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Accessible summary • For a long time, people tried to stop women with intellectual disabilities from

knowing about sex and from having sex.

• We talked to some women with intellectual disabilities to find out what they

thought about sex.

• Many of the women told us that they thought sex is bad and that they should not

do it.

• We want people to be able to help women with intellectual disabilities to feel

confident to make choices about sex.

Summary There is very little literature concerning how women with intellectual disabilities

conceptualise their sexuality or develop a sexual identity. Semi-structured interview

schedules were used to guide interviews with 10 women with intellectual

disabilities. Thematic analysis was used to analyse the interview transcripts. Many

of the women could not conceptualise themselves as sexual beings, and they tended

to regard sex as a dirty and inappropriate activity for them. They generally believed

that other people prohibited them from engaging in sexual activity. The women

often considered themselves to be of little value, and the majority had no clear sense

of identity. It is incumbent upon services to find the means to empower women with

intellectual disabilities to acknowledge, welcome and take control of their own

sexuality.

Keywords Clinical psychology, gender, learning (intellectual) disability, research,

sexuality

Introduction

Despite recognition that they are entitled to and have the

potential to enter into positive and rewarding sexual rela-

tionships, ‘only a small minority of women with intellectual

disabilities [are] very positive about their sexual lives’

(McCarthy 1999, p 13). There is a dearth of literature on how

women with intellectual disabilities develop a sexual identity

or conceptualise their sexuality. Research has focussed on

issues of sexual abuse, contraception and sex education.

Horner-Johnson & Drum (2006) reviewed the evidence

regarding the sexual abuse of adults with intellectual
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disabilities and found prevalence rates of 25–50%. Other

researchers (McCarthy & Thompson 1997; Sequeira et al.

2003) have found that women with intellectual disabilities

may be twice as likely to be sexually abused as their male

peers. Such abuse is often poorly responded to (McCarthy

& Thompson 1997) and can have devastating consequences

for the women involved (e.g. McCarthy 1998; Sinason 1994;

Sobsey 1994). After pioneering early works (e.g. Craft &

Craft 1983), sex education materials for people with

intellectual disabilities have increased hugely over the last

few decades (e.g. McCarthy & Thompson 2007). The earlier

resources have subsequently been criticised for being

overly ‘biological’ in nature and biased towards hetero-

sexual relationships and marriage, often ignoring issues

relating to sexual abuse, same-sex attraction and the more

emotional and social aspects of sexuality (Chivers &

Mathieson 2000; McCarthy 1999). Whilst Kirby (2001) has

noted that sex education for all children is insufficient to

meet their health needs, it appears that people with

intellectual disabilities may face additional disadvantages

in accessing it. Grieve et al. (2007) note the lack of suitable

sex education material for people identified as having

severe intellectual disabilities. Elley (2008) has demon-

strated that peers often provide the preponderance of sex

education amongst young nondisabled people, but Emer-

son & McVilley (2004) found that people with intellectual

disabilities spend little time in private social interaction

with their friends.

Women with intellectual disabilities often have little

genuine control over their reproduction. For example,

Servais et al. (2002) found that institutional or parental

factors played a major role in what form of contraception

they used. Personal factors played a much weaker role.

These findings were replicated by McCarthy (2010), who

emphasised the need for services to empower girls and

women with intellectual disabilities such that their capacity

to make decisions about their reproductive health is

increased. Areschoug (2005) noted that changing attitudes

to the rights of people with intellectual disabilities have

been mirrored by a change in views on their use of

contraception: whilst sterilisation was formerly regarded

as an important means of managing their reproduction,

nonsurgical means of contraception are now promoted as a

choice and a benefit to women with intellectual disabilities.

Both positions reflect the continuing view that parenthood

for these women is likely to be problematic and should be

avoided.

The needs of women with intellectual disabilities often go

unrecognised because of ‘the gender-blind approach’

(Brown 1996, p 47) adopted by services. It is as if women

with intellectual disabilities are without gender and sexu-

ality, with their only needs being in relation to their

disability. This denial of sexual identity in women with

intellectual disabilities has resulted in there being no

coherent literature available on how they conceptualise

their sexuality or develop a sexual identity.

There is, however, a coherent literature around how

people who do not have an intellectual disability develop a

sexual identity. Recent biopsychosocial models of both

heterosexual and homosexual identity development have

incorporated the influence of factors such as the person’s

microsocial context, culture and religious influences (Horo-

witz & Newcomb 2001; Worthington et al. 2002).

When applied to the sexual identity development of

women with intellectual disabilities, these models predict

that they would develop negative sexual identities, taking

into account the negative attitudes that exist towards the

sexuality of women with intellectual disabilities both in

their microsocial contexts and in the wider culture. How-

ever, applying a model developed with one population to

another does not always lead to accurate predictions.

Method

Sample

A total of 10 women with intellectual disabilities partic-

ipated in this study. All were identified as White British

with ages ranging from 19 to 64 years. The authors

acknowledge that the sample used was thus not represen-

tative of an ethnically and culturally diverse population.

All the women were able to communicate using speech,

respond verbally to verbal questioning and give verbal

consent to participate. Most of the women were also able

to give written consent. Access to participants was gained

through other professionals who worked in the locality of

the study. Consent was gained from each participant. Any

participants who were limited in their ability to read had

the information sheet presented to them verbally and in

the presence of a professional who witnessed their

consent.

Procedure

Ethical approval was sought and granted by the relevant

local research ethics committee.

A semi-structured interview schedule was used to guide

interviews with the participants, which were audio-re-

corded and then transcribed and analysed using the

qualitative methodology of thematic analysis (Braun &

Clarke 2006).

The interview schedule aimed to explore how the

women perceived themselves as sexual beings. The ques-

tions were based on existing literature, in particular,

McCarthy’s (1999) interview schedule relating to the sexual

experiences of women with intellectual disabilities. The

current research aimed to investigate the sexuality and

sexual identity of women with intellectual disabilities
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without focusing on issues of abuse, contraception or sex

education. The interviews were conducted in a flexible

manner with topics being covered according to the

direction taken by the women. They took place in a venue

of the participant’s choice. Interviews were completed over

one or two sessions, according to the participants’ prefer-

ences. The total time taken for each participant varied

between 45 min and 2 h.

When participants struggled to express themselves or to

understand the researcher, questions were rephrased and

clarifications given. The initial questions were more general

in nature, with more intimate questions being asked later in

the interview to give participants some time to adjust to the

interview situation. Participants were also encouraged to

ask questions of their own.

Changes were made to the interview schedule as the

research progressed, with previous interviews being used to

inform subsequent stages of data gathering and theorising

(Bannister et al. 1996). The aim of making such changes was

to address gaps in the previous schedule and to facilitate a

fuller exploration of the topic.

All the interviews were transcribed and anonymised by

the researcher. Emotions and nonverbal behaviours dis-

played by the participants were recorded, and parentheses

were used to indicate laughter or pauses. The researcher’s

feelings were also documented. Punctuation was added to

facilitate ease of reading. Participants were identified by

single initials unrelated to their real names.

Using techniques suggested by Strauss & Corbin (1998)

and Brown & Gilligan (1992), all the transcripts were first

carefully read several times. The data were broken down

into a series of quotes that were coded together if they had

some characteristics in common. Once this process was

complete, the codes were then ordered into themes, which

were then ordered into three broad categories. Three

independent researchers verified the complete set of codes,

themes and categories using the verification technique

‘investigator triangulation’ (Bannister et al. 1996).

What the women said

Three dominant categories emerged: these are summarised

below.

‘Sex and sexuality’

Many of the women seemed to have no concept of

themselves as sexual beings. It was difficult for them to

even think or talk about sex and their sexuality as if having

sexuality simply was not a viable option for them.

Some women thought that sex was dirty or disgusting,

while others associated it with sickness and disease.

So do you ever think about having sex?

D: No.

Do you ever think about what it might be like?

D: No.

Do you think it might be nice?

D: No it would be horrible, make me funny, make me

go funny.

Would it make you go funny? What way would it make you

go funny?

D: Make me go sick.

Make you sick?

D: Yeah.

Make you go sick and it wouldn’t be nice?

D: No, it wouldn’t, no. No ‘cos I don’t want to get

disease, no.

Eight of the women felt sex was something that you

should not talk about, denying their sexuality and any need

to communicate about that aspect of their lives.

In their accounts, it seemed as if the women had been

told that they should not talk about sex. Only two of the

women reported having someone they could talk to about

sex. One woman spoke to her friend and another spoke to

her care worker: both valued these experiences very

highly.

Another way in which sexuality was denied was through

participants’ lack of knowledge around issues related to

sexuality. Eight of the women did not know of any laws

about sex, and most of the women did not know about

sexually transmitted infections other than HIV.

That women have sex with men was taken for granted by

all but one of the women. This was seen as biologically

determined and fundamental and, therefore, unchallenged

by the women.

Can you tell me anything good about being a woman?

L: It’s your life, it’s, you know, you were born as a

woman you can’t change that. I know you have sex

with a man ‘cos you’re a woman and you have different

parts to your body. You can’t stop that.

Hollomotz (2011) reported that homosexuality had rarely

been discussed with the participants in her research: the

same appears to be true for the women who participated in

the current study. Many women did not know the meaning

of many terms used to describe sexual orientation, such as

homosexual, gay or lesbian. However, some women had

strong negative views about homosexuality, seeing it as

wrong and horrible.

One woman held positive views about a gay man she

knew. Another woman who had had a same-sex sexual
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relationship was very positive about this experience. How-

ever, none of the women in the study appeared to have

considered adopting anything other than a heterosexual

identity. Walmsley (1993) has noted that the lack of positive

information, role models and sex education available to

women with intellectual disabilities results in it being

extremely difficult for them to develop lesbian identities,

although a few have made public acknowledgement of such

identities (Teuben & Davey 2000). Burns & Davies (2011)

found that women with intellectual disabilities had little

knowledge of lesbianism and tended to have prejudiced

views towards lesbians.

Men were viewed by the women as being the ones who

are in control of sex, both in terms of sexual activity and in

terms of how the women expressed their sexuality. This was

evident again in one woman’s account of feeling used by her

ex-boyfriend for sex.

Right and you feel like he used you for sex?

B: Yeah.

Can you say a bit more about that?

B: Like every time he used to knock on door, oh do you

want to have sex, aww no I can’t be bothered tonight

and that, he just like get his pants down and start doing

it and I were like get off me.

B had clearly said no, but her wishes were disregarded.

This seems to be an account of rape, and B’s description

suggests that this was a repeated occurrence. Tolman (2002)

has identified how difficult it can be for teenage girls to

recognise whether or not they have been raped by their

partners if they have never felt desire for them: ‘Since rape is

predicated on a woman not wanting a sexual experience, if

[the girl] never has feelings of want or desire, how can she

know if she has been raped?’ (Tolman 2002, p 65). This

seems to be equally relevant to many women with intellec-

tual disabilities: the women in this study rarely appeared to

expect to experience sexual desire, but acceded to pleasure-

less sexual acts with men in the apparent belief that this was

their role.

Only one woman was able to say that sex with her

boyfriend was something that they talked about and when

they had sex it was by mutual agreement, although she

did not report deriving any pleasure from the sexual acts.

Additionally, only one woman, the only married partici-

pant in the study, unequivocally said that she enjoyed sex

and she seemed to enjoy the physical aspects of sex as well

as the relational aspects. All the other women expressed

the view that sex was not something pleasurable. These

views are markedly similar to those expressed by the

women who participated in McCarthy’s (1999) study and

suggest that little has changed in the past decade. The

authors found themselves wondering whether, in this

context, these women could give meaningful consent to

sexual activity.

Particularly striking was the fact that eight of the

participants in the current study said that sex might be

something pleasurable and nice for other people but not for

them.

P: I know it’s a nice feeling but I wouldn’t have it done.

It’s a nice feeling? How do you know it’s a nice feeling?

P: It is when I see it on telly.

What was not clear in all cases was whether what was

meant by ‘other’ was ‘non-disabled’, although this seemed

to be the implicit message.

Seven of the women linked female sexuality with the

experience of pain, especially with regard to the biological

aspects of being female such as pregnancies, childbirth and

pain associated with menstruation.

S: ‘Cos of all the pain we get, it’s horrible, men don’t get

half of the things we get.

No, so that’s one of the things you dislike about being a

woman…

S: We have to go through all the pregnancies, periods,

and you know when we have to go for tests and stuff,

(whispered) smear tests and all that, I don’t like those.

Thus, it is seemed that most of the women considered sex

to be at best a pleasureless secret activity undertaken with

men in response to biological imperatives and at worst,

painful, dirty and diseased.

‘Regulated beings’

Many women communicated that other people prohibited

an expression of their sexuality. Many women said that they

were not ‘allowed’ to have sex with their boyfriends and

feared the consequences of getting ‘caught’.

C: I haven’t been in trouble yet but I would do.

Who would you get in trouble with?

C: The staff, at home.

You’d get in trouble with the staff at home?

C: Yeah. If they found out.

What would they do?

C: They’d tell their boss.

And what would happen then?

C: They’d stop me from going to see my friend.

And how would you feel about that?

8 C. Fitzgerald and P. Withers
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C: I’d be upset.

This woman was clearly frightened of losing a valued

person in her life as ‘punishment’ for having a sexual

relationship with him. Others felt regulated by their parents

with regard to sexual activity.

What would your family think if you had sex with your

boyfriend?

D: My mother said never do it……She said it’s alright

to have a cuddle and then leave it at that and a kiss but

that’s all, not more than that.

Another woman experienced a similar attitude from staff

at the home where she lived. She felt the staff ‘allowed’ her

and her boyfriend to ‘be a couple’ and to ‘kiss and cuddle’

but she did not think they would ‘allow’ her to have sex

with him. Sanders (2006) has identified that over protection

can be a defining feature of the structure of services for

people with intellectual disabilities and that it can guide

staff action. McCarthy (2010) reported that decisions about

whether women with intellectual disabilities should

commence using contraception were usually made by

others – GPs, staff or parents – rather than by the women

themselves: it seems that women with learning disabilities

are expected to relinquish to others even the most practical

details of the management of their own bodies within

intimate relationships.

It appeared that the version of sexuality imposed upon

women with intellectual disabilities was reminiscent of that

identified by Tolman (2002) for adolescent girls. She notes

the price that is paid for this: ‘Our impulse to keep girls safe

by keeping them under control seems so necessary that the

cost of denying them the right to live fully in their own

bodies appears unavoidable’ (Tolman 2002, p 15).

Not only do women with intellectual disabilities experi-

ence regulation with regard to their sexuality, they also

experience regulation in the wider context of being adults.

The women presented numerous examples of being

‘advised’ against having children.

D: My mother said never do it, I might get pregnant and

who would look after the baby, I would not be able to go out

to work or anything.

That women with intellectual disabilities often live in

suspended adolescence is also seen in the fact that many of

the participants did not identify themselves as women. They

identified themselves as girls. One woman said she felt like

a ‘grown teenager’, even though she was 56 years old.

Aunos & Feldman (2002) suggest that people with intellec-

tual disabilities are infantilised by parents and care workers,

who do not regard them as having mature bodies with

sexual needs. It seems clear that the women with intellectual

disabilities in this study have assimilated and adopted these

views, with the result that they were trapped between

feeling that they should acquiesce to the sexual advances of

their male partners, and recognising that other significant

people in their lives believed that it was inappropriate for

them to engage in sexual activity at all. Their own wishes

appeared to be entirely engulfed by these opposing influ-

ences.

‘Women with intellectual disabilities’

Few women could say anything positive about themselves in

response to the question ‘Can you tell me something

important about yourself?’ Most women simply answered

‘no’ and even with prompting and rewording of the question

struggled to report anything that they valued about them-

selves. When examples of valued features were offered, these

often related to superficial external characteristics:

D: I don’t know really, I have a watch and a ring and I’ve

got jeans on and this jumper.

Only one woman said that an important thing about her

was her personality and the fact that she was friendly to

other people.

It seems as if the women struggled to formulate a view of

themselves that was positive and to see themselves as

intrinsically valuable people. As in all other areas covered

by this study, the researcher repeatedly endeavoured to

extract from the participants more positive experiences and

opinions, to little or no avail. According themselves no

value seemed to leave these women in a position where they

would adopt and acquiesce to the conflicting views and

wishes of others, regardless of how much damage they

accrued in the process.

Gender stereotypical ideas about men and women were

offered by all the women in this study. Women were seen as

nurturers whose role was to look after and give to other

people. Men were seen more as ‘workers’ who took things

from the women. This was represented very clearly in an

account where a woman said that men took money from her

to spend in pubs:

G: They take money off you.

They take money off you?

G: Yeah.

Men take money …

G: ….off women.

Why do men take money off women?

G: To go to the pub (making a drinking motion with her

hand)

They go to the pub and drink it?

G: Yeah.

It appears that G had been subjected to financial exploi-

tation. Bewley (1997) has provided evidence that this may
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not be an uncommon experience for people with intellectual

disabilities.

Many of the women interviewed spent their time in

situations where such gender stereotypes were strongly

reinforced, such as day centres where women did activities

such as knitting and sewing and men did activities like

woodwork, and where the majority of direct support staff

were women whilst the majority of managers were men.

The implicit messages given by the women throughout the

interviews were that men were somehow better and more

valuable than women, although paradoxically a number of

women said that they worked harder than men. The women

seemed to view men as being privileged in society without

merit. They felt powerless in relation to men, and this was

reflected in their accounts of sexual and financial exploita-

tion. Fine & Merle Gordon (1992) described how common an

experience it is for women with and without disabilities to

exist in paradoxical situations where the value and meaning

of their activities are suppressed and their voices silenced to

perpetuate societal constructs that are designed to support

the superior value of the activities of men.

Although the narratives provided by the women were

replete with examples of how having intellectual disabilities

had affected their lives, the explicit topic of intellectual

disability was one with which they struggled. Two women

completely denied that the label ‘intellectual disability’

referred to them, although one of these two women had

experienced bullying because of it. Most of the women

accepted that the label was applicable to them but were

unable to talk about what it meant. A number of the women

who accepted the label used various strategies to distance

themselves from it. They often positioned themselves with

the researcher or in relation to those more ‘disabled’ than

themselves.

M: I don’t know what a proper woman means.

You don’t know what a proper woman means?

M: No.

Are you a woman?

M: Yeah, I’m handicapped.

You’re what?

M: Handicapped.

You’re handicapped, okay.

M: I’m not handicapped. You see these handicaps,

right. I went to a meeting about basic care and

handicapped. About who can’t walk, who can’t feed

themselves.

This woman clearly identified herself as being ‘handi-

capped’ before she identified herself as a woman. She then

distanced herself from the ‘handicapped’ label by talking

about people more ‘disabled’ than her. Sinason (1992) has

delineated the potential for emotional pain in adopting a

socially devalued label. Whilst Finlay & Lyons (2005) have

suggested that rejection of an intellectually disabled label

may occur because in their everyday lives, people do not

find it to be useful for providing explanation or description,

the statements and demeanours of the women in the current

study suggested that it was the potential for distress that

caused them to distance themselves from disabled identi-

ties. Developing a coherent sense of identity, sexual or

otherwise, may be very difficult when people have conflict-

ing feelings about the label that is applied to them and align

themselves with people they identified as ‘other’ (i.e. less

disabled).

Edgerton (1967) described how people with intellectual

disabilities attempted to combat stigma by seeking to

disguise their disability, especially in the time immediately

following from their departure from long-stay institutions.

Encouragingly, he found subsequently that as time pro-

gressed, the same individuals developed increased social

competence, independence and satisfaction with life (Edg-

erton 1993). However, in the current study, the authors have

tended to over represent participants’ positive experiences.

Although the authors are aware that the findings presented

about the women’s experiences of sex and sexuality are

largely negative, virtually every example of a positive

experience or opinion that was elicited from the women is

documented here, whilst many of the overwhelmingly

negative and profoundly moving accounts given cannot,

for reasons of space, be reproduced in this paper. Satisfac-

tion with the sexual aspects of their lives was certainly not a

common experience for the women in this study.

Conclusion

Previous research has focused on sexuality in women with

intellectual disabilities from a sex education or sexual abuse

perspective. The current research focussed solely on the

thoughts and feelings of women with intellectual disabilities

with regard to their sexuality and sexual identity. Even in

the absence of previously identified abuse, these women

nevertheless struggled to develop positive sexual identities

and harboured many negative views about sex. Reasons for

this may include the cumulative effects of negative social

attitudes to the sexuality of people with intellectual disabil-

ities and restrictive social perspectives on the sexuality of

women in general. Szollos & McCabe (1995) suggest that

negative attitudes to the sexuality of people with intellectual

disabilities result in the sexual needs of these people

‘frequently being ignored …curtailed or actively denied by

professionals as well as the general community’ (p 206).

This was evident in the current study in the women’s

experience of being sexually regulated by parents and

service providers.
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Staff may experience conflict in their role as carers and

service providers to people with intellectual disabilities,

who are often vulnerable to abuse and at risk of exploita-

tion, but who also have the potential to be sexual beings and

have positive sex lives. Protective attitudes towards people

with intellectual disabilities are generally motivated by the

‘wish to protect people from unpleasant experiences but it is

these very experiences that help towards human growth’

(Deeley 2002, p 32).

Although the great majority of their experiences of and

opinions about sexuality were negative, there was never-

theless a huge amount of variation between the 10 women

who participated in this study with regard the extent to

which they had a coherent sense of sexual identity. A lot

more would need to be ‘known’ about how women with

intellectual disabilities conceptualise themselves as sexual

women before a model of factors influencing sexual identity

development could be suggested.

Attention needs to be paid to what women with intellectual

disabilities want in terms of support on sexuality issues.

Asking service users for their perspectives on what they need

would give service providers a clear remit in terms of what

they need to provide. Advocacy services are likely to be

important in this regard. The development, via future

research, of coherent models of sexual identity in women

with intellectual disabilities might assist services in devising

means of providing support in this area. Above all, finding

the means to empower women with intellectual disabilities to

acknowledge, welcome and take control of their own sexu-

ality should be seen as a priority activity within services.

The women in this study largely perceived themselves to

be passive in relation to sexuality: unable to talk about it or

recognise their own desires; expected to accede to the

desires of men; regulated, infantilised and controlled by

parents, carers and others, they were sometimes unable to

recognise that they were ‘proper’ women at all. Whilst

Hollomotz (2010) has identified that women with intellec-

tual disabilities do sometimes assert themselves in relation

to sexual activity, this was rarely reported in the current

study. The authors were struck by how little seems to have

changed since the time of earlier research on this topic (e.g.

McCarthy 1999) and by how extensive and complex the task

of tackling these issues appears to be.
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