and residential institndél settings. | argued, however, that
such ‘silences’ are productive (Foucault 1990), tnad despite respondents’ perceptions
of a ‘silence’, sexuality was in fact discussednormative and sometimes negative
terms within family and institutional settings.

As already suggested in Chapter Three, many wornmeplys ‘shut down’ when
asked about sexuality. Mary, for example, becanrg gaiet and monosyllabic when |
began to ask her about sex, and Suzanne becamgseo to talk when | asked her
about sex, boyfriends and having children. In bo#ses it was difficult to get
information from the women, and with Suzanne therinew was terminated. Part of

this interview is replicated here:

Elizabeth: Could I ask if you've got a boyfriend
Suzanne: [Shakes head.]

Elizabeth: You haven’t got a boyfriend?
Suzanne: [Shakes head.]

Elizabeth: Would you like a boyfriend?
Suzanne: [Shakes head.]

Elizabeth: Why wouldn’t you like a boyfriend?

Suzanne: | don't like fwhispers].
Elizabeth: What wouldn’t you like about havingaytrsiend?
Suzanne: | don't like it.

Suzanne (409)
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This interview continued in a similar way when kad her how she felt about marriage
and having children. Suzanne became tearful angastgly withdrawn, and | ended
the interview. It was never clear why Suzanne fotalling about these things so
uncomfortable, or indeed why other respondents @ithough | was asking some
respondents about sex, and it might be expectedhég might find this difficult to talk
about, it was also unclear why some respondentsdfoudifficult to talk about the
‘easier’ subject of relationships. Whilst some @ggents had had difficult experiences
of sex and relationships, and whilst sex is a idift’ subject, | would suggest the
possibility that talking about something you hawver experienced and might never
experience makes it particularly difficult. Furthémose women from older generations
might find these subjects, particularly sex, addisily difficult to talk about, given the
less liberal attitudes towards sex within previgaserations (Haste 1994).

Some women were explicit about not wanting to thout sex, as seen in the

following examples:

Jean: I wouldn’t talk to anybody about sex

Margaret: | don't like talking about it

Jean: When somebody’s talking to me about ser't tike it.
Margaret: | don't like to talk about it.

Jean (66) and Margaret (605p

I'd walk away, (because) they’re talking to rBarbara (40sfFG

In part, these respondents’ reactions to discussayout sex might be related to a lack
of interest in them. However, responses to questidiout sex were often severe, as seen
in Barbara’s comment: ‘I'd walk away.” This lack desire to engage in discussions
about sex could, on the one hand, be a producesgondents’ discomfort with the
notion of sex, but it could also be due to a latkrmwledge about sex. For example,
some women were not knowledgeable and may haveeddatavoid making that lack
of knowledge known.

Despite this ‘silence’, respondents did talk alser and relationships, although
most often negatively. This view supports McCarsh{1999) findings, where nine out

of her seventeen respondents spoke negatively aeautThe major reasons given for
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this included the physical pain that some expegdnsix women said that setways
hurt them), and the way in which their partners stimes treated them ‘roughly’. As
already highlighted, many respondents in this stsudggested that they did not want
relationships, a finding that reinforces the firgnfrom Heyman and Huckle’'s (1995)
small-scale study, where seven out of ten of tfegimale interviewees rejected the idea
of a sexual relationship (a much higher figure ttizat for the male interviewees). Five
of the interviewees in this study, aged betweemtyvéive and sixty-six, had never had
a relationship, and said that they did not want. dngo women, aged fifty-four and
fifty-five, who had had partners/sexual relatiopshsuggested that they were now ‘too
old’ for them. A further four, all aged in theirfties and above, who had experienced
sexual/intimate relationships, suggested that théyot want another one at the time of
interview: all reported having had abusive experg=nin relation to men and/or
relationships. A further interviewee, aged twenthé& was reluctant to have a
relationship, because her previous experiences ethdlaat men ‘two-timed you.’ This
lack of desire for a relationship is particularlyident in the following exchange with

Julia:

Elizabeth: Do you think that there would be anythgood about having a

boyfriend?
Julia: No.
Elizabeth: Nothing good?
Julia: No, | don’t want onfgetting irritated].

Julia (25)I2

In a continuation of this exchange Julia stateddiasussed earlier) that she was not
allowed a relationship, and appeared unable or liingvisee beyond this, or imagine a
different scenario, where slwuld have a relationship. Whether or not Julia was so
constrained by the prohibitions on her having refethips, as discussed earlier, that she
could not think beyond them, or whether these fmitbns allowed her not to think
beyond them is unclear.

| would suggest that there might be a number adra@nnecting and complex
reasons why respondents might not want sex origektips, as discussed throughout

these data analysis chapters. These, | would amgtiade not being seen as sexual and
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constituted as such, being protected against seswmmatlact (so that sex is seen as
dangerous), and being subject to practices thaerbalkhg sexual difficult (for example
not having the physical and emotional space in wia have relationships). | would
suggest, therefore, that many of these respond@htsot ‘learn’ about sex or desire, or
‘learn’ that sex and desire could be a valid partheir lives. In Gagnon and Simon’s
(1974) terms, they did not have access to thepsdhat taught them what these things
were, or that they were things that they could &iav

This is compounded perhaps by the gendered ndtatnhistorically, women are
not supposed to desire sex (Haste 1994), which tniighe had particular impacts on
respondents from older generations, who would hbeen more likely to have
encountered such discourses. As Jean pointed ahisirstudy: ‘Well some (women)
don't like it, do they, really?’ This attitude isffected in Millard’s study where the some
of the women she spoke to did not believe that tiey a right to sexual pleasure. As
one woman said: ‘most women don’t enjoy sex, w@ist being used’ (although this
respondent’'s experiences of abuse no doubt cotgdbwo her point of view).
McCarthy's (1999) research also found respondexliag to relate sex with pleasure or
desire.Desire perhaps represents a flip side to asexuatlitqh learning disability more
usually associated with the latter. This ‘missingcdurse of desire’ therefore, might be
associated with both gendamd learning disability.

During my observation of th8ex, Love and Relationshipsurse, when the men
and women split into separate groups to discusatwid sex’, women’s descriptions
mentioned neither love nor desire and at no poad 8ex described as positive. Neither
men nor women described sex in terms of orgasm,thmitmen’s responses to the
guestion ‘what is sex’ were more nuanced than tbenen’s, included responses that
linked sex with pleasure, and included referencea tange of sexual acts including
flirting, touching and kissing (see Appendix Twélve

This sense that love and desire, as well as sere wet a feature of female

respondents’ lives, was encapsulated by Sallyerfahowing quote:

| don’t think she would be happy with me spendimg ttalking about sex on the
phone with herSally (25)I
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Although Sally did not detail precisely why she ugbt her friend would not like her
talking about sex, her own attitude towards sekyadind particularly love, throughout
the interview, suggested that these were not ilmpbdubjects, and that she would be
wasting her friend’s time by talking about themtliea than, for example, because her
friend or herself would bembarrassedo talk about sex — Sally was one of the few
respondents who seemed relatively comfortablertglebout this subject).
When | asked interviewees whether they did, or el ‘sexy’, almost

overwhelmingly they replied that they did not feeky (or had not felt sexy), with a few
simply answering with a point blank ‘no’, which cde seen for example in the

following exchange with Jean:

Elizabeth: Is there anything that makes you feglsas a person?
Jean: No, never.

Elizabeth: No? Not like clothes?

Jean: No.

Elizabeth: Watching anything?

Jean: I don't fancy anything like that.

Elizabeth: No. So you wouldn’t say you feel sexy?

Jean: No.

Jean (66)

This commonly expressed ‘lack’ in relation to ‘fie@ sexy’ is, | would argue,
particularly important. It suggests that some reslents have little or no sense of
themselves as sexual beings, or as potential seeirads or agents. This potentiality, it
could be argued, forms a precursor to embarking sexual life: in order to be a sexual
agent, one needs to feel oneself to be sexuad, loave a sexuality.

The way in which sex was viewed by respondents, taedway in which this
impacted on their avoidance of relationships, palarly after ‘difficult’ experiences,
has already been documented in this thesis. Howealespite a generally negative
attitude towards sex and relationships reflectedsscrespondents’ accounts, there was
also evidence that some felt positively, or felsifigely about particular aspects these.
Deborah and Jeanette talked about being close hergptas seen in the following

exchanges:
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Elizabeth: What was it about hifipoyfriend] that made you fancy him?

Deborah: It was the way he went on.
Elizabeth: Yeah? In what way?
Deborah: Like putting his arms around us.

Elizabeth: You liked that?
Deborah: Yeah.
Deborah (46)

Elizabeth: Did you like being cuddled for example?
Jeanette: Yes, being hugged and cuddled, but'’t tike kissing.
Jeanette (509)

Others talked about feelings. For example, Sally waid that she did not want sex or a
relationship, and who tended to see sex and rakttips as unsafe, did suggest, when |
asked her about lesbian and gay marriage, thatyeme deserves happiness whether
you are gay or not.” Although this seems to beatestent about the equal rights of
lesbian and gay people, it illustrates that altto&glly did not see sex or relationships
as positive choices for her, she could seeftirabvtherssex and relationships could lead
to happiness. Liz frequently used the word ‘niage’response to questions about her
husband. In addition, her body language changedivghe talked about her husband,
and she giggled. It was clear that she both lovedl ‘Gancied’ her husband, and had
done so — according to her — from the day she met h

Jane was particularly happy with the sexual aspéthe relationship she had
with her boyfriend:

Elizabeth: How do you feel when you look at yowfbhend?
Jane: You feel...you feel like having sex.
Jane (39)

Elizabeth: What kinds of things make you feel sttt make you feel good
about yourself?

Jane: You shut the door, and lock the door. Thatrbom is private.
And taking clothes off. And having sex and weiltetd together.
Like kissing and cuddling behind the neck.

Elizabeth: Did that make you feel sexy?
Jane: Yes.
Jane (39)
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Here, Jane talked about how she felt good in mlab sex. These kinds of comments in
relation to sexuality were, however, in contrastite more dominant ‘negative’ views

found in the data, which | will return to here.

‘It Might Be Rude’: Sex as ‘Dirty’ and Embarrassing
One of the most striking associations to be madeebgondents in relation to sexuality
was that it was ‘dirty’, ‘disgraceful’ or ‘wrongPrevious research has shown that people
with learning disabilities have associated sex witheing ‘dirty’. For instance, Millard
(1994) found that women’s group members focusingsexuality felt that the sexual
parts of their bodies were ‘dirty’, and Heyman afdckle (1995) found that their
respondents related sex to it being ‘rude’. Heyraad Huckle relate such attitudes to
the way people with learning disabilities are neérs as sexual, and are not provided
with sex education (although this argument failexplain why sex is thenecessarily
seen as ‘dirty’).

In this study, Deborah in particular made an assion between sex and
‘dirtiness’ and tellingly, her mother had made tlusnnection when Deborah had
mentioned it as a child. In the following exampleddorah explained that sex was

discussed (as a formal and informal topic) at @ne akntre she attended:

Well they talk about it nearly every week (at tlag dentre)...I'm sorry but |
don't like that...I just don't like a lot of fuss aldothat, the dirty things what
they’ve doneDeborah (46)

Deborah was clear therefore that sex was ‘dirtigo @uggesting that she did not like a
lot of ‘fuss’ — that she did not like sex being reamhto a ‘big deal’ perhaps, and
certainly as a subject of conversation, much lile¢ase of Sally, described previously.
Additionally, Deborah appeared to try and avoidhgsihe word ‘sex’, using ‘it’, and

‘that’. When | asked Deborah what might be ‘dir@ydout sex, she replied ‘well, having
a lad’s leg in front of your leg.” This, as well #élsistrating the way in which she might
be avoiding explicit description, also underlineg tvay in which she was either not

fully knowledgeable about sexual matters, or thet sould not find the language to
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describe them. This possible ‘lack’ of language mattributed to two different things:
she either did ndtnowwhat words to use because she had never beethéidor, like
non-disabled people, she felt uncomfortable witmgiparticular (‘dirty’) words. This
‘lack’ of language is particularly evident when egfng to women’s sexual anatomy
(Lees 1993, Millard 1994).

Jean had a similar viewpoint to Deborah’s and ragdie linked that to her
family’s opinions. In Chapter Four, | described hdgan thought that watching sex on
television was a ‘bad’ thing, and that this wasiredl to how her family would consider
Jean watching sex on television as a ‘disgracein Jso saw sex as something that

should not be in magazines, as seen in the follgpwxample:

Elizabeth: What kinds of information on sex andtienships are there in
books and magazines?

Jean: A lot of things that shouldn’t beiff!
Elizabeth: Like?
Jean: I don’t read them sort of things, see.

Elizabeth: Why not, I'm not suggesting that yoouwdt, but why do you,
personally, not bother with that kind of thing?

Jean: | don’'t know really, for all I've been onetlfSex, Love and
Relationships’ course]l don’'t even watch them on telly. It's
funny really.

Jean (66)

In relation to watching sex on television, Jeanortggd that her family thought that
watching sex on television was ‘disgraceful’. J&éanself said that she did not want to
watch sex on television, or read about it, as sedéime above quote. She highlighted that
despite attending th8ex, Love and Relationshipsurse (she also acted as a volunteer
planner on it), she still felt the same. As sugeggireviously, this suggests that Bex,
Love and Relationshipsourse does not necessarily change people’s desittowards
sex, or at least some of the attitudes that the. hd/hilst Jean believed in the
importance of the&Sex, Love and Relationshipsurse, she also held strong, normative
views on sexuality, that seem at odds with the niiberal messages the course reflects.

It is interesting that Jean herself could identtiat, despite her involvement with the

161 Although Jean did not refer explicitly to ‘sex’ specific sexual acts here, within the contextef t
discussion it was clear that she was referringhigsigal sexual acts.
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course, her own opinions did not change. It is bletdoo, that Jean, who had been
heavily involved in running th&ex, Love and Relationshipsurse, had not told her
family she was involved with it, suggesting thaspiée its role in giving practical advice
to people with learning disabilities, its subjecatter was still ‘difficult’ for her to talk
about with family members who described sex orvigien as ‘disgraceful’.

Another aspect of sexuality that was frequenthemefd to was its embarrassing
naturé® Although it was clear that respondents were erabaed in relation to talking
about sexuality generally, as was clear when tglkiith them, embarrassment was
often related to discussing sexuality with, oriiant of, men. During th&ex, Love and
Relationshipsobservation, for example, it was clear that themeo felt more
comfortable discussing sex when they were dividethfthe men. When the two groups
joined back together, although both men and woneemed comfortable with feeding
back their answers, when asked if the men wanteaskothe women anything or the
women to ask the men, the group became quietec@ndnents more stilted. An extract
from my fieldnotes, after the first such sessiohere participants explored how they

felt when they ‘fancied’ someone, is included here:

When the women were asked if they had any quesfanthe men there was a
silence, and when the men were asked if they hgdjaastions for the women
‘John’ suggested that there were things he coulsimére: he couldn’'t be asked
‘about that.’

Exceptions included some of the comments made lgy female participant (who
seemed more comfortable with others as the coursgrgssed), and some of the
contributions made at the end where the facilisatsked the participants to reflect on
course content and what they had learnt (agaime thvas a sense that the group had
learnt to feel comfortable with one another).

The use of mixed groups, and her embarrassment &hlking about sexuality
deterred Julia from going on ti&ex, Love and Relationshipsurse, and was an issue

for Jeanette too, although she decided to attend:

%2 However, female participants on tBex, Love and Relationshipsurse — as observed by myself —did
not mention embarrassment as something they retatetb, whereas male participants did. Despiteithi
is impossible to infer from this that embarrassnvess not an important factor for the women on the
course, as they were not asked explicitly about it.
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| don’t want to do it..cause there’s men and women togethelia (25)I

Yes, I've been once on the ‘Sex, Love and Rel&ijosis course...l felt
embarrassed about it but it was alrigieanette (503)

Despite this, th&ex, Love and Relationshipsurse was cited by respondents as playing
an important role in learning about sexuality. saalso considered by some to be a
‘safe space’ in which to talk about sexuality, &eady highlighted. The provision of a
women-only version of the course, and the splittignen and women into separate
discussion groups, reflects the way in which med aromen are perceived to be
‘different’, and have different needs. It mightalse associated with an assumption that
there will be a discomfort between men and womererwBharing information on
sexuality.

Other women highlighted the difficulties of talkiig men about relationships
and sexuality. Michelle had previously been in latrenship and still felt emotionally
attached to her ex-boyfriend. Furthermore, sheldesh physically abused by this man,
and had suggested that her family were not just tof her talking about her love for
him, they were also tired of her talking about #imise. Michelle suggested that she
needed to talk about her experiences, but nobodyedao listen. She also commented
that her social worker had been difficult to contand although she did not explicitly
state that she couldot talk to her key-worker, given her embarrassmewoualalking
about sexual matters with (and in the same roomneas), this might have made it
additionally difficult. This situation might haveebn something that a female key-
worker would have been better equipped to deal,\wshwell as a more likely person for
Michelle to feel comfortable talking to. Furtherrapsince she had not talked to her key-
worker in depth about what had happened to hewynmdtion about potential support in
relation to her experiences had apparently not gesm.

As suggested earlier, other respondents who hagriexged physical and sexual
abuse expressed a similar need to talk aboutekperiences, and of not having had any

specialist help. Of these women Jeanette, in pdaticsuggested that her embarrassment
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in relation to a sexual attack compounded herdliffies in talking to people that she

knew and was close to, a seen in the following arge:

Jeanette: | don’t want to talk about it.

Elizabeth: How did it make you feel?

Jeanette: Awful about it, embarrassed

Elizabeth: Would you have felt better if you codde talked about it?

Jeanette: | would have felt better if | could haaiked about it and alf®

Elizabeth: Was there any body that you did tatk to

Jeanette: | talked to the police.

Elizabeth: Did you talk to any of the staff?

Jeanette: No, just to the police.

Elizabeth: Any friends? Where you able to talkhtem?

Jeanette: They don’t want to talk about it eithehat | went through and
that.

Elizabeth: They didn’t want to talk about it?

Jeanette: No.

Elizabeth: Did you try to talk to them about it?

Jeanette: | tried to talk to them about it. | doméalk to them about it
because | might upset them.

Elizabeth: It might upset the person you wereingiko?

Jeanette: Yes. It might be rude. | might get niysebarrassed.

Elizabeth: Does it help though, to be able to —

Jeanette: Yes, it helps me to be able to, yes.

Jeanette (5098)

In this example, Jeanette was unable to talk aheutexperiences, and conflated sex
with being ‘rude’ and ‘embarrassing’. Although @heint act had taken place, which was

not her fault, Jeanette could not talk about itabse it was about sex. Furthermore,
Jeanette suggested that her family did not talluatie assault, underlining the sense in
which it might be her fault, and that sex is ‘wrongpre generally. This points (as with

Michelle) to the need to talk to a professionalpwiould be unrelated to her, and paid

to listen, and who would be unlikely to get upsetduse Jeanette is a friend or family
member. Jeanette said later in this interview #iet might not have felt embarrassed
about talking about sex if she had not been radedreference to talking about the rape
as being rude, does, however, suggest an existrageaess of sex as an embarrassing

subject.

163 Jeanette could be paraphrasing me here, but gieeway in which she answered other questions, and
her assertiveness throughout the interview, | waulgigest that this was not the case.
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Charlotte talked about sex in terms of shame. Gttarhad hidden her husband’s
abusive behaviour from her sons, and only spokeutaber experiences after her
husband’s death, after thirty years of marriage. stiggested in Chapter Four, her
husband was able to manipulate her on the badiseofhame and embarrassment she
felt over having also had an unwanted sexual miatiip with her brother as a teenager;
he threatened to tell other people of this evehis Tompounded the sense of shame that
Charlotte already felt, who believed herself in somays responsible for the way in
which she had been treated. Charlotte describedithierms of the sexual acts her

husband had coerced her into performing, as seteifollowing quote:

| feel ashamed of my life. | feel ashamed of tiwegthl've done. | feel really
ashamed. If | could, if I could turn the clock batlwouldn’t have done things...|
couldn’t even talk to my own mother about what waig on [with her
husband] Maybe | felt people would have said ‘oh wells iyour fault, for
getting married.'Charlotte (56)

As with the embarrassment expressed by Jeanette feilings of shame
Charlotte associated with her experiences effelgtisdenced her, giving her no-one to
share her feelings with and no support. Charlattend it difficult to talk of, or express,
her own desire to be touched; suggesting thatlsheght that what she would say might

somehow offend me:

| hope I'm not going to offend you with what I'mimg to say, but when my
husband, when me husband was here, | used to,duketas| used to like being,
how can | say ifCharlotte was evidently finding this particulantyfficult to
say] | used to like being touched, down below.

Charlotte (56)

Although Charlotte had feelings of sexual desihe avidently found it difficult to talk
about this, underlining the difficulties some womésel in expressing a positive
discourse of desire (Fine 1988, Tepper 2000), aliffies that might also be related to

generational factors, given Charlotte’s age (HaS@4).
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‘Unsafe’ Sex, Sexuality and Relationships

If he wants to have sex with me, then it's probaling to be a bit scanbusan
(56)1

Just over half of thenterviewees overtly referred to their own and ashgeneral and
specific sexual safety. Where women described tgitus in which they had been
threatened sexually (not necessarily referringh@rtsafety explicitly), the figure of
those rose to eleven. Safety was not necessaxplicitly linked to learning disability
(although sometimes it was), but despite this,rezfees were made frequently enough,
and without reference to questions about this @t wot something | explicitly asked
about), to make it significanMore importantly perhaps, it was often the firstomly
aspect of sex that the women spoke about. iSierviewees described having had
experiences of physical and/or sexual abuse. Tbthers had been in what they
described as threatening situations. Two intervesmeferred to the emotional trauma
relationships could bring. Others seemedassumethat having sex, or being in
relationship, would be a negative experience. Was expressed by what they said and
by particular words that they used — sex was ‘baful’, ‘scary’ or ‘terrifying’ but
rarely ‘good’.

As suggested, many women tended to think that sbimesituations were
dangerous. Susan for example considered her gesafaly to the point that she
appeared to be heavily constrained, and constrainedy others, but by her fears. She
was concerned about cooking at home (and refusedrsider the idea that she could
live on her own, or move out from the home she esthavith her ex-fiancé and others —
despite not wanting their company) and she wasddargo out alone (there was danger
on the streets; a woman was killed; she would gset).| She constructed staff as
‘different’ to herself, and the people she livedhwistaff were saf8* staff were safer
than her on the streets; but she was not safewaadot safe with other residents on the
streets). This strong discourse related to safetinterconnected with discourses of

disability, dependency and capability. Susan sawdiieas less capable than others, saw

164 Although for some people with learning disabibitidiey were consideremsafe- Jeanette for example
reported having been physically attacked by staff.
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others as safer than her, and for both these reasion could depend on them (rather
than herself) for her safety. This fear and depeogelearly limited what Susan was

capable of doing and the choices that she madeday-to-day basis.

Elizabeth: Would you like to live anywhere else?

Susan: No, just like living here.

Elizabeth: What about living on your own?

Susan: I'd be just frightened on my own.

Elizabeth: What would make you frightened?

Susan: If  was doing anything wrong and | waslijvon my own.

Cookers. Living on my own and using a cooker. |ld/qust get
burnt. There’s got to be staff there.
Susan (56)

| just say, I'd just be frightened (to go out) oy own. So I'd sooner just stay in
the houseSusan (56)

It appears that, for whatever rea¥6nSusan had invested in the notion that she
was more ‘vulnerable’ than others (staff in patac)) and regulated herself in a way
that restricted her privacy (she would not livesidg of a service setting, which would
give her more opportunities to have ‘private’ relaships), and her social interaction
(she feared to go out, and was reliant on staffotso).Hendeyand Pascall’s (1998) UK
research with forty-two physically impaired younduéis aged between seventeen and
thirty-one showed that the young women interviewad,particular, lived heavily
constrained lives due to fears in relation to thssfety, and their fear of potential
violence, particularly in relation to men. Thesspendents were further constrained by
parental fears in relation to the women’s perceivabherability. Heyman and Huckle
(1995) also found that their respondents who hadhleg disabilities were fearful of
everyday hazards, such as cookers and knives; goihglone; and of getting robbed or
attacked. They found that more particular fearselation to sexual safety, and being
able to cope with relationships, marriage and gherd, were situated within this more

general perception that life was hazardous.

185 Hollway (1984), for example, suggests that someaminvest in subject positions that provide them
with protection by others, and which reduce thesponsibility for themselves.
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Like other respondents, Susan’s fears extendedctade sex, relationships and

parenthood.

| think it's worse for a woman to have $&Susan (56)

| wouldn’t get married and | wouldn't have kidswbuld be safer for m&usan
(56)1

Susan, who had experienced a sexual assault aglyalmedicated, had very particular
fears surrounding sex and having relationshipsudicg the pain of having penetrative
sex, the pain of childbirth, being able to copeepehdently (this was also associated
with marriage where she appeared to believe tha wlould have particular
responsibilities that she would be unable to perfgafely), and the fear of not being
able to cope with a child. Here Susan genderedfdmns by suggesting that it was
‘worse’ for a woman to have sex, reflecting dissasrthat suggest that women do not,
or should not, enjoy sex. Sex is something that emomither like less than men or it is
something they endure. Susan was unable to acteptidea that sex could be
pleasurable when | suggested to her that it mightTinis perhaps reflects McCarthy's
(1999) research findings where some of the womdmemstudy said that they thought
that sex wasneantto hurt womenAs suggested earlier, Susan linked marriage with se
and whilst she had at one time been engaged, Wwadaet to get married. Whilst she
had had a boyfriend, she did not necessarily seé@dane as ‘safe’ however. Susan had
suggested for example that ‘I want to be singlée.5#nterestingly, Susan felt it was
‘safe’ to ‘fancy’ men and flirt with them — she h#alked comfortably about how she
flirted with policemen and sailors saying ‘I wasirightened of them.” This suggests
perhaps that expressing her sexuality throughniiirivas ‘distanced’ enough to avoid
risk. Although Susan did not expand on why policeroe sailors might be ‘safe’, she
did define them as potentially ‘proper’ boyfriendsarking them as ‘different’ to her ex-
fiancé, a point | will elaborate on later in thizapter.

Other respondents also related their fears ta@shthat had happened to them.

Jean, for example, related to three instances wétexehad felt fear in relation to men.

166 Susan was referring to how enjoyable, or notysas. Within this context she meant painful andscar
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These events included an incident in a park (afjhott was not clear exactly what
happened, Jean appeared to have been propositign@dnarried man that she knew)
stating: ‘I was really terrified of him!’; an inc&ht where she was grabbed around the
neck by a boy who was with a group of other boyside a shop, and a third incident

that Jean described in the following way:

When mum was ill, all | was getting was phone aafldads[men], ‘| know you,

I went to school with you’ and he didn’t, he wastja stranger but it was the
same lad all the time...it was terrible because mMmym was bed-ridden and
everything. It was nearly every night thag¢an (66)

It was clear that these experiences influenced 'deattitude towards men. Her
descriptions of these incidents were in answer tpuastion about relationships with
men, suggesting that they had influenced the wayhith she viewed these. Jean had
suggested that she would ‘chase a lad’ if one tteedapproach her, other than in
friendship. However, interestingly, she didt relate these incidents and their effects to
men in general: they did not deter her from sosiladj with men.

All the women who experienced physical/sexual alveperted that this led to
long-term consequences in relation to how they emisntly viewed men and sexual
relationships. Katherine said that she would beemrgareful in future with regards to
relationships, and Michelle had nightmares, flaskbaand worries about going out
alone. Many years after being raped, this was itisé thing that Jeanette spoke about
when | interviewed her — she did not even waitdaquestion, and kept returning to the
subject despite me asking her about other thinganelte continued to feel uneasy

around men, and stated in the following exchange:

Elizabeth: Do you feel okay dealing with men?
Jeanette: No | don't, | don't feel okay about itike to be on my own.
Jeanette (5098)

Like Susan, Jeanette clearly felt that being simgls ‘safer’.
Other respondents appeared to see danger inorelati sex, relationships and
having children, without necessarily having expeeel anything directly that might

make them feel that way. It appeared that they ‘abdorbed’ what they saw around
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them to the point where danger was ‘everywherdlySaho referred to sexual safety
throughout her interview (always unprompted), sektoehave developed an awareness
of multiple dangers across @aumber of sources: including her own experience, her

sister's and mother’s experience, her friends’ epee, as well as from the media.

On the news a nanny killed a child, and if | wasnfather, and was) out, |
wouldn’t want that to happen. So | am quite happthwne and me alone
[without a child] Sally (25)I

If I got into trouble with a lad and | ended updasualty..*®” Sally (25)I

| had a lot of bullying in my old hou$& and the reason | haven't wanted kids is
because they might get'f. And the reason | don’t want them is because |
would be afraid that they would have the illnedsesd. Sally (25)I

Here Sally suggests that nannies are linked witigeg that it is easier to be ‘alone’
than be a mother, that having relationships migatilto her being in hospital (her sister
had experienced abuse from a boyfriend), and tlchild of hers would be at risk from
bullying, and (hereditary?) illness (the latter tbese highlighted by Tymchuk and
Andron, 1994, as a persistent assumption in relatiothe parenting of people with
learning disabilities). In addition to these commserbally mentioned AIDS more than
once in response to questions that were unrelatéd as well as the risk of emotional
hurt when becoming involved in a relationship. $Ball objections to having
relationships, sex, and children were varied ahdould be argued, comprehensive.
They cut across the physical and the emotional, seeimed to create a barrier to
experiencing any kind of a sexual life. In relatimnthose women in this study who
appeared to have multiple fears (particularly Sumaah Sally), this echoes the findings
within McCarthy’s (1999) research, where two of Bewenteen respondents said that
‘everything’ about sex was ‘scary’, and only thitesd said that they had never been

scared of sex.

157 Her sister was physically assaulted by a boyfrieviich might have influenced this remark.

188 sally appeared to be talking about when she wasthatol.

189 sally had previously told me that she had sufféveslilinesses as a child that had left her physica
impaired.
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It was striking that femalé&ex, Love and Relationshigourse participants
referred to health in particular when asked thestioe ‘what is sex?’ (See Appendix
Twelve). Contraception was something that featurealvily in their discussion of this
question. Although male participants mentioned @m@ption, it was not as
predominant in their list of answers and they did explicitly link it to pregnancy. As
discussed in Chapter One, women with learning disab have historically had their
sexuality regulated, including via sterilisationdacontraception. McCarthy’'s (1998a,
1999) research showed that women with learning bdisas today continue to
experience this. This might help explain the emjghasm contraception by course
participants. However, women more generally ‘cartye responsibility of sexual
reproduction, and are also subject to regulationr@d safety in relation to pregnancy.

Although many women referred to fears in relati@n sexuality, Katherine
highlighted the positive effects of ti8ex, Love and Relationshipsurse on her overall

opinion of men:

| don't see men as a threat now. | used to, aelitit. I'd only had bad
experiences with men...I'm not as frightened as | Watherine (54)

I would further suggest that ti®ex, Love and Relationshipsurse had the potential to
challenge some of the women’s fears surroundingiagy. Nevertheless, it appeared
that theSex, Love and Relationshipsurse might not have alleviated such fears to any
great extent (Susan, Jean and Jeanette for exanaolgll been on the course, although
Sally had not).

Sex, Relationships and Romance

One of the normative discourses popularly assatiaigh women generally is the
‘romantic discourse’ (Giddens 1992, Jackson 1986ksbn 1999Gcior 2003). Carabine
(1996a) has gone so far as to suggest that ‘loag’thken over the importance attached
to reproduction and motherhood as a normative gedddiscourse. Scior (2003:786)
describes romance in terms of: ‘boy meets girlythet married and live happily ever

after.” Whilst this concept is similar to the conssive accounts described, where
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relationships are seen in terms of marriage anénpaood, ‘love’, in the romantic
discourse, is integral to this process. In thislgtiKatherine and Jane were unusual in
that they both linked sex and relationships withelowhere others did not. Katherine,

for example, said the following:

(Sex) is the most loving, most fulfilling thing yean do for your partner. It's the
way to show that you love them. The way to shom gfeas deeply love them, you
know.Katherine (54)

Here Katherine makes direct, strong links betweex and love: sex is a way of
communicating love, and (selflessly but in a wagttis also mentally fulfilling) doing
things for someone else (Mason 1996). Giddens ()1B82 suggested that the way in
which women relate to sexuality in terms of lovel anmance might herald a positive
and liberating ‘transformation’ of sexuality. Jacks(1999) too suggests that love can
form the basis of a resistance against a mascudkfmition of sexuality. However,
Jackson has also highlighted feminist critiquesowé that highlight the way in which
this becomes implicated in the emotional and doimdabour that they enact within
heterosexual relationships .

Katherine’s linking of love and sex, which is algtked to her religious beliefs,

brought her pain, as suggested in the followingeuo

| believe that if you're going to get married ydwosild really and truly love and
honour that person. And that's what | thought mgaidmarriage would be. |
thought it would be idyllic. Because at the timewss Christian. We married in
a Christian setting. We'd done everything right,thg book. And yet, they say
you don’t know a person ‘til you live with thenwikh, looking back, | wish now
| had lived with him, you know, we had lived togettAs companions. As like,
lodgers, you know what | mean? Like shared a heuseseparate rooms. So |
would have gotten to know what a man’s tastes wahgt a man’s like. In that
way | wished we’'d lived together, if you get my nieg. Before marriage. It
would have been like, companiokstherine (54)

Katherine’s outlook before marriage was typicatiynantic — she believed in ‘true’ love.
Wedded with her religious beliefs (that seemedléwvate her views of sex and sexual
relationships to a spiritual plane), and her trusther husband's own religious

convictions, this outlook influenced her belieftthi@is marriage would be an ‘ideal’ one.
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Unfortunately this was not the case. As alreadygested, Katherine linked her
‘naivety’ with the way she had been brought up, amd relation to her
impairment/learning disability. As seen in the gydfatherine realised that getting to
know someone (experience of the person, or expgeriehmen — Katherine in particular
referred to the differences between men and woreh,of having little experience of
men) might form a better basis for making a deaisiorelation to marriage.

Whilst | would suggest that Katherine’s life refled a more ‘normal’ life than
other respondents (she had been married, had ehjldived alone and had minimal
professional assistance), and therefore was perddapanore likely to reflect ‘normal’
(and gendered) discourses of sexuality, Jane fterted a strong romantic discourse as

seen in the following examples:

Elizabeth: Right, you met hifdane’s boyfriendat work?

Jane: Yes, because I fell in love with him.

Elizabeth: Why did you fall in love with him?

Jane: Because | fancied him.

Elizabeth: What made you fancy him?

Jane: Being romantic.

Elizabeth: He’s romantic?

Jane: Yes.

Elizabeth: And you like that?

Jane: Yes.

Elizabeth: What kinds of things does he do thdtaneu like him?

Jane: Grown-up kiss¢snakes kissing motion with lips and headke
that.

Elizabeth: Do you like that?

Jane: Yes he does.

Elizabeth: He does, but do you?

Jane: Yes, | do, yes.

Jane (39)

We like...being romantic and being Valentine’s lovéasie (39)

Jane had had one boyfriend (the one she descréred, but at thirty-nine lived with her
parents, and was more dependent on professionatagithan Katherine. She also had
little opportunity to spend time with her boyfrienghly spending time with him at their
day service work placement. Nevertheless, for season which was not evident from

her interview, she held strongly romantic views wbber relationship that were not
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particularly evident in other women’s narrativethay than Katherine’s. | would suggest
perhaps that here is an example of the way in whmminant discourses relating to
gender and romance were ‘available’ to Jane, dedp#r life experiences. Such
discourses may have been drawn from the mediag sime told me that she spent a great
deal of her time at home in her bedroom watchitgyigion.

Unlike most of the women, Jane did not appear td bontradictory or negative
views of sexuality, and was consistently positiveowt her relationship with her
boyfriend. Nevertheless, as suggested in Chapte, kvhilst she suggested that she
wanted ‘to be with him and be getting a relatiopshith him’, and suggested that ‘I'd
like to be happily married’, it was clear that tfetationship was limited to a specific
place (the day service work placement). Here, ni@as) notions of romance are in
tension with the restrictions Jane experiencedhddlgh Jane wanted a romantic sexual
relationship, this relationship was lived withinrmav, regulated, boundaries. Although
Jane described what might have been a private sergaunter (related earlier in the
chapter, where Jane describes what she and herdrayfdo in private), it is unclear
when or where this might have occurred. Thus, th@nstream, and potentially
regulatory romance discourse apparently availablane in theory, appears difficult for
her to translate into practice.

Despite the ‘lack’ of a romance narrative withirhet respondents’ accounts,
Michelle alluded to the notion of ‘Mr Right':

| want to wait until the right person (to have dn#n), if the right person comes
along and everything.Michelle (29)I

This idea that very specific individuals are ‘médot each other, is again relatively
gendered. Women are often constituted as desiriogogamous relationships, and as
believing in ‘the one’ man who will be ‘right’ foner (Hollway 1984). This example
also reflects the idea that one should wait uhi@ tright time’ and the ‘right’ person
comes along before having children, and that itld/@@omehow be a mistake to have a
child with the ‘wrong’ man. This echoes the religgoovertones in Katherine’s accounts
of sexuality, in that it suggests a ‘soul mate’sexifor everyone. Like ‘love’ and

‘romance’, this notion of ‘Mr Right’ reflects maitieam regulatory discourses that focus
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on ‘the one’ ‘true’ partner, rather than many. Hoeme whilst these related discourses
were referred to, relationships were associatedeniequently with the notion of

companionship.

Relationships and Companionship

When Katherine reassessed her relationship with husband, as described in the
previous section, she suggested that whilst shentzlly viewed her marriage in terms
of love, and in terms of wanting the relationslobe ‘idyllic’, she now felt that she and
her husband should at least have become ‘compamoasto the marriage, so that she
could have found out ‘who’ he was. As suggestedstmespondents tended to associate
positive relationships (both ones they had expeddnand ones they desired) with the
companionship they brought. Having similar intesest being similar kinds of people,
where considered important within relationshipsisTis seen in Vicky and Mary’'s

statements below:

Elizabeth: What did you like about having a bayid, what are the good

things?
Vicky: Talking.
Vicky (28) 1
Elizabeth: What made you decide to get married?
Mary: Oh, I was lonely, and | wanted somebodtatk to.
Elizabeth: Did you fancy him, did you find hinrattive?
Mary: Oh, oh no.
Mary (78)I

These comments are perhaps not surprising, givelatk of opportunities available for
this group to establish relationships and friengshias discussed in Chapter Five.
Additionally, these are ‘safer’ aspects of relasioips, given the way in which many

respondents associated sexuality with danger akdand friendships with safety.
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In relation to the idea that relationships shoutdhased on similarity between

partners, Deborah and Sally described the following

Elizabeth: You say that you don’t want a boyfrigmak thinking about if you
did, what kind of person would he be like?

Sally: Someone like me! Who was into horror mowaed art and
creative writing. So, that person would probablydmilar to me.
Sally (25)I

Elizabeth: What would you have liked about hawsogebody else in your
life?

Deborah: | would have liked him to take me arouhd bar and that. |

would have probably took him to a café and got &ioup of tea,
because I'm like that.
Deborah (46)

Like many (non-disabled) people, it was clear ®ally and Deborah looked for people
like themselves to be with (or might have looked foSally for example was talking
hypothetically as she said that she did not want ralationship).
As suggested, these references in relation to colmpship or similarity are more
striking than references to love, romance, or desivhich were almost completely
absent. Even in the following example, where Annggests that she might have been
attracted to a particular man, being ‘smart, deami good-mannered’ was more

important than being sexually attractive:

Elizabeth: Could I ask if you've ever found a nadtnactive before?

Anne: Well | have, yes.

Elizabeth: What did you like about that person?at\fhade him attractive?
Anne: Smart, decent and good-mannered.

Anne (55)I2

In some interviews there was a sense that respthaare sometimes unclear
about what constituted a boyfriend as opposed toead, or that there might be a
blurring between the two positions. Anne, for exéanpould not distinguish what might
be different between her boyfriend and a friend) enher second interview described
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someone she had previously described as a boyfrentteally’ a friend®. Dorothy
was at pains to make it clear that a close matadriwas just that, a friend, and | sensed
that this was on the basis that if she had notidealclarification, | might have made
assumptions about her relationship with him thatewsot true — that having a male
friend might be unusual or necessarily sexual. Fo@rviewees made it clear that they

only wanted relationships with men as friends lastrated in the following comments:

| like friends not boyfriends...I just don’t want ayiriend.Dorothy (60)I

I’'m basically not interested in love. | am moreeir@sted in making new friends
than | am having a relationship and settling dowthvanyone Sally (25)I

This emphasis on men as friends, not boyfriendggests that for these women there
was a difference (despite Anne’s blurring of hesalgtion of her friend/boyfriend)
between a friend and a boyfriend. Sally marks dmssinction between the two in terms
of ‘love’, and ‘settling down’, the latter commeatso suggesting that a relationship
brings commitment and longevity — echoing Kathésnamks between marriage (not
necessarily relationships) and longevity. Dorothkéd having a boyfriend with kissing,
which she did not like, and this was one of thesoea she gave for her not wanting a
relationship with a man: ‘I've never had a boyfdenl don’t want one...because
there’'d be kissing and | don't like that.” This Hirof sexual activity might also be the
reason why some of the other women said they diodseep men at ‘arm’s length’.
Anne described her friend/boyfriend in the follogiway:

Elizabeth: What was it that you liked about beinthwim?
Anne: Well, he was friendly, and harmless, he dida’anything wrong.
Anne (55)I

Although it was not clear whether Anne was relatihgr friend/boyfriend’s
harmlessness with his friendliness (because hefiesdly — or a friend — he was

therefore harmless), his harmlessness was a réastiking him. The fact that he did

170t is possible that Anne described the man asyériead to appear more sexually experienced, in
relation to the topic under discussion, than shéy&as.
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not do anything wrong (perhaps suggesting thatrgteeple had), is also important.
These comments seem to reflect her low expectationeglation to friendships and
relationships: it wagnoughfor her friend/boyfriend to be ‘harmless’ and rduiing

‘anything wrong’. Further, the way in which theseomen more generally relate
relationships with companionship, suggests thah suieds of relationships might help

to keep sexuality (and sexual love, romance, asde)e ‘distanced’.

Femininity
| have already discussed romance in relation to @orRomance might be considered
to be a key discourse in relation to the feminmle.rin this section | will focus on some
of the ways in which respondents related to furttemative ‘feminine’ activities.

Four interviewees in this study described theidgiin taking part in household
tasks alongside other ‘everyday’ activities. Je@ndor instance, illustrates this in the

following example:

() do food shopping...washing and ironing, cleanikipovering, cleaning my
room. | like doing all my washing, my ironing. Iimore independent. | go on my
own to get weighed...(I) like doing my own cookingin owashing, own
shopping. Look after your own money. Look afterryawn tablets. Look after
your chequebookleanette (504Y

Whilst things like shopping, ironing and cleaningvh been seen as stereotypically
gendered tasks that women undertake (VanEvery 1B@f&kson 1997, Jackson 2007), |
would like to argue here that these were not necidgdaken on by respondenss
gendered tasks but as tasks they had previously beable to perform and enjoyed
doing. Jeanette, as described in Chapter Five,liiad in a long-stay institution for
most of her life, and related these gender-relatgidities to the independence that she
had outside of that institution: these activities, dor her, a ‘badge’ of independence. As
discussed earlier, relating such tasks to indeperedanderlines the still limited ways in
which some respondents lived. Nevertheless, foneltg these supposedly gendered

tasks, that for other women might represent comstn@present freedom and control.
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Brown and Smith (1992) suggest that group homesa{lysunderscored by the
principles of normalisation) are frequently bas@dnuthe nuclear family ‘norm’. Thus
women living in group homes often find themselvesai‘housekeeping’ role; ‘in this
case servicing men whom they have not chosen atid whiom they have no close
personal ties’ (1992:159-160). Scior (2003), whpesgrs to be in agreement with this
premise, argues that when the women in her studgdabout doing household tasks,
this practice wasiecessarilygendered. However, although some of the intervéswe
living in group homes inthis study said that they did housework, and although
housework is indeed gendered, there is no evidendbe data to suggest that these
women did houseworbecausethey were women. The way in which women in this
study took part in household tasks represents & gmmplex picture than the suggestion
that they took part in them because they were wonaerd had somehow been
disciplined into doing them and taking on this gemed role. However, it would be
interesting to know whether such activities woukd gerceived by men with learning
disabilities as examples of their ‘independencaitipularly since Forrester-Jones
al.’s (2002) research showed that some respondehtsifer these were male or female
was not made clear) disliked participating in hdwde tasks.

Another association frequently made with womerthwgarticular reference to
femininity, is that they are concerned with clothkeair and make-up, and the need to
look attractive to others, particularly men (Holwa984, Bartky 1988). As Jackson
(1996b) has pointed out, ‘The desire to be sexuwatliactive appears to be profoundly
important to women’s sense of self-worth and chpdsbund up with the gendered
disciplinary practices through which docile, fermi@mibodies are produced.” However,
despite the way in which this desire for attragtegs and femininity might underscore
the norms that potentially constrain women, Skg@@91) suggests that femininity (as
expressed via clothes, make-up and hair produstepé of the few forms of cultural
capital available to working class women, suggestivat this form of cultural capital
might be a favourable asset for other marginalasstirelatively powerless women.

Only two respondents seemed to be concerned \athes, hair or make-up in

relation to a stereotypical femininity or sexualilyane and Katherine, who also, perhaps
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not coincidentally, associated themselves with anamtic discourse, associated

themselves with more stereotypical and feminine esaaf appearance. For example:

Elizabeth: What aboyusing] make-up anddoing your] hair? Do you like
to do that?

Jane: Ah hum. I like my hair done and make-upmhthat.

Jane (38)

Elizabeth: What do you like about that kind ohthfjactivities on the course
we are discussing]

Jane: How to be a model and that.

Jane (39)

Jane (like Katherine) described activities on cesirat the organisation where the
women’s group met such as ‘being a woman’ — sesgion by the centre they attended
— which focused on wearing make-up and gettings'sied up’.

As Richardson (2007) argues, the relationship betwgender and sexuality is
mediated by discourses relating to other socidabfacsuch as race, class and age, and, it
could be argued, disability. As suggested in Chapi, learning disability might form
a ‘master category’ that overshadows gender (Daatek Jenkins 1997, Baraet al
1999). Hence, women with learning disabilities, wiave often been constituted as
asexual, are also constituted as in some ways gead@nd unfeminine (Clemergsal
1995, Scior 2003). Scior (2003) suggests that thoke aligned themselves with
gendered discourses in her own research compouthd@d negative experiences by
doing so (both generally and in relation to leagndisability). | would argue that such
discourses, and the practices associated with tmeight, nevertheless, have been
perceived positively by those who adopted them,pitiestheir stereotypical and
potentially constraining natur&cior suggests that the adoption of feminine rbleser
respondents might be because of the ‘need to emestives and be seen by others as
women’ (2003:784). However, this articulation oé&d’ casts this group as victims, and
robs her respondents (and other women) of a sédehis might also be a form of
agency (or as Skeggs describes, a form of cultaaital). As Barron (1997) suggests in
relation to the disabled women involved in her aesle, the women'’s desire to take on

feminine roles in some ways counteracted the pi#agshat they felt was associated with
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their impairment or disability label. Thus, the aton of household tasks and feminine
roles might represent both a sense of agency atep@ndence, as well as the desire to
be seen as women (the latter being more direcdpcated with Jane and Katherine,
who were more concerned with a stereotypically fenad appearance).
Although two of the interviewees in this studyasly identified with what might

be considered to be feminine roles, most, howelidrnot. In terms of appearance for
example, most spoke in terms of looking smart eawl Julia drew my attention to a
new top, which she described as ‘smart’. Sally Zeahette represented further examples
of how stereotypically feminine activities were &iped in practical rather than

feminine terms:

Sally: See, like my hair colour. That is my propir colour, there
[pointing at a photo of herself on the wall]

Elizabeth: Your hair colour is more striking nowhy do you like to do your
hair or nails?

Sally: Well, basically | don't like wasting monefnd my sister is a

hairdresser and (she has) bottles and bottles effdy hair, and
seeing as | don’t want to waste anything...This ao{she’s got)
doesn’t suit anyone else. So no one else war®|jt.l don't like
having my hair dyed but seeing as | don't like legwthings | will
use the bottle up before | grow my hair back tonmait

Sally (25)I

Elizabeth: Could I ask whether you ever feel sexg person?

Jeanette: No, not really.

Elizabeth: For example clothes —

Jeanette: | like wearing skirts or pants or makear hair done, hair cut

and all that. And doing my nails and cutting my t@gls. | like
getting my legs shaved and my arms shaved.

Elizabeth: Why do you like that?

Jeanette: ‘Cause | like getting clean. | like asler every morning. Clean
and tidy.

Jeanette (5098)

These examples suggest that being clean, smarpractical were more important than
being seen to be attractive, although it might nmiban this was what ‘attractive’ meant
to these women. It might also be argued that tbisstitutes Sally in particular, as

someone who is not going to waste her time on lobleking a point of describing her
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love of ‘gore’ and horror over romance, Sally canstd herself as deliberatehyot
stereotypically feminine. In relation to why sheedyher hair: it was practical, and she
did not want to waste money. Arguably, this distagcfrom the feminine is also a
distancing from the sexual. Sally for example chdséhes with pictures of animals on
because she ‘loved animals’. This choice might edaaforce her identity as non-sexual,
or as not ready to be an adult (animal motifs musgally being worn by children).

It was clear that the majority of these women did constitute themselves in
ways that might be described as stereotypicallyirigra. This suggests that normative
discourses in relation to these femininities wetkee not ‘available’ to them, they had
not been ‘picked up’, or perhaps they had evenlehgéd them: respondents refused to
‘take on’ these normative accounts and relatedtioesc of gender and sexuality. For
those that did adopt them, it is possible thateéhesms brought a sense of recognisable
‘womanhood’, given that access to this status mighte been difficult. In the final
section of this chapter, | will focus on the waywhich respondents related to the label

of ‘learning disability’, and the notion of ‘diffence’.

Learning Disability and Sexuality

Learning disability and sexuality have been histly associated in particular ways
that have regulated the sexual lives of women Vei#inining disabilities. If, as Foucault
(1991) and Butler (1990, 1993, 1997) argue, wecarestituted within discourses that
we are effectively unable to think outside of, @sgents, who were labelled as
‘different’, were also more likely to have settremselvess ‘different’. However, this
relies on a knowledge that theye ‘different’, that they have been labelled, and a
knowledge of the associations made with that labghilst people with learning
disabilities have been labelled, they are also siomes ‘protected’ from that label by
others, and might not always be aware that thel |dba@rning disability’ has been
ascribed to them (Davies and Jenkins 1997, ToddSirehrn 1997, Finlay and Lyons
1998). Nevertheless, the specific institutional exignces of women within this study,
for example living in homes, and accessing daytaoivities for people with learning

disabilities, might give them a sense of the ddfere between themselves, and other
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people. Additionally, as shown in Chapter Fourpogglents were in some ways cast as
‘other’ through the accounts of family and stafierel | will explore the ways in which
interviewees in particular related to the labell@érning disability’ and the assumptions
they associate with it, as well as the notion dffédence’, and the way in which these
might impact on respondents’ view of themselveelation to sexuality.

Generally, interviewees’ associations with theelatf ‘learning disability’ were
mixed: eight clearly associated with it, one did,rend a further four were unclear or
held contradictory opinions in relation to it (toéher three were not asked). In their
interviews with twenty-eight men and women with rieag disabilities using two
residential services in the UK, Finlay and Lyons998) similarly found that
respondents’ associations with the label ‘learrdigability’ were mixed. In this study,
Katherine, for example, shifted between ‘them’ aiidin relation to ‘learning

disability’, as seen in the following two statensent

Sometimes they condemn them for having relatioashimow there have been a
lot of people with Down’s Syndrome, their parentséh taken them to be
sterilised, and I think that's awful. It's an awfsthame.

Katherine (54)

When | was on my own first of all, with the childréhe health visitor came a
lot, and | thought they were sort of judging me caese they perceived that |
wasn’'t quite able to mother the children, do yowwnwhat | mean? They
perceived that with me having learning difficultigeat | wouldn’'t be able to
respond to their needs.

Katherine (54)°

This delay in identification, her ‘othering’ of @ibled people, and her own vacillation
between ‘I' and ‘they’, suggests that disabilitydalearning disability are not ‘easy’
identities. As suggested earlier, learning disgbiB seen to be a stigmatising identity
and it has been argued that those so-labelled rdgiténce’ themselves from it (Harris
1995, Todd and Shearn 1997, Finlay and Lyons 1B@®leyet al. 1998, Craiget al
2002, Jahoda and Markova 2004). However, it is mgartant to note that this identity
might not been seen as central to this group’s|{#nlay and Lyons 1998).

One woman who did not associate with the labelrigag disability’ also

attended services specifically for that group, netessarily associating her use of a
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service for people who have learning disabilitiehviaerself. Mary said that she did not
have a learning disability but met her husband day servicdor people with learning
disabilities. Craiget al’s (2002) research found that respondents gaws®nsaother than
their ‘learning disability’ label to explain theipresence in such services. Other
interviewees in this study, as suggested, had mneas in relation to their association
with the label. There is a sense of ‘distancingsoame of these women’s accounts, as
seen in Michelle’s comment, where she shows thaishware of the label other people
have given her, but that she does not necessaily & to herself:

| don’t see myself as disabled. | just got toldbbyer peopleMichelle (29)I

More specifically in relation to sexuality, Jeatké&s about the right of people
with learning disabilities to a sexual life, andked with the organisation where the
women’s group met to facilitate ti&ex, Love and Relationshipsurse. However, she

also held ambivalent views on this, as evidencetierfollowing quote:

Jean: There was two people disabjt#dht she knew]Boyfriend and
girlfriend. Now they got married...but | don’t thittkey would
have a life of their own. A proper life of their ow

Elizabeth: Why do you think they wouldn’t —

Jean: I don’t know. It might be their learningsdbility they’ve got.

Jean (66)

Why Jean held what might be contradictory opini@nanclear. Although she felt that
people with learning disabilities had the righthave relationships, she nevertheless
found it difficult to understand how that might Ipgm. | would suggest that this might
be the effect of the multiplicity of discourses shad experienced, which included
discourses suggesting a disabled sexuality wastelligible’, as well as the rights
discourses reflected in the work of the organisetubere the women’s group met.
Learning disability is associated with notions apability, and this is central to
its definition (Department of Health 2001a), ascdssed in Chapter Two. Such medical
definitions of learning disability define it primbrin terms of individual ‘lack’, where

people with learning disabilities do not fit thermo This is reflected by the way in
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which two interviewees referred to learning disiéipih terms of it being a ‘problerh’,

as evidenced in the following examples.

Elizabeth: Do you consider yourself as having arméng disability? Or as
being disabled?

Vicky: Problems.

Elizabeth: You have problems?
Vicky: Yeah.

Vicky (28) 1

They see my problem, what’s wrong with Bedly (25)I

This use of the term ‘problem’ underlines the tielaship between impairment and the
label learning disability, and these being a ‘peobl, as well as reflecting the medical or
individual model of disability which also seesst‘aroblem’, and as an individual issue.
References to ‘being normal’ were also made. &nftllowing examples Sally
described non-disabled people as ‘normal’, and Jzam herself as outside of the
‘disabled’ category because she had a ‘proper’diied was able to do things without
help. Susan on the other hand saw a relationslaipsihe had had (with a man with
learning disabilities) as ‘not proper’. If she hadrelationship with one of the (non-
disabled) sailors that she enjoyed flirting withdawas attracted to, this would be a

‘proper’ relationship:

Sally: Even | have normal friends. And if it welike, to develop into a
relationship and so on, plenty of people that |Wnbave had
relationships with normal people.

Elizabeth: By normal, you mean non-disabled —

Sally: Non-disabled, yeah.

Sally (25)I

Jean: I've got a proper life. But | don’t think asdbled person would

have a proper life like | have. They would like éao have
somebody to take them out where | haven't.

Elizabeth: So a ‘proper life’ is being able to ttongs without help?

Jean: Yeah, yeah.

Jean (66)

"1 None of the respondents associated with the aftlehrning disability as if it were a positive er
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Susan: I would like a proper boyfriend.

Elizabeth: Could you tell me what a proper boyfdevould be like?

Susan: I would like one of those sailors. | woliké one of them, a
proper one.

Susan (56)

Elizabeth: Did you considdyour ex-fiancéjto be a proper boyfriend?

Susan: Nah! I'd like a proper one.

Susan (56)2

Deborah, similarly, referred to her sisters, whd had ‘real’ boyfriends. Deborah saw
her sisters as ‘different’ to herself in this redjaand related this difference to her
(physical) impairment, stating ‘but my sister aret boyfriend walked together, but we
(she and her boyfriend) could not walk.’

Although none of these women described what the&ann by ‘normal’ or
‘proper’ (with the exception of Sally, who respodd® my prompt that this might be
related to being ‘non-disabled’), these words tentte be used in relation to people
other than themselves, or in relation to circumstanthat fell outside of their
experience. Martin (2006), a man labelled as hagifigarning disability’, has referred
to the notion of a ‘real life’, something that dsiutside of his experiences and is
denied to him by society. Similarly, disabled respents in Barron’s (1997) work, and
men with learning disabilities in Wheeler's (200&search, referred to the boundary
between themselves and others in relation to ‘nbityhar hus, the notion of ‘proper’, |
would suggest, is similar to ‘real life’ and ‘norhtg, and that these are things that
respondents feel they do not have.

Katherine was one of only three interviewees vwdlketd about how others might
see her, as a woman with a learning disabilitythin following example she described
how this impacted on her:

| had the feeling that they didn’t trust me witte tbhildren, but | sort of like
proved them wrong, you know. | brought them up gnomn and they both
turned out to be sound, and there’s the youngestwith children of his own
now, so | must have done a good fielighs] Katherine (54)

It can be quite difficult because people look damnyou if you have a learning
disability. They think that you're not up to it,wre not able to function as a
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woman, you know. You haven't got the same feelyms know. And you're
more vulnerable as welKatherine (54FG

Katherine talked at length about her feelings iatren to not being trusted as a mother
of two children. She felt proud that she had ‘pobyeople wrong’ in bringing up her
children successfully. Katherine also highlightdd tway in which others felt that
women with learning disabilities might not have theme feelings as other women,
showing her awareness of accounts that suggesaedvtimen with learning disabilities
might not just be less capable of being mothers tlan-disabled women, but also feel
differently in relation to sex and/or relationships

Over half of theinterviewees related to learning disability, or ithewn
difference to others, in terms of (in)capabilityhi3 was expressed by five women in
relation to their own capabilities. One woman ssgge that she didot have a learning
disability because she could ‘do things’, and aeotuggested thattherssaw her as
less capable than non-disabled people because tddraing disability. The remainder
talked of others with learning disabilities beiegs$ capable than non-disabled people, or
themselves as less capable in the sense that tidethair peers (for example the people
with learning disabilities they lived with) wereifférent’ to other people. Finlay and
Lyons (1998) found that their respondents linkedirtHack of ability to learning
disability, both in general terms — for example being able to do ‘anything’, and
specific terms — not being able to dress, or reatl\arite. Interviewees in this study
made similar claims.

Further, five linked their own lack of capabilityittv not being able to cope with
marriage and having children, though, interestinghys concern was less strong in

relation to sex or having relationshiffs The following quotes relate to parenthood:

The reason I'm not interested in kids is becauseve trouble looking after
myself, and if there was a kid and me, | woulde'eble to cope Sally (25)I

172 This might be because marriage and parenthood seere as more important. Parenthood for example
was seen as something that might have been 'migaed’'wanted) in some women'’s lives, and marriage
too but less so. Relationships (without marriagensed to be lower on the list of what might haverbe
desired, with sex (as practices or acts) at thebot
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Jeanette: | don’'t have children. I've got my tulied from having children.
Elizabeth: Is it something you might have likeolth?

Jeanette: Not really. | don’t want a baby.

Elizabeth: Right, is there any reason why you dbn't

Jeanette: Becausealbn’t want to go through it.

Elizabeth: Can you think what might make thatféiailt thing for you?
Jeanette: Aye, | can't look after it properly.

Elizabeth: Do you think that?

Jeanette: | think that.

Elizabeth: Has anybody else told you that?

Jeanette: My mum told us | can’t look after mydetin’t look after one.

Jeannette (early 508)

Having children was referred to by respondents nii@quently than relationships or
marriage, as desirable. As suggested earlier, ahildren is central to many women’s
sense of seliswomen.

Thus, many respondents’ accounts suggestedniyaintere aware that they were
‘different’ to others. This is in contrast to Wats® (2002) findings from UK interviews,
conducted with fourteen disabled men and fourteasabted women (not people with
learning disabilities). This research showed thedpondents held a social model
viewpoint where difference was only associated wvité way in which non-disabled
people viewed them. Whilst intervieweests study tended towards seeing themselves
as fundamentally, or essentially, ‘different’ (fexample because they were less capable
than others)®, some aspired to a ‘normal’ life and were activehe ‘doing’ of ‘being
ordinary’ (Rapleyet al 1998:824). For example, Jean and Michelle higiid their
capabilities in relation to looking after childrecontrary to what they had been told;

underlining again the importance respondents see¢onaitach to children:

Mind | can look after babies, | used to look aftey brother’'s babieslean (66)

My dad says...l can’t look after hifa baby, if she had onéie’ll have to look
after itself. If 1 had the right support with thalty...that's what me mum and
dad'’s there for, supporilichelle (28)I

173 sally, however, whilst regularly referring to otaes having a ‘normal’ life in comparison to héfrse
and her friends with learning disabilities, abrymtualified this viewpoint near the end of her mtew,

by asking ‘What is normal, anyway?’, echoing a &mguestion put by one of Watson’s (2002) disabled
interviewees, and reflecting, momentarily, a sogiallel perspective.
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Booth and Booth (1994) suggest that there is dcaelcy’ perspective taken in relation
to the parenting skills of people with learningatigity. This focuses on the ways in
which people with learning disabilities awet capable of being good parents, rather than
looking at the ways in which thegre capable. As Booth and Booth’s research shows
(eighty-two interviews with sixteen men and fourtegomen with learning disabilities),

people with learning disabilities can become ‘ca@gharents.

Conclusion

In this chapter | looked at the meanings resporsdgate to sex and relationships, their
views and practices in relation to femininity, dmalv they relate to ‘learning disability’
and ‘difference’. The accounts that many resporgigatve linked sex, marriage and
parenthood in a ‘natural’ trajectory, suggestingatthmarriage is lifelong and
monogamous, and necessary for parenthood. Thesmirdascreflected discourses of
sexuality as a ‘biological need’ and/or primarily procreative. Same-sex relationships
sat outside of this framework, and were difficat some respondents to comprehend. |
went on to examine the ways in which many respotsdeiewed sexuality negatively,
although occasionally, positively; before showingwhsome respondents’ accounts
reflected discourses of sexuality that framed idaty/, embarrassing and shameful. |
then looked at respondents’ accounts in relatiosafety, and sexual safety, before
looking at romance and companionship discoursesvals as the way in which
‘femininity’ was reflected in respondents’ accountsconcluded by describing how
many respondents saw themselves as ‘differentthergpeople, and how this affected
the way in which they viewed themselves in relatmsexuality.

The accounts and discourses reflected in this ehaphow that learning
disability appeared to impact on the way in whiespondents viewed themselves in
relation to sexuality. Nevertheless, mainstreantalisses of gendered sexuality were
also reflected in some respondents’ accounts. Whthisse discourses are potentially
constraining, they might also offer this group asceo ‘intelligible’ gendered and

(hetero)sexual identities.
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CHAPTER SEVEN

Conclusion

This thesis has outlined research that aims tooegglow a particular group of women
who have learning disabilities give meaning to sdixyy and the ways in which family
and formal institutional accounts and practiceshinige influential in this process. This
has involved the analysis and interpretation oadiawn from fieldwork with people
with learning disabilities, in particular, interwis with sixteen women, contextualised
and supplemented by data resulting from a focusgwath six women, and observation
on a course for both men and women which had beeasaed by over half of the
interview and focus group participants. The stusgdia theoretical framework that took
the social model of disability as a starting-poias, well as concepts developed by
symbolic interactionists such as Gagnon and Sim&i@4) and Plummer (1981, 1995),
as well as Foucault (1973, 1989, 1990, 1991). Tlamework has served to underpin
the argument that | make, that disability, sexyadihd gender are socially constructed
and regulated via social norms, albeit in differamtys. In summary, this study has
explored:

» where and how research respondents learnt aboualggx teasing out some of the
accounts and discourses around sexuality, leardiisgbility and gender that

respondents reported coming into contact with
* the kinds of family and service practices that iotpd on the agency of respondents,
and underlined or challenged the kinds of discaursk sexuality they reported

encountering

» the various accounts and discourses of sexualitigcted in respondents’ own
opinions on sexuality, gender and learning disibili
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A number of consistent themes and issues have eghdrgm this exploration.
These include the way in which respondents have bast as, and cast themselves, as
‘different’, childlike and vulnerable, as well aspkndent and lacking capability
(particularly in relation to motherhood), and sdikyaas ‘unsafe’/'wrong’; the way in
which respondents’ lives were significantly consteal and characterised by a relative
lack of choice; and how to some extent respondemsi narratives reflected those of
significant others, as well as the lack of a sesfstheir own sexuality. Th&ex, Love
and Relationshipsourse in some ways countered prohibitive accouespondents
encountered within other settings, but also appkdoe uphold particular gendered
accounts of ‘difference’.

Many of these themes suggest that respondentss Imight be dominated by
their ‘learning disability’ status. At the same &#mmormative ‘mainstream’ gendered and
sexual accounts were evident within institutioradaunts, as well as respondents’ own.
These included, what appeared to be, ‘older’ oraritvaditional’ normative accounts
that relate sexuality to marriage and having chitdfregardless of the women’s age and
generational differences), as well as accounts wiatst not widespread amongst
respondents, were evident: accounts that linkedwadx romance, and independence
with gendered household activities. Such accowantd, the discourses they reflect, can
act to constrain such women, particularly wherey tlnederline the passivity associated
with being a woman, and being disabled (Oliver 1990rris 1993b). However, since
some respondents associated stereotypically femiaativities with autonomy, whilst
this group might indeed be disciplined into patacigendered roles, some of these roles
could also give them access to an ‘adult indeperelerand perhaps a sense of
‘womanhood’.

The research findings confirm a number of thenresgnt in previous empirical

work with disabled people in relation to sexualfgr example:
» arelative lack of knowledge in relation to sexomtters (Brown 1983, Morris 1989,

Heyman and Huckle 1995, Shakespeateal. 1996, Gillepie-Sellset al 1998,
Lesseliers 1999, Johnsenal 2002)
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» respondents being cast as ‘eternal children’ (Cr883, Heyman and Huckle 1995,
Shakespearet al. 1996, Scior 2003) or vulnerable (Robbins 1990, Ay and
Huckle 1995, McConkey and Ryan 2001)

» respondents’ sexuality might still be perceivedoto problematic, with parenthood
particularly so (Christiaet al 2001, Cuskelly and Bryde 2004, Wheeler 2007)

* respondents appear to be subject to policing amdrado(Brown 1983, Robbins
1990, Heyman and Huckle 1995, Gillespie-Sellsal 1998, Johnsoet al 2002,
Scior 2003, Parkes 2006)

» there is a lack of emotional and physical spacavimch to have a sexual life
(Lesseliers 1999, Lofgren-Martenson 2004, Abbott Howarth 2005)

More specifically, findings confirm, in relation tde little research conducted about
women, that this group tend not to feel sexual (Bitkdy 1999), to perceive themselves
as sexual agents (Lonsdale 1990, Lesseliers 196@akthy 1999, Scior 2003), and do
not have positive experiences of sexuality (Milldr@94, Lesseliers 1999, McCarthy
1999). Whilst these findings appear to supporteast in part, the effects of a ‘learning
disability’ status, it also underlines the way ihigh women with learning disabilities

are subject to gendered and sexual norms, a firldsgyevident in the wider empirical

literature, perhaps because it has rarely beeneaseld (McCarthy 1999, Scior 2003,
Abbott and Howarth 2005), although explored theca#lyy to some extent elsewhere
(Brown and Smith 1992, Brown 1994, Williams and ¢Nik999).

Despite this seemingly negative snapshot of bfetfiese women, | think that it
is also important to highlight that many also resisthe ways in which they had been
constituted, and/or the practices that served tstcain them. For example, many of the
women asserted their ability to look after childrand emphasised their independence
more generally. Further, it is important to notattsome womemad reported positive
experiences of sex, sexuality and relationshipsg(Jior example, spoke in consistently
positive terms about the relationship she had h&hboyfriend), or had reported having
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had more opportunities to experience these thaarstfKatherine and Charlotte, for
example had children, and others had been, or wegjed).

Here, | would like to focus on a number of isstased within the data chapters,
and explore their implications further. Whilst thssudy is necessarily limited in its
generalisability, | would like to highlight partilar ways in which its implications might

be of interest to practitioners, as well as acadsmi

Experiences of Sex, Relationships, and Having Children

Despite the fact that a number of respondents haereences of sex, sexuality and
relationships, these numbers were neverthelessliowarticular relation to the way in
which respondents felt about both their own sexyand sexuality more generally,
there was what might be described as a ‘missingpdise of desire’ (Fine 1988). This
suggests that respondents either did not want te rsex, feel sexual or have
relationships (confirming their constituted ‘asekséatus perhaps), or, taking the view
that sexuality is constructed (Gagnon and Simord 18fummer 1981, Foucault 1990),
they have had little opportunity or encouragemerdédvelop or explore these aspects of
their lives. Data suggests that both of these poisgs might be the case.

As highlighted, generational differences did ngpear be a significant influence
on this group’s thoughts on, or experiences of, §&ixen the changes in the way in
which people with learning disabilities have beemcpived, particularly over the last
century, and even more so as expressed withinypag&well as wider social trends and
changes in relation to sexuality occurring, notasilyce the 1960s (Haste 1994), one
would expect to see differences between the kiidexual accounts that younger and
older respondents came into contact with, and rdiffees in their experiences. One
would also assume that the younger group mightddétdrently about their own sense
of sexuality or sexual identity.

Although to some extent younger respondents fefteahat might be different
or more progressive experiences (Sally and Vicloygnt that their parents would have
had no problems with them having relationshipsgséhwere tempered (Julia’s parents

told her she couldot have a relationship, and Vicky’'s parents told hetr to let a man
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‘touch’ her). | would argue that despite their amed the increasingly rights-based
context within which they live, these younger wonsitl faced barriers to learning
about, and experiencing sexuality. These expergeseem to be more in tune with those
of their older learning-disabled peers, than thafséheir non-disabled peers of a similar
age. Data, therefore, suggests that despite poheyges, residual attitudinal barriers
may still in place, particularly in relation to this comments about how she was not
‘allowed’ to have relationships, children, or ta gearried. Even where lack of training
or policy has influenced staff hesitancy in supipgrclient sexuality, as indicated within
wider research (Robbins 1990, Christietnal 2001, McConkey and Ryan 2001), the
apparent need for training or guidance is preditate the notion that people with
learning disabilities are ‘different’ where sextyis concerned.

Whilst | am not suggesting in response to thesdirigs that women with
learning disabilities, or the respondents in paftég should want sex, feel sexual or
have relationships (as Shakespeare, 2000a suggesthaps we shouldn’t forget to
value celibacy, and friendship, and the other pafrtge’), | do think that it is important
to explore the social reasons why these women afrdeeling sexual, or not having
relationships, or not becoming mothers. The dathamalysis here is necessarily limited
in this exploration, however. Nevertheless, | woliteé to highlight a number of issues
emerging from this research that are worthy ofrferrtconsideration.

Findings suggest that the kinds of discourses oway that respondents
encountered tended to be either negative and/anatore. Whilst theSex, Love and
Relationshipscourse represented a significant challenge tcethitbere were indications
that respondents, nevertheless, held contradicteews on sexuality, and reflected
contradictory discourses (for example, one respaintdeld the view that people with
learning disabilities had sexual rights, but alsornid it difficult to understantdow they
could have a sexual life). Courses on sexualitypeople with learning disabilities, as
well as wider services, might need to be awaréeftay in which they operate within a
field of competing discourses of sexuality, withrediscourses suggesting that people
with learning disabilities are not sexual. Thisliseady something that tf8ex, Love and
Relationshipscourse does acknowledge, by challenging the wayhith participants

might be powerless or less-than-adult, and thrawdgh plays dealing specifically with
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these issues. Such courses, and wider service$it raigp need to be aware of the
gendered nature of sexuality, and how they addi@iss Therefore, it might not be
enough to promote inclusion, choice, rights or petelence as if the field in which
these concepts operate is neutral, both in termheofdifferential status of ‘learning
disability’, as well as in relation to gender.

As suggested by the findings, institutional pragiare influential. For example,
data suggested that whilst respondents lived imeneasingly rights-based context, with
more apparent choice and control, their choice stilsconsiderably limited in practice.
Importantly however, few appeared to recognise lthigation, presumably because the
choice and control they currently had representedhereasein choice and control.
Additionally, it might be explained by a lack of ameness of the choices that could be
available to them, or perhaps a lack of awarerteststhese choices could applythem
Further, this group are, due to the historical taton on their choice, socialised into
accepting this limitation and are therefore, ardyaiti-equipped to take up the rights
they are offered. It is not enough, | would argieesuggest that people with learning
disabilities have rights: there is a need to bgcatiin relation to what those rights are
and how they are to be met. There might also neée further consideration in relation
to how sex sits within the current concepts of tsghwhat do we mean by sexual rights
within a neoliberal context, and is this form oksal rights available to people (and
more specifically women) with learning disabilities

Findings also suggest that respondents were rmur@ded the emotional and
physical space to pursue relationships. Privacyamaissue for a number of respondents
and the need for staff to respect service useigatg space might need to be given
greater emphasis by service providers. All thosgpoadents interviewed in their
bedrooms had single beds (as did all the servicersus worked with as a
professional)’®. This might indicate two things: firstly, serviaesers’ lack of adult
status, and secondly, the assumption that theybeillnlikely to share their bed with
anyone else. Social opportunities and social spat@n which service users could
develop and maintain relationships, and again, ‘thck’, might need to be more fully

considered, with particular thought given to thesgbility that these might bsexual

1" These interviews occurred in service settingd,csm only comment on these.
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relationships. Cambridge (1996b) has argued thallsiMthoices and rights have been
central to service delivery, sexuality has tendedbe considered outside of this
framework. As suggested, opportunities for paremdhas well as forming relationships,
seem to be few. As thealuing PeopléWhite Paper highlights: ‘Support for disabled
parents, including those with learning disabilities patchy and underdeveloped’
(Department of Health 2001a:81). Theoretically sucbnsiderations should be
considered by services as a matter of course. 2esipinges in the perception of people
with learning disabilities in relation to sexualiywd parenthood, as suggested by other
research, service principles are not necessariltyimpractice, and this is sometimes
dependent on individual staff. As Craft and Browi®94) highlight, if people with
learning disabilities are to exercise more powemeone else (parent or carer) must
relinquish it.

Of course, the focus of this study is not onlysamvices, and the influence of
parents on respondents has been shown. Therefmaldl suggest, that the parents of
people who have a learning disability might ben&f@dm more support, including
courses to help them deal with, and support tiekiitahildren’s sexuality. Heyman and
Huckle (1995:153-4) have argued that ‘Whilst othmarents acknowledge their
children’s sexuality by default, parents of adwitsh learning difficulties who wish to
enable them to develop sexual relationships maye Havbe actively involved [in
supporting their children’s sexuality]...Thus demaads placed on them which are not
normal in our culture.” They further argue thateyds’ concerns need to be addressed
alongside the rights of individuals with learninigabilities. Whilst this might challenge
or highlight the boundaries between public (ses)cand private (families), the
existence of such support might be crucial in @nguthat service principles supporting
sexual rights, do not conflict with those of pasefRarkes 2006).

I would also like to highlight the issue of sexaaluse, in terms of sexual rights
and autonomy, before moving on. As Keywood suggekts sexual safety of people
with learning disabilities cannot be assured untees sexual autonomy is promoted by
services (2003). Sexual rights include the righségual information that helps women
with learning disabilities to avoid abusive sitoas. Whilst fears that women with

learning disabilities are sexually vulnerable migkplain why this group are shielded
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from sexual information, this lack of informatiomalves them vulnerable to abuse. Craft
and Brown (1994:12) argue that:

There is a path between over- and under-protedia@ervice users. It will be a
different path for different individuals, but theopess of delineating it should be
service principles of good practice rather thamefteup to one member of staff.

Thus, services have a duty to work with the tendimtween protection, and the
individual’s right to live their lives as they wisAs discussed, data suggest that those
women in this study who had been abused would hieeé more opportunities to talk
about this experience. The right to sexual inforamamight also be extended to the right

to access appropriate support.

Gender and Learning Disability

Gender did not seem to play a dominant role in ¢haip’s perception of themselves.
Although some women participated in activities thagre traditionally gendered, this
was not necessarilpecausethey were gendered, as suggested. Converselgy Sci
(2003) suggested that her respondents explicithp@ated with stereotypical female
roles. Both studies were small-scale and it woddlifficult to infer anything from the
differences in these findings. Further, two of themen in this studylid refer to and
enjoyed taking part in what might be consideretbécstereotypical feminine activities:
wearing make-up and dressing in feminine ways. Bdtthese women also held what
might be considered to be stereotypically gendevetantic viewpoints. In these cases,
I would concur with Scior’s hypothesis that suchntfication might emerge out of the
need by these women to be seen as ‘women’. Womenhakie learning disabilities
have been denied such feminine roles in the padtjraadopting such roles they might
gain some kind of access to ‘womanhddt’even if these roles are devalued by others.
As suggested earlier, one of the criticisms of adtiag a ‘normal’ or ‘ordinary’ life for
people who have learning disabilities, is that #liso involves advocating ‘ordinary’

gendered roles (Brown 1994). However, whilst it Imige wrong not to challenge the

175 And therefore (arguably) adulthood.
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ways in which gender norms affect women, and majhd affect women who have
learning disabilities, it might also be useful tcognise that these roles have been
previously denied to them, and that it might alsowrong to remove the possibility of
having those choices.

Here | would also like to highlight the particulassue of motherhood.
Historically women have been seen (whether riglolywrongly) in terms of being
carers, and more particularly mothers, and thisnis of the ways in which they have
been socially valued. As Hockey and James (2008dest, adult women live with the
rhetoric that they have a biological clock whicHstéhem to ‘hurry up’ and procreate.
Women with learning disabilities have, on the othand, been actively discouraged
from doing this. Despite policy, and supposedlyewidttitudinal changes, that suggest
that this group should have the right to parenthaody two respondents had children
(one of whom described how she had been ‘policeldérwher children were born
because of her learning disability status). Otlkiescribed being told that they could not
or should not have children. Some women &4ithat parenthood was not a possibility.
As Hockey and James (2003:149) state: ‘while empkayt represents an important
transition to adulthood for young men, it is motierd which contributes significantly
to a mature feminine identity.” Womanhood (and #uhdd) is implicitly related to
motherhood; a role that few had experienced.

Another important point | would like to highlighs that whilst ‘being a woman’
was not necessarily seen as important by most melgmts, they nevertheless saw
masculinity as ‘other’. Many described negative ezignces with men and linked men
with danger. These were experiences with strangsraell as men known to them, and
included rape, physical attack and simply the thfea thought) of such things; even
sexual ‘joking’ was perceived as problematic andatiing. Additionally, respondents
who had experienced violence also felt some respitits for this, and although this
was explicitly linked by two of the respondentstheir status as person with a learning
disability, this feeling of responsibility is alsgendered in that non-disabled women
have felt similarly (Lees 1993). As | have suggesteomen are often charged with

taking responsibility for both their own, and mersexuality.
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Moving back to respondents’ more general lack sbamtion with gender, this
might point to the development of a sense of sélf weference to a ‘master status’ or
‘master category’ of learning disability (Daviesdadenkins 1997, Baroat al 1999)
over that of ‘being a woman’. Being categorised as hgva learning disability has
effects that can potentially override the effedtalbother categorisations. However, the
adoption of the status of learning disability bgpgendents was also far from clear-cut in
the data. Whilst some related to this label, othd@sot, and many adopted a contingent
relationship with it: ‘accepting’ it, then denying and occasionally challenging it. As
Scior (2003) argues, negative constructions ofniegr disability remain powerful
despite current and more liberating referenceshoite’, ‘control’ or ‘social inclusion’,
which might explain the vacillations and diffic@$ in respondents’ association with the
label. Although a learning disability status apgelato be dominant, this status was
therefore not an unmediated one, and as Brown {1&%d Scior (2003) have suggested,
being perceived as a woman can work to compoundehative experiences of people
with learning disabilities. In combination, theyapé women who have learning
disabilities in a particularly difficult position ithin services that fail to be aware of the
effects of gender differences, or who underlinesé¢hdrough normalising practices.

The way in which those with learning disabilitiegve been cast as childlike has
been of particular note within this thesis and wissre. Data suggest that some
respondents felt themselves to be seen as lessthidin Baroret al. (1999:496) suggest
that the transition for people with learning dididles from youth to adulthood is
‘extended (perhaps permanent), partial and wittalales and dominant identity (learning
disability) continuous across the years.” Although, Thomson (2004) argues, signifiers
are changing (she suggests that, for example, egoramnsumption is occurring earlier
but economic independence later), sexual actigtyot only a continuing marker of
adulthood, it has also become one of the most aitdedor young people, in particular.
Hockey and James (2003:57-8) too suggest that:

despite today’s fluid process of classification amahsition...the more rigid
pattern of the modern western lifecourse which ge@rin the mid-nineteenth
century continues to occupy a hegemonic positionrerghood for example, is
nonetheless still perceived as an important tenmpyptacated marker or turning
point in the biographical movement towards adughiity.
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This finding is particularly important given the i which women too are constituted
as ‘passive’ (Giddens 1992), thus compoundingahpgect of respondents’ lives (Oliver
1990, Brown and Smith 1992, Morris 1993b).

Method: Impacts and Limitations

I would like to highlight the ways in which thissearch is limited in terms of its
generalisability, and some of the ways in whicls tieisearch was ‘difficult’.

This study deals very specifically with a relatiwemall group of women, who
are white, and who | have identified as heteroséiuarhe differential experiences
relating to class have also been elided for thesams described in Chapter Three.
Research was also conducted with women who wesgively able to express their
thoughts and feelings, and did not include anybatip might have been described as
having a ‘severe’ or ‘profound’ disability. As Swaiand Thirlaway (1996) have
highlighted, there are particular issues aroundigkty and this group, and that it might
be overly idealistic to assume that those with s=waad profound learning disabilities
can have a sexual life. Additionally, although thetudy focuses on gender, an
exploration of gender differences has been limitestly, by the single focus on women
in this research, and secondly, on the lack of @atge research on men beyond.

Additionally, comparison between respondents wdicalt, due to their
different levels of experience, and ability to repthose experiences. Quantity and
quality of data therefore differed greatly betweaterviews. For example, | had
approximately four hours’ worth of detailed andadissive data from one respondent,
and twenty minutes of ‘yes-and-no’ answers fromtheo Further, whilst | had a
common interview schedule, not all questions wesleed with each interviewee, with
some questions being left out of those interviewsens respondents talked about
‘difficult’ experiences on the basis that they siyngid not ‘fit’ or ‘feel right’. This
research can only therefore be a ‘snapshot’ in,tamd of a particular, and limited group

of women, where comparisons between them can entgitatively made.

176 See discussion in Chapter Three.
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Another limitation is due to the relationship beem the construction of meaning
and the role of the psyche — a realm that is bdffcult to comprehend and theorise,
and difficult to explain (both as research parcipand as researcher in the role of
interpreter). The role of the psyche has not begsygd in any detail within this thesis,
mainly due to the strong focus on the socialisapimtess, and the location of this thesis
within a sociological paradigm; the research aiteedighlight the importance afthers
in the development of respondents’ sexual undeigige, and sense of sexual self.
However, as Marks (1999) suggests, an exploratiothe® psychedoeshave a place
within disability research, and this aspect of abconstruction is acknowledged.

Given the entangled nature of gender, learninghilitsy and sexuality, as well of
the different sources of particular discoursesydis difficult to affirm definite links
between what respondents were told about themsahasbout sexuality, the practices
that they experienced in relation to sexuality andonomy, and how respondents
themselvesviewed sexuality. Thus, | leave the research withre questions than
answers: Why were some women (apparently) comfier@dibcussing sexuality whereas
others were not? Why did some women relate relstis to romance when others
related it to companionship? What exactly has atise ‘silence’ on sexuality in many

of these women'’s lives?

Using Theoretical Frameworks: Difficulties and Deliberations

The theoretical frameworks used in this thesisparaps a little disjointed: they do not
necessarily fit seamlessly together. For examplelsivthe social model of disability is
most often not linked with the work of Foucaultthbdodies of work describe how
categories and identities are socially construcied, link this social construction to the
development of specific ‘expert’ knowledge(s). Swncepts have underpinned my
understanding of the topic as a whole.

Such work (that of Foucault, Gagnon and Simonmiater and the social model
of disability), and work based upon its conceptsedais and theories, has also helped
me to explore morespecific aspects of the data. Such aspects included tlee aofol

gendered and sexual norms (work by Hollway, 198#tdéns, 1992; Jackson, 1999;
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Skeggs 1997, 2001 and Butler, 1999 has been usethis regard) and the intersection
of disability and gender (with work by Morris, 19938rown and Smith, 1992; Brown,
1994; Barron, 1997; Williams and Nind, 1999; Kaiks and Rubenfeld, 2002 and
Scior, 2003 useful here). Such work has thrown tligin the way in which
gender/sexuality/disability operate and helped nwvenbeyond the assumption that
learning disability might act as a master identityan understanding of identity as more
complex, fluid and contextual. This work also shdvesv particular aspects of identity
can be viewed as both positive and negative. Famgke, femininity might be seen to
subordinate women but might also be seen to offemta degree of power, albeit
constrained. These frameworks have, necessardymie to rethink my own tendency
towards seeking relatively straightforward underdiags of respondents’ lives.
Associated with this acceptance of complexity, Véhalso had to move away from
thinking in terms of structural inequalities (temmgt when utilising the social model),
power as something that is held rather than exadciend of binaries: them/us,
good/bad, choice/no choice, disabled/non-disabheddsa on.

The work on norms in particular has led to sonterasting questions that | am
not sure can be answered, particularly within tiiesis: Are the women inside or
outside of the regulatory norms of (hetero)sexyl{tAnd here it is worth highlighting
Butler's (1999) assertion that gender, for exam@ean impossibility — it is a fantasy
that none of us can achieve.) Whilst a learninglalgy ‘master category’ does seem to
be at play, at least in the experiences respondieuatsn relation to family and services,
this is challenged and contradicted by the way hictv these women might also be
being encouraged to attain ‘normality’ within suaontexts, and through the
‘traditional’ norms associated with sex, marriagel daving children they came into
contact with. Would respondents become ‘intelligildexed and gendered subjects if
that normality was gained? Does learning disabiligelf mark the boundaries of
intelligibility (along with other markers like pactilar sexual practices or identities),
given its construction as ‘other than normal? How the intersections of gender,
learning disability and sexuality work together relation to intelligibility? And if
women with learning disabilities gained intellidity as sexed and gendered, what

would that mean?
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It is worth noting here that several respondents/ ine described as having
transgressed norms simply by having sex, gettingieth and having children. As
suggested, Brown (1994:141) has argued that thesele with learning disabilities who
have ‘normal sex’ are seen as ‘breaking the rulgsywood (2003:30) has further
asserted that service attempts to support the kgxobpeople with learning disabilities
has been less a ‘manifestation of normalisatioadtion, but rather an act of rebellion
from established social norms.’ It is also intaregstto ask whether those respondents
who do not take on wider social roles and normsdafging and challenging them, or

accepting that they are not intelligible within te

Taking the Research Forward

It is clear from the above discussion that theeesmveral ways in which this research
could be taken forward. Research in relation todgemand learning disability, sexuality
and learning disability, and the way in which peoglive meaning to sexuality,
particularly in relation to sexual and genderedmmyris thin on the ground, and research
into any of these areas would be beneficial.

The research outlined in this thesis could bertdkeward to include interviews
with professionals and parents, people with legrmisabilities from other or different
ethnic backgrounds, men with learning disabiliti@s | have already highlighted,
comparable research with men is lacking), or peaph® identify as lesbian, gay,
bisexual or queer. More attention could also bel paiclass, trying to work through
some of the difficulties | touched on in Chapterdé Further, as Owens (2007) points
out, some methods are more conducive to reseatblpeople with learning disabilities,
particularly narrative researcli, and more attention to the way in which data is
gathered in any further research with people vatriing disabilities would be valuable,
particularly in light of some of the difficultiesdxperienced gaining material from less
articulate respondents. Finally, taking a more ipi@dtory approach, involving

respondents in the planning of research, mightladésoseful, and more emancipatory.

17 Although my own research refers to ‘narrativeisttioes not relate to the more specific narrative
research as method that Owens advocates.
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APPENDICES

Appendix One
Letter to women’s group facilitator — negotiating initial access

[My address]

[Facilitator’'s address]

15" August 2003

Dear [...]

You may remember we communicated via email way laekpril about the possibility
of conducting my PhD research with the women's grau[...] and that the research
depended on my getting funding. | have just be&rimed that Wwill be getting funding
and the PhD will commence in October.

You suggested that a first step would be to meetgtoup at one of their monthly
meetings. If this is still OK, then the Octoberemen the November meeting would be
best as | will have started the PhD and | will beedo take time off work then.

| attach the most recent copy of the research apeit has changed a little since we
last communicated. However, it isn't set in stame can be changed relatively easily. |
am also considering focusing on the subject of akexdentity as a more specific
component of sexuality, but haven’t discussedhils my supervisors yet.

Please let me know what you think; my email addeegstelephone number are above.

Best wishes and thanks for your time,

Elizabeth Brace
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Appendix Two
Examples of visuals used in presentation to women’s group March 2004
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My name is Elizabeth Brace

| am a student at Newcastle University

'm doing a course called a PhD or Docto!
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Especially in rela ion to sexuality.
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Appendix Three

Handout for respondents

Hi!

My name is Elizabeth Brace. I'm doing a course at
Newcastle University called a PhD.

[My photograph]

If you decide to talk to me [ picture of a lesbian couple
about these things you will | hugging]

be involved in what is called
an 'interview'. This means I
will ask you questions and
record your
answers or write them down.
This is important because

either tape

This involves doing research
(finding out about things). I am
researching about women with
learning disabilities like
yourselves. I am particularly
interested in what women with
learning disabilities think about
sexuality and relationships.

when I write up my research I will need to remember
exactly what you have saidl I might interview you more
than once to check that I have understood what you
have told me and to look at what you have told me in

more detail.
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There may be some things that you are concerned about.
It is important that if you decide to involved you tell me
about these. I will:

« Only talk to you if you want me to

« Stop an inferview at any point and for any reason if
you want that

* Not expect you to talk to me about things that make
you uncomfortable

« Only use the information you have given me if you are
happy about me doing this

« Check with you that what you have told me is correct

* Make sure that the information you have given me is
kept safe so that only I see it

« Make sure that when I use the information you have
given me, nobody will be able to tell that it came
from you

« Change your name and maybe the information that
you give me so that I can do this

If you decide to take part I will ask you to sign a form
saying you agree or will tape you saying so.

Thank you for your interest. Remember that if you have
any questions please ask. I can be contacted at The
Dept. of Sociology, University of Newcastle upon Tyne,
NE1 7RU, Tel. 0191 222 5575 / 0191 222 5576, email
e.a.brace@ncl.ac.uk or just leave a message with [..] at

[...]
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Appendix Four
Information sheet for parents/support workers

UNIVERSITY OF
NEWCASTLE

Information sheet for carers

Research Project

The title of the research is:

The influence of institutional processes on womenith learning disabilities and
their sense of self in relation to sexuality.

This PhD research is funded by the Economic anéeSBesearch Council and is
being conducted within the School of Geographyitiésland Sociology at the
University of Newcastle. It is supervised by Pidfane Richardson and Dr
Janice McLaughlin (who can be contacted at theesdds below).

Aims of the research

The overall aim of this research is to explorewas in which women with learning
disabilities perceive themselves in relation tousdixy. Specific aims include

o To find out what women with learning disabilitigsrtk about their sexuality.
o To suggest ways in which services can better sappmmen with learning
disabilities in relation to their sexuality.

Methods

Interviews/focus groups with women who have legrdiisabilities

These will be with members of a women’s group whiobets at [...], a voluntary
organisation that promotes advocacy for people ledining disabilities.

This part of the research will help me to gather thews of women with learning

disabilities which have not yet been well represdnwithin academic research in
relation to sexuality.
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Questionnaires/interviews with care professionals

These will help me to gather the views of profesais about the ways in which services
might influence the way in which women with leamidisabilities might perceive
sexuality.

Analysis of current sources of ‘formal’ informatiamd education on sexuality for adults
with learning disabilities

This will involve examining the courses availalepeople with learning disabilities —
both what they cover and how they are delivered.

Participants who have learning disabilities

Those participants who have agreed to be invohae@ been invited to take part in
focus groups (group interviews), individual intemwss or both. The following processes
will take place during the period of the women’stggpation:

o Participants will have the research explained ¢éortlioy myself, and during this
will be encouraged to ask questions about the relseahat their involvement
will be and the way in which the information thayewill be used.

o Participants will be provided with a written shadtich they will be encouraged
to discuss with friends and/or carers.

o Participants will be reminded of their right to tee to participate or answer
specific questions at any point during their inashent.

o Confidentiality will be observed at all times arltlatempts will be made to
preserve anonymity (e.g. names and some detallpevidhanged).

o Participants will be asked sign (or audio-tapejrfalrconsent to participate. At
each stage informal consent will be checked.

o The research will be supervised.

How the information will be used

The information will be used for the productionaoPhD thesis which will be presented
for examination and which will be available pubjicThe findings will be made
available to participants in a short ‘accessibbenhf via a report. The information may
also be used to write articles for academic anfepsional journals and conferences.

Contacts

Elizabeth Brace
Tel: 0191 222 5575/5576 (office); 07952 281239 (ite)b
E-mail: E.A.Brace@ncl.ac.uk

Professor Diane Richardson (supervisor)
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Tel: 0191 222 7643
E-Mail: Diane.Richardson@ncl.ac.uk

Dr Janice McLaughlin (supervisor)
Tel: 0191 222 7511
E-Mail: Janice.McLaughlin@ncl.ac.uk
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Appendix Five

Focus group and interview consent form

CONSENT FORM

PhD research by Elizabeth Brace of the University of Newcastle-upon-Tyne
about women with learning disabilities and their sense of sexual identity.

Please circle the picture that describes how you feel best

Do you understand that you can stop being involved at any time and for any
reason without having to explain why?

Do you understand that the information that you give me will be kept safe
so that only I see it, and that I will change your name and maybe the
information that you give me so that nobody will be able to tell that it came

from you?
Have you been given a handout about the research?

Do you feel that you have been able to ask the questions that you would like
to about the research and understand what you will be going to do?

Are you happy to have the focus group/interview taped?

Are you happy for me to make notes?

Do you agree to take part in the focus group/interview?

SIGNATURE OF PARTICIPANT .....oooiiirireeiceere st
NAME (IN CAPITALS)....coiireireintiniinteieseee sttt ettt ene
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SIGNATURE OF RESEARCHER..........ccoouieiineireeineecree e

Appendix Six
Focus group topic guide

Initial introduction

Thanks everyone for coming. Over the next houtlee’ talking about sexuality and
relationships (who we are close to/how we feel albou bodies and other people’s),
particularly how we learn about these things.| adk a few questions — there are no
right or wrong answers and you don’t have to ansaguestion if you don’t want to.

I'll check every now and again that everyone hasdahance to speak — if you don’t
want to speak you can just shake your head. Aseweéeting as a group it would be
great if you could use the questions to talk to amether, not just with me. Remember
that you'll be seeing each other after this meesimglon’t say anything you’ll be
embarrassed about later.

(Confidentiality/use of tape recorder already dssad prior when doing consent).

Begin by discussing some ‘ground rules’ togetheefly) (encourage them to ‘own’
these) — what we talk about stays within the gron@/person at a time — what each
person has to say is equally important/no side emations (use flip chart)

A) Icebreaker

To begin with I'd like us say our names, and taltle other our favourite colours and
why we like them, I'll start...

B) Where do we learn about sexuality?

1) Has anyone been on the [Sex, Love and Relationstopsse here at [...], or
helped to plan it?
PROBE: What made you decide to be involved (mdi@mation, confidence,
being with others)?
PROBE: Who was involved in that decision — you alonanyone else?

2) And for those of you who didn’t, why not?
3) Where else do we learn about sexuality? Has angonhany suggestions?

USE VISUALS TO EXPLORE
o Parents and family

Friends/colleagues

Where you live

School

Day services

O O Oo0OOo
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o College
o Television/cinema/pictures/advertising

Ensure that at least one person is happy with gachon list.

4) Looking at these different places, I'd like you alltry and decide which places
give us themostinformation.

C) What do we learn about sexuality?

USE VISUALS TO EXPLORE THIS
1) Which people or places have given you informatinrcontraception — using
condoms or the ‘pill’ for example (USE LIST)?
PROBE: What are people telling you (or not)?
- About the different kinds of contraception?
- About how to use contraception?
PROBE: What kinds of opinions are people giving younot) about
contraception ?
- About whether you should be using contraceptionot?
- About the types of contraception are available
PROBE: Did you want this kind of information or omn?
PROBE: Is there anywhere where we don't talk alsoatraception?

2) Which people or places have given you informatiorifancying’ other people -
for example the different kinds of relationshipsiyaight have and whether they
are ‘good’ or ‘bad’?

PROBE: What are people telling you (or not) ab@x?s

- with men

- with women — as lovers

- with yourself — enjoying your own body

- whether you are with someone for a short time long time

- whether you should be married or not

whether they — or you - use a wheelchair or not?

PROBE Is there anywhere we don’t talk about thiks®s e.g. women with
women?

3) Looking at these different places where we leawugibexuality, I'd like you all
to try and decide where or wiyou would go to for advice? And who do you
think you mightnot go to?

4) Is there any information that you would like to knabout relationships or

your/other people’s bodies that you don’t know dladteady. I'd like it if we
could list these in order of importance — a ‘top'te
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D) Wind down

Summarise discussion and ask for comments — whatheamost important part of the
discussion?

To end

Reaffirm confidentiality
Thank them and explain what will happen next (stidnd interviewing all group
participants at future date/ how this will be aged).
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Appendix Seven
Letter to parent/support worker

Dear Parent/caréuse name)

My name is Elizabeth Brace, and | am a PhD studeNewcastle
University. You may have been informed that | amdertaking research,
and famg has agreed to take part in that research. Tdeareh is being
done with the help of the Women’s Group at [...] @dn investigation
into women with learning disabilities and sexualilyerbal consent to take
part was given byname at the Women’s Group meeting of March 2004.
Formal written or audio-taped consent will alsassbaght prior to any
research withrame.

So far the research has involved a group intervigv 6 people who attend
the Women’s Group. | am now starting to arrangerinews with the
women who have agreed to take part arair(g is one of these. The
process may involve more than one meeting. | leaedosed a more
detailed information sheet about the research.

Because we are focusing on sexuality, (name) miajoasnformation
about sexuality or want to talk about the issueslas discussed with me
after the interview has taken place. | am liasumtp [...] who co-ordinates
the Women’s Group and she will be available to mtethis kind of
support, however, your support regarding this walsd be greatly valued.
Ask (if manager I’'m writing to) to disseminate taf6 Please do not
hesitate to contact me regarding this.

Many thanks in anticipation of your involvement,

Elizabeth Brace
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Appendix Eight
Interview schedule as of November 2005

INTERVIEW SCHEDULE
SECTION 1: BACKGROUND
Name/age

Where you live

Do you live with anyone else?

(If so) Do you like living with other people/youarhily?

Was this your choice?

How long have you lived with them?

Would you like to live anywhere else?

(If not), Do you like living alone?

Do you have your own bedroom?

Are you able to decorate your bedroom?

What do you have in your bedroom?

What do you like about your bedroom?

Are you able to lock your bedroom?

Do you get enough privacy?

Do other people knock on the door before they corteeyour room?
Do staff work in your home?

What do they do?

What's the best thing about your home? What's thestthing about your home?

Where you've lived before

(Do a visual ‘time line’ with participant)
If so, where?

And who with?

Which home did you like best?

And which least?

Your family

Could you tell me a bit about your family?
Are you close to them?

Who are you closest to?

Do you see your family often?

Activities

Could you describe a typical week? (Make a chart)
What did you do yesterday?

What did you do last weekend?

What did you do for your birthday?

What's the best thing you do?
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And what’s the worst thing?
Is there anything you'd like to do but can’t?

Could you help me to draw a map of your life thatmcludes the places you go to, the
people you spend time with and who you are close?o You are at the centre...

Women’s Group

Why do you come to the Women’s Group?

The women'’s group is for women who are disabledawe learning disabilities. Do you
see yourself as disabled?

What about having a learning disability?

SECTION 2: KNOWLEDGE

What does the word ‘sex’ mean for you?
Word association?
If marriage/children are mentioned explore.

Where might you have learnt about (use pictures):
Having ‘sex’ (what to do, what it feels like, hoortise condoms). Having relationships
(finding a partner, how to behave with a partneelihgs/emotions).

(e.g. school, college, books/magazines, TV & indgrparents, friends, staff).

Have you talked about sex or relationships with:

Parents. What did they (or do they) tell you alsmx?

Can you talk to your parents about sex?

Or other members of your family?

Can you talk to your parents/family about boyfds#’® Can you talk to them about
how you feel in relation to these things. Are thiniags about sex or relationships that
you can'’t talk about with your parents or family?

Friends. Do you talk to friends about sex? Or boyfriends?
What do you talk about?
Are there things about sex or relationships thatgan't talk about with friends?

Staff. Do you talk to staff about sex? Or relationships?

Which staff?

What do you talk about?

Are there things about sex or relationships thatgan't talk about with staff?

Is it easier talking to women about sex?

178 The use of ‘boyfriend’ rather than ‘partner’ oirlffiend/boyfriend’ was made after using the schied
and feeling that these latter references mightaméusing. After discussion with my supervisors asafelt
that ‘boyfriend’ should be used, but that the scihedn discussing same-sex relationships, wasifope
enough to allow someone who identified as leskiay, bisexual or queer to say so.
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Have you been on the ‘Sex, Love and Relationshipsburse at [...]?
(If yes) — Why did you go on the course?

What did they tell you about?

Did they tell you about (use pictures/establisharathnding):
Relationships? Same-sex relationships? Has anysadatked to you about this? What
did they say?

How to find a boyfriend?

Living together?

Being married? Having children?

Keeping safe?

Contraception? E.qg. pills to stop you having babigkat did they say?

Did you learn anything new about sex on the course?
What was the most helpful thing they told you aBBout
Was there anything they didn’t talk about that yblike to know about?

(If no) Do you know what kinds of things they talkout on this course?
Did you know about the course?

If so, is there any reason why you didn’t go on¢barse?

What might make you decide to go on the course?

Would you like to learn more about sex and relatioships?

SECTION 3: SEXUALITY/ RELATIONSHIPS

Feeling sexy

Is there anything that makes you feel sexy?

What kinds of things might you do to feel sexy?t{Baerfume/clothes/make-up/watch a
movie/read a book?)

What kinds of things might you think about to feeky? (Someone you fancy/ sex/
romantic meal?)

What does that feel like?

Do you ‘fancy someone’? Who? Anybody famous?

What does that feel like?

Have you in the past?

If so, why do you think they are sexy?

Marriages?

Are you married?

If so

How did you meet your husband?

How did you come to be boyfriend and girlfriend?
Did you fancy them?

What made you fancy them?

Why did you get married?
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What's the best thing about being together?
What do you like most about your husband?
What's the worst thing about being together?
What do you like least about your husband?

If not have you been?

Would you like to get married?

What wouldn’t you like about being married?

How is being married different to ‘going out’ toget?

Boyfriends?

Do you have a boyfriend?

If so, where do you meet?

When do you meet?

Is it easy for you to meet?

Does anything make it difficult?

How did you meet?

How did you come to be boyfriend and girlfriend?
Do you ‘fancy’ them?

What made you fancy them?

What do you do together?

What makes it easy for you be together?

Do your friends know your boyfriend?

Do your friends and your boyfriend get on?
Do your parents know your boyfriend?

Do your parents and your boyfriend get on?
Do you spend time by yourselves, alone?
When? Where? If not, why not?

What's the best thing about being together?
What do you like most about your boyfriend?
What's the worst thing about being together?
What do you like least about your boyfriend?
Have you had a boyfriend before? (see above qus$tio

If you've not had a boyfriend, is this something ya think about?
Have you had a boyfriend?

Would you like a boyfriend?

If yes, what would you like about that?

If not, what wouldn’t you like about it?

If you wanted a boyfriend, what would he be like?

What kind of person wouldn’t you go out with?

Have you thought about how you might find a boyfd@

How would you ask them ‘out’?

What might make it easy or difficult for you to dira boyfriend?

Children?
Have you got children?
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If yes, what do you like about having children?

If not, have you thought about it?

What would you like about having children?

Have you ever used contraception, for examples folistop you having children?

SECTION 4: VIEWS ON SEXUALITY

Is it OK to have sex and not be married?

Is it OK to have children and not be married?

Is it OK for a woman to have sex but not be maftied
Is it OK for a woman to have children but not bermeal?
Is it OK for a woman to be a ‘single mum’?

Is it OK for women to fancy one another?

Is it OK for men to fancy one another?

Is it OK for lesbians and gays to get married?

SECTION 5: OTHER PEOPLES’ ATTITUDES TOWARDS PEOPVWHTH
LEARNING DISABILITIES AND SEX

Do people with learning disabilities have the saim@nces as other (non-disabled)
people to have sexual relationships?

Do women with learning disabilities have the samm@nces as men with learning
disabilities to have sexual relationships?

Do people with learning disabilities have the saim@nces as other (non-disabled)
people to get married?

Do women with learning disabilities have the samm@nces as men with learning
disabilities to get married?

Do people with learning disabilities have the saim@nces as other (non-disabled)
people to have children?

Do women with learning disabilities have the samm@nces as men with learning
disabilities to have children?

Finishing Off
Is there anything important that I've missed tha’d like to talk about?
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Appendix Nine
‘Second wave’ interview with ‘Anne’

Family
What did your parents tell you about sex or boyiis?

What about marriage/ having kids?
Would you have liked them to tell you more/less?

Could I ask why your brother’s behaviour didn’t et your mother (you said it
botheredyou)?

Did you get on with your mother/father?

Home life

Could you tell me a bit more about where you libedore living here?
Can you remember how old you were when you left yawents’ home?
How did you choose [...] as your carer?

Do you ever have respite care?

What was that like/is that like?

Is it different to living with [...]?

In what ways?

Do you have a key-worker or social worker?

Are you close to them?

Would you consider this person to be a friend?

Would you like to live somewhere else?

If so where and why?

Would you like to live with anyone else? Who with?

Independence/ choice

Is being independent important to you?

What does independence mean for you?

Do you go out with friends?

Do they visit you at your home?

Do you visit them at their homes?

You said that you don’t travel alone now. Is theng reason for that?

You said that you go to the day service and the &résngroup. If you didn’t want to go
to these places would that be OK (e.g. with [c&rer]

Boyfriends/marriage/kids

Do you have male friends at the moment?
Would you like male friends?
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What's the difference between a male friend anddrkend/what do you (or they) do
differently when you’re with them?

How did you and your boyfriend get together?

What kinds of things did you and your boyfriendtdgether?

Did you spend time alone together?

What did you like about your boyfriend in [...] Whaitin't you like?

You'd suggested that he was ‘decent but not thegmtewhen | asked you if he was
attractive. Did you fancy your boyfriend — for exale his looks?

What, for you, would sex be? l.e. if | said, ‘| heek last night’, what would you assume
I'd done?

Would you like to have sex/have liked to have sex?

Do you think about sex? Or have you in the past?

Do you listen to what other people might say altbeir sex lives or relationships?
Do you ever join in with their conversations?

Does [carer] ever talk abober partners, boyfriends/husband?
Have you ever talked to [carer] abgwiur boyfriend?

Would you like a boyfriend now?

If you would, do you think you would have the chanc meet someone?

Do you think that would be OK with [carer]?

Do you think you would be able to bring him homefsp time alone together?

Your body

Do you like your body?
Does it make you feel good? (mental/physical) How/mot?

Same-sex relationships

What do your family think about same-sex relatiopsh
Or your friends?
Or staff?

Do you know anybody in this kind of relationship?

Talking/learning about sexuality

Did you learn about sex at school?
Anywhere else?

Who would you feel most comfortable with discussing kinds of things I've asked
you about today?

Women
Is easier talking to women about sexual matters?
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The organisation where the women meet

You said that you'd been on a couple of the couasés.], which ones?
You haven’t been on the ‘Sex, Love and Relatiorshipurse, would you like to?
Why/why not?
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Appendix Ten
Information sheet given to the facilitator of the Sex, Love and
Relationships course

UNIVERSITY OF
NEWCASTLE

Research information sheet

Research Project

The title of the research is:

The influence of institutional processes on womenith learning disabilities and
their sense of self in relation to sexuality

This PhD research is funded by the Economic anethBBesearch Council and is
being conducted within the School of Geographyitiésland Sociology at the
University of Newcastle. It is supervised by Pibfane Richardson and Dr
Janice McLaughlin (who can be contacted at theess$eis below).

Aims of the research

The overall aim of this research is to explorewiag's in which social care services at
national, local and institutional levels — inclugisources of formal information and
education on sexuality — influence the way in whigdmen with learning disabilities
perceive themselves in relation to sexuality. 8ppeaims include

o To find out what women with learning disabilitiésrtk about their sexuality,
and how they think services might affect that.
o To find out how services are currently provided.
o To suggest ways in which services can better sapymmen with learning
disabilities in relation to their sexuality.
Methods
Interviews/focus groups with women who have legrdiisabilities

These will be with members of a women’s group whinkets at [...a voluntary
organisation that promotes advocacy for people lgdning disabilities.
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This part of the research will help me to gather thews of women with learning
disabilities which have not yet been well represdnwithin academic research in
relation to sexuality.

Questionnaires/interviews with care professionals
These will help me to gather the views of profesals about the ways in which services
might influence the way in which women with leamidisabilities might perceive

sexuality.

Analysis of current sources of ‘formal’ informatiamd education on sexuality for adults
with learning disabilities

This will involve examining the courses availalepeople with learning disabilities —
both what they cover and how they are delivered.

How the information will be used

The information will be used for the productionaoPhD thesis which will be presented
for examination and which will be available pubjiclThe findings will be made
available to participants in a short ‘accessibbeif via a report. The information may
also be used to write articles for academic anfepsional journals and conferences.

Contacts

Elizabeth Brace
Tel: 0191 222 5575/5576 (office); 07952 281239 (it@)b
E-mail: E.A.Brace@ncl.ac.uk

Professor Diane Richardson (supervisor)
Tel: 0191 222 7643
E-Mail: Diane.Richardson@ncl.ac.uk

Dr Janice McLaughlin (supervisor)
Tel: 0191 222 7511
E-Mail: Janice.McLaughlin@ncl.ac.uk
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Appendix Eleven
Details of Sex, Love and Relationships course participants, facilitators
and support workers

Table 5:Sex, Love and Relationshig®urse participants, facilitators, planners and
support workers: attendance over the five weekbetourse

Week | Staff Planners Attendees Support
workers for:
1 ‘Derek’(m); ‘Kath’(f); ‘Ben’; ‘Angie’; ‘Eric’; | ‘Jan’; ‘Ben’.
‘Susan’(f). ‘Colin’(m); ‘Vicky; ‘Glen’; ‘Jan’.
‘Paul’(m).
2 ‘Derek’(m); ‘Kath'(f); ‘Ben’; ‘Angie’; ‘Eric’; | ‘Jan’; ‘Ben’.
‘Lucy’(f). ‘Colin’(m); ‘Vicky’; ‘Glen’; ‘Jan’;
‘Paul’(m); Neil(m). | ‘Henry'.
3 ‘Derek’(m); ‘Kath’(f); ‘Ben’; ‘Angie’; ‘Eric’; | Unknown.
‘Susan’(f). ‘Colin’(m); ‘Glen’; ‘Jan’; ‘Henry'.
‘Paul’(m); Neil(m).
4 ‘Derek’(m): ‘Kath’(f); ‘Ben’; ‘Angie’; ‘Eric’; | ‘Ben’; ‘Jan’;
‘Susan’(f) ‘Colin’(m); ‘Vicky’; ‘Glen’; ‘Jan’; | ‘Henry'.
‘Paul’(m). ‘Henry’.
5 ‘Derek’(m). ‘Kath'(f); ‘Ben’; ‘Angie’; ‘Eric’; | ‘Ben’; ‘Jan’;
‘Colin’(m); ‘Neil’ ‘Vicky’; ‘Glen’; ‘Jan’; | ‘Henry'.
(m). ‘Henry’.

(m) = male; (f) = female.

There were seven participants on the course oveBah (male, twenties), Angie
(female, thirties), Eric (male, mid-fifties), Vickfemale, twenty-ninéy®, Glen (male,
thirties), Jan (female, forties) and Henry (mal#iek). The participants did not know
each other prior to the course. There were twosmtacilitators each week (excluding
the final week when the main course facilitator th@ course alone): the main course
facilitator (Derek, male, forties) attended eaclekyea female course facilitator (Susan,
early thirties) attended for three of the weeks andther female course facilitator
(Lucy, early thirties) attended one of the weekiseré were also four volunteers with

179 vicky subsequently became an interviewee — | agghied her when she decided to start attending the
women’s group.
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learning disabilities, who were also members of plenning tearf® (Kath, female,
mid-fifties; Colin, male, mid fifties; Paul, malejid-fifties; Neil, male, early thirties).
All the planners knew each other from previous utduy work with the centre. Kath
and Colin attended all five sessions, whereas &twhded three and Paul attended four.
Although Susan (facilitator) and Paul and Neil (plars) did not attend all the sessions,
this did not appear to affect how the course was Although most of the planners were
older men and women, this reflected the relativegh age of the participants and did
not seem to impact on course content. Some ofdheijpants also had support workers
with them. Some participants’ support workers cleahgach weéR®. Although support
workers were of the same sex and appeared to lbesohilar age to Jan and Henry,
Ben’s support workers seemed to be aged from arthing to fifty (Ben was around
twenty), and on one occasion he was supported byoman in her late fortié%
Support workers were encouraged to participate vappropriate if they sat within the
group®. One support worker chose to sit outside of treugrbut did make comments
when invited to during the evaluati§i Ben's support workers prompted him quite
frequently in discussions, and although this waseda a supportive and respectful way,
it might have influenced how and what he contridutethe sessions.

180 TheSex, Love and Relationshipsurse as well as other courses at the centra plsining team
consisting of paid course facilitators (none of whaere disabled on this occasion) and volunteehs (w
may or may not be disabled). When critiquing tluarse it is important to remember that the cousset
developed by non-disabled peofibe people with learning disabilities, but purposelgludes people with
learning disabilities on the planning team.

181 This lack of consistency might make it difficutirfparticipants to feel comfortable when discussing
sexuality, and suggests perhaps that either camgide had not been made by support staff in this
respect, or that staffing levels did not allow itojsee Chapter Three).

182 | would suggest that the best support might befsomeone of the same sex and a similar age,
however Ben might have been happy for any or all of ttezsers to support him, and might not have
been concerned about their age or sex.

183 Some did and some did not. | would suggest thetaking part underlined the support worker/service
user divide given the encouragement for supporkersrto participate.

184When | asked the main course facilitator about hevfelt about support workers staying with
participants on the course, given the subject matid the possibility that support workers’ pregenc
might make it difficult for participants to discugshe suggested that this was the participargtsgion,
but otherwise anitleally support workers would leave the room (but be atd! in the building should
they be needed).
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Appendix Twelve
Sex, Love and Relationships course: fieldnotes from day one — ‘What is
sex’?

What is sex?
(Divided into male/female groups to discuss)

Re: ‘what is sex’, women said the following (in wWiahower) —

Contraception, condom, Femidom, Depo, pill, calbrators, pregnancy, hard, stiff,
change of life, womb, eggs, cervical screeninglthea people getting together,
men/women, 2 women, 2 men, sometimes don’t wantetimes rushed, only in
private, in the pictures, sex in different placgds|dren shouldn’t know about sex until
they're 18, law says sex OK at 16, law says sexaDk8.

When groups got back together ‘Neil’ (volunteer)nped out that the women hadn’t
seen sex as ‘dirty’ or something to be ashamethefrfien had).

‘Lucy’ (facilitator) pointed out to the women thidtey hadn’t mentioned orgasm (their
responses suggested that they knew what this was).

Generally a strong slippage into health/safetyh{@aeption was mentioned first.) Idea
of homosexuality brought up easily and without caaninNotable that sex involves 2
people for some although use of a vibrator — tod®x alone — was mentioned. Sex as
not just a penetrative act.

The men’s group came up with:

Relationship, 2 in a bed together, birds and bassing, touch in bed, intercourse, time
in private, oral sex, dancing, singing togethertifig, condoms (‘French letters’)
(sometimes), safer sex, Femidoms, the cap, maldoglp feel good about self, ‘get
off’, going out with different partners, might bhugo red, gay, lesbian, bi, straight,
choice is important.

Like women, they missed off orgasm.

Not a negative thing (women — ‘rushed’, ‘'sometirdes’t want’) but something you
could feel embarrassed about (not mentioned by wdniéke women they included
contraception. Mention how you’d interact with ameat person sexually (make them
feel good/choice) (women didn’t). Also describedrenvhat you would do — kiss,
touch, oral sex.
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Appendix Thirteen
Sex, Love and Relationships course: fieldnotes from day five — course
evaluation

Although | had informally talked to 3 or 4 peoplerithg the day, this evaluation was
comprehensive, and what people said ‘officiallytmmied what people had said in
private. ‘Derek’ (facilitator) asked why people tlght it was important to evaluate the
course. ‘Glen’ said ‘so you can do it better’ —esgt by ‘Derek’ who said that
everyone’s comments would help the planners whew iext ran a course. During this
section ‘Derek’ tried to make a distinction betwgxanticipants and planners and carers
— ‘Neil’ (planner) tended to answer when the pgrtiats were being asked their
opinions and several times ‘Derek’ reminded hintetdhe participants have a chance to
speak.

What was learnt/what was good:

‘Jan’: ‘all the course was great’.

‘Glen’: ‘when Freda came to talk about sex and’t{rairse).

‘Glen’: the video Eileen’s choicg ‘it was good when she went to buy condoms and
tried them on a courgette’.

‘Jan’: commented on the bit Bileen’s choicgfilm] when her ‘mum said she was too
young to have a boyfriend’ and described how Eile¢noduced her boyfriend to her

mum, which was ‘a shock’ but ‘she got to like hinberek’ also pointed out that she

got help form her carer/social worker.

‘Jan’: said that she’d learnt about contraceptiod sex, ‘our bodies’ and
‘masturbating’.

‘Henry’: mentioned ‘erections and orgasms’.

‘Jan’: ‘we talked about our penises and vaginalsé ®ent on to say ‘I hope that doesn’t
embarrass you lads’.

‘Angie’: suggested that ‘the lads might not wantatk about our bits’.
‘Angie’: ‘'spunk’.

‘Glen’: ‘you cannot force anyone to have sex’.

‘Derek’ pointed out that ‘sex is about lots of éifént things’,

‘Jan’: ‘intercourse and anal sex’.
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‘Vicky’: ‘new friends’.

‘Vicky’: the role play was ‘good and funny’.

‘Jan’: The role play was quite good, it was exadlle

‘Henry’: ‘What we feel and that’. Derek thought s&d [the name of the nurse who did
a session with the group], and the conversatiametlito the time when the nurse came
and ‘Angie’ said ‘I thought that was good as well'.

‘Henry’ also said of the role play ‘it was quiteayb.

‘Eric’: liked people getting dressed up as othesgle. When Derek asked if this helped
people learn ‘Angie’ said ‘no’. However, despitéuseng to take part ‘Angie’ said that
she would like to have done more role play!

‘Ben’ said that he had a girlfriend, and they didmve sex ‘no way’ because he
couldn’t get condoms. If he had condoms he wouleelsex. ‘Derek’ suggested that this
might be something he might ask for help with wherwent home. Issue of what
happens after the course raised by ‘Derek’ later.

‘Angie’: ‘| enjoyed it’ and liked the video.

‘Glen’: enjoyed meeting new friends.

‘Jan’: agreed.

Was there anything that wasn’t talked about but shald have been?

‘Glen’: ‘No, fine’.

‘Neil: suggested ‘bullying’. ‘Derek’ asked if he @ant ‘abuse and harassment’. ‘Neil’
agreed and ‘Derek’ reminded him that this had hmemred but that ‘maybe we need

more time on abuse’. ‘Angie’ agreed.

‘Henry’: suggested more in-depth information anthde (maybe a little to slow for
him?).

Re course length, ‘Neil’ and ‘Angie’ agreed thaddys was a good course length. ‘Eric’
commented that ‘five’s enough for me’.

What could be better?
‘Kath’ & ‘Glen’ — cakes!

‘I think it was all good, | can’t think of anythintpat could make it better’ (‘Jan’?).

308



‘Henry’: leaflets and handouts.
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