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Abstract

Background

Historically attitudes to sexuality for people withtellectual disabilities (ID) have been
reported as conservative and restrictive. In regears advances have been made in the
rights and quality of life for people with ID. Soprt staff have an important role in assisting
the lifestyles of the service users they work witlence understanding their attitudes to
sexual matters is important. This systematic reegplores the recent research investigating

support staff’s attitudes on this topic.

Method

A search of relevant electronic databases, keyhgiarand reference list was carried out to
indentify papers. Eight studies were includedhis treview and a quality rating tool was

used to explore findings.

Results

Support staff were found to hold relatively libetitudes. Nevertheless, some studies
found that attitudes to particular aspects of skixyasuch as parenting, were less liberal.
Findings were discussed in relation to the attisudérelevant comparison groups such as

parents of people with ID.

Conclusions

Further research is required to explore whethdf stattitudes impact on the support they

offer service users on sexual matters.



Introduction

Forming personal relationships is an important elspé a person’s life and developing a
positive sexual identity has been linked to indixts’ emotional wellbeing (Ailey et al.,
2003). Nonetheless, during the early twentiethtuwgnmany individuals with intellectual
disabilities (ID) lived in institutions where thayere often segregated and the opportunities
to develop sexual relationships were limited. Maegple with an ID were sterilised against
their will (Craft & Craft, 1981). Generally, negat attitudes were held about the sexuality
of people with ID (Craft & Craft, 1981). Over timepinions have become less restrictive,
however, carers often still hold cautious views wbthe sexuality of people with ID
(McCabe, 1999). Understanding staff's attitudesewuality for people with ID is important,
as staff have a considerable influence on the petspnal relationships of the individuals

they support.

Many people with ID are socially excluded and tmesy rely on support staff for assistance
with various aspects of their lives. Forrestereoat al. (2006) reviewed the social networks
of 214 people with ID and found that individualene most likely to seek emotional and
practical assistance from support staff. Agarlet(2001) also found that staff members
and/or other peers were the most likely sourcesupport for adults with ID. In addition, it
was found that few contacts were made with oth@plgefrom the general population, for
example neighbours. Pownall (2010) reported tloaing people with ID were less likely to
discuss sexual issues with their peers and weredftm have inaccurate knowledge on sexual
matters. Moreover, an individual's sexuality ivery private matter, and people with 1D
have reported feeling wary about accessing infaonabr support about sexual matters, in

part, due to fears that those they seek suppam frmy react negatively (Morrison, 2007).



As such, it is important that people with ID haupgortive staff members who hold positive
views about their sexuality and are willing to assvith sexual matters. This would help to

ensure that service users’ sexuality is developeidexpressed in a healthy, safe way.

A liberal attitude can be defined as a way of tmgkwhich is tolerant and open minded
(Oxford English Dictionary, 2011). Measures whizdve been developed to explore staff's
attitudes to sexuality, for instance the AttitudesSexuality Questionnaire — Individuals with
an Intellectual Disability (ASQ-ID; Cuskelly & Gilore, 2007), have investigated whether
staff hold liberal attitudes, that is if staff hapesitive or accepting attitudes to the sexuality
of people with an ID. It could be considered tsff who hold liberal attitudes are more
likely to be accepting of people with an ID haviagportunities to develop relationships,
express their sexuality and make informed choidesitatheir sexual matters regardless of
whether they agree with the choices individualshwid make. This could cover different
aspects of sexuality such as sexual health mafiarenting and intimate relationships. As
staff play a significant role in the lives of peeplith ID, their beliefs may impact not only
on the support that service users receive for demadters but also their opportunities to

develop positive and fulfilling relationships.

This link between a person’s attitudes and thelmaveour has been explored within the
Theory of Reasoned Action (TRA; Fishbein & Ajze®,75) and developed further within the
Theory of Planned Behaviour (TPB; Ajzen, 1991). tiBtheories propose that subjective
norms and a person’s attitudes determine theirvbetial intentions, predicting behaviour
itself. The formation of attitudes is influenced & person’s beliefs about the outcome of

behaviour and their evaluation of this outcome.clSsalient beliefs can be influenced by
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demographic variables such as aggor instance, via their salient beliefs, demographi
factors associated with stdiblding liberal attitudes to service users’ sexyahclude staff
being of a younger agéuskelly & Bryde, 2004) and holding professionalalifications
(Murray & Minnes, 1994). The link between staffalisnt beliefs about supporting service
users with sexual matters and their attitudes teualdy for people with ID remains
unexplored. The Theory of Planned Behaviour furthéggests that a person’s perceived
behavioural control, that is their perceived easdifficulty of performing a behaviour, will
impact on their behavioural intentions and the beha itself. Hence, though attitudes do
not directly predict behaviour, both theories woylbpose that staff who hold liberal
attitudes to the sexuality of people with ID coblel more likely to support them with their
sexual needs. As a result it is important to ustded whether staff hold positive attitudes to

sexual matters for people with ID.

Previous research examining the attitudes of supptaff found that less liberal or
ambivalent views were expressed about the sexuafitgeople with an ID (Chapman &
Pitceathly, 1985). Mitchell et al. (1978) reportibat the majority of staff they interviewed
felt that it was acceptable if people with ID waigexual. Craft and Craft (1981) carried out
a review, reporting research which indicated thatf $reld less liberal, restrictive views on
sexuality for this population of people. NonetlssleCraft and Craft's (1981) review also
discussed that attitudes were shifting in a pasitivay. More recent studies have
demonstrated that staff attitudes may have becomee rliberal, although individuals
providing direct care to people with ID have beenrfd to hold less liberal views than

professional staff (Murray & Minnes, 1994).
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Although staff may have personal opinions on satuahd disability, legislation is available
which details the rights that people with an ID &dw make decisions about their personal
lives. The Adults with Incapacity (Scotland) A&cpttish Government, 2000) outlines that
those with capacity should be supported to makie tven decisions irrespective of whether
they make unwise choices. Nonetheless, reseaditates that staff do not always receive
adequate training on guidelines and policies reggrslupporting service users’ sexuality and
instead may rely on their personal beliefs to guildeir practice (Ward et al.,, 2001).
Moreover, staff's views on assisting service usdgth sexual matters may be influenced by
the competing demands of their role. This in paaty stem from risk factors and concerns
regarding the vulnerability of individuals with 1@ exploitation (Garbutt, 2008), and could
motivate staff to take a protective role regardsegual matters. Grieve et al. (2008) found
that some staff believed that if they did not iméere when service users became sexually
active, they could be at risk of being prosecutébnversely, individuals with an ID have
reported that they value the supportive input staff provide on sexual matters, for instance
sex education (Morrison, 2007). Thus staff’s ralso involves helping individuals to lead
independent lives, which includes supporting theetment of their sexuality. Due to
these competing roles of promoting people’s seiual the one hand and protecting against
exploitation on the other, it would not be predicteat that staff simply hold liberal attitudes

to the sexuality of people with ID.

This review aims to examine support staff’'s chaggattitudes towards sexual matters for
people with ID. To do this the review will examifirdings from research papers published

within the last decade.
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Review Question

Do support staff who work with people with intelleal disabilities hold liberal attitudes

towards their sexuality?

Search Strategy

Electronic Database Search and Search Terms

Research articles were extracted from peer revigaachals from the following electronic
databases: Ovid Medline (1948 — April week 2 20BYBASE (1988 — 2011 week 16),
ERIC (1965 — March 2011), HMIC (1979 — March 201A), EBM Reviews Cochrane
Database of Systematic Reviews 2005 to March 200 Journal Club 1991 to March
2011, Database of Abstracts of Reviews of Effestd Buarter 2011, Cochrane Central
Register of Controlled Trials 1st Quarter 2011, IGace Methodology Register 2nd Quarter
2011, Health Technology Assessment 2nd Quarter ,20HS Economic Evaluation
Database 2nd Quarter 20),1PsycINFO, CINAHL Plus with Full Text, Psycholognd
Behavioral Sciences Collection, Social Policy & &i@e and British Nursing Index (1994 —

November 2010). A limit on articles published fréime year 2000 onwards was applied.

The following search terms were used for the edamitr search: (Intellectual Disabilitgr
Intellectual Difficulty or Intellectual Impairmentr Intellectual Retardationr Intellectual
Deficiency or Intellectual Handicapr Mental Disability or Mental Difficulty or Mental
Impairment or Mental Retardationor Mental Deficiency or Mental Handicap or
Developmental Disabilityor Developmental Difficultyor Developmental Impairmenor

Developmental Retardatioar Developmental Deficiencyr Developmental Handicapr
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Learning Disabilityor Learning Difficulty or Learning Impairmenor Learning Retardation
or Learning Deficiencyor Learning Handicamr Mentally Disabled Person) and (Support
Staff or Staff or Home Careor Long Term Careor Social Supportor Day Centreor
Communityor Home Care Servicesr Domiciliary Careor Home Nursingor Intellectual
Disability Services) and (Sexualitgr Sexual Behaviouror Sex Educationor Sexual
Intercourseor Sexual Orientatioor Homosexualityor Heterosexualityor Masturbationor
Sexual Practiceor Sexual Healthor Physical Relationshipr Sexual Relationship) and
(Attitude or Judgementor Belief or View or Opinion). Truncation was applied to all search

terms.

Hand Search

A hand search was carried out within The Journahigfllectual & Developmental Disability,
Sexuality and Disability, British Journal of Leamgi Disabilities, Journal of Applied
Research in Intellectual Disabilities, Learning ahigity Practice and Journal of Intellectual
Disability Research, as relevant articles were uamd from these journals during the
electronic search. Journal articles published ftioenyear 2000 onwards were searched. The

reference lists of key articles and review papersevalso searched for relevant articles.

Criteria for Inclusion and Exclusion

The following inclusion and exclusion criteria waapplied to all articles found within the

electronic and hand searches:

Inclusion Criteria : i) studies examining support staff’s attitudesaods adults with ID with

regards to sexuality/sexual matters, ii) studiescviexplored both support staff's attitudes
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and the attitudes of family members, lay-personstber professionals towards the sexuality
of adults with ID and non disabled people, iii)dias published from the year 2000 onwards,

iv) quantitative studies.

Exclusion Criteria: i) studies using only qualitative methodology), lieview papers, iii)

dissertations, iv) studies not published in thelEhdanguage.

Article Extraction

The inclusion and exclusion criteria were appliedall studies returned from the electronic
and hand search. With duplicated articles remo%2d,articles remained from the electronic
database search, 112 articles did not meet thasici/exclusion criteria leaving 8 articles.
A hand search did not uncover any further releatitles, hence 8 articles in total were

identified for this systematic review. Figure Jaiflow chart that details the search.
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Figure 1

Flow chart of articles obtained from electronic andhand search

Number of articles identified from initial search o databases (duplicates removed)

MEDLINE(R) (4), EMBASE (69), ERIC (11), HMIC (3) EBM Reviews (5), PsycINFO

Social Policy & Practice (5), British Nursing Indél)

(16) CINAHL Plus with Full Text(6), Psychologyné Behavioral Sciences Collection (0),

}

Reasons why articles were discarded after readingtle, abstract and/or article

Not relevant (102), Review papers (4), Dissertatibstracts (3), Qualitative studies (2),
Articles not in English language (1)

!

Number of papers deemed relevant to review questiofmeeting inclusion and
exclusion) and full text obtained

MEDLINE(R) (0), EMBASE (3), ERIC (3), HMIC (0), EBNReviews (0), PsycINFO (0),
CINAHL Plus with Full Text(1), Psychology and Beliaal Sciences Collection (0),
Social Policy & Practice (0), British Nursing IndéX)

Number of relevant papers found
from hand search=0

Total papers included in
review = 8
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The following information was extracted from papéhsit fitted the inclusion/exclusion
criteria; i) the design of the study, ii) the ai(8) sample characteristics, iv) measures used
and the quality of the measures, v) results, vitho@ological strengths and weaknesses.

Data extraction tables were used to gather thevagit information.

Quality Criteria

As the studies included in this review do not caoncthe outcome of an intervention,
established quality rating scales such as CONSO®&detnes (Altman et al., 2001)and

CASP (Critical Appraisal Skills Programme, 2006)revéot appropriate. Instead a rating
scale was devised to assess the quality of theéestuttluded in this review (Table 1). This
rating scale includes key information referencedgbidelines. Additional methodological

factors relevant to this review, such as measwsed and analysis, were also included.

This review aims to examine support staff's atisiiowards the sexuality of people with ID.
Consequently, articles that i) compared attitud@satds adults with ID with attitudes
towards adults in the general population, andampared support staff's attitudes to those
of another comparison group(s) were considerednibst effective design. Studies using this
design helped to identify whether staff, in parécy held attitudes specifically towards
people with ID. These papers were categorisedessgD A. The studies that compared the
attitudes of support staff with the attitudes obtner group of people towards those with 1D
only were categorised as Design B. Those studiglsow a comparison group were
considered the weakest design and categorised sigrD€. Six additional quality criteria

deemed important to consider were also includeterrating scale, and are shown in Table 1

17



below. The quality of the studies were ranked etiog to design, and the review will

examine the articles within each of the designgmies in turn.

Table 1: Quality Rating Scale

Quality Item: Criteria Coding
Design
Design A Cross sectional: exploring staff’s attitudes areldttitudes of a relevant A

comparison group to sexual matters for people imittlectual disabilities

and for people in the general population.

Design B Cross sectional: exploring staff’s attitudes areldttitudes of a relevant B
comparison group to sexual matters for people inittlectual
disabilities.

Desigh C Cross sectional: exploring staff’s attitudes tousdxmatters for people C

with intellectual disabilities.

Quality Item Criteria Coding
Research Focussed with clear aims 2
Question Partially focused 1

Not clear 0
Sample Geographical sample 2
Convenience sample 1
Not clear 0
Participant Sample characteristic reported
Characteristics *  Well Addressed 3
+ Adequately Addressed 2
« Poorly Addressed 1
* Not Clear 0
Measures of Reliability and/or validity reported, measure appiate for assessment
Attitudes of attitudes towards target population:
3
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*  Well Addressed 2
* Adequately Addressed 1
* Poorly Addressed 0
* Not Clear
Analysis Appropriate statistical analysis carried out, as@lyakes into account
level of ID, power calculation reported:
*  Well Addressed 3
» Adequately Addressed 2
« Poorly Addressed 1
* Not Clear 0
Discussion Finding related to aims/hypotheses, attempts &rpnet results in
relation to theory and previous findings, limitaisoclearly expressed,
recommendations for clinical practice/future reskar
*  Well Addressed 3
+ Adequately Addressed 2
« Poorly Addressed 1
* Not Clear 0

The papers included in this review were assessied) tisis rating scale by the author. To

ensure the reliability of the ratings, a seconcepehdent rater reviewed each paper. The

Kappa statistic was used to analyse inter-ratéabiéity and was found to be Kappa = 0.80.

Discrepancies were discussed and 100% agreemehieckaTable 2 illustrates the scoring of

each article based on this rating scale.
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Table 2: Review article scores on the quality ratig scale

Study Design | Researchl Sample| Participant Measure | Analysis| Discussion Total
Rating | Question Characteristicq of Score
Attitudes
Gilmore & Chamber A 2 3 3 2 3 14
(2010)*
Oliver et al. (2002) A 2 3 2 2 3 13
Drummond (2006) A 2 2 2 2 3 12
Bazzo et al. (2007)** B 2 3 3 2 3 15
Grieve et al. (2008) B 2 3 3 3 2 14
Cuskelly & Bryde B 2 3 3 2 3 14
(2004)
Evans et al. (2009) B 2 3 0 0 3 9
Christian et al. (2001) C 2 3 0 0 1 7

*paper rated as the highest quality paper categorid as Design A, **paper rated as the highest quéai

paper categorised as Design B.

Results

The first section of this review will examine thapers that are categorised within Design A

(n = 3), the second section will examine the evigefound in papers categorised as Design

B (n = 4), and the third section will discuss fingls from the paper categorised as Design C

(n = 1). Though the quality of thhristian et al. (2001) paper categorised withirsipe C

was rated the lowest, it was considered importanbdlude it in the review as some of the

results found from this study were reflected witthie higher quality papers. In addition, this

paper explored staff attitudes to sexual matterswiomen with an ID who have specific

support needs, for instance with gynaecologicalless As a result it was considered

appropriate to explore the paper’s findings dedfstenethodological weaknesses.
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Key characteristics of each of the papers will befly discussed below, with a summary
description provided in the data extraction tabl&ke findings in relation to staff's attitudes
for each of the design categories will be reviewetbre considering methodological issues.

Conclusions based on the findings and taking adoafumethodological issues will be made.

Design A Studies

Three papers were categorised within Design A; Gien& Chambers (2010), Oliver et al.

(2002) and Drummond (2006). The study detailsoaiefly described in Table 3.
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Table 3

Design A Data Extraction Table

Study & Sample
characteristics

Measure & reported quality of meas

Relevant Resul

Methodological Consideratio

Gilmore & Chambers

Attitudes to Sexuality Questionnaire —

(2010)
Group 1: 169 support

staff (69% female)
Age 20 — 70+

Group 2: 50 leisure
and service industry
employees (88%
female)

Age: 20 - 69

Attitudes to people with ID:

Individuals with an Intellectual Disability .
reported high test-retest reliability (r = 0.91),
good internal consistency & 0.90), 4 subscales:

1) Self control, 2) Parenting, 3) Non- .
reproductive sexual behaviour, 4) Sexual rights
Attitudes to Sexuality Questionnaire — .

Individuals from the General Population: internal
consistency reported for the questions on the | .
‘sexual openness’ factor, not for the questions
within the ‘timing’ factor. .
2 subscales: 1) Sexual openness, 2) Timing

Both groups - overall liberal attitudes to people
with ID. No significant differences between
groups

Significant difference between groups towards
parenting: staff — less liberal attitudes.

Both groups - sexual freedom more acceptable
typically developing (TD) people than ID people
Leisure workers - males with ID have less self
control than females.

Both groups - a lower level of sexual freedom
desirable for ID women compared to TD wome

in

n.

Strengths: Level of ID identified for
respondents to assess attitudes on.

>.Limitations: No definition of the level of ID
for respondents to base attitudes upon.

Internal consistency reported for both
measures.

Measure explores attitudes to various
aspects of sexuality.

Large sample.

No power calculation.

Oliver et al. (2002) | Author developed an 18 item questionn « Late adulthood group held less liberal attitudes|t&trength: Attitudes explored in relation to a
based on previous studies. No reported quality  people with ID compared to those withouton | «  Assessed staff's attitudes towards peop
Groupl (staff): 89 of measure. dating, marrying and having children when with different levels of ID.
(74% female), mean married. Limitations: No power calculation.
age: 32 (SD 9.5). « No difference found in staff's acceptance of » No validity or reliability reported.
Group 2 (early sexual behaviours based on level of ID. +  Each participant not assessed on both
adulthood): 148 (62% attitudes to people with and without ID.
female), mean age: 20 » Undergraduates and seniors not guided
Group 3 (late . the level of ID to rate attitudes on.
mé:ﬁ ;578_/"77 * No reference on how levels of ID were
' ge: categorised for participants.
Drummond (2006) | The Sexuality Attitudes Questionnaire — » Moderate attitudes found. No difference betweeBtrengths: Measure explores attitudes to

N =45 (10 male, 35
female)

Age: 28<50 yrs, 17~
50 yrs

Relationship to

persons with ID: 18
parents, 27 staff

Level of ID: 26 mild,
19 moderate

Intellectual Disabilities. 4 subscales:
1) Human Sexuality, 2) Acknowledgement of the
Sexuality of the Intellectually Disabled
3)Discrimination against the Sexuality of the
Intellectually Disabled

4) Attitudes Towards Homosexuality Among the
Intellectually Disabled.

Reliability (o = 0.93)

the two groups on overall scores on SAQ-ID.
Significant difference found: Highest median
score found for the Human Sexuality subscale

Differences in the Attitudes to Homosexuality
subscale: staff had more liberal attitudes than
parents.

various aspects of sexuality

ahémitations: Characteristics of the two group
lowest median score found for Attitudes Towardsiot discussed separately
Homosexuality Among the Intellectual Disabled.

Reliability reported.

Small sample size, no power calculation.

No explanation of difference between th
original GSAQ-LD and the SAQ-ID.
Validity unknown.

Level of ID not defined for participants t|

le

on

n

(@]

rate their attitudes on.
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Gilmore & Chambers (2010) explored support staffis= 169) attitudes to sexuality in men

and women with mild/moderate ID and compared thighe attitudes of leisure industry
employees (n = 50) using the modified version oé Rittitudes to Sexuality Questionnaire -
Individuals with an Intellectual Disability (ASQ-tCCuskelly & Gilmore, 2007). Attitudes to
men and women without an ID were also explored gudime Attitudes to Sexuality
Questionnaire - Individuals from the General Pofoita (ASQ-GP; Cuskelly & Gilmore,

2007). All participants completed the ASQ-ID ahd ASQ-GP.

Oliver et al. (2002) explored attitudes towards #eeeptability of socio-sexual behaviours
for people with an ID and without an ID in thre@gps of individuals i) residential support
staff (n = 89), ii) individuals from the generalgadation in early adulthood (18 — 29 yrs, n =
148), and iii) individuals in the general populatim late adulthood (65+ yrs n = 42). The
authors developed a questionnaire based on Lundkgr&tantareas’ (1998) study exploring

the attitudes of people with ID and autism towaseisual behaviours.

Drummond (2006) carried out a study to assessstaf= 27) and parents’ (n = 18) attitudes
to sexuality in relation to adults with a mild oroderate ID who accessed the same day
service that staff worked in. Attitudes towardgusdity for people in the general population,
attitudes towards homosexuality in people with I aliscriminatory attitudes towards the
sexuality of people with ID were explored. Attitwdevere assessed using the Sexual
Attitudes Questionnaire — Intellectual Disabilitiadapted by the authors from the Greek

Sexual Attitudes Questionnaire — Learning DisabgitKarellou, 2003).
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Findings

Overall, staff (Gilmore and Chambers, 2010; Oligeal., 2002; Drummond, 2006), parents
(Drummond, 2006), leisure workers (Gilmore and Chars, 2010) and members of the
general population (Oliver et al., 2002) were foundhave moderately liberal attitudes
towards the sexuality of people with ID. In genemstaff attitudes were found to be
supportive of sexuality for people with ID, howeyveome studies found that less accepting
attitudes were held in comparison with attitudesthtose in the general population and on

specific aspects of sexuality such as homosexuatityparenting.

Comparing staff’s attitudes to the attitudes of reévant others

Gilmore and Chambers (2010) found that there weredifferences between staff's and
leisure workers’ attitudes towards sexual rights-neproductive sexual behaviour and self-
control for people with ID. Nevertheless, diffeces were found on the parenting subscale,
with staff holding more conservative attitudes theisure workers. Drummond (2006) found
no overall difference between the attitudes of fstafd parents. Nonetheless, on the
subscales, Drummond found that staff held more @igtudes towards homosexuality for
people with ID than their parents did. Comparedh®® attitudes of staff and younger aged
people in the general population, the older pandiots in Oliver et al's (2002) study held less
liberal attitudes towards people with ID in termfsdating, marrying and having children
when married. These results indicate that althaegterally liberal attitudes are held by staff
regarding sexuality for people with ID, they hol@m conservative views specifically about
parenting. Older members of the general populatiere also less positive about parenting,
along with dating and marrying, whereas parentsdividuals with ID held unfavourable

views about homosexuality.
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Comparing attitudes towards people with ID to peop without ID

When examining attitudes towards people with arcdihpared to individuals in the general
population, Oliver et al. (2002) found no differena attitudes of staff or the attitudes of the
sample of younger people. Yet the older samplpasficipants from the general population
held less liberal attitudes to people with ID thhose without ID. Gilmore and Chambers
(2010) found that both staff and leisure industrgrkers viewed sexual freedom as less
desirable for women with ID compared to typicallgveloping women. Such a difference
was not apparent with men. Drummond (2006) alsmdomore restrictive views towards
people with ID compared to those without, with teast liberal attitudes expressed towards
homosexuality in people with ID. Nevertheless,rtlamalysis on this explored parents’ and
staff's attitudes together, so it remains unclebether such views were held by one or both
groups of caregivers. These findings suggest l#&x liberal views still remain towards
people with an ID compared to those without andBd specifically towards homosexuality

and women.

Impact of level of ID and gender of the person witkan ID on attitudes

Further analyses were carried out to examine fiethieere differences between attitudes held
towards men and women, and people with differemelte of ability. Oliver et al. (2002)

found no difference in staff's acceptance of tarusil behaviour displayed by people with
mild/moderate or severe/profound ID. Gilmore anda@bers (2010) explored attitudes
towards men and women with ID and found that leisuorkers viewed men as having less
self-control than women. A trend towards significa was also found regarding staff's

attitudes on this matter.
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Methodological Issues

Studies categorised as Design A were considerdeiag more robust, as they obtained the
attitudes of a second group of participants andpaoed attitudes to people with ID with

attitudes held about people in the general pomratiNonetheless, there are a number of
methodological limitations with these studies whiokan the findings need to be considered

with caution.

Measures

All three studies used different measures to cbllgormation on attitudes. The validity of
the measures used was not reported. Howevernaiteonsistency of the measures used by
Gilmore and Chambers (201@;> 0.90), and Drummond (2006;= 0.93) was stated. The
measure used by Gilmore and Chambers (2010) albodperted inter-rater reliability (r =
0.91). Oliver et al. (2002) reported neither th&ability nor validity of the measure they
used. The measures used by Oliver et al. (200@2)Danmmond (2006) were adapted from
previous questionnaires. Nevertheless, the ofigimzasures were developed for different

populations and neither study reported the adapistinade.

Power

Gilmore and Chambers (2010) and Oliver et al. (2048#h had large sample sizes, while
Drummond (2006) had a smaller sample size. Neekr$s none of the studies reported
whether they had conducted a power calculationeto i statistical power was sufficient.

Without a power calculation the results are vulbbrdo a type Il error (the test fails to reject
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a false null hypothesis). As power calculationsemgot carried out in any Design A study it

is uncertain if such an error was made by the aatho

Level of disability

When synthesising the findings from the three &sidt is also worth noting that staff’'s
attitudes may concern individuals with differentdés of ID. All three studies advised their
participants on the category of ID to rate theiit@des upon. Participants in Drummond’s
(2006) study were asked to consider a familiar gernsith a mild or moderate ID when
completing the measures. Nonetheless, there wagsaurd of the level of disability that
participants’ responses were based upon. WitheDlket al's (2002) study, the staff group
rated their attitudes for an individual with eith@rmild/moderate or severe/profound ID.
Gilmore and Chambers (2010) advised participantsate attitudes to people with a
mild/moderate ID.  The ability range within theskassifications was large, and it is
unknown if definitions of the classifications wgmevided. This is important to note as it is
possible that attitudes would differ depending opeason’s support needs and hence their

level of disability.

Conclusions

Design A papers found that generally liberal aditsi were held towards the sexuality of
people with ID. Attitudes were found to differ lealson the gender of the target individuals
with 1D, and variations in acceptable sexual pragiand relationships were found between
staff, parents, and older aged lay people. Léssdl attitudes were found for people with ID

compared to the general population. Due to thehadetiogical limitations discussed it is
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unknown if these attitudes apply to people withtipaltar classifications of disability or if

different results would be found if measures witbven validity were used.

Design B Studies

Four papers were categorised within Design B; @riet al. (2008), Evans et al. (2009),

Bazzo et al. (2007) and Cuskelly & Bryde (2004heBtudies are outlined in Table 4 below.
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Table 4 Design B Data Extraction Table
Study & Sample Measure & reported quality of meas Relevant Resul Methodological Consideratio
characteristics

Grieve et al. (2008)

The Sexual Attitudes Questionnaire measy

Group 1: 148 Care staff
(84.4% female, mean age
37.6)

Group 2: 40 Qualified
nursing staff (80% female|
mean age 42.9)

attitudes towards:

Homosexuality

Heterosexuality

Masturbation

Sexual and non-sexual behaviours

» Reliability (o = 0.083; Rose & Holmes,
1991) and validity reported

réo difference between support staff and qualifie
nursing staff on:

homosexual and heterosexual attitudes

attitudes towards individuals with a mild

moderate and severe/profound ID

the overall attitude score.

dStrengths: Classification provided to participan
on level of ID to base attitudes on taken from
International Classification of Diseases and
Related Health Problems (1992).

Statistical power calculated.

Reliability and validity of measure reported

Weaknesses: Study is underpowered.

Evans, et al. (2009)
Group 1: 155 Staff (88%
female), mean age 40
Group 2: 153 Family
carers (80% parents (869
female), 19% siblings
(85% female)) mean age:
54

Questionnaire (devised by authors) assess
attitudes on: i) Discussing sexuality with
service users, ii) Education and training, iii
Sexual rights of service users, vi) Views

b about service user relationships.

Quality of measures not reported.

eBamily carers indicated a preference for non-
intimacy in relationships compared to staff carer
who were more likely to support engagement in
intimate and non-intimate relationships and
unsupervised relationships.

Strengths: explores attitudes on various aspect
ssexuality and on different ID levels.

Weaknesses: quality of measures not reported
Does not explain how level of ID is defined
Statistical tests used not specified

No power calculation.

Bazzo et al. (2007)

216 social service
providers (managers,
educators, direct care sta
74.5% female) Mean age
35.5

20 item subscale of 40 item Sexuality and
Mental Retardation Attitudes Inventory use|

ff Reliability ( = 0.80).

Liberal attitudes found. No significant differesce
dacross roles.

Strengths: reliability of measure reported

Limitations: Validity of measure not reported
Did not specify level ID to assess attitudes
on.

No power calculation.

Cuskelly & Bryde (200¢

Attitudes to Sexuality Questionna—

Group 1: 62 support staff
(68% female), Age range
= 41 - 60+ yrs

Group 2: 43 parents (84%
mothers), Age range = 41
— 60 yrs

Group 3: 63 individuals
from a community sample
(59% female), age range

Individuals with an Intellectual Disability: 8
themes: i) sexual feelings, ii) sex education
iii) masturbation, iv) personal relationships,
V) sexual intercourse, Vi)
sterilisation, vi) marriage, viii) parenthood

Test-retest reliability (r = 0.91), internal
consistencyd > 0.90)

<21 -60+ yrs

Generally positive views found.
Age had significant impact on attitudes: oldg¢
group (parents) held less positive attitudes

than other groups. With age as a covariant
there were no group or gender differences.

Parents held less liberal attitudes on parent
than staff with a trend towards significance.
Parent and staff group were less positive ah
parenthood than other aspects of sexuality.

Strength: Instructed to focus atudestoward:
rdevels of moderate ID .

Attitudes investigated on broad range of
sexual matters.

Reliability reported for scale.

n
I?imitations: Parent and staff participants given

ovarying definitions of moderate ID to base
attitudes upon.

No power calculation.

Validity of measure unknown.

n

s of
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Grieve et al. (2008) explored attitudes of quadifrursing staff (n = 40) and support staff (n
= 148) working in different residential settingsvirds the sexuality of people with ID.
Attitudes to people with mild, moderate or sevemgipund ID were assessed using the
Sexual Attitudes Questionnaire (SAQ; Mitchell et 4978). Classifications of levels of ID
were provided to participants from the InternatioG&assification of Diseases and Related

Health Problems (1992).

Evans et al. (2009) assessed attitudes of staff b5) working in a community based
service for people with ID and family carers (n 531 80% parents, 19% siblings) who
utilised the same service. Attitudes were assess®dh questionnaire developed by a
working group of professional support staff, camdfsand relatives of people with ID. The

measure was also informed by knowledge gathered $@rvice user focus groups.

Bazzo et al. (2007) assessed attitudes of man&yerd5), educators (n = 77) and direct care
staff (n = 94) working in different services forqme with ID in the north east of ltaly.
Participants completed a 20 item subscale of th#ef0 Sexuality and Mental Retardation

Attitudes Inventory (SMRAI; Brantlinger, 1983, Magr & Minnes, 1994).

Cuskelly & Bryde (2004) assessed the attitudesupipert staff (n = 62), parents who’s

offspring attended the same service that staff edrkithin (n = 43) and people in a
community sample (n = 63), towards the sexualitp@dple with a moderate ID. Items were
taken from previous attitude assessments (Fis¢tar,d973; Mulhern, 1975; Parsons, 1982;
Sweyn-Harvey, 1984) to develop the attitude scakeduo elicit the participants’ answers

(Attitudes to Sexuality Questionnaire — Individualgh an Intellectual Disability, ASQ-ID).
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Findings

Once again, support staff were generally foundaweehpositive attitudes about the sexuality

for people with ID.

Comparing staff's attitudes with the attitudes of relevant others

Bazzo et al. (2007) found no significant differendeetween the attitudes of support staff,
educators and managers working across differeabksttments. Grieve et al. (2008) also
failed to find a difference between support sta#firel qualified nursing staff's views about

the sexuality of people with ID.

Cuskelly & Bryde (2004) found that, compared toguas of individuals with ID, staff held
significantly more liberal attitudes to the sextyalbf people with ID, and a trend to
significance was found regarding views towards piamg. Nevertheless, the parents were
older than the staff members, and when age wagatied for there were no significant
group differences. Both staff and parents wers ligeral in their views of people with ID
becoming parents compared to other aspects of thewwuality. Community group
participants did not differ in their attitudes tarpnting compared to other sexual matters

(Cuskelly & Bryde, 2004).

Evans et al. (2009) examined views on who shoulshb@ved when making decisions about
capacity to engage in relationships. They fourat the majority of staff believed that the

person with ID, their parents and staff membersukh@ll be involved in relationship
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decisions. This differed from the majority of fdyncarers’ views that only family members
should be involved in such decisions. Evans e28l09) also found that significantly more
staff than family members agreed that people withshould be allowed unsupervised
relationships. Moreover, a significantly largeroportion of staff compared to family
members agreed that parents should not be nofifieskrvice user's ongoing relationships

(Evans et al., 2009).

Impact of level of ID, gender, and age

Cuskelly and Bryde (2004) assessed parents’ adttud relation to the age, gender and
disability level of their adult children with an IDGender and level of disability were not
significantly related to attitudes. Nonethelessjgnificant association was found between
age and attitudes; the older the child the lessdibparents’ attitudes. Grieve et al. (2008)
also found that the level of ID did not impact dtitades. Their study found that there was
no difference between support staff’'s and nurstaff’s attitudes towards sexuality in people
with mild, moderate or severe/profound ID. Neveltlss, Evans et al. (2009) found
differences in attitudes based on level of disghistaff were more supportive of friendships
and non-intimate relationships compared to intinralationships and marriage for people
with mild, moderate or severe ID. A greater projpor of staff than family carers believed

that people with mild or moderate ID could engageintimate or marital relationships,

whereas family carers expressed a stronger sufggorbn-intimate relationships.
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Methodological Issues

Measures

Three of the studies categorised as Design B usadunes which they reported to be reliable
through test-retest reliability (r) and/or interainsistencyd); Cuskelly & Bryde (2004) r =
0.91,a > 0.90; Bazzo et al. (200@)= 0.80; Grieve et al. (2008)= 0.883. Only Grieve et
al. (2008) reported that the measure they usedvadid, however they did not explain this
further. The fourth study, Evans et al. (2009)vealeped a measure based on information
gathered from focus groups and working groups, ewehe reliability and validity of the
measure was not reported. Moreover, though therpaytlines the topics explored in the

guestionnaire, no information was given on the tjaes asked to measure attitudes.

Power

Only Grieve et al. (2008) report a power calculatiand they reported that their study was
slightly underpowered. The other three Designuglists had fairly large sample sizes but did
not report a power calculation. Thus it is unknaivthe analyses carried out in these studies

were at risk of making a type Il error.

Level of disability

Taking account of individuals’ level of ID is alsokey factor to consider when examining
staff attitudes towards their sexuality. Grievelet(2008) used ICD-10 (1992) classification
of ID to explore attitudes across different levefsimpairment. Both Cuskelly and Bryde

(2004) and Evans et al. (2009) explored attitudeseld on the level of disability. However, it
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is not obvious if they used clear and consisteffindi®ns across the participant groups.
Bazzo et al. (2007) did not explore attitudes basedevel of ID. It could be argued that
Grieve et al. (2008), and possibly Cuskelly andd@ry2004) and Evans et al. (2009) have
examined attitudes to sexuality in a more meaningly as a specific link is made between

attitudes and the level of ability of the targediinduals.

Impact of age on attitudes

The fact that support staff were significantly eldean nursing staff in Grieve et al's (2008)
study did not influence their findings and no diéfieces were found between the groups on
their attitudes to sexuality. In contrast Cuske#ipd Bryde (2004) found that older
participants held more conservative views irredpeadf their particular role or relationship

with individuals with ID.

Conclusions

Staff held more liberal views compared to pareatsily carers on sexuality. In terms of
sub-categories, similar differences were also fowghrding attitudes to parenting, intimate
relationships, decision making and privacy in ielahips for people with ID. Nonetheless,
staff were also found to hold less liberal attittide parenting compared to other aspects of

sexuality.
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Design C

One research paper was categorised within Desigie{@ils of this study can be found in

Table 5.
Table 5 Design C Data Extraction Table
Study & Measure & reported quality Relevant Results Methodological
Sample of measure Considerations
characteristicg
Christian et 41 item survey. No othe Women with ID viewed as | Strength:
al. (2001) information on measure having same sexual desiresfas Explores sexuality issues
provided those without pertinent to women.
N =43 (70% Ability to consent should Weaknesses:
female), mean No reported quality of determine whether a woman «  No statistical analysis of
age = 31yrs | measure. has a sexual relationship. results carried out.

Level of disability influenced
attitudes towards parenting.
Support for provision of sex
education.

¢ No power calculation.

« Did not specify the level
of disability that attitudes
are assessed upon.

e Lack of information on
the survey measure.

* No reliability or validity
of the measurement used.

*  Would be unable to
replicate results.

Christian et al. (2001) assessed support staff's 43) attitudes to the sexual expression of

women with an ID using a 41 item survey. All papants worked within the same agency

which provided day services to individuals with ID.

Findings

Overall attitudes to sexuality

The majority of staff surveyed felt that the seevibey worked in should provide support to

women with regard to their sexuality. On the oth@nd, less than half of respondents agreed

that the service recognised women as being serdaliduals. In addition, the majority of

staff agreed that women with ID should receive sgwcation; with over half of staff stating
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that they would feel comfortable providing this amdipporting women to receive

gynaecological care.

Level of disability

Approximately half of staff surveyed agreed that tbvel of disability would impact on
whether women with ID should have a sexual relatigm and should determine whether she
has children. Although, most agreed that giverritdjigt support and training women with 1D
could be competent mothers. Related to such vievese than two thirds reported that a

woman'’s ability to consent should ascertain whesier has a sexual relationship.

Methodological Issues & Conclusions

This study attempted to explore attitudes towardaiglity issues pertinent to women with
ID, including pregnancy and gynaecological healtbnfortunately, there are a number of
methodological weaknesses. In the first instahttks is known about the measure used to
assess staff's attitudes. For example, no infdonawvas provided about how the measure
was devised or on its reliability and validity. mée it is difficult to determine whether the
results provide an accurate measurement of themdsmts’ attitudes. A power calculation
was not carried out to determine the correct samigke and statistical analyses were also not
used; instead only descriptive results were praliderhus, even though the descriptive
findings fit with those of more robust studies, dhemethodological limitations mean that

they need to be treated with great caution.
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Discussion

Historically less liberal attitudes have been réguabiby staff towards the sexuality of people
with ID (Mitchell et al., 1978). This systematieiew examined the more recent literature
published in the last decade, to explore if supptatf's attitudes towards the sexuality of
people with ID had shifted towards more liberalwse Thus, this review has particularly
focused on whether staff hold positive and accgpdittitudes to people with ID’s sexuality.
All studies included in the review illustrated tissaff generally hold liberal attitudes towards

sexual matters for people with ID.

To allow for a robust examination of attitudesstiheview drew on findings from studies
which explored staff's views on the sexuality obpke with ID and compared them to their
attitudes to the sexuality of people in the genemulation. By doing so, it allowed the
reader to identify if the attitudes held by stafére in relation to a person’s intellectual
disability, or a reflection of their more generdtitades about sexuality. From these
comparison studies, it was found that less libacakpting attitudes were held by staff
towards sexual freedom for women with ID compam@avbmen in the general population
(Gilmore and Chambers, 2010). In addition lessitives attitudes were held about
homosexuality for people with ID compared to peapléhe general population (Drummond,
2006). Importantly, Oliver et al. (2002) did nahd any differences in support staff’s
attitudes to the sexuality of people with ID comgghto typically developing people. It is
possible that staff's less liberal attitudes tovgasgxual freedom for women with ID is a
reflection of their concerns regarding women’s tveilhg, as research indicates women with
ID are vulnerable to sexual exploitation (McCarthyd Thompson, 1997). It would be

interesting to find out why less liberal attitude® held by staff towards homosexuality for
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people with ID. It is possible that such attitudeay also be related to concerns regarding

service users’ wellbeing such as their understandirsafe sex practices.

Studies included in this review also compared watés of staff to a relevant comparison
group, allowing a further measurement on whethaff’'stattitudes were similar to those of
other groups, including family, other professionaisl lay people. Two studies found that
there were no differences between staff's and ofirtefessionals’ attitudes towards the
sexuality of people with ID (Bazzo et al., 2007;&ve et al., 2008). Varying results were
found regarding attitudes towards people with 1@dming parents; staff were found to hold
less accepting attitudes compared to lay peoplisrtopic (Gilmore and Chambers, 2010).
Conversely, Oliver et al. (2002) found that sta#fjported more liberal views towards
parenting than older people from the general pdjmia Cuskelly and Bryde (2004) stated
that both staff and parents reported less libettéglides towards people with ID becoming
parents compared to other aspects of sexuality, patents holding the least liberal attitudes
compared to staff. Importantly, when age was et for differences between parents’
and staff's attitudes were not upheld. This asdmmn between younger age and less liberal
attitudes is support by the TRA (Fishbein & Ajzd9,75) and the TPB (Ajzen, 1991) which
postulate that demographic factors influence then&ion of attitudes. The fact that
disparity exists between the two groups of caragiwn people with ID becoming parents,
even if influenced by age, requires consideratioBoth groups of caregivers have an
influence on the people with ID they support. Thdiferences in opinions could lead to
issues of conflict regarding the assistance thaplgewith 1D receive on sexual matters. Less
liberal attitudes towards parenting have been fannatevious research (Brantlinger, 1992).
It is possible that such attitudes found towardeipéng in this review are related to concerns

about the support needs people with ID are likelgeguire if they have children (Christian et
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al., 2001). However, research is needed to exgleebarriers to more accepting attitudes
towards parenthood. This is particularly importaag staff's attitudes on this matter could
influence the assistance that they provide peopkh W regarding choices on using

contraceptives and making informed decisions abauing a child.

Results from this review indicated that staff hofbre liberal views compared to family
carers on a variety of factors including intimagationships, decision making and privacy in
relationships for people with ID (Evans et al., D0 Pownall et al. (in press) found that
mothers of people with ID expressed concerns raggrtheir offspring’s vulnerability to
abuse and their ability to make informed choicethiwisexual relationships. Hence these
differences found in attitudes between staff andilfamembers could be related to family
members’ concerns and motivations to keep theul{pdhild safe. Staff were found to hold
greater support for people with mild, moderate evese ID engaging in non-intimate
relationships as opposed to sexual relationshig&evious studies have reported high
prevalence rates of abuse for this population opfee(McCarthy, 1999). It is possible that
the less supportive attitudes that staff were fownldold towards people with different levels
of ID engaging in sexual relationships could rdfléceir concerns about individuals’

vulnerability to sexual exploitation/abuse.

Staff’'s concerns on the safety and wellbeing ofgbeavith ID may also reflect their beliefs

regarding their responsibility to intervene in seewusers’ relationships (Grieve et al., 2008).
Thus, it is possible that these views could immacthe information and support that people
with ID receive (Ward et al.,, 2001). If this wdsetcase, the results from Gilmore &

Chambers (2010) study would indicate that staff rhayless willing to support the sexual
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freedom of women with an ID, as they held lessribattitudes to women on this topic. This
is important to understand as a person’s sexudléy been linked to their emotional
wellbeing. Furthermore due to issues of socialwston, individuals with ID are more likely
to rely on staff for support with their personalels (Forrester-Jones et al., 2006) and people
with ID have stated that they value the support 8taff provide them on sexual issues
(Morrison, 2007). The Theory of Reasoned Actioistibein & Ajzen, 1975) and the Theory
of Planned Behaviour (Ajzen, 1991) both state #ttitudes impact on a person’s behaviour.
Thus, the less liberal or accepting attitudes $tef were found to hold towards people with
an ID regarding parenting, homosexuality and womeexual freedom, could impact on the
support that staff provide service users on susiheis. Consequently, it is not only important
that we understand staff’s attitudes to servicesusexuality, but it is also vital that insight is
gained on how staff’s attitudes impact on theilinginess to support service users’ sexual
needs. Further research could be carried out erglstaff’s role in supporting the sexuality

of people with ID.

Limitations

The results of this review have to be considerethiwithe methodological limitations
discussed in relation to the studies. Moreovels ialso important to bear in mind that
attitude research is particularly vulnerable toiaodesirability biases. Only one study
(Bazzo et al., 2007) discussed this issue, and wdribe studies included in this review
reported steps that they had taken to reduce sdegifability responses. Consequently, it
should be noted that the liberal views expresse¢y mat be a true reflection of all

respondents’ attitudes.
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In conclusion, it is heartening to find that morxepting attitudes are being expressed by
support staff regarding the sexuality of the pedpéy work with. Nevertheless, this review
also found that less liberal attitudes are stilldh®wards particular issues, for example
towards sexual freedom for women with ID. ThisHhights the need for better staff training
and support to balance the competing roles of awpidsk while at the same time trying to
promote individuals sexual needs. With regardsh liberal attitudes that have been
expressed by staff, there is no evidence indicathmaf such views result in a greater
willingness to actually support individuals witheth sexual matters. Examining the link
between staff’s attitudes and their support pradiicrelation to the sexuality of individuals

with ID is the next step for research in this field
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Lay Summary

A person’s sexuality, that is, their sexual ident@nd the way they choose to express
themselves in sexual relationships, is linked tarttvellbeing. In the past, negative attitudes
were generally held towards the sexuality of peopld intellectual disabilities by the staff
that supported them. Over the years, these astuthve become more accepting. We
wanted to get an up to date understanding abogiostptaff's attitudes towards sexuality in
men and women with an intellectual disability. YAlso wanted to find out if staff’s attitudes
were linked to how willing they are to support teople they work with on sexual matters,
such as sex education or developing relationshifde. used a questionnaire and an interview
with staff to gather this information. We foundtabat staff had liberal attitudes to the
sexuality of people with intellectual disabilitiemyd no significant differences were found on
their attitudes to men compared to women. We #aoned that most staff wanted to
support the sexuality of the people they workechw@nd that their positive attitudes were
linked to their willingness to offer help. Thisimportant to learn, as people with intellectual
disabilities rely on staff for support with theiexaality. More is needed to help staff to
openly offer support, so that people with intelledt disabilities get the assistance they

deserve.
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Abstract

Background

This study explored residential support staff' #adies towards sexuality in men and women
with an intellectual disability (ID), and whethéeir attitudes were linked to a willingness to

support service users with sexual matters.

Method

The Attitudes to Sexuality Questionnaire - Indivatki with an Intellectual Disability was
used to gather data on 34 support staff's attitudBsis was supplemented with additional
questions on risk issues developed by the authrsemi-structured interview examined

staff's experiences of supporting sexual matters.

Results

Liberal attitudes were held, no statistically sfgraint differences were found on attitudes to
men and women. Nonetheless, trends were found mutte liberal views expressed about
men than women on sexual rights and non-reproceicstigxual behaviour. Most staff were
willing to support the sexuality of service uselA.positive association was found between
staff's attitudes and their willingness to suppseuality. Willingness was not associated

with feelings of confidence or comfort in dealinglwsexual matters.

Conclusions

Sexuality is an integral aspect of quality of lifelnderstanding staff's values and attitudes
towards the sexuality of people with ID is impottaas this population of people rely on staff
for support on this sensitive topic. Assisting siexuality of people with ID is a complex and

emotive subject worthy of further investigation.
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Introduction

The term sexuality can be used to describe how lpeidentify and express themselves
through intimate relationships and sexual pract{@unn, 2001), and is critical to
psychological wellbeing (Ailey et al., 2003). Noheless sexuality has been a contentious
issue for people with intellectual disabilities JID Historically they tended to be viewed
through sexual stereotypes, possibly still prevalas either asexual, ‘the eternal child’ or
being promiscuous (McCarthy, 1999). Philosophigshsas normalisation have had some
impact on the service provision and the qualityifeffor people with ID. Nevertheless, this
population of people can still face challenges wéthards to their sexuality and relationships
(Brown, 1994). One of the challenges is that mpagple with an ID rely on carers for
support with their sexuality, for instance in dephg relationships. Unfortunately, staff
have reported concerns about being able to offpp@t on sex and relationships to the

service users they work with (Abbot and Howartl)20

Support staff and the organisations they work weha crucial role in the lives of people with
ID. Pownall (2010) found that young people with Were less likely to discuss sexual
issues with their peers than young people withasalilities. In addition, formal sex

education frequently failed to sufficiently addrebeir information needs. Having fewer
routes to learning about sexual matters than them-disabled peers may mean that
individuals with ID are more reliant upon staff itadx an active role in supporting them on
this sensitive topic. Nonetheless, previous re$edras found that staff do not receive
adequate training or have access to guidelineantt support sexuality for people with ID

(Ward et al., 2001). Additionally, staff who hadtmeceived training on supporting sexuality

reported varying opinions on the assistance théguss they should offer service users and
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what constitutes acceptable sexual behaviours &mple with ID (Ward et al., 2001).

Without appropriate training, staff may be forcedr¢ly on their personal beliefs regarding
sexuality and disability to guide their support giree. Consequently, it is important to
obtain an up to date understanding of support'staffitudes, their willingness to help people

with ID with sexual matters and the factors that/nmapact on such attitudes and support.

The literature exploring staff's attitudes to seikyehas measured whether staff hold liberal
attitudes on this subject. A liberal attitude heen defined as a way of thinking which is
tolerant or open minded (Oxford English Dictiona?2@11). The instruments developed to
investigate staff's attitudes to sexual matters, éxample the Attitudes to Sexuality
Questionnaire — Individuals with an IntellectualsBlility (ASQ-ID; Cuskelly & Gilmore,
2007), have measured whether staff hold acceptimgpsitive attitudes. For example, staff
who express accepting attitudes towards sexuaknsdtr people with ID might be expected
to be supportive of people with ID making informatbices about their sexuality and having
opportunities to develop sexual relationships. eResh exploring support staff’s attitudes
towards sexuality has found that more liberal vieave associated with several factors,
including higher professional qualifications (Mwr& Minnes, 1994), receiving training on
sexuality for people with ID (Rose & Holmes, 199bging younger (Murray & Minnes,
1994; Cuskelly & Bryde, 2004), holding religiousewis (Ryan & McConkey, 2000), and
working within small community based settings (@eeet al., 2008). More recent studies
have found that age does not necessarily impaecittitndes (Gilmore & Chambers, 2010).
These contradictory findings about age may simpflect the development of more liberal
attitudes towards the sexuality of people with Edhacross the population of support staff in

recent years.
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A service user’s vulnerability and gender may aidtuence staff's attitudes towards their
sexuality (Grieve et al., 2008). Gilmore & Chanmbhé2010) measured support staff's and
leisure staff's attitudes using Cuskelly & Gilma@€2007) modified version of the Attitudes
to Sexuality Questionnaire - Individuals with aneltectual Disability (ASQ-1D; Cuskelly &
Bryde, 2004). Staff believed that men with ID hesk control over their sexual feelings than
women with ID. Moreover, staff were less accepini sexual freedom for women with 1D
compared to typically developing women. This coingbly that staff members were less
willing to provide information about sexual mattéeswomen or were less willing to support
their sexual expression. Also relevant here iff'stawareness of the vulnerability of people
with ID to exploitation and abuse (Garbutt, 2008)nfortunately, the ASQ-ID has only one
question which investigates attitudes relatingis& issues. It is possible that adding further
questions to explore risk/vulnerability issues npagvide more insight into staff's attitudes

on this topic.

Differences in staff's attitudes to the sexualifynten and women with ID could reflect real
concerns, as women are more vulnerable than mergitation/abuse (McCarthy, 1999).
Research indicates that the incidence of sexuaeatawards women with ID is particularly
high (Millard, 1994, McCarthy and Thompson, 199F)cCarthy (1996) reviewed the people
with ID referred to a sex education support serand found that the most common reason
for referrals was due to staff's concerns that Wmmen they supported were sexually
vulnerable. Significantly fewer men were referrdde to concerns about their sexual
vulnerability. Instead, men were more often refdrdue to their sexually abusive behaviour
which was frequently towards other women with IMDue to such risk factors it is possible
that staff may err on the side of caution and a@doptotective role in the support they offer.

This indicates that attitudes to sexuality in gah@nay not be the only factor influencing
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staff’'s support behaviour, and other contextualésssuch as risk/vulnerability matters could

also play a role.

There is limited research examining the assistataff offer to people with ID for sexual
matters. Abbott and Howarth (2007) explored staffupport behaviour in assisting people
with ID who are homosexual or bi-sexual and fouhdttstaff were avoidant, or at best
reactive, in providing support for sexual mattetaff in this study reported that a lack of
training and policies on assisting sexual matteas & barrier to them offering support on this
topic. A number of studies have reported that adegtraining and clear policy guidelines
are required to assist staff in this support rdle@onkey & Ryan, 2001; Rose & Holmes,
1991). Whilst organisations may have such policiebas been reported that staff can be
unsure about their content or how to implement tidran sexual matters arise (Grieve et al.,
2008). If staff do not have clear guidance abbaeirtrole in supporting sexuality, it might be
reasonable to suppose that their support practiogore likely to be influenced by their own

attitudes.

The theory of planned behaviour (TPB; Ajzen, 198Gygests that attitudes are linked to
behaviour; however, there is not a direct assagiatiAlso important is a person’s perceived
behavioural control, which is their perception bEtease or difficulty of carrying out a

behaviour. This in turn affects the formation @hhvioural intentions which impacts on
behaviour itself. This has often been relatedh® ¢oncept of self-efficacy (Armitage &

Conner, 2001). Thus, though the link between 'staftitudes and their support practice is
important to explore, it would be wrong to assuimat fattitudes alone reflect how support is

delivered to people with ID. For example, staféglings of confidence have been linked to
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prior experience of supporting sexual matters aheleef that support will be offered in the
future (McConkey & Ryan, 2001). This signifies tluher factors which could impact on

staff's support practice should be considered.

In an attempt to broaden the literature this stumestigated not only staff’s attitudes to
sexuality but also their willingness to supportvgsr users with sexual matters based on their
real life experiences of providing support. Genldas been considered to be an important
construct influencing staff's attitudes and hasrbéeked to concerns regarding service
users’ vulnerability (McCarthy, 1999). Hence, gendias explored with respect to attitudes
and willingness to offer support for sexual matters particular, female service users’
vulnerability to sexual abuse/exploitation could d@eource of concern influencing staff’s
attitudes (Gilmore & Chambers, 2010), and questamssk issues were used to explore this
topic. Finally the association between staff'stadies, their willingness to support sexuality

and their feelings of confidence and comfort tesdavas also examined.

Research Hypotheses

1. Staff will hold less liberal attitudes towards thexual needs of women compared to men
with ID. Gender differences in attitudes will fmind with regard to risk /vulnerability

factors.

2. More liberal attitudes will be associated with @ager willingness to support service

user’'s sexual needs.

3. Staff's willingness to provide support with sexumbtters will be positively associated

with their feelings of confidence and comfort retjag this subject.
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Method

Participants

Thirty four female support workers were recruitedttis study (mean age 40.09 yrs) from
five residential support services for people withih the West of Scotland. Participants had
worked in their current post for an average of &rge Thirteen participants had high school
qualifications while 21 had gone onto further ediocta Twelve participants had received

training on supporting service users with sexuattens, and all but one participant stated
they would like further training on this topic. @hmost frequent type of training that the

participants wanted was on how to talk to servisersi or educate them about sex and

relationships (n = 14). Details of participant id@eristics are summarised in Table 1.

Table 1: Participant characteristics (N = 34)

Age (yrs) Mean: 40.09,SD: 11.54,Range: 19 — 62

Religious Affiliation No religion: 14 (41.2%)
Catholic: 11 (32.4%) | Practising: 4 (36%)
Not Practising: 7
(64%)
Protestant: 5 (14.7%) | Practising: 3 (60%)
Not Practising: 2
(40%’
Christian: 4 (11.8%) Practising: 2 (50%)
Not Practising: 2

(50%)
Level of qualification Schoo: 13 (38.2%)College: 17 (50%),
University: 4 (11.8)
Total time working in ID services (months) Mean: 124.35,SE: 94.77,Range: 7 — 420
Time working in current service (months) Mean: 63.74,SD: 51.71,Range: 5 — 216
Received training on supporting sexual Yes: 12 (35.3%)No: 22 (64.7%)
matters
Would like to receive (further) training on Yes: 33 (97.1%)No: 1 (2.9%)

supporting sexual matters
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Further training request*:
1. Educating/talking about sex/relationships 14 (41.2%)
2. Staff’'s roles/responsibilities on supporting 9 (26.5%)
sexual matters
3. Resources 6 (17.6%)
4. Legal issues/capacity 11 (32.4%)
5. Nothing Specific 8 (23.5%)
6. Reducing barriers to service users accessing 2 (5.9%)
support 1(2.95%)
7. Providing emotional support 1(2.95)
8. Pregnancy

*Some participants requested more than one traitopig

Inclusion Criteria: i) Participants needed to have at least five moettperience of work.
This was to ensure that they had time to builduatitng relationship with service users and
thereby facilitate discussions about sensitiveesssuch as sexual matters. ii) Participants
had to support service users who had sufficientnsamcation abilities, to be able to express
their views and have some comprehension of whdt stre saying to them. This was
determined using items from the Adaptive Behavaral&(ABS — RC: 2; Nihira et al., 1993)
to ask whether the target individuals that partioig discussed supporting had the ability to:
a) talk to others about sports, family, group ati&s, etc, b) sometimes use complex
sentences containing ‘because’, ‘but’, etc, c) arssimple questions such as ‘what is your
name?’ or ‘what are you doing?’. iii) Participamtsre required to be female support staff.
This was due to the preponderance of female sumtaft within ID services making it
challenging to recruit a balanced sample of matesfamales in the required time scale. iv)
Participants had recently, or were currently, suppg a service user with sexual matters.

Three participants were excluded from the studghag did not meet inclusion criteria.

Exclusion Criteria: Participants who worked in residential settingserehthere had been
recent incidents or accusations of sexual assautthmvere unresolved were excluded from

this study.
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Materials

The following materials were used: background imfation sheets, semi-structured
interviews and attitudes questionnaires. The cuestires and interview were administered

with each participant in the order that they aespnted below.

1. Participant background information sheet

This was used to collect socio-demographic inforomabn the participants’ age, religion,
time working in ID services, and training and awe®s of policies on supporting people
with ID with their sexuality. A copy of the backgnod information sheet can be found in

Appendix B.

2. Semi-structured interview

A semi-structured interview was developed by theeaecher to gather information about
participants’ real life experiences of supportiregvice user’s sexuality, while specifically
exploring their willingness to provide support oexsal matters. The interview was
developed based on previous research by Pownadl.e2011) who explored mothers’
experiences of supporting their offspring with negto their developing sexuality. The aim
was to develop a dialogue with the participantstisat they would feel comfortable
discussing their recent/last experience of suppgrsexual matters. Hence, open questions
were used, initially asking the participants to lakp how they became aware that a service
user required support. Using this approach thewviahg topics were covered: a) the sexual
matters that required support, b) how they respondefeelings of comfort and confidence,

d) if they would do anything differently in the tue, e) the support that was available for
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them to assist them in carrying out their role, &indlly f) their overall reflection on the
support they provided. Although a topic guide waed to ensure that key questions were
addressed, the order in which the topics were disgi was not imposed by the researcher.
Likert scales developed by Pownall et al. (in pressre used to obtain participants’ ratings
of confidence and comfort regarding the supporly tpeovided. A copy of the semi-

structured interview can be found in Appendix C.

The semi structured interview was piloted with tinst six participants recruited to examine
whether the format used allowed the necessary ddpide addressed. Piloting assisted in
developing strategies for introducing the interviéavallow the participants to be put at ease
and a natural flow of conversation to develop. Trfiermation gathered from the further 28
interviews remained the same as that gathered franticipants involved in the pilot. As a

result individuals who took part in piloting werecluded in the study.

3. Attitudes to sexuality questionnaire

The Attitudes to Sexuality Questionnaire - Indivatkiwith an Intellectual Disability (ASQ-
ID; Cuskelly & Bryde, 2004) has high test-retediatality (r = 0.91) and good internal
consistency (Cronbach’'s alpha > 0.90). Cuskelly Gidimore (2007) modified this
questionnaire, dividing it into two sections to ree@ attitudes towards sexuality in men
separately from attitudes towards sexuality in womeA factor analysis revealed four
subscales; Sexual Rights (13 items, e.g. discussiom sexual intercourse promote
promiscuity in women/men with ID), Parenting (7 nitg e.g. with the right support

women/men with ID can rear well adjusted childrésdn-Reproductive Sexual Behaviour (5
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items, e.g. consenting adult women/men with ID #hdoe allowed to be in a homosexual
relationship if they so desire) and Self-Controli{@ms, e.g. women/men with ID have
stronger sexual feelings than other women/menjtidgants were instructed to answer with
respect to people who had a similar level of ab#i$ the individuals discussed in the semi-
structured interview. Questions were answered drkart scale ranging from strongly
disagree to strongly agree. Higher scores indicetee liberal attitudes, or more positive and
accepting attitudes, towards the sexuality of peapth ID. As the ASQ-ID had only one
guestion on risk/vulnerability, a further 4 quessa@xploring these issues were added. Risk
guestions were developed based on the literatsusing the vulnerability of people with
ID, specifically women, to sexual exploitation (Mm@hy, 1999). Questions explored staff's
opinions regarding this vulnerability and whethéeyt considered their role to involve
protecting the service users’ they work with. Apgaof the questionnaire is available in

Appendix D.

Research Procedure

Ethical approval (Appendix E) was obtained from wémsity of Glasgow Medical Faculty
Ethics Committee. Initial recruitment involved Weking presentations about the research
project to staff groups in their place of work. ribg presentations information packs
containing a consent form (Appendix F), coverintiele(Appendix G) and information sheet
(Appendix H) were disseminated. Those individualso volunteered to take part in the
study were contacted to arrange an appointmeriteat place of work. Upon meeting the
researcher in a private interview room participantse again briefed on the purpose and
process of the study and asked to sign a consemt ffothey had not already done so.

Participants completed all measures face to fadk thie researcher in one session which
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lasted approximately 30 — 50 minutes. With pagptcits’ permission answers were
anonymously recorded on the measures and using@ldigcording equipment. A flow chart

detailing the recruitment process can be foundppexdix .

Sample size

Required sample size was determined based upoiopseresearch examining staff attitudes
towards the sexuality of men and women. UsingAB&-ID Gilmore & Chambers (2010)

found a significant difference in attitudes towarden and women’s self control, with a
small/medium effect size (0.3). As this study atldeestions exploring attitudes towards
vulnerability/risk issues it was anticipated thahadium effect size would be found. Based
on an effect size of 0.5, with an alpha level dd3and a power of 0.8 (two tailed) the

estimated sample size for this study was 34 (G*P@y€aul et al., 2007).

Results

The first section of the results discusses data filwe semi-structured interviews on staff's
experiences of supporting sexual matters, inclutivegdevelopment of a coding framework.
The second section outlines the outcome of nonnédisting and reliability testing on the
attitude questionnaire with the final section addmeg the results from the research

hypotheses.
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Development of Content Analysis Coding Framework floSemi-Structured Interviews

Coding of participants’ willingness to support sakmatters was initially based on research
by Abbott and Howarth (2007), McCarthy (1999) andlldd (1994), whereby initial
willingness categories of ‘Restrictive’, ‘Ignorirfg/oidant’, ‘Reactive’ and ‘Proactive’ were
identified. Based on this literature directed emtanalysis (Hsieh & Shannon, 2005) of the
interviews was carried out and attempts were madese the initial four categories of
willingness as a framework. Unlike the resultsrfdlby Abbott and Howarth (2007) this
study did not find evidence to code participantgport practices as ‘Ignoring/Avoidant’ or
‘Proactive’. Instead the categories found toHg participants’ responses were ‘Restrictive’,
‘Reactive’ and ‘Reactive and Open’. In additioontent analysis categories were developed
regarding i) the type of sexual matters which respiisupport, ii) the support that was
provided by participants, and finally iii) if pactpants would do anything differently in the
future. Relevant interview sections relating totjogpants’ responses to particular questions
were transcribed verbatim and coded from the trgptsc The final categories are described
in the following sections and illustrated with gest Definitions for each category can be

found in Table 2 below.

Table 2
Category: Willingness Definition of the category
to support sexual
matters
Restrictive Participants described using suppa@ttoces which deliberately restricted
the sexuality of the service user.
Reactive Participants responded to the servicésussuest for assistance with
sexual matters/ noted that assistance was requitbdexual matters and
provided some support.

Reactive and Open Participants responded to theearser’s request for assistance with
sexual matters/noted that assistance was requitedsexual matters and
provided some support. Participants in this categiso attempted to find

additional means to support service user’s sexualit

62



Category: sexual
matters raised which
required support

Definition of the category

Education Issues:
personal
safety/acceptable
behaviour in

relationships/boundaries

nj

The service user’s lack of knowledge about accéptadhaviour and safet
within relationships required support.

Education Issues: sex
education

The service users lack of knowledge on sexual msatégjuired support.

Education Issues:
emotional impact of
parenting

The service user appeared to require knowledgewangmotionally
challenging parenting could be.

Developing Relationship

Support issues raisedrdaygthe service user forming a relationship ¢
their relationship developing.

=

Risk issues

Issues regarding service user’s vuilgyavere raised, or the service us
raised allegations of abuse and support was giveelation to such issues

D.

Inappropriate Behaviour

Issues regarding a sengeg’s inappropriate behaviour were identified.

i}

Sexual Health Matters

The service user requirepa@tmn matters relating to sexual health iss

IeS.

Category: Support
offered

Definition of the category

Accessed information of
resources for service
users

Staff supported service users by providing thenmviformation or
resources/services which assisted in their supgtrtsexual matters.

Supported the service
user to develop
relationships

Staff offered physical support to the service usehelped them to
socialise, to assist them with developing theiatiehships.

Spoke to relevant others

b

Staff spoke to staffjlfamembers or other professionals to clarify th
situation, and/or contacted relevant professiotwadgcess further suppor|
or information.

1%

Talked to the service use

Br

Staff spoke to the seruser about the sexual matters raised, attenypts
clarify the support need, offered advice/informataptions.

1%

Category: What the
participants would do

Definition of the category

differently
Would not do anything Staff stated that they would not change the suppattthey offered
differently
Obtain Staff explained that they would gain further infation for themselves

information/support for
self and/or other staff

and/or other staff that would inform their practice
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Obtain Staff stated that they would gather more infornrafar the service user oy
information/support for support the service user to access informatiommices.
service user

Do not know Staff were unsure whether they wouférodiifferent support in the future

Reliability of Coding Framework

The inter-rater reliability of the categories dedvfrom the semi-structured interviews was
ascertained. In total 36 quotes were co-ratedtegutbeing selected from seventeen
categories across a sub-set of interviews. Theratgrs were the current author and Dr J.
Pownall, who has significant research experienc¢his field and is familiar with using
methods of content analysis. The Kappa statistis used to assess for inter-rater agreement
on the categories developed and was found to bepaap 0.91. Discrepancies were

discussed and 100% agreement was obtained.

Descriptive Data from the Content Analysis of the &mi-Structured Interviews

Directed content analysis was carried out on 3drwiws. Most participants discussed their
experiences of supporting women with sexual matferss 26). The main categories
identified included a) the sexual matters that iserwsers’ required support with, b) the
participant’s willingness to offer support, c) tigpe of support offered, and d) if in

retrospect, the participants would have done angttifferently.

A. Sexual matters which required support

Five categories were identified; ‘Education Issues= 15), ‘Developing Relationships’ (n

10), ‘Risk Issues’ (n = 8), ‘Sexual Health Issu@s= 4) and ‘Inappropriate Behaviour’ (n
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1). A number of the participants’ support expecenfell into more than one category. Only
female service users were supported with risk EsuBoth male and female service users
were most frequently supported with ‘Education ésspuan example quote from this category

is:

“we found a pregnancy test in his bin....It's heodjet him engaged to find out what level he is
at.....through conversations that we had it traesghat he doesn’t actually, he's saying thatdse h
never been sexually active, he doesn’t actuallywkkndat a sexual act involves” (participant
32yrs, not received training, discussing supporéimgale service user)

Further examples of quotes for each of the categoof sexual matters which required

support can be found in Appendix J.

B. Willingness to support sexual matters

Three willingness categories were identified: ‘Reste’ (n = 2), ‘Reactive’ (n = 13) and

‘Reactive and Open’ (n = 19).

‘Restrictive’ (n = 2): Participants whose support practices imett the sexuality of the
service user were categorised as ‘Restrictive’.e Qarticipant categorised as ‘Restrictive’
stated that she prevented opportunities for a fensarvice user to be intimate with her

partner at home as protocols were not established:

“making sure that they weren't left in the roomeétiger and stuff, and if they were, cause we
couldn’t stop it either, just making sure that to®r was open.... Obviously the sex thing came up
as well, just kind of trying to, it's going to ha@p eventually but its trying to discourage it asl we

| think, to an extent anyway. | suppose it's aunatthing, you cant really stop them but its no fo
us to be like “on you go”, we need protocols andfsto we know what we are doing” (participant
27yrs, no training on supporting sexual mattersgulsing supporting a female service user).
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‘Reactive’ (n = 13): Participants who responded to the servi®’s request for assistance
with sexual matters or noticed that assistance weggsired and provided support were
categorised as ‘Reactive’. Participants descrdaggporting two men and eleven women in
this way. The most frequent sexual matter thaived support from participants categorised
as ‘Reactive’ was on ‘Education Issues’ (n = 5)lolwed by ‘Developing Relationships’ (n =
4), ‘Risk Issues’ (n = 2), and ‘Sexual Health Issu@ = 2). Support was given directly to
the service user or indirectly by notifying relevanthers that support needs were present.

The following quote illustrates an example of ttagegory:

“She sees things on the telly then she thinks speeignant.... We still need to take her up to the
doctors every day for a pregnancy test cause siskisd us to support her with that.” (participant
33yrs, received training, discussing supportingradle service user).

‘Reactive and Open’(n = 19): Participants whose support practices wategorised as

‘Reactive and Open’ were initially like those caigged as ‘Reactive’; they responded to
service users’ request for assistance or offerggp@ted when they recognised that it was
needed. However, participants in this categorg alsempted to find additional means to
support service users’ sexuality. Participantspsuaied six men and thirteen women using
this approach. The most frequent sexual mattdrgevice users were supported with by
participants categorised as ‘Reactive and Open’‘Bdscation Issues’ (n = 10), followed by

‘Risk Issues’ (n = 5), ‘Developing Relationshipe’£ 5), ‘Sexual Health Issues’ (n = 2), and
‘Inappropriate Behaviour’ (n = 1). Some supporpexences fell into more than one

category. An example quote from this category is:

“Every time that she did go out and come back aydisat she had been with someone we always
took her to the (sexual health clinic) to check aed if she was okay and see if she had caught any
disease....explaining to her.... that it was s@fgret her checked out....it was always me thdt too
her.... We thought that it would be good for thdividual to have someone there and promote

quite a good relationship....suggested to the ferifiahe would like to go out for a meal with this
male during the week....tried quite a lot to enagerher to invite him over to the flat to have

dinner but it never materialised.” (participant #8ynot received training, discussing supporting a
female service user).
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Further examples of quotes from each of the witiegps categories can be found in Appendix
J. Table 3 outlines the frequency of the willingmecategories in relation to the type of

sexual matter that required support and genddreo$érvice user receiving support.

Table 3: Type of sexual matter requiring suppwittingness category and gender of service user
receiving support

Willingness | Frequency of Type of sexual matter requiring Gender of the service
category staff in support* user requiring
willingness support
category
Men Women

‘Reactive’ N: 13 (38.2%)| ‘Education Issues’:

Personal safety / acceptable 1 1
behaviour in relationships /
boundaries
Sex education 0 1
Emotional impact of parenting O 2
‘Developing Relationships’ 1 3
‘Risk Issues’ 0 2
‘Sexual Health Issues’ 0 2
Pregnancy tegti
‘Reactive | N: 19 (55.9%) | ‘Education Issues’:
and Open’ Personal safety/acceptable 1 4
behaviour in relationships /
boundaries
Sex education 2 3
‘Developing Relationships’ 2 3
‘Risk Issues’ 0 5
‘Inappropriate Behaviour’ 1 0

‘Sexual Health Issues’:

Smear testing 0 1

STD testing 0 1

‘Restrictive’ | N: 2 (5.9%) ‘Relationships’ 0 1
‘Risk Issues’ 0 1

* Due to the nature of the sexual matters supppsgeche participant’s support experiences fell mtwe than one category
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C. Support offered

The support that participants offered service uarento four categories, each category had

two sub-categories, a number of participants offenere than one type of support:

i) ‘Talked to the Service User' (n = 32) had twdsategories of A) providing the service
user with information or advice on sexual matters=(20) and B) attempting to clarify the

service users’ support needs (n = 12).

i) ‘Spoke to Relevant Others’ to clarify the sitia@ or access further information (n = 23)
was split into subcategories of A) speaking withffsor family members (n = 10), and B)

speaking with other professionals (n = 13).

iii) ‘Supported the Service user to Develop Relagioips’ (n = 5) was categorised further as
A) supporting the service user socially (n = 4)J &) supporting the service user physically

(n=1).

iv) ‘Accessed Information or Resources’ (n = 6) haw subcategories of A) accessing

sexual health resources (n = 5), and B) accessfngmation on previous supports (n = 1).

As indicated the most frequent category of supptigred was ‘Talked to the Service User’,

an example of this category is:

“I would explain to her ‘do you realise what haviadpoyfriend is’ and she said ‘oh aye’'...and |
asked her if she knew what intercourse was, sh@tdid did speak to her in depth about it....tha
to tell her, relationships have different levelshe was wanting her boyfriend at the time to stay
over and | actually explained to her exactly what itould mean” (participant 52yrs, received
training, discussing supporting a female servia)us

Further example quotes on the support that paatitgpoffered service users are detailed in

Appendix J.
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D. What the participant would do differently

Participants were asked if they would offer diffgrsupport in the future. Some participants’
gave more than one response. Their answers fétl four categories: i) ‘Obtain
Information/Support for Self and/or Other Staff'£nL2), ii) ‘Obtain Information/Support for
Service User’ (n = 10), iii) ‘Would Not Do AnythinBifferently’ (n = 17), and iv) ‘Do Not
Know' (n = 1). An example quote from the most fuieqt category, ‘Obtain

Information/Support for Self and/or Other Staff’ is

“I'd like to find out more information...if | wat attend a course then | could maybe deal with it
myself and just say, explain to her a bit bettendithow do you get pregnant....If | had the
experience, if she was to ask me questions theyuldm’t feel embarrassed | would know and |
could just explain to her” (participant 33yrs, rieeel training, discussing supporting a female
service user).

Further example quotes on what the participantsldvda differently when offering support

in the future can be found in Appendix J.

Normality Testing on Attitude Data and Reliability of Attitude Questionnaire

Tests of normality were carried using the Shapintk\statistic as the sample size was less
than 50 (SPSS 14 Quick Guide, 2009). The ASQdkual rights subscale for women and
the self-control subscale for men were normallyritisted. Conversely the ASQ-ID total

attitude scores, further subscale scores on pageatid non-reproductive sexual behaviour,
and the risk questions added by this study werenoomally distributed. Outliers were

identified within box-plots, however, their remow@itl not change the outcome of analyses
thus the original results from the analysis areoregal.  As the data was not found to be
normally distributed Wilcoxon sign tests will beedsto test for differences on the attitude

data.
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Cronbach’s alpha coefficients were calculated fartipipants’ attitudes scores. The risk
guestions were analysed separately due to poor itgah correlations.  With the risk

questions removed the ASQ-ID had good internal isterscy overall (alpha = 0.96) and for
each subscale separately (sexual rights alphaGs pa®enting alpha = 0.89, non-reproductive

sexual behaviour alpha = 0.84 and self controlalplf.81).

Quantitative Analysis

Descriptive quantitative data

The 34 participants who took part in this studyedatheir levels of confidence and comfort
when providing the support for the sexual matthey tdiscussed during the interviews. The
most frequent rating for confidence was ‘very’ ddeht (n = 14). The most frequent rating
of comfort was ‘very’ comfortable (n = 13). Eigbarticipants discussed their experiences of
supporting men with sexual matters, and 26 pa#ditip spoke about supporting women.
During interviews participants were also asked alibe assistance that they accessed for
themselves to help them carry out their supposd.rdlanagers (n = 29) and colleagues (n =
28) were the sources of support most frequentlynted by participants as being both
available and helpful in assisting them with theie. More details on participants’ feelings
of confidence, comfort and the support availablthéan can be found in Table 4 and Graph 1

below
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Table 4: Gender of the service user that partid¢gpaiscussed supporting, participants’ ratings of

confidence and comfort when providing support.

Most recent experience of supporting sexuality Men: 8 (22.2%)
Women: 26 (77.8%)

Feelings of Confidence Not at all: 2 (5.9%)
Slightly: 5 (14.7%)
Generally: 12 (35.3%)
Very: 14 (41.2%)
Extremely: 1 (2.9%)

Feelings of Comfort Not at all: 1 (2.9%)
Slightly: 7 (20.6%)
Generally: 12 (35.3%)
Very: 13 (38.2%)
Extremely: 1 (2.9%)

Graph 1 lllustrating the support that participamtstessed to assist them in carrying out theirante

whether they found this support helpful.
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The scores for the participants’ attitudes to merire ASQ-ID (median = 85) were similar

to the attitude scores to women (median = 83.5)urthér information concerning

participants’ attitude scores on the ASQ-ID sulesalnd risk questions are provided in table

5.

Table 5: Attitude Median Scores and Ranges

Median and Range| Median and Range
Attitudes to Men | Attitudes to Women
with 1D with 1D
ASQ-ID 85 83.5
(possible range of scores: 0 — 112) 74 -110 70-112
ASQ-ID Sexual Rights Subscale* 39 38.5
(possible range of scores: 0 — 52) 33-52 31-52
ASQ-ID Non-Reproductive Sexual Behaviour Subscale* 16 15
(possible range of scores: 0 — 20) 13-20 13-20
ASQ-ID Parenting Subscale 21 21
(possible range of scores: 0 — 28) 12 - 26 14 - 28
ASQ-ID Self Control Subscale 9 9
(possible range of scores: 0 — 12) 5-12 7-12
Risk Question 1 3 3
(possible range of scores: 0 — 4) 0-4 1-4
Risk Question 2 3 3
(possible range of scores: 0 — 4) 1-4 1-4
Risk Question 3 1 1
(possible range of scores: 0 — 4) 0-3 0-4
Risk Question 4 3 3
(possible range of scores: 0 — 4) 1-4 1-4

*Trends in differences found; ASQ-ID Higher scoresmore liberal attitudes. Risk Q1: explores attisid
towards the risk of exploitation of men/women wilh compared to men/women without ID, higher scores
belief people with ID more at risk. Risk Q2: ex@srattitudes towards staff’'s role in protecting noemvomen

with ID from sexual abuse/exploitation, higher = belief that staff have this role.

Risk Q3pleres

attitudes towards staff’s role in protecting othBmsm men or women with ID who are sexually actitiegher
scores = belief that staff do not have this rdRisk Q4: explores attitudes towards reducing mewa@man’s
sexual freedom and the impact that would have duadieg their vulnerability to sexual abuse/explibita,
higher scores = belief that reducing sexual freedoss not ensure that vulnerability reduces.
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Quantitative analysis of the research hypotheses

i) Staff will hold less liberal attitudes towardse sexual needs of women compared
to men with ID. Differences in attitudes will befind with regard to risk/vulnerability

factors (Hypothesis 1)

As multiple tests were carried out, the criticapre value was reduced to 0.01. Using
Wilcoxon sign tests no differences were found ortigpants attitudes to men compared to
women on their overall score of the ASQ-ID, on salss on parenting and self-control, or
on the risk questions added by this study>(0.01). However, trends in differences were
found; staff held more liberal attitudes towards siexual rights and non-reproductive sexual
behaviour for men with ID than women with IB< -2.07,p = 0.02,r = 0.35, and =-1.97,p

= 0.03,r = 0.34 respectively).

i) More liberal attitudes will be associated widgngreater willingness to support

service users’ sexual needs (Hypothesis 2)

A Chi-square test for independence was used tddesin association between participants’
attitudes to sexuality and their willingness to [goi sexual matters. As some participants
reported on their experiences of supporting mensome supporting women, the analysis
examined this association with the measure of @pénts’ attitudes to someone of the same
gender. To meet the assumptions of Chi-squarg, witlingness categories of ‘Reactive’
and ‘Reactive and Open’ were used in the analyasthe ‘Restrictive’ willingness category
is quite distinct from the other willingness categs, it was not appropriate to collapse the
‘Restrictive’ into ‘Reactive’ or ‘Reactive and Opgefor this analysis. Interval data on

attitudes was converted into two categories (‘Laieand ‘Very Liberal’). As all attitudes
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scores were liberal, the median score (median s&3)used to divide the data into these two
categories. Therefore scores that ranged belowntttéan were categorised as ‘Liberal’ and
scores that ranged from 83 upwards were categomsetV/ery Liberal’. A significant
association was found between attitudes and wilkisg to support sexual mattefs(1) =
5.78,p < 0.05,phi = 0.43. Regarding the participants whose williesgto support sexuality
was categorised as ‘Restrictive’, one had an dtitscore categorised as ‘Liberal’, with the

other categorised as ‘Very Liberal'.

Post hoc analysis (1)

As a significant result was found between attitudesl willingness, a binary logistic
regression was performed to explore the associdtidher, with attitudes as a continuous
variable and willingness as a categorical variabte meet the multicollinearity assumptions
of logistic regression a Spearman’s rho correlatieass used to test for an association
between participants’ age and overall attitude esorMedium negative correlations were
found between age and attitudes to nren,-.36, n = 34p < 0.05, and age and attitudes to
women,r = -.41, n = 34p < 0.05. Consequently, age as an independentbl@aneas also
entered into the logistic regression model. Ohly attitude variable was found to make a
statistically significant contribution to the modehd as a result age was removed from the
model. The model explained between 21.6% and 2%fi%he variance in willingness to
support sexual matters, and correctly classifie®%lof cases. Attitudes were found to
significantly predict willingnessp(< 0.05), reporting an odds ratio of 1.17. Thidi¢gated
that participants who reported more liberal at&sidvere more likely to report being

‘Reactive and Open’ to supporting sexual matters.
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iii) Staff’s willingness to provide support with gaal matters will be positively
associated with their feelings of confidence andort regarding this subject (Hypothesis

3)

To meet the assumptions of the Chi-square testsnftependence participants’ ratings on
their feelings of confidence were collapsed intdegaries of ‘Confident’ and ‘Very
Confident’. Similarly participants’ ratings on thdeelings of comfort were collapsed into
categories of ‘Comfortable’ and ‘Very ComfortableChi-square tests found no significant
association between willingness and confidexfcél) = 0.14p = 0.71, and willingness and

comfortx? (1) = 0.05p = 0.82.

Post hoc analysis (2)

Spearman’s rho correlations and Chi-squares war@edaout on the participant variables of
total/current time working in services, religiondugation, and training to test for
relationships between the variables, the attituckres and willingness categories. Chi-
squares were also carried out between participaatsigs of confidence and comfort and
attitudes. None of the analyses were significar# (0.05), although trends were found for
the association between attitudes to women andinigi(p = 0.07) and attitudes to women
and education (p = 0.06). Participants who hadegonto further education (college or
university) and/or had received training on suppgriservice users’ sexuality were more
likely to hold ‘Very Liberal’ attitudes as opposéa ‘Liberal’ attitudes towards sexuality for

women with ID.
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Discussion

The results for this study indicated that staffdhigberal attitudes towards the sexuality of
men and women with ID. An association was alsmébbetween these attitudes and staff's
willingness to provide support to service usersrdimg sexual matters. The direction of this
association was positive; more liberal attitudesenassociated with a greater willingness to
offer support. Other hypotheses were not uph8iaff's feelings of confidence and comfort
were not associated with their degree of willingnes support sexual matters. Moreover,
staff held similar attitudes to men and women reigay risk/vulnerability issues. However,

trends were found indicating that staff did holdrentiberal views about men compared to

women on sexual rights and non-reproductive selselahviour.

The findings of this study are consistent with thaf recent studies which seem to show a
shift to more liberal attitudes towards the sexyabf people with ID (Gilmore and
Chambers, 2010). No association was found betwgender and risk of sexual
exploitation/abuse, indicating that there was ritedince in staff’'s fear about women and
men’s’ vulnerability. One explanation might be ttrstaff are now less concerned about
female service users’ vulnerability. Nonetheled®e risk issues that staff discussed
supporting within their day to day work were allrglation to female service users, implying
that staff still have more concerns about the rigkshe women that they support. It is
possible that the questions exploring risk issussduin this study failed to tap into the
concerns that they have. The fact that the stodynd trends indicating that more liberal
views were held towards men compared to women @stibscales of sexual rights and non-
reproductive sexual behaviour also supports théeoion that less favourable attitudes are

held about women expressing their sexuality. Md@ést(1999) contention that women are
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often considered as less sexual then men may leeted in the staff attitudes reported in this
study. However, less than 25% of staff discussggbarting men with sexual matters. It is
possible that the differences in attitudes foundlc¢aelate to the fact that staff simply had
greater experience of supporting sexuality issugis women with ID and thus were more
aware of the challenges. Moreover, as only trendse found indicating differences in
attitudes to men compared to women on these aspestxuality, additional research may

be warranted to investigate this further.

The results of this study suggest that if stafididderal attitudes there is a greater likelihood
that they may offer assistance on sexual matteeiopen, supportive way. Although an
association was found between attitudes and suppactices, attitudes alone cannot account
for the variance in staff's willingness to offerpgort. Liberal attitudes were also held by
some staff who reported being restrictive with rigethey worked with. In line with the
Theory of Planned Behaviour (Ajzen, 1991), this gagis that other factors, such as
subjective norms or staff's perceived behaviouaatml, could be impacting on the support
that they provide for sexual matters. Surprisinghaff's feelings of confidence and comfort
were not found to be associated with the degremupport they offered. There also did not
appear to be a relationship between staff’'s witiegs to provide support and the type of
sexual matters they needed to address; helpinicearsers with education issues was most
frequently reported by staff who were ‘Reactivetataff who were ‘Reactive and Open’ in
their support practice. Nor were other backgrotaalors, like holding religious beliefs or
the length of time staff had worked in servicesoagted with staff's willingness to offer

support.
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A number of staff reported that they would wanbktain further information for themselves,
other staff and/or services users, if asked to sugmmeone with similar sexual matters in
the future. Hence, it is possible that a lack xgbexience, knowledge or understanding of
resources to assist with their support practicegdconpact on staff's degree of willingness
to offer support for sexual matters. Nonetheless talf of the staff who participated had
already received training about sexuality, and Wés not associated with providing open
support for sexual matters. Moreover, the majooitystaff stated that they would like to
receive further training to assist them with supipgrservice users’ sexuality. This suggests
that the training that staff had received was igadée or failed to address the situations they

face in practice.

Although this research found that most service susgere receiving support for their
sexuality, staff were not proactive in providingsiagance. Similar results were found by
Abbot and Howarth (2007), who reported that stadfidved it would be inappropriate or
intrusive to proactively offer support. It is pisde that staff did not consider raising the
topic of supporting sexuality with service userghaut knowing first that support was
needed as a person’s sexual life is consideredvatprmatter. This implies that it is the
responsibility of the service user to make stafaewvhen support is required. Nonetheless,
staff involved in this study had worked in serviéesmany years, yet most reported that they
had few experiences of supporting sexual mattéhss indicates that there could be barriers
to people with ID accessing support for their séxneeds, for instance knowing that it is
okay to talk about sexual matters (Morrison, 200K)oreover, Pownall (2010) found that
people with ID don’'t have many sources of inforroation sexual issues and find the

information available difficult to access. As aul individuals may be less willing to ask
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staff for support, yet need it more. This highlgkitat more needs to be done to assist people

with ID in accessing support for their sexuality.

The results of this study uncovered that peoplé Wit need support from staff on a broad
range of sexual matters such as relationship issess education or support with sexual
health matters. Most staff reported willingnessétp service users with their sexuality, and
different types of support approaches were usedh s offering advice, or accessing
information or resources for service users. Appnately half of the participants were

satisfied with the support they provided statingttithey would not change anything.

Nevertheless, a number of staff reported that tyted to provide more support for service
users in the future. This is encouraging and eugi€ that staff place an importance on their

role supporting service users with their sexuatisee

Strengths and Limitations

One of the key strengths of the study was the @isenoix methods approach to gather data.
The ASQ-ID has been used in previous high quatitgiss (Gilmore and Chambers, 2010)
and allowed a thorough exploration of staff's attés. Moreover, by using semi-structured
interviews data was gathered which has allowedyimsio be drawn on the type of sexual
matters that staff are asked to support, their suppractices and related factors such as
training needs. Nevertheless, these strengths taeke considered in light of a number of
limitations. If a comparison measure of attitutesexuality in the general population was
gathered the results may have provided a more tobeasure of attitudes. Further research

in this area could use the Attitudes to SexualibeQionnaire - Individuals from the General
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Population (Cuskelly & Gilmore, 2007) to do thisOnly two staff members reported

restrictive support practices. Due to the low freaey count in this category, analysis of the
relationship between restrictive support practiaed attitudes was not possible. To help
ensure the quality of the data gathered, the measand interviews were conducted face to
face with participants. Nevertheless, it is thegiole that a social desirability bias may have

influenced participants’ responses.

Despite these limitations, this exploratory studyrfd interesting results regarding staff’s
attitudes towards sexuality in men and women widh Evidence of a link between staff's
attitudes and their willingness to support sexualtters has been found. Important
information regarding the nature of supporting B®rwsers with sexual matters was also
uncovered. Moreover, the results have highlighted other factors in addition to attitudes
may be impacting on the support that people withréBeive for their sexuality, and more

work is needed to understand the barriers to tippart being delivered.

Research and Clinical Implications

The results for this study provide a useful fouratatfor further exploration of staff's

willingness to support service user's sexuality ass$ociated factors. Though positive
attitudes to sexuality were reported, trends werend indicating that staff held less liberal
attitudes towards women compared to men on sexghisrand non-reproductive sexual
behaviour. As attitudes were found to be assatiaith support practices, it is possible that
this could impact on the quality of support thamnéde service users receive. Supporting

sexual matters is not a topic which is easily dised. It is likely that staff need more
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specific training about how to discuss this sewsitssue with service users, thereby giving

service users greater confidence to seek the suihygyrdesire.
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Abstract

This reflective account describes my experiencesstdiblishing and facilitating reflective
practice groups for multidisciplinary team (MDT) mbkers trained in psychosocial
interventions. This growth in MDT members’ rotesinclude the utilisation of psychosocial
interventions reflects the local and national depeients to increase the availability of
evidence based psychological therapies. Such aevelnts have assisted in the expansion
of clinical psychologists’ role to support team nimrs through consultancy, leadership and
training. Pedlar et al’s (2001) reflective modaktbeen used to guide this reflective account.
I have also highlighted the importance of develgpthe skills of reflection-on-action,
leading to the development of reflection-in-actias, described by Schon (1991). Through
writing this account | have examined my experieneéhkin this MDT which have assisted
my training and development as a clinical psychigskogThe impact of facilitating reflection
with team members, and reflecting within this actois explored. It is hoped that my
experiences facilitating the reflective practiceups in this MDT, along with writing this

account, will assist with my future practice.
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Abstract

This reflective account describes my learning elgmees of liaising with multidisciplinary
team members within a community mental health temmcomplex cases. Offering
consultation to manage the dissemination of psyiochl knowledge in teams is an
important aspect of a clinical psychologist’s rol®eveloping the various aspects of this
multi-dimensional role is vital to meet the demandgsthe profession. Rolfe et al's (2001)
reflective model was used to facilitate reflectand structure this account. This account has
assisted me with examining the impact that systéwnge on my growth as a clinical

psychologist and the progress that | aspire to naakdedevelop within my roles.
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Appendix B

Participant Background Information Sheet

Section 1

1. Participant Number:

2. Age:

3. First part of postcode:

4. Employer:

5. Religions affiliation:

6. Do you practice your religion? Yes No Sometimes

7. Time working in learning disability support sengc€in months)

8. Time working in current post (in months):

9. Level of previous qualifications: High School Gk University Other

Section 2

10.Have you received training on talking to clientssapporting clients with sexual

matters? Yes No
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11.Have you received information or training on:

Not Not at all Sometimes | Generally | Very Extremely
Available Helpful Helpful Helpful Helpful Helpful
Your organisation’s gl_JldeImes NA 0 1 2 3 4
on sex and relationships
The legal position regarding
sex and relationships for NA 0 1 2 3 4
people with LD
How_ to tal_k to people on NA 0 1 > 3 4
relationships or sexual matters
The resources available to
assist supporting sex and NA 0 1 2 3 4
relationships

12.Would you be interested in receiving (further)rtiiag on discussing or supporting

clients with sexual matters?

Yes No

If “Yes’ what topics would you like to receive traing on?
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Appendix C

Semi-Structured Interview

Confidentiality

Your knowledge as an expert, worked in the fialKfmonths/yrs

Not an easy but an important topic

Want you to talk about your experiences of suppgrtieople who can talk about issues with

you, people who can communicate their sexual needs.

“The aim of this interview is to explore your exgmgrces of supporting sexuality with people
with intellectual disabilities. This could coverange of experiences, for example concerns
about sexual matters, supporting someone to havelationship, offering education or
advice, or situations in which intimacy may occugxperiences can be both positive and
negative. One thing that involves them all is tifegty are often emotional experiences. [l
be asking you to think about the last situationalhiriggered strong feelings in you, or
brings back strong feelings to you when you thibku it. It is not necessary for you to tell
me the person’s name, can you tell me if this sitmawas about a male or female service

user?

1. Can you tell me what happened?
a. What the situation was about?
b. How it came to their attention?
c. How they responded?

d. How they felt?
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2. Thinking back to what happened, how confident did feel? (on 1 — 5 scale)

And how comfortable did you feel? (on 1 — 5 scale)

3. If a similar situation arose what would you do eiéntly?

4. Do you think there are any barriers to service sisecessing support on sexual

matters?

Staff's support

Here are some sources of support which are oftifiuhewere they available to you?

Not Not at all Sometimes | Generally Very Extremely

Available Helpful Helpful Helpful Helpful Helpful
Your colleagues at work NA 0 1 2 3 4
Your manager/supervisor NA 0 1 2 3 4
Other professionals who visit
my workplace, e.g. social NA 0 1 2 3 4
workers, psychologists
Support sta_ff w_ho work in NA 0 1 2 3 4
other organisations
Organisational policies NA 0 1 2 3 4
Information on the law
regarding sexuality and NA 0 1 2 3 4
learning disabilities
Professional training NA 0 1 2 3 4
Books, pamphlets or websites NA 0 1 2 3 4
GP or family planning centre NA 0 1 2 3 4
Learning disability charities NA 0 1 2 3 4

or support groups

(other source)
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. Tell me how supporting sexuality fits with the bdea remit of your role and other

tasks you do as a support worker?

. What would be the most difficult things to deallwénd most straightforward with

regards to sexuality?
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Appendix D

Attitudes to Sexuality Questionnaire (Men with an Iriellectual Disability)

We are interested in your views about sex and relemnships for men with intellectual disabilities. For each of
the following statements please tell me the optiahat best represents your opinion.

Strongly | Disagree | Neutral | Agree | Strongly
Disagree| Agree
1. With the right support, men with an intellectuadalility cen rear
well-adjusted children.
2. Provided no unwanted children are born an-one is harmec
consenting adult men with an intellectual disap#ihould have the choice to

live in a heterosexual relationship.

*Men with an intellectual disability are more askiof sexual abuse or
exploitation than men without an intellectual digigp(R)

3. Consenting adult men with an intellectual disapitihould have th
choice to be in a homosexual relationship if theylssire.

5. Men witt an intellectual disability have less interest in #gn othe
non-disabled men. (R)

6. If men with an intellectual disability are in a conitted relationship,
they should be discouraged from having childre. (R

8. Sterilisation should be used as a means ofitifigissexual desire in men
with an intellectual disability. (R)

9. Masturbation should be discouraged among meh wait intellectua
disability. (R)

*|t is necessary for staff to protect men with atellectual disabilit
from sexual abuse or exploitation (R)

10. Discussions on sexual intercourse promote auity/sexual activity in
men with an intellectual disability. (R)

11. Men with an intellectual disability should ordg permitted to marry if
either they or their partner has been sterilisByl. (

12. Masturbation in private for men with an intetleal disability is ar
acceptable form of sexual expression.

13. Men with an intellectual disability typicallyatie fewer sexual interes
than other non-disabled men. (R)

15. Men with an intellectual disability are unatdedevelop and maintain a
emotionally intimate relationship with a partneR) (

16. Sex education for men with an intellectual by has a valuable role
in safeguarding them from sexual exploitation.

17. In general, sexual behaviour represents a rpajgiriem area il
management and caring for men with an intelleatlisdbility. (R)

18. Sexual intercourse should be permitted betweeasenting aclts with
an intellectual disability.

19. Group homes or hostels for adults with an liettlial disability should
be either all male or all female, not mixed. (R)

20. Care staff and parents should discourage m#maniintellectual
disability from having children. (R)

*Staff need to ensure that sexually active men witéllectual disabilitie:
do not pose a risk to others. (R)

22. Men with an intellectual disability have thghi to marry
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Strongly
Disagree

Disagree

Neutral

Agree

Strongly
Agree

23. Itis a good idea to ensure privacy at homerfen for an intellectual
disability who wish to masturbate.

25. Sexual intercourse should be discouraged forwwith an intellectua
disability. (R)

26. Advice on contraception should be fully available to methwan
intellectual disability whose level of developmemikes sexual activity likel

T~

27. Men with an intellectual disability are moresigastimulated sexually
than people without an intellectual disability. (R)

28. Marriage between adults with an intellectuahdility does not present
society with too many problems.

29. Sterilisation is a desirable practice for rwith intellectual disabilitie(R)

31. Masturbation should be taught to men with aellectual disability as
an acceptable form of sexual expression in sexauccourses.

32. Marriage should not be encouraged as a fufptierofor men with at
intellectual disability. (R)

33. Men with intelectual disabilities should be permitted to havédcain
within marriage.

34. Men with an intellectual disability have strengexual feelings than
other non-disabled men (R)

*Reducing sexual freedom ensures that the rislserfial exploitation
or abuse to men with an intellectual disability ari@imised (R)

* = added questions regarding risk/vulnerabilRy; reverse scoring
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Attitudes to Sexuality Questionnaire (Women with arintellectual Disability)

We are interested in your views about sex and reletnships for women with intellectual disabilities. For each of

the following statements please tell me the optiathat best represents your

opinion.

Strongly
Disagree

Disagree

Neutral

Agree

Strongly
Agree

1. With the right support, women with an intellectdéability can rea
well-adjusted children.

2. Provided no unwanted children are born and no-stimed, consentin
adult women with an intellectual disability shotlave the choice to live in a
heterosexual relationship.

*Women with an intellectual disability are morerisk of sexual abuse «
exploitation than women without an intellectualadigity (R)

3. Consenting adult women with an intellectual disgpghould havethe
choice to be in a homosexual relationship if theylssire.

5. Women with an intellectual disability have l@s®rest in sex than other
non-disabled women. (R)

6. If women with an intellectual disability areancommitted relationship,
they should be discouraged from having children. (R

8. Sterilisation should be used as a means of itifhgbsexual desire i
women with an intellectual disability. (R)

9. Masturbation should be discouraged among wormnitmam
intellectual disability. (R)

*|t is necessary for staff to protect women withiatellectual disability from
sexual abuse or exploitation (R)

10. Discussions on sexual intercourse promote mauity/sexual activity
in women with an intellectual disability. (R)

11. Women with an intellectual disability shouldyhe permitted to marry i
either they or their partner has been sterilisByl. (

12. Masturbation in private for women with an iteetual disability is at
acceptable form of sexual expression.

13. Women with an intellectual disability typicalave fewer sexual interest
than other non-disabled women. (R)

15. Women with an intellectual disability are ureatd develop and maintain
an emotionally intimate relationship with a partr(@)

16. Sex education for women with an intellectuabdility has a valuable ro
in safeguarding them from sexual exploitation.

17. In general, sexual behaviour represents a rpagilem area il
management and caring for women with an intelldaisability. (R)

18. Sexual intercourse should be permitted betweesenting adults with an
intellectual disability.

19. Group homes or hostels for adults with an liettlial disability should be
either all male or all female, not mixed. (R)

20. Care staff and parents should discourage wamithran intellectua
disability from having children. (R)

* Staff need to ensure that sexually active woméh imtellectual disabilitie:
do not pose a risk to others. (R)

22. Women with an intellectual disability have tight to marry.
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Strongly
Disagree

Disagree

Neutral

Agree

Strongly
Agree

23. Itis a good idea to ensure privacy at homevimmen for an intellectual
disability who wish to masturbate.

25. Sexual intercourse should be discouraged fonevowith an intellectue
disability. (R)

26. Advice on contraception should be fully avaiatn women with ai
intellectual disability whose level of developmemikes sexual activity likely

27. Women with an intellectual disability are mesesily stimulated sexually
than people without an intellectual disability) (R

28. Marriage between adults with an intellectuabdility does not present
society with too many problems.

29. Sterilisation is a desirable practice for worwith intellectual disabilitie:

(R)

31. Masturbation should be taught to women witlnéellectual disability as g
acceptable form of sexual expression in sex edutaburses.

32. Marriage should not be encouraged as a fuptierofor women with an
intellectual disability. (R)

33. Women with intellectual disabilities should fErmitted to have children
within marriage.

34. Women with an intellectualsability have stronger sexual feelings ti
other non-disabled women (R)

*Reducing sexual freedom ensures that the riskseofual exploitation c

abuse to women with an intellectual disability eni@imised. (R)

* = added questions regarding risk/vulnerabilRys reverse scoring
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Appendix E: Ethical Approval Letter

Ms Andrea Gallagher
XXXXXX

XXXXXXX

XXXXXXX

Dear Ms Gallagher

Medical Faculty Ethics Committee

Project Title: Investigating staff's attitudes and willingness to support men and
women with mild intellectual disabilities on matter s relating to their
sexuality

Project No.: FMO07909

The Faculty Ethics Committee has reviewed your application and has agreed that there is no
objection on ethical grounds to the proposed study now that the requested revisions have
been incorporated. They are happy therefore to approve the project, subject to the following
conditions:

» The research should be carried out only on the sites, and/or with the groups defined in
the application.

* Any proposed changes in the protocol should be submitted for reassessment, except
when it is necessary to change the protocol to eliminate hazard to the subjects or where
the change involves only the administrative aspects of the project. The Ethics
Committee should be informed of any such changes.

» If the study does not start within three years of the date of this letter, the project should
be resubmitted.

* You should submit a short end of study report to the Ethics Committee within 3 months
of completion.

Yours sincerely

Dr David Shaw

Faculty Ethics Officer

Dr D Shaw
Lecturer in Ethics & Ethics Officer

School of Medicine, University of Glasgow, 378 Sauchiehall
Street, Glasgow, G2 3JZ 100

Tel: 0141 211 9755
E-mail: david.shaw@glasgow.ac.uk




Appendix F: Participant Consent Form

UNIVERSITY
of
GLASGOW Doctorate in Clinical Psychology

Centre Number:
Participant Identification Number:
CONSENT FORM
Investigating staff’s attitudes and experiencesugporting men and women with mild
intellectual disabilities on matters relating teitrsexuality
Researcher: Andrea Gallagher

Please initial box

1. lconfirm that | have read and understand the inftiomasheet dated July 201

for the above study and have had the opportuaifsk questions.

2. lunderstand that my participation is voluntangd that | am free to

withdraw at any time, without giving any reasoiithaut my legal rights

being effected.

3. | agree to take part in the above study.

Name of staff Date Signature

Name of Person taking consent Date Signature
(if different from researcher)

Researcher Date Signature

101



Appendix G: Participant Covering Letter

UNIVERSITY
of
GLASGOW Doctorate in Clinical Psychology

Hello,

Thank you for taking the time to read the inforroatsheet. My name is Andrea Gallagher
and | am currently training to be a clinical psyicigist at the University of Glasgow. As part

of my training program | am carrying out researttowt supporting people with learning

disabilities around sexual matters. My supervisans Professor Andrew Jahoda and Dr
Jaycee Pownall.

| hope to recruit support staff who work with pemplith mild learning disabilities in their
client's own homes. You have been asked to consideinteering for this study as you
carry out this role. We're interested in exploristaff's attitudes and experiences of
supporting people with learning disabilities wittxsal matters. We would also like to speak
to staff who may not have had the experience gbsumg the people they work with around
sexual matters.

If you are interested in volunteering for this styau can do so by contacting me either by
email or phoning me at the number given at theobotdf this page. Alternatively you can
leave your signed consent form in the enclosed mtamaddressed envelope with your
manager. | will routinely contact your manageetauire if there are any forms to pick up.
In addition, you can post your signed consent faorme in the stamped addressed envelope
in the pack. If you volunteer via consent form please put a actnbhumber or email on the
form so that | can get back to yout is also important to point out that if you Wwigo
withdraw your consent you can do so at any timey wal not be identifiable from any
information collected and all information will btosed in a secure way.

If you are interested in this study but would ltkefind out more about it or ask any questions
before deciding to volunteer then please do natdteso phone me or drop me an email.

Thank you for reading the materials and | hopeaweehthe opportunity to speak with you in
the future.

Kind regards,

Andrea Gallagher
Trainee Clinical Psychologist

Enclosed: Participant Information Sheet & Partiop@onsent Form

Telephone: 07831951450 EmdiB07828g@student.gla.ac.uk
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Appendix H: Participant Information Sheet

UNIVERSITY
of
GLASGOW
Doctorate in Clinical Psychology

Title of Project: Investigating staff's attitudes and experiencésupporting men and
women with mild intellectual disabilities on materelating to their
sexuality

Information form for participants

You are being invited to take part in a researcilystBefore you decide it is important for
you to understand why the research is being dodendmat it will involve. Please take time
to read the following information carefully and diss it with others if you wish. Ask us if
there is anything that is not clear or if you woliket¢ more information. Take time to decide
whether or not you wish to take part.

Thank you for reading this

What is the purpose of the study?

Residential support staff and the organisationkiwivhich they work have an important role
in the lives of people with learning disabilitieStudies have shown that the opportunities
that people with learning disabilities have to depemore intimate relationships and gain
information are likely to be influenced by stafétitudes and behaviour.

With regards to sexual issues, people with leardiisgbilities are less likely to get support
from their peers and research shows that the sesaédn available to them did not provide
them with all the information they needed. Heneepte with a learning disability may be
more reliant on staff for information and suppoithwsexual matters.

Previous studies have found that how people ariflisenced by different things including

their attitudes. There has been some researchaéfs sattitudes, however, not much has
been found out on attitudes to sexuality in menaitearning disability compared to women
with a learning disability. The purpose of thisidt is to find out about support staffs
attitudes about sexuality in men and women withiiiegy disabilities. Also, as there has
been little research on staff's experiences of etpp@ sexuality with the clients they work

with we aim to find out more about this.

It is hoped that this study will lead to a greatederstanding of the needs of support staff
with supporting sexual matters with their client3his may help other professionals such as
psychologists, understand the types of concerrissta#f have, or the ways that staff can be
better supported to carry out their role supportlignts.

Why have | been chosen?

You have been asked to participate in this studyas have worked with people with
learning disabilities in their homes for a periddime that would have allowed you to build
a supportive relationship with them. This suppertielationship would be necessary for you
and the clients you work with to feel comfortalbetdlking about sexual matters.
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This study aims to recruit around 40 support stafthat we can understand the various types
of support experiences you have had. Due to tedgmninance of women working in this
role, only female support staff have been askqzhtticipate.

Do | have to take part?

It is up to you to decide whether or not to take.p# you do decide to take part you will be
given this information sheet to keep and be askesign a consent form which you will be
given a copy of. If you decide to take part yoe atill free to withdraw at any time and
without giving a reason. A decision to withdrawaaty time, or a decision not to take part,
will not have any further implications.

What do | have to do?

If you decide to take part in this study you wiét bsked to meet with the main researcher,
Andrea Gallagher, for around 45 minutes in yourcelaf work. You will be asked to
complete a questionnaire on attitudes to sexuafitymen and women with learning
disabilities and a questionnaire on backgroundofacte.g. how long you have worked as a
support worker. You will be asked to talk abouuy@xperiences of supporting sexual
matters with the clients you work with. If you lawnot supported sexual matters, we can
discuss your thoughts around why this may be and yxau would anticipate supporting
sexual matters. With your agreement we would tikeecord the interview so that we can
talk more freely together.

What are the possible disadvantages and benefits taking part?

We do not anticipate any disadvantages of takimgipahis study.

Though you will receive no direct benefit from taggipart in this study, the information that
is collected will give us a better understandinghaf support needs that staff may have and
any gaps in support systems. Also, we may gainraerstanding of the need to clarify or
develop staff's support role and the protocols imithhich you can confidently work. Hence

if you agree to take part in this study you wouéd hHelping to contribute to this knowledge
base.

Will my taking part in this study be kept confidential?

All information which is collected about you duritige course of the research will be kept
strictly confidential. Unless there is evidencattiiou or the people you care for are at an
immediate risk of significant harm, in which cadwee tresearcher will try and obtain
appropriate help, after discussion with yoursafbu will be identified by an ID number and
any information about you will have your name addrass removed so that you cannot be
recognised from it.

What will happen to the results of the research siiy?

It is hoped that this study will provide usefulonfation on staff's attitudes and experiences
of supporting sexual matters with the clients theyk with. When this study is completed
the main researcher, Andrea Gallagher, will wigtg@au with a summary of the results. This
research will form part of the main researcher'stwmte in Clinical Psychology. It is also
anticipated that the results of this research bélpublished in a related journal. You will not
be identified in any report or publication of tisisidy.

Who is organising and funding the research?
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Professor Andrew Jahoda and Dr Jaycee Pownall whok vat the Department of
Psychological Medicine within the University of Gggow have organised this research with
the main researcher. The main researcher, Andrabladgber, is a Trainee Clinical
Psychologist training on the Doctorate in CliniPalychology course in the same department.
Any funding required for this research will be pied by the Department of Psychological
Medicine within the University of Glasgow.

Who has reviewed the study?
This study has been reviewed by the Faculty of kladiEthics Committee.

Contact for Further Information

If there is anything else you want to know or amyghyou want to clarify please do not
hesitate to contact the main researcher, Andrela@badr, or you can contact my supervisors,
Professor Andrew Jahoda or Dr Jaycee Pownall dotlmving:

Andrea Gallagher:
Telephone: 07831951450 EmdiB07828g@student.gla.ac.uk

Professor Andrew Jahoda:
Email: Andrew.Jahoda@glasgow.ac.uk

Dr Jaycee Pownall:
Email: Jaycee.Pownall@glasgow.ac.uk

Thank you for your time and for considering this stidy.
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Appendix I: Flow Chart of Recruitment

6 Learning Disability support services approached

l

5 services agreed to take part in the study

l

Presentations to groups of managers and suppfirt sta

l

46 staff members agreed to take part in the study|

l

9 people changed their mind

l

3 people did not meet inclusion criteria

l

34 people who gave consent took part in the study
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Appendix J: Examples of quotes from categories delagped from content analysis of the semi-structuredhterviews

Category:
Willingness

Definition of the category

Quotes from category

Restrictive

Participants described using “she was wanting to be sexually active with pedplewe weren’t allowing that because of this oraled it

support practices which
deliberately restricted the
sexuality of the service user.

was felt that she wasn’t able to make the inforcteaice... | was just sort of following protocol astdiff....it
wasn't just sexual relationships it was very muei boyfriend/girlfriend scenario was sort of vetgsely
monitored and we were to be there at all times”

Reactive

Participants responded to th
service user’s request for

assistance with sexual matters/ to speak to the police offers regarding it, whichd do. As far as being involved in it | didmtake any

noted that assistance was
required with sexual matters
and provided some support.

e“she had a letter...she had written the letter amdfsh that the guy that she had been in the #lakiip with
had raped her.... within my support time, as pamyrole, | would take her to the police statioratlow her

judgement, it's not my place to judge this or dathiit or think what is this about. It's not myeand it's
not my place.... (Have you given this person arditamhal support or spoken about it in any otheyaa
all?) no.”

“....we do something different every day, on a Westtay he goes to the gay bars, so whoever is on p
Wednesday has got to go to the gay bars with tiat,stin his support plan.... the issue that woline out is
“I'll never find love, I'll never find love” . Heawants you to fix everything for him and you cannvee’re
support workers, we're not trained in anything els&o get him out for a while we’'d say “alrighip you
want to go to the bars tonight” ..but even at tieatidn't..... I'll say to him I've not got the amsrs for you
as I'm not trained in that kind of thing, but ifyevant to speak to me about something else, I'ma higr
listen to you. But he doesn't listen to you asMamts to hear the answer that he wants to hegqusqust try

and get round, change the subject....”

Reactive
and open

Participants responded to thg
service user’s request for
assistance with sexual
matters/noted that assistanct
was required with sexual
matters and provided some
support. Participants in this
category also attempted to fin
additional means to support

2 “spoke to him a few times about it, about how teetrdifferent kinds of women because obviously heois
going out with this lady, and trying to get himunderstand that there are other women...would hedikm
to some clubs....that he could maybe meet peoplewaited like a day....then | spoke to him again but
> did notify his CPN...we did speak about capacity aisdunderstanding and stuff....would it be sexual
education.....I did say to him...you ever want to @djain then just ask..l just reinforced that the nioat
you can get another girlfriend somewhere else”

d “we knew there was a relationship there....| stastigoborting her out to maybe a meal and then shedlatk
he could say over.... We went along with that drmight okay, we’ll do day interaction first, seawhthey

service user’'s sexuality

cope without staff being involved in their conveisas....leave them to chat themselves and see heyv t
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get own.....l said do you know what sex is “oh reatlly” | was like “oh God".....I went away on myva and
phoned some of my mates and said right, you tajlotmg people about sexual education, can | corgeud
as a resource? | gave him a bit more informaspoke to his partner who did legal stuff as a $oetaker,
so legally where do we stand.... | think becaudidih’t know how to talk to someone about their sdity,
I'm like, how am | going to speak to this persom] shought right, well I don’t know enough so I'going to

go elsewhere to get information and make sure #weréhings in place if it was needed.”

Category: Sexual
matters raised
which required

support

Definition of the category

Quotes from category

Education Issues:
personal
safety/acceptable
behaviour in
relationships/
boundaries

The service user’s lack of
knowledge about acceptable
behaviour and safety within

relationships required suppor.

“Education carried out about how to be safe and twkeep yourself safe, | think more than the sex

side or the sexual side...within a relationship howe safe, how to spot that somebody....if they
have given her things....there might be an ulteriotive to that, | don't know them that well so wh

are they being so nice to me?”

y

“She didn't realise why Y was falling out with heecause she was having a kiss and a cuddle with

the other one as well when he wasn’t there, omsleeup spending too much time dancing with o

S0 it was getting it was going to end up hand lzgkawn up here, we were having to watch the

situation, sit down and explain to X that she haté careful, it was alright to be friends with
everybody but if she was going to have a spedihdrthen that was fine, but she was going to h
to keep her kisses and cuddles to one rather tiding caught up in the centre”

v

ave

Education Issues:
sex education

The service users’ lack of
knowledge on sexual matters
required support.

“what she thought having sex was, | had discussigtisher, this is the vagina, this is the penis
that's how basic it got so she could understand this is what you do....I was like “you’ll need tq
be very clear X, cause you'll need to go to thetaloand get contraception” | said “ you'll need t

protect yourself as well, you'll need to speak tand Z to find out if they have got any other séxua
partners to protect yourself.....She would sayisiaving intercourse with the other guy, so I'dda

to speak to her about that what's your understandfrintercourse?”

“she said to me “what’s a blow job”... | then triemlexplain to her the best | could what it wathen
had to go into sexual health and stuff as well, sloouldn’t be doing these kinds of things unleas

are using contraceptives. Tried to explain tothat she really should be in a loving relationship

before she decides she is ready to move forwatu seix and stuff”

D

yO
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Education Issues:
emotional impact of
parenting

The service user appeared to“One service user will comment on having babiéslid speak to her about it....I said “ you know

require knowledge on how
emotionally challenging
parenting could be.

fine saying you want the baby but it's looking aftee baby yourself and doing everything when you

can't really do an awful lot for yourself so how wd you cope with that?”

“so it was about us supporting her throughout,nits just about having a baby it's about what
happens after you have a baby, or its very paifaihg birth to a baby..it's on the whole
counselling and advising and telling her abouteimtional issues of giving birth and the pain of
giving birth, it's not just all the joy...I say “At’s not really all that easy, it's quite hard daits hard
carrying a baby, it's painful”....It's always a &iant support to remind her of responsibility, and

emotions”

Developing
Relationships

Support issues raised regardin
the service user forming a
relationship or their

relationship developing.

g‘He was asking for a pen pal, so we managed toniggdhis but he took that a wee bit far and sent

her a valentines saying that he loved her, butdsenlever met the girl. After conversations witim hii

| was saying to him, is it actually a pen pal tyaa want or is it somebody to go out with, he st
somebody to go out with, so it's not actually a pahthat he is looking for.”

“She has physical disability which means that & ghto have potentially sex she would need our
support. And she has spoke about that wantingupport with that.... supporting her into bed and
supporting her out of bed.....just because phygibair body doesn’t enable her to do that, we wolld
not be there, that's up to her and her partnergvew she would need our support after it, to get a
shower and different things”

Risk issues

Issues regarding service us
vulnerability were raised, or

the service user raised
allegations of abuse and
support was given in relatiorn
to such issues.

er"gery complex individual who had a horrific exper@ when she was younger, was sexually abd

sed

and open to sexual exploitation. At one pointaswhought she was being groomed. She used to go
out on her own at this point she wasn’t under gaaship so she was free to go out, and she would
come back 2 or 3 days later, when she came backahle be self harming..she would come up and
tell us that she had been with some males and ew kmat they had taken advantage of her
sexually....groups of guys who didn’t have a LD....§bontinued over the years and it still is to this
day, even although she is under guardianship”

“They just started getting close as a couple wauidthe female I'm supporting only wanted it mofe
like a friendship but the male wanted more. Sba’tireally know how to deal with this....that he
was coming on heavy to her and he was kissing loee end was trying to touch her and she was
clearly upset by it and she did say to me thafsstereally wanted to be friends and | think he was

making sexual remarks that she didn't like.”
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Inappropriate
Behaviour

Issues regarding a service
user’s inappropriate behavioy

“the
Ir
were identified.

guy was verbally suggestive to female stakinow that some staff felt threatened by it. It \aa
problem obviously with this person”

1°2)

Sexual Health
Matters

The service user required
support on matters relating t

D Su

sexual health issues.

act

“she thinks she is now pregnant and her boyfridaimtks she is pregnant too so we obviously had

“Smear test, the service user being called inte e, we then had the issue well, because sh
over a certain age, 27, but as we know it not dgxaative but she was saying she was sexuall

pport her in that areave got a pregnancy kit and we did that with theiseruser, myself and
another college”

ive so | had to phone the GP to ask should wautigng her through this because the girl is in
wheel chair and it is a very difficult and invaspecedure...”

Category: Support
offered

Definition of the category

Quotes from category

Accessed information
or resources for servic
users

D

Staff supported service users b
providing them with information
or resources/services which
assisted in their support with
sexual matters.

“we managed to access this (sex education paai)frgm a link nurse”

“took her to the (sexual health) clinic to checkl aee if she was okay and see if she hag
caught any disease”

Supported the service
user to develop
relationships

Staff offered physical support tq

the service user, or helped them
socialise, to assist them with
developing their relationships.

“suggested to the female if she would like to gbfoua meal with this male during the wes
to and given that she can’t go out on her own we suggested that the staff go into the
restaurant and sit at the other end and let thesrhtave some time on their own to have 3
meal.”

“we did go to clubs and parties and stuff”

Spoke to relevant othet

S

Staff spoke to staff, family
members or other professionals
clarify the situation, and/or
contacted relevant professional

to access further support or

“I spoke to his key worker and said “we’ll needstart talking about safe sexual practices”,..
toI’'m working with the gentleman’s key worker goirtgough the pack (sex education pack)|

s “l have spoken to the disability link nurse and ghgoing to get some DVDs with sexual

awareness and | have spoken to the service useamprovide you with this information”

}

informatior.
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Talked to the service
user

Staff spoke to the service user
about the sexual matters raiseq
attempted to clarify the support
need, offered
advice/information/options.

“just talking to the person...offer a different wiaythis person.... | was trying to explain,
how you would”

| used to say 'Y just tell him to go away angegiyou a bit of space if you want to dang
with the girls or whatever else”

Category: What the
participant would do

Definition of the category

Quotes from category

differently
Would not do anything| Staff stated that they would not “No I think | dealt with that situation they wayshould have”
differently change the support that they
offered. “I think probably | wouldn't probably have changadything”
Obtain Staff explained that they would “Definitely bring a lot more outside input | thinnd tap into different things that are

information/support for
self and/or other staff

gain further information for

themselves and/or other staff that confident cause | think if staff were confident aminfortable then they'd be able to deal

would inform their practice.

there...getting talks for staff and making everythiaglly out in the open....So staff are

with situations as they came up, not even reattirgituations but just talking about things
general as well so it is really comfortable, realtural and wouldn’t become this issue”

“I'm not saying training, but someone speaking ® about someone with these issues &
how to deal with them. Only if someone offeredntirag”

1, sometimes people might be upset if you do that,|amlldn’t speak like that if you are trying
to get someone’s attention.....l said what | waldds say how are you and try and open up,

“I told her a few times ‘if X is really annoying ugust come and tell me and I'll speak to him

[¢)

I
in

nd

Obtain
information/support for
service user

Staff stated that they would gather “I think it would be a good idea for him to learbaat relationships. We were going to ge
more information for the service| more information for him to sit at some sort ofg@etation. We were going to get all the
user or support the service user {o guys to go as it would be beneficial to all of thehdon’t know what happened with that.’

access information or services.

“I would try and ensure they were more informedhey might find themselves in a situati

't

A

N

they wouldn’t want to be in.”
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Appendix K: Major Research Project Proposal and Adeétndum

Major Research Project Proposal

Investigating staff’s attitudes and willingness support men and women with mild

intellectual disabilities on matters relating to dir sexuality
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Abstract

Background & Aims: Emotional and psychological wellbeing is influedd® many factors,
including a person’s ability to understand and espr their sexuality. People with
intellectual disabilities rely on staff/carers tgpport them with sexual matters. Attitudes can
influence behaviours, and staff's attitudes to séiiguin people with intellectual disabilities
have been found to be generally liberal. Howewatigular concern regarding women’s
vulnerability to sexual exploitation may influenattitudes towards women compared to men,
and how staff provide support. Despite findinggareling attitudes, there is a dearth of
research investigating staff's experience of sugppgrsexual matters. The aim of this
exploratory study is to investigate residentiaffgaattitudes towards the sexuality of men
and women with an intellectual disability. Staffisllingness to provide support and their

experience of supporting the sexual needs of glieiit also be explored.

Methods: Forty female residential support workers will cdeip a socio-demographic
questionnaire, Attitudes to Sexuality Questionnginelividuals with Intellectual Disability)
and a semi-structured interview exploring their engnce of supporting sexual matters.
Paired t-tests may be used to test for differenoeattitudes towards men compared to
women with an intellectual disability. A chi-sgeatest may assess whether attitudes to
sexuality is associated with willingness to suppsekual matters, and if willingness to
support sexual matters is associated with feelioiggonfidence and comfort. Content
analysis will be used to explore staff's experiencé providing support and the support

systems available for staff.

Applications: This study may highlight staff’'s support needsclarify ways in which staff

could develop their role so that they can confidéigtwork to support client’s sexuality.

113



Introduction

Sexuality is a general term which can be used szrige how people identify and express
themselves through intimate relationships and sewé practice (Dunn, 2001), and is
critical to emotional and psychological wellbeirgléy et al., 2003). However sexuality has
been a contentious issue for people with intell@ctlisabilities. Historically they tended to
be viewed through sexual stereotypes, possiblyptivalent, as either asexual, ‘the eternal
child’ or being uncontrollable (McCarthy, 1999).ivén that this population of people rely on
others for support it is important to gain an uplate understanding of carer’s attitudes, and

reactions, towards sexuality in people with inteilel disabilities.

Residential support staff and the organisationkiwitvhich they work have a crucial role in
the lives of people with intellectual disabilities.The opportunities that people with
intellectual disabilities have to develop morermdte relationships and obtain information
are likely to be influenced by staff's attitudesdabehaviour (Craft & Brown, 1994).

Pownall (2010) found that young people with intefieal disabilities were less likely to

discuss sexual issues with their peers and thedesation available to them did not provide
adequate information. Hence this population maynime reliant on other sources of
information and assistance than their non-disapksers, which indicates the important role
that carers have. In a similar vein, McCarthy @9®und that the quality of women with

intellectual disabilities’ sexual experiences watednined by a number of factors, including
the availability of sex education and support. Witt support and accurate information on
sexuality, an already vulnerable population of pe@re at an increased risk of exploitation

and abuse.
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Recent research has explored support staff's détstutowards sexuality, and found that
liberal attitudes are associated with staff of anger age with professional qualifications
(Murray & Minnes, 1994) who work within small commity based settings (Grieve et al.,
2008). However more recent studies have found dafjatdoes not significantly impact on
attitudes (Gilmore & Chambers, 2010). This regesearch which has found that age is not
a significant variable could reflect society’s daotl shift towards more liberal attitudes.
Client’s vulnerability and gender may also influerstaff's attitudes towards their sexuality
(Grieve et al, 2008). Gilmore & Chambers (2010pmged support staff’'s and leisure staff’'s
attitudes using Cuskelly & Gilmore’s (2007) moddigersion of the Attitudes to Sexuality
Questionnaire - Individuals with an IntellectualsBibility (ASQ-ID; Cuskelly & Bryde,
2004). Gilmore & Chambers (2010) findings, similathose found in Cuskelly & Gilmore’s
(2007) community sample, generally found libergitiedes. However men with intellectual
disabilities were believed to have less self cdniibh their sexual feelings than women.
Hence it is possible that within mixed gender sgti staff could be more protective or
restrictive towards women they support to reduee likelihood of risk situations arising.
Gilmore & Chambers (2010) also found that attitudese less accepting towards sexual
freedom for women with intellectual disabilitiesnepared to typically developing women.
This could imply that information such as sex ediooamay not be readily available or that
sexual expression may not be positively supportesl previously discussed if women do not
have the necessary support or knowledge needessist éhem to make informed decisions

their vulnerability to exploitation/abuse could leEightened.

It is possible that attitudes to sexual freedomadomen with intellectual disabilities may also
reflect concerns in relation to their vulnerabilityexploitation/abuse. In general, women are

more vulnerable than men to exploitation/abuse (Mtty, 1999). Additionally, intellectual
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capacity and communication difficulties can leadudgher complications such as informed
consent (Craft & Brown, 1994), further increasingnerability for women with intellectual
disabilities. Millard (1994) reported that the imence of sexual abuse towards this
population of women is high. For example, 61% afnven with intellectual disabilities
referred to a sex education support service regatttat they had been sexually abused
(McCarthy & Thompson, 1997). Consequently suppgtaff have a role in protecting the
clients that they work with from abuse. MoreovEicCarthy (1996) reviewed the clients
referred to this sex education support service fandd that the most common reason for
women’s referrals was due to staff’s concerns thatwomen they supported were sexually
vulnerable. Significantly fewer men were referdhge to concerns about their vulnerability.
Instead, men were more often referred due to thexual abusive behaviour which was
frequently towards other women with intellectuabkabilities. Studies have found that
perpetrators of sexual abuse are predominantly (Batavn et al., 1995) and generally fall
into one of four groups: other people with an ile&lal disability, family members,
staff/volunteers and other trusted people withi@ dommunity (McCarthy, 1999; Murphy,
2007). Increasingly it has been found that pegpets of sexual abuse against women with
an intellectual disability are men with an intetlead disability (Brown et al., 1995; McCarthy
& Thompson, 1997). Moreover a further risk facidentified was that women with
intellectual disabilities were engaged in a sexakdtionship with more able men, resulting in
a power imbalance with men having more controltéasing women'’s vulnerability to abuse
(McCarthy, 1996; Millard, 1994). Due to such rifdctors staff may err on the side of
caution and take a protective role within their gogh. Organisations may have policies
guiding staff on how to support people with intetleal disabilities with their sexual needs.
However, staff can be unsure about policy conterdt enplementing such policies when

sexual matters arise (Grieve et al., 2008).
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If staff do not have clear guidance on their rolesupporting client’'s sexual needs, it might
be reasonable to suppose that their support peactiald be guided by the attitudes that they
bring to work. However the theory of planned bebaw (TPB); (Ajzen, 1991) suggests that
attitudes alone do not directly predict behaviouinstead it is a person’s perceived
behavioural control, their perception of the easdifficulty of carrying out a behaviour,
which affects the formation of behavioural inten8p impacting on behaviour itself.
McConkey & Ryan (2001) compared staff working witldifferent environments and found
that those working within residential settings warere confident in dealing with incidents
of a sexual nature than staff within day settingSonsistent with the theory of planned
behaviour staff’'s confidence appeared to have mifgignt impact on their practice. Thus,
even if staff have liberal attitudes to sexualifyjn practice they lack confidence about
dealing with sexual matters then they may be melctant to provide support. It is vital to
not assume that attitudes towards sexuality in leewh intellectual disabilities reflect how
support is delivered. Instead it is important nweistigate both staff's attitudes and their

willingness to provide support.

Despite important findings concerning staff's atiiés to sexuality in people with intellectual
disabilities there are a number of gaps within ékisting research. Gilmore & Chamber’'s
(2010) study found some differences in attitudesarols men and women; however the
ASQ-ID which they used had only one question whiofestigated attitudes relating to risk
issues. It is possible that further questions @xpd issues of risk/vulnerability may uncover
differences in staff attitudes to men compared tmen with intellectual disabilities.
Previous studies exploring attitudes have relieguestionnaires (Evans et al., 2009; Murray
& Minnes, 1994; Grieve et al., 2008). Althoughegtionnaires can be useful tools that

provide reliable and valid data, the respondergsgamnerally constrained in what they can
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say by closed questions. Hence, this proposed stilladopt a mixed methods approach
using questionnaires to determine staff membertsudés before going onto use semi-
structured interviews to explore staff’'s experienoé supporting the clients they work with

on sexual matters.

Aims & Hypotheses

Quantitative Aims

This research aims to investigate residential 'stattitudes towards the sexuality of men and
women with an intellectual disability. Staff's Vifigness to provide support on sexual

matters will also be explored.

Qualitative Aims

To explore staff's experiences of providing supporservice users on sexual matters and the

support systems available to assist staff with rtblis.

Hypotheses

1. Staff will hold less liberal attitudes towards gexual needs of women compared to men.

2. More liberal staff attitudes will be associatedhnat greater willingness to support their

clients’ sexual needs.

3. Staff's willingness to provide support with sexumhtters will be positively associated

with their feelings of confidence and comfort retjag this subject.
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Plan of Investigation

Design

This is an exploratory study using a mixed methdesign. It will involve a within groups
comparison of attitudes to men and women with liettlal disabilities (hypothesis 1).
Moreover this study will examine whether there associations between staff's attitudes to
sexuality and their willingness to support sexualters (hypothesis 2). An examination of
willingness to support sexual matters and feelimigsonfidence and comfort (hypothesis 3)
will also be conducted. Finally a content analysii be carried out to explore staff’s

experiences of providing support for service ussesual needs.

Participants

Participants will be female staff working withinsidential settings supporting people with
mild intellectual disabilities. Half of the parijpants will be those supporting men, and half

will be those supporting women, with intellectuaabilities.

Inclusion Criteria

Cuskelly & Gilmore (2007) found that respondent&nder does not significantly influence
attitudes towards sexuality in people with an iettlal disability. However, McCarthy
(1999) discusses the long standing double stanmavdrds sexuality in females which has
predominantly been enforced by men. Hence to obritr such possible extraneous
variables, and given the predominance of femalgaupstaff within intellectual disability

services, only women will be asked to participatéhis study. Participants will be staff who
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are fluent English speakers working within a restdg setting. They will be required to
meet the minimum of having six months work expereeand 8hrs per week supportive
contact with a service user. This will ensure thatticipant’s have had time to build a
trusting relationship with service users and makigely that they would feel able to talk
about sensitive issues such as sexual mattersthngth. Participants recruited to the study
will be staff supporting clients who have suffideztommunication abilities to be able to
express their views and comprehend what staff saligm. This will be determined using
items from the Adaptive Behavour Scale (ABS — REZ:(Rihira et al, 1993) asking whether

at least one of the service users they work with oahave the ability to:

o Talk to others about sports, family, group actestietc

0 Sometimes use complex sentences containing ‘becdus® etc

0 Answer simple questions such as ‘what is your namewhat are you doing?’

Exclusion Criteria

Staff working in residential settings where theadnbeen recent incidents, or accusations, of

sexual abuse will not be included in this study.

Recruitment Procedures

Participants will be recruited from services theavide residential support for people with
mild intellectual disabilities within the Greatelasgow & Clyde health board area. This
area includes five community health and care pestips (CHCPs) within which potential

service providers include, among others, Enabletl&wb and Key Housing Association.
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Managers within these services will be contactedth®/ researcher and provided with a
rationale and information on the study. The red®ar will seek permission from managers
to present information about the study at groujf steeetings and training events. With
permission, the researcher will present informatbonthe proposed research and rationale,
and will issue information leaflets and consentrfsrto groups of staff. Volunteers for the
study will either be able to contact the researatiezctly, post their consent form to the
researcher or leave their consent form within didential folder in their manager’s office.
Volunteers will be asked to indicate on their canisi®rms whether they support men or
women with intellectual disabilities. This will sare that from the participants recruited an
exploration of the experiences of supporting botenmand women with intellectual
disabilities on matters relating to their sexuatign occur. The researcher will routinely co-
ordinate with managers to be informed of potenpatticipants. Additionally, a person
independent of this study will carry out follow ppone calls two weeks after dissemination
of the information packs to make enquiries regaydiatential participants. This is someone
with a research background and knowledge of thevasit ethical issues, e.g. informed

consent.

Measures & Semi-Structured Interview

The following questionnaires and semi-structurerinew will be carried out with each

participant in the order described.
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Background & Socio-demographic Information (Appendi B)

Section 1:

Socio-demographic information will be obtained dn:the participant’s date of birth, 2)
postcode, 3) religious affiliation, 4) whether gidin is practiced, 5) length of time working

in intellectual disability services, 6) length ohe working in their current employment.

Semi-Structured Interview Exploring Staff's Willing ness to Support Service Users’

Sexual Needs (Appendix C)

A semi-structured interview will be used to gatheformation on staff's willingness to
provide service users with support on sexual nmatterd to assist them in describing the

nature of their experiences of providing support.

Initially a pilot phase will be used to ensure ttie interview procedure and coding system is
reliable and to ensure the feasibility of carryingt the interviews and subsequent
transcription within the timescale limits. Pilaginwill determine the duration of the
interviews, however it is expected that interviemil last for no longer than 30/40 minutes.

Changes will be made if necessary.

Experiences of supporting sexual matters with meth wtellectual disabilities will be
explored with half of the participants, with thepexiences of supporting women explored
with the other half of participants. The semi-stawed interview will be carried out as

follows: firstly the staff will be asked to desagibhe nature of their role as a support worker.
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Then, they will be asked to think about their lesperience of providing support on sexual
matters. Staff will be asked to give an accountwdfat happened by describing the
following: a) the sexual matter that required suppb) how they responded, and why, c)
their emotional reaction at that time and if trermotions impacted on their response, d) their
comfort and confidence in providing support, andally their overall reflection of providing
support. The interview proposes to cover thesesowhile maintaining a dialogue on the
overall support experience. If participants do mmte an experience of providing support on
sexual matters, the reasons for this will be exggoiThroughout this process service users’
confidentiality will be maintained and leading qtiess will not be used. In addition any

prompts required during the interview will be reded.

It is hoped that participant’s willingness to sugsexual matters can be coded on a 4 — point
scale ranging from ‘Restrictive’ - ‘Proactive’. témviews are not anticipated to be transcribed
verbatim. Instead sections of information assedatith the willingness categories will be
transcribed. Further content analysis will be iedrout on staff’'s experiences of providing
support on sexual matters. Five — point likertlessavill be used to code levels or comfort

and confidence and staff’s overall experience of/jling support.

Attitudes to Sexuality Questionnaire (Appendix D)

The Attitudes to Sexuality Questionnaire - Indivatkiwith an Intellectual Disability (ASQ-
ID; Cuskelly & Bryde, 2004) has high test-retesliatality (r = 0.91) and good internal
consistency (Cronbach’s alpha > 0.90). Cuskelly Gidimore (2007) modified this

guestionnaire, dividing it into two sections to ree@ attitudes towards sexuality in men
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separately from attitudes towards sexuality in wom@é factor analysis was carried out on
the original 34 item ASQ-ID revealing four meaninigfsubscales on Sexual Rights,
Parenting, Non-Reproductive Sexual Behaviour andGmtrol, reducing the number of

guestions to 28. Questions are answered on a Ekate ranging from strongly disagree —
strongly agree. As the ASQ-ID had only one questio risk/vulnerability issues, a further 4

questions exploring such issues have been addéelmurrent researcher.

This version of the ASQ-ID will be piloted and imal consistency and reliability will be

assessed; changes will be made if required.

Background & Socio-demographic Information (continued) (Appendix B)

Section 2:

Information will be collected on participant’s awaess of organisational policies and the

legal position on supporting people with intelledtdisabilities with their sexuality.

Research Procedure

A pilot phase will initially be carried out with twto four individuals completing the
measures and semi-structured interview. This isengure that the questionnaire and
interview are not only reliable, but can engagetippants, are comprehendible, not too

emotionally difficult to complete and can be cadraut in a timely fashion.
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The researcher will contact volunteers who haveatto the study and after ensuring that
they meet the inclusion/exclusion criteria willamge a suitable time to meet with them in
their place of work. The researcher will arrangéhvservice managers to book a private
interview room. Upon meeting the researcher pagidas will be briefed on the purpose and
process of the study and asked to sign a consemt ifothey have not already done so.
Participants will then complete both sections af thSQ-ID, the background and socio-
demographic questionnaire and semi-structured Viiles@r within one session in the order
stated. Answers will be recorded on the measuresismmg recording equipment and
transcribed. All answers will be anonymised. Tim#l be allocated at the end of the

interview to debrief the participants and answer gurestions.

Justification of Sample Size

The primary quantitative analysis will test for dfetence in staff's attitudes to sexuality
towards men compared to women with intellectuahlbiigies using a modified version of the
ASQ-ID (Cuskelly & Gilmore, 2007). Gilmore & Chamits (2010) used this measure to test
whether support staff had different attitudes talgsamen compared to women with
intellectual disabilities. They found a significadifference in attitudes towards men and
women'’s self control in relation to their sexualityith a small/medium effect size (0.3).
However it is anticipated that this study will fimdmore medium effect size: this study has
included questions exploring attitudes towards &tdbility/risk issues. The evidence base
has found that women with intellectual disabilitee® perceived by support staff as more at
risk to sexual exploitation/abuse than men with artellectual disability (e.g.
McCarthy,1996). Consequently it could be argueat thmedium effect size will be found

between the two groups if this factor is exploreslso, the length of time that participants
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had worked with people with intellectual disabdii was not recorded in the Gilmore &
Chambers’ (2010) paper. This study’'s participantd have worked with people with
intellectual disabilities for at least 6 monthsgtiheir attitudes are more likely to be based on
more experiences and issues of supporting thistofjpup. Hence a medium effect size is
anticipated. Based on an effect size of 0.5, withalpha level of 0.05 and a power of 0.8
(two tailed) the required sample size is 34 (G*Po®geFaul et al, 2007). Based on this
power calculation this study aims to recruit a mmnim of 40 participants, half of the
participants will support men with intellectual aslities and half will support women with

intellectual disabilities.

Settings and Equipment

A copy of each of the measures will be used witthgzarticipant. Recording equipment will
be used to record the semi-structured interviewihe interview and measures will be

completed in a private room in participant’s platevork.

Data Analysis

Quantitative Analysis

The Statistical Package for Social Sciences (SR@Bpe used to analyse quantitative data.
Demographic information about the participants Wwél presented using descriptive statistics.
Data will be tested for normality. If the data neeparametric assumptions paired t-tests will
be used to test for gender based differences fifissadtitudes on the ASQ-ID (hypothesis 1).
It is anticipated that categorical data will belecled on staff's willingness to provide

support, hence a chi-square test will be used tasore the relationship between staff's
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attitudes and willingness (hypothesis 2). Theti@tship between willingness and attitudes
will be compared based on gender, e.qg. if a paditi has completed an interview based on
supporting a woman, willingness to support a womvdihbe compared with their attitudes to
women. Additionally a chi-square test will be udedt for a relationship between staff's
willingness to provide support to clients on sexuotters and their feelings of confidence

and comfort (hypothesis 3).

Inter-rater reliability will be used to ensure tltla¢ coding and scoring of the interviews are

accurate.

Qualitative Analysis

Content analysis (Smith 2004) will be used on dgatghered from the semi-structured
interview to obtain a description of the type okisa matters dealt with by staff, their

experiences of providing support for such mattaecsthe support systems available for staff.

Health and Safety Issues

Researcher Safety Issues

The researcher will ensure that the interview amelstjonnaire completion will occur during
work hours and in a work setting that is stafféfionsequently if any needs arise others are

available to contact. No domiciliary visits wilelrarried out.
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Participant Safety Issues

As stated above, the meetings will occur in a safeironment. Confidentiality and the
rationale for the study will principally be explathand participants will have the opportunity
to ask any questions. It is not anticipated thapaaticipant will become distressed.
Nevertheless the researcher will ensure that a reeoftstaff is available for a participant to
talk to if they become distressed with regards dovise related issues. If a participant
becomes distressed in relation to personal issbhesiesearcher will assist them in seeking
support from their GP. If a participant makes &cltisure suggesting that there is
vulnerability or risk to a service users’ or anatbewellbeing the researcher will act

appropriately within the boundaries of confiderityal

Ethical Issues

University ethical approval will be sought from thiiversity of Glasgow’s Faculty of
Medicine Ethics Committee. The rationale, purpasel procedure of the study will be
explained to participants through an informaticefliet and by the researcher before they take
part to ensure that they can make informed consPBatticipants will also be informed that
they can withdraw for the study at any stage. @emitiality and anonymity will be ensured
by coding each participant’'s questionnaire andunev transcript with participant identifiers
removed from the research report. Data will berestoin a locked drawer to ensure

confidentiality.

Financial Issues

Stationary costs for paper, envelopes and freep£4tl.90
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Timetable

August 2010: Ethics application submitted

September/October 2010: Ethics approval obtained

October 2010 — March 2011: Commence data colleetimhongoing analysis
April - May 2011: Complete*idraft

May 2011: Draft submitted to supervisor

May — July 2011: Revise draft changes

July 2011: Submit research to University

Practical Applications

Residential support staff have an important rolesupporting sexuality with the men and
women they work with. Consequently any barrierdaailitators related to clients receiving
adequate support are important to explore. It nicpated that areas in which staff
themselves require support to enable them to cautytheir role may be identified. For
example this study may highlight a gap in suppygstesns that staff can access. Additionally
the need to clarify or develop staff's support rated the protocols within which they can
confidential work may be identified. If staff lewraining, guidance and support to carry out
their role, people with intellectual disabilitielsaild be able to receive necessary support and
information on sexual matters. This is vital to fheteduce their vulnerability to

exploitation/abuse, support their rights and enbaheir quality of life.
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Addendum

It was initially proposed that the participant baakund information sheet would be
completed in two stages; first, demographic infarora on the participants would be
gathered, and second, information on their trairind awareness of organisational policies
recorded. However, it was decided that it was mapgropriate to collect all of the

background information together, before moving adh®interview and questionnaire.

The piloting phase indicated that minor changesswequired. As all participants involved

in the pilot, and most subsequent participants, dvdlgd one support experience of assisting
sexual matters, the researcher could not specdygémder of the service user which the
participants discussed supporting. Initially itsMliought some participants may not have
experiences of supporting sexual matters to disctsnce, questions were devised for such
participants on broader issues. Nevertheless |l gsadicipants involved in the pilot had

recently supported sexual matters, it was decidatidnly staff that had support experiences
to discuss would be invited to take part in thedgtuA question exploring staff’'s views on

supporting challenging sexual matters and a questinthe support available for staff were
removed, as information on these topics was gadhioen other questions. The measures

were piloted on six participants instead of 2 -adtipipants as originally stated.
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