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Abstract

In order to best support people with learning digas to have safe and healthy
relationships and express their sexuality effetfivee need to understand their
perspectives and experiences, which are currentlgmirepresented in the literature. The
aim of this study was to synthesise qualitativeaesh exploring the experiences and
beliefs of people with learning disabilities inatbn to their sexuality and intimate
relationships. A systematic search carried o@INAHL, Medline, PSycARTICLES,
PsycINFO, Psychology and Behavioural Sciences MBASE identified eight relevant
papers. The quality of these papers was evalusied an existing quality framework.
Meta-ethnography was used to synthesise the fisdhthese studies and to develop a
new interpretation. This process resulted inndéw third-order themes: fverybody
loves to be loved”Desire for intimacy; 2jPeople think they can rule you because you've
got a disability”: Lack of control; 3) Sex itot for us”; 4)“l seen sex on TV once”:
Misconceptions and confusion about sex and relsiigps and 5) They want our safety”:
Keeping safe. This review highlights the impor&nf intimate relationships to people
with learning disabilities and the barriers thegefan developing these relationships. It
illustrates the importance of people with learndigpbilities having the information,
opportunities and support to be able to make inéatmlecisions about their sexual identity
and relationships. This review outlines the imgtiicns of its findings for service

providers.



Introduction

The sexuality of people with learning disabilitissan area that is often overlooked (Brown
et al., 2000). Historically, two contradictorylieés about the sexuality of people with
learning disabilities have perpetuated; that peajile learning disabilities are child-like

or asexual and consequently need protection framseafiMcCarthy, 1999), or conversely
that people with learning disabilities are hypets#»xand society needs to be protected
from them (Taylor Gomez, 2012). As a consequentlease inaccurate beliefs, the sexual
needs of people with learning disabilities havebe®n prioritised in both the literature
(Rojas et al, 2014) and by caregivers (SzollosMo@abe, 1995). The ‘normalisation’
principle in the 1970’s contributed to deinstituadisation and integration of people with
learning disabilities into the community; howeuiis had little impact on improving their
sexual rights (Brown, 1994). More recently, seityand relationships has been
addressed in national and local policies, suchheesSame as Yo|{Phe Scottish

Executive, 2000)Yaluing PeoplgDepartment of Health, 2001) amtie Keys to Lif¢The
Scottish Government, 2013). There is some evidensaggest that, in addition to change
in policies and guidance, there has been a poghifein societal and caregiver attitudes
towards people with learning disabilities develagpintimate relationships (Bazzo et al.,

2007).

Despite some apparent changes in attitudes ancigmlpeople with learning disabilities
face practical barriers to developing intimate tieteships. They often have poorer social
networks than their non-learning disabled peerse(\&i and Schneider, 2002) and spend
more time under the supervision of family caregvar professionals, thereby limiting
opportunities to develop relationships (Shakespef®@0). Furthermore, people with

learning disabilities often have poorer sexual kieolge and understanding in comparison



to their typically developing peers (Jahoda and raly2014). This may be partly due to
limited access to informal sources of informatito@t sex and sexuality, for example
through a peer group (Ailey et al., 2003). Peoypté learning disabilities are likely to
depend on family and professionals to provide teth information about sex and
support to develop intimate relationships (PowagHl., 2011). Research conducted on
professionals’ views in this area however, fourat Bupporting sexuality was not
something they view as important (Abbott and Bu@)7). Furthermore, services can
create barriers to intimate relationships by lingtprivate spaces (Knox and Hickson,
2001) and by acting as ‘new institutional walls’ dyserving and controlling relationships
(Lofgren-Martenson, 2004). It has also been pregdbkat difficulties may arise in
developing relationships as a consequence of irg@ommunication and social skills

(Wiener and Schneider, 2002).

Despite these barriers, encouragingly people \e#énning disabilities are increasingly
being given the opportunities to make decisionsiatieir own lives (McCarthy, 1999).
This has led to an increase in qualitative reseaxghoring the views of people with
learning disabilities in relation to their sexugakind intimate relationships. This allows the
opinions of people with learning disabilities taatlenge widely held societal assumptions
and prejudices. Qualitative research aims to egphadividuals’ experiences and attitudes
in depth (Ring et al., 2011) to understand theextthje realm of the human experience
(Braun and Clarke, 2013). Understanding the erpegs of people with learning
disabilities is crucial in order to inform appragde and sensitive support and education,

staff training and organisational policy which bestets their needs.

This systematic review will identify and synthesisemes from qualitative studies
exploring the experiences and beliefs of peoplé Weiarning disabilities with regard to

their sexuality and intimate relationships. Thesaof sexuality is large and heterogenous
4



and encompasses a range of topics, including gespebeific issues and issues affecting
those who identify as lesbian, gay, bisexual ardgender. Focusing on these more
specific areas was considered to be outwith thpesobthe current review. The purpose
of this review is to explore the themes regardimggexuality and intimate relationships of

people with learning disabilities in general.

The research question this review will seek to rmheitee is:

» What are the key themes relating to the experieandeliefs of adults with

learning disabilities about their sexuality andnrdte relationships?



Method

Search Strategy

A search strategy was designed in consultation avithrarian. Searches of electronic
databases were conducted to identify peer-reviestitles published in the English
language. The EBSCO host was used to search CINMeHdline, PSsycARTICLES,
PsycINFO and Psychology and Behavioural Sciencebdaes and the OVID host was
used to search EMBASE databases. Search termswegneed to subject headings in

databases, where possible (in Medline, CINAHL, EMEAand PsycINFO).
The following search terms were used:

1. intellectual disab* OR learning disab*OR mentadtard* OR developmental

disab* OR developmental delay
AND
2. sex*OR intima* OR relationship* OR love
AND

3. qualitative OR interpretative phenomenolog* OR IBR thematic content

analysis OR narrative* OR experienc*

Boolean operators (OR and AND) were used to comé@aech strings and the proximity
codes were adapted as appropriate for the indil/athtabases. All articles identified by
searches were assessed for their relevance indarum to the inclusion and exclusion

criteria. The last database search was conduct&d March 2017.

Hand searching of three key journals (Sexuality Risability, Journal of Applied
Research in Intellectual Disabilities and the BhtJournal of Learning Disabilities) was
conducted for articles published in the last tearge Hand searches of the reference lists

of articles included in the review were also cornddc
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Inclusion and Exclusion Criteria

The following inclusion criteria were set:

» Studies exploring the experiences or beliefs oftaduth learning disabilities

about their intimate relationships.

» Studies exploring the experiences or beliefs oftaduth learning disabilities

about their sexuality.

» Studies utilising qualitative methodology.

» Participants aged 16 or over.

» Studies published in a peer-reviewed journal.

» Studies published in English.

» Studies published since 2000.

» Studies published in Western countries to ensunedgeneity of the articles and to

take into consideration cultural differences inex@nces of sexuality.

The following exclusion criteria were set:

» Studies utilising quantitative methodology.

> Case studies.

> Mixed method studies.

» Studies not published in English.

» Studies examining same sex relationships exclusivel

» Studies examining the perspective of only malesnty females.

» Studies from the perspective of staff, family oofpssional caregivers.
7



Procedure

The review process was based on PRISMA guidand&e(aii et al., 2009). Initially the

titles of the papers were examined and compar#éuketoeview objectives. If these were
deemed to be potentially relevant, the abstracts wensulted. If abstracts were not
available, or did not provide sufficient informatito assess the relevance of the article, the
full text of the article was obtained and its releee was decided upon from there. Eight
papers were identified for inclusion in the finaview. Their reference lists were then
examined. No further studies were identified. Aerwiew of the screening process is

provided in Figure 1.

Figure 1: Overview of systematic search process argfudy selection

Records identified through
database searching (n = 836):

EBSCO (CINAHL, Medline,
PsycArticles, Psychological
and Behavioural Science
Collections) (n=192)

OVID/EMBASE (n = 644)

<4

Records remaining after
duplicates removed
(n=787)

¢

Full text articles excluded (n = 21)

Records screened for
eligibility Reasons for exclusion:
(n=787) ® Papers not published in Western countries (n=1)
® Quantitative studies (n=1)
® Studies not from the perspective of individuals with learning difficulties (n =2)
® Review articles (n=3)
® Case studies (n=1)

) ® Participants under age of 16 (n =1)
Full-text articles assessed for o Studies specifically regarding sex education group (n=1)

eligibility (n =29) ® Studies about same sex relationships exclusively (n =4)
® Studies about only males or only females (n =7)

<4

<4
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e esmc(s_; Inreview Iﬁ Articles identified from hand searching (n =0)




Data Extraction

A data extraction table was compiled for the eighluded studies (see Table 1). This
table provided a description of each study charaties including authorship, year and
country of publication, study aims, participant idweristics, data collection method,

method of analysis and themes.



Table 1. Characteristics and Themes of Included Stlies

Authors, Study Aims Data Collection | Method of Sample Themes
Year and Method Analysis
Country
White and | To explore whether Semi-structured| “Qualitative 3 malesand 5 | 1) Experience of relationships
Barnitt individuals with LD feel interviews. methodology females aged 18 2) Future of current relationships
(2000) empowered or discouraged emerged from to 35. 3) Others’ involvement in relationships
when they engage in an hermeneutic 4) Positive and negative views of relationships
England intimate relationship. phenomenology-
four readings
approach”.
Lesseliers | To explore how the sample | Semi-structured| “Qualitative 23 females and | 1) Experiencing relationships under structural pedsonal pressure
and Van perceived their relationships | interviews. enquiry”. 11 males aged | 2) Love? Yes but not too much
Hove and sexuality. 20 to 65. 3) The experience of sexual intimacy
(2002) 4) Love? Oh yes but it's not allowed
. 5) Confusing relational conflicts and insufficiemtparental support
Belgium 6) The burden of guilt and disapproval
7) Painful confrontations: sexual abuse at homeiasérvice facilities
8) Getting married and having children: not alwayshoice
9) Sex education: very much needed
Kelly et To provide an understanding| A series of Thematic analysis. | 7 females and|81) The extent of participants’ knowledge about sdikyiissues and
al. (2009) | of the views, experiences and focus group and males aged 23 | practices
aspirations of people with LD| individual to 41. 2) Participants’ expressed desire for sexual atithirie relationships
Ireland in Ireland in relation to their | interviews.

sexuality and romantic
relationships.

3) Prohibition
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Authors, Study Aims Data Collection | Method of Sample Themes
Year and Method Analysis
Country
Sullivan et | To explore the experiences | Semi-structured| Interpretative 6 males and 4 | Superordinate theme: Touching people in relatignssh
al. (2013) | and perceptions of close interviews. phenomenological | females aged 41 Subthemes:
relationships of people with analysis. to 60. 1) Is wrong
Scotland | LD. 2) Unsafe to talk about
3) Suggesting is safe
4) No freedom or fun
5) Being touched
Rushbrook| To explore the experience of| Semi-structured| Interpretative 4 males and 5 | 1) Desiring relationships
eetal intimate relationships of adultsinterviews. phenomenological | females aged 21 2) Expressing sexuality
(2014) with LD. analysis. to 58. 3) Having relationships
4) Who has control?
England
Rojas et | To explore the ideas of Semi-structured| Thematic coding. 10 males and 6 1) Couple relationships
al. (2014) | individuals with LD in interviews. females, aged | 2) Sexual relations
relation to their sexuality and 18 to 39. 3) The role of families and professionals
Spain sexual lives.
Wilkinson | To explore the experiences of Semi-structured| Interpretative 2 males and 2 | 1) Struggle for “as normal as possible” adult idgnt
et al. 4 young people and their interviews with | phenomenological | females aged 19 2) The struggle for sexual identity as a ‘normalit identity.
(2015) carers in relation to their people with LD | analysis. to 22 and their
sexual identity alongside their and their carers. carers.
England LD identity.
Turner To explore how adults with | Semi-structured| Thematic analysis. | 3 males and 2| 1) Sensuality
and Crane | mild LD live out their socio- | interviews and females aged 21 2) Intimacy
(2016) sexual lives. observations to 54 with mild | 3) Sexual experience
LD. 4) Sexual attitude
USA

5) Sexual self-identity

11




Quality Appraisal

It is recognised that the use of quality appraisals to rate qualitative research is an area
of some controversy. It is suggested that qualiscklists are too rigid, thereby
jeopardising the unique characteristics of qualitatesearch (Barbour, 2001) and that
there is a lack of transparency when using quajyraisal tools (Dixon-Woods et al.,
2004). In an attempt to overcome these difficalt@/alsh and Downe (2006) designed a
quality appraisal framework for qualitative reséadgased upon the review and synthesis
of existing tools (Appendix 2). They identified &8sential criteria that can be used to
assess the quality of qualitative studies, irrespeof their theoretical stance. This tool
was used to assess the identified papers fordkisw. If a study was considered to meet
over 50% of the prompts, it was considered to lmagethe essential criteria for that
standard. The issue of subjectivity when using thol was recognised and therefore a
second researcher, who was independent to the, satdd a sample of the studies (n=5).
Overall, the ratings were generally consistent \aitly discrepancies being resolved
through discussion, resulting in full agreemenhe Tramework was used to provide an
overall indication of the quality of the studieather than to exclude studies that had not

met a predetermined threshold (See Table 2).

12



Table 2: Quality Appraisal of Articles
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White and
Barnitt, 4 4 v X 4 X v’ X X v 4 v’
(2000)
Lesseliers
and Van v v X X 4 X 4 X X v v v
Hove
(2002)
Kelly et al.
(2009) v v X 4 4 X v’ v v X v v
Sullivan et
al. (2013) v v v v v v v v v v v v
Rushbrooke
etal. (2014)| v v 4 v v 4 v v v X v v
Rojas et al
(2014) v v v v v v v v v X v v
Wilkinson
etal. (2014)| v v v v v v v X v v v v
Turner and
Crane v v v v v v v v v X v v
(2016)

Method of Synthesis

Meta-ethnography (Noblitt and Hare, 1988) was aelbjrt order to synthesise the research
studies. Meta-ethnography is an interpretive apgnontended to combine the findings of
qualitative research to establish a new underlintgypretation or third-order construct,

whilst still preserving the concepts and integafythe original data (Britten et al., 2002).

13



It allows transparency with regard to the procdsanalysis and how the findings are
obtained. This review followed the seven-stagegse outlined by Noblitt and Hare’s
(1998) and the process was also informed by therigisns and worked example

provided in Britten et al. (2002).

The initial stages of meta-ethnography involveddeining the research question,
defining the focus of the review and identifying tstudies to be included. The studies
were then read several times to facilitate famitlyawith the detail and content of each.
Each study was then compared to the next in choginedl order, examining the
similarities and differences in concepts betweaheg&ommon concepts that emerged
were compiled as headings into a table. Quotatmalsdescriptions that were concordant
with each concept were organised under these hgsadiNew third-order themes were

created that explained the emergent concepts a&sé tire outlined in the results section.

14



Results

The themes presented by the authors in the eigtitest are displayed in Table 1. Five
new third-order themes were developed through tbegss of meta-ethnography: 1)
“Everybody loves to be lovedDesire for intimacy; 2)People think they can rule you
because you've got a disabilityl:ack of control; 3) Sex ot for us”; 4)“l seen sex in
films once”: Misconceptions and confusion about sex and relghips and 5)They want
our safety”: Keeping safe. Each of these themes will be digzussturn. Quotations
directly from participants in the studies are pnéed in italics, quotations from the papers

are not.

“Everybody loves to be loved.Desire for Intimacy

This theme encompassed the wide range of expesateseribed by people in relation to
intimate relationships with others. A number oftggpants were in relationships or
married. They described the value they placetieséd relationships and their affection

towards their partners:

‘[The relationship] means a lot to me...Er, | couldpart with him. Right, | love

him that much, its part in me heart(Rushbrooke et al., 2014, pg. 534).

Although many participants were not in relationshifiey expressed their desire to meet a

partner:

‘I love [girlfriends] myself! It's too good! (...)Wwish (to) God I'd one myself!

(Kelly et al., 2009, pg. 312).

“I'd like to have a proper boyfriend, | really wadil ‘cos I'm a kind loving person

and | don't hurt people.{White and Barnitt, 2000, pg. 273).

15



Some participants described their loneliness asaltrof not being in relationship. They
talked about their distress at not having achigxeditional life goals, for example getting

married or having children:

“l see that in my family they are married and hayddren and all that... well it
makes me cry, but my great hope is to have a haysatner, and to have a

daughter.” (Rojas et al., 2014, pg. 60).

The process of starting a relationship was oftandght with difficulty and one individual
compared it tdlooking for a needle in a haystackRushbrooke et al, 2014, pg. 536).
Many described a lack of confidence in initiatiegationships or were restricted by their

limited social opportunities and by the influenddammily and professional caregivers.

There was a range of sexual experiences descrippdrbcipants in the studies. Although
the majority of participants found sex embarrassindiscuss with the interviewer, the
studies highlighted some positive experiences »faeboth men and women. One
woman said;Yeah, very. | do like sex. A lot.{(Rushbrooke et al., 2014, pg. 535). This
was in contrast to other studies that highlightesldifferences in the experiences of men
and women (Rojas et al, 2014; Lesseliers and VareH2002). In these studies, for some
female participants, sex was considered sometl@ogrglary, necessary to maintain a
relationship, whereas to male participants, sexavesre aspect of the relationship. This
was demonstrated by this woman’s statements aleauti gust did it to play... he liked it,

| didn’'t.” (Lesseliers and Van Hove, 2002, pg. 74). Thissistent with the passive
attitude that McCarthy (1999) found when interviegivomen with learning disabilities

about their sexuality.

In addition to sex, relationships were desiredrofeoto fulfil emotional needs including
‘company, support, love and affection’ (Rushbroekal., 2014, pg. 534). People

described finding pleasure in spending time in anether's company:

16



“Um, she makes me a coffee, | make her a coffebawe a coffee, we’ll listen to a

CD in the bedroom or we’ll go for a lovely walk(Sullivan et al, 2013; pg. 3460).

Many people placed emphasis on non-sexual intilmatt@viour and this physical intimacy
was considered to be an important part of a relatigp and was related to a feeling of

connectedness with a partner:

“He used to put his two arms around me insteadisf pne it was two [...] it made

me feel more secure(Sullivan et al., 2013; pg. 3462).

“People think they can rule you because you've gadlisability”: A Lack of Control

All the studies identified the lack of autonomyttpaople with learning disabilities
believed they had with regard to developing intienaiationships. There were a number
of factors that contributed to this sense of latckamtrol. Many participants described
their lack of confidence in initiating contact wiplotential partners. Some described being
explicitly prohibited from developing relationshipg professionals or family caregivers.

It was apparent that many participants believedegsional or family caregivers had the

ultimate control over their relationships:

“You can’t choose the colour that you like. Aslvaslyour boyfriend you can’t

pick.” (Rushbrooke et al., 2014, pg. 537).

Many participants described their experiences laticnships being explicitly forbidden

by their family or professionals:

“[...]1 said to my mother, um, I'm going to invite h® stay with me at my house
and she turned around and said well if you're gdinglo that don’t come back to

the house... | phoned her mother to say that, uhhdite to ask her to leave

17



because my mother says if I'd if | have her intibase then she’s going to disown

me.” (Sullivan et al., 2013, pg. 3460).

There appeared to be a tension between the partitspchronological age and ongoing
dependence on others, with caregivers findingfitcdit to acknowledge participants’

adult identity:

“He doesn't think | am capable of living with myrpzer [...] He is my legal
guardian and I love him a lot but | don’t know wingy doesn’t allow me to take that
step. | have told him many times that | am 37 yedd.” (Rojas et al., 2014; pg.

60).

Many described being reprimanded for engagingtimiaite behaviours or expressed their
fears of the potential consequences of doing sexXample that they may risk losing their
residence (Lesseliers and Van Hove, 2002; Kelbl.e2009; Rojas et al; 2014). As a
consequence of this, some participants engageztiesy to hide relationships from

others.

It was not always clear whether the preventioretdtronships developing was always
intentional, for example through people moving tieeo residential settings. One woman
expressed that she did not want to fall in lovaragacause she had to move and so lost
the person with whom she had a relationship (Lessehnd Van Hove, 2002). In addition
to prohibiting relationships, some participantsore@d the impact of the environment on
their autonomy, and described a lack of opportunitgrivacy to pursue intimate

relationships:

“Having support there all the time we couldn’t féilke we could do things what
normal people do in a relationship. Like, kissgdle, hold hands...And we felt like
that we didn’t have space and it felt quite intiatidg for me, having staff there all

the time. And it was like a bit of a pain in threeas well, because we couldn't,

18



like, have a proper conversation, cause staff'dikeear wigging, d’you know

what | mean, so we felt uncomfortable as wellRushbrooke et al., 2014, pg. 538).

For some participants, they were dependent on stifspn staff to be able to find

opportunities to meet partners:

“[the gay bar is] open too late... | need someon@wan work that long

(Wilkinson et al, 2015, pg. 101)

Participants’ lack of control over developing reaships also appeared to relate to their
perceived lack of skills or confidence in develapielationships. Sometimes attempts to

initiate intimate and non-intimate relationshipsr&vaot reciprocated:

“I-I like to be friends with them and sometimes, titfey don’t want to be friends
with me. Or | don’t want-or uh, socialising-soggahg with me.”(Turner and

Crane, 2016, pg. 682)

Sex is“not for us”

Participants across several of the studies disduss#r own beliefs or the beliefs of others
about the inappropriateness of sex because theg lesatning disability (Lesseliers and
Van Hove, 2002; Kelly et al., 2009; Sullivan et @013; Rushbrooke et al., 2014). They
discussed being punished for engaging in sexua\elrs, or even if people suspected

this had been the case:

“Somebody said we were having sex, but we werawinly sex at all, we were just
chatting [...] and they took us down and put us itedgon together.”(Sullivan et

al., 2013, pg. 3460).
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“l did kiss one of them on the lips at the time Rviow, it was just nice (...) and
she was happy and | was happy so [...] | was caugtithen | got told off...”

(Kelly et al., 2009, pg. 312).

Some participants used negative language to talktadex, for example describing sex as
“yucky or dirty” and“not for them” (Lesseliers and Van Hove, 2002, pg. 73); highirgit
possible underlying beliefs that people with leagndisabilities should not engage in sex.

These views also appeared to be reflected by cameqi

“Cause | had brain damage, [Mum] thinks that | skanit be with men. | should
be on my own. But | don’t want that, I'd soonevéa relationship.”(Rushbrooke

et al., 2014, pg. 535).

It was clear that some participants did not fe@hfmrtable discussing sex and often used
indirect terms when referring to sex, despite béiregage where sexual relationships
would typically be developing or developed (Sulhivet al., 2013). This may be a normal
response when discussing sex with a stranger;@noght surmise that people believed it
was inappropriate to either engage in or discussadehaviours. Wilkinson et al (2014)
highlighted the tension that existed for particigaoetween their learning disability
identity and their ‘normal’ identity. It was progped that the people in the study felt that
having a sexual identity was an unachievable gwahfem because of their learning
disability. This view also appeared to be shanethbir carers and their dependence on

their carers to provide support about sex, meattttieir sexual needs were not addressed.

Having a learning disability also made it diffictdt form relationships and one person
suggested that starting relationships were easiépé&ople who are more attractive,

slimmer, that's the way | see it(Rojas et al, 2014).
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“l seen sex in films once.”Misconceptions and confusion about sex and relatiehips

Many of the studies detailed participants’ miscqioms and inaccurate information that
people held about sex and relationships (Kelly.e809; Lesseliers and Van Hove, 2002;

Sullivan et al., 2013; Rojas et al., 2014, Turned &rane, 2016):

“l think they just make love, ken, man and wife ardust makes love to her [...]
it's all about like, how to make babies, and hdee lihat. And how the, how the
man puts his penis in the lady’s vagina and thekandhe egg and then there’s the

baby.” (Sullivan et al., 2013, pg. 3461).
“Grace: And what kind of things did [your mum] tgibu about [sex education]?

Elizabeth: About the development. About peopletimg me (...) Harassment.”

(Kelly et al., 2009, pg. 310).

This first description illustrates the participantinderstanding of sex in purely
mechanistic terms, with the ultimate goal to repice] rather than for pleasure. These
guotations suggest that the sex education thesieipants had received had focused
primarily on the biological and harm-reduction agpef sex education. Some
participants lacked confidence in understandingdetional aspect of sex and felt they
were given little support or guidance in undersiagdhow to develop and maintain a

relationship:

“Well, when you know you truly like someone, | ddmow, for example, how to
carry out a relationship, | mean as | have nevedr | don’t know how to go about

it.” (Rojas et al., 2014, pg. 61).

Information about sex was often gathered throughtiedia, for example by television and
films, and in Turner and Crane’s (2016) study, padicipant described learning about sex

by watching pornography. Receiving information @gex in this way appeared to have
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an impact on the sexual acts they engaged in anldtiguage that they used to describe
these acts, for example, thinking of sexual behagin terms of “affairs”, as it is
commonly labelled on television programmes (Ketlale 2009). These participants

described how their understanding of sex had hafurenced by the media:

“When you’re in bed. Beside them (...) They put tieds around ya (...) Or
give ya a kiss or something (...) And someone wal&aad found ya in bed.

Someone else (...) And then war break o{i€elly et al., 2009, pg. 311).

“l seen [sex in films] once. They were lying-isigt down beside the fire with two
glasses of wine [...] and romantic music playin’ be €D player in the

background and the nice fire lit and all(Kelly et al., 2009, pg. 310).

These quotations highlight the impact that accessiformation about relationships
through the media has on an individuals’ understapdy providing an unrealistic,
confusing and idealistic depiction of relationshgmsl sex. Clearly, learning about sex
from pornography has the potential to be even makadaptive, particularly if it portrays

negative gender stereotypes or abusive sexual acts.

“They want our safety”-Keeping safe

Participants across four studies discussed theienstanding of their vulnerability
(Lesseliers and Van Hove, 2002; Sullivan et all2@®Rushbrooke et al., 2014; Wilkinson
et al, 2015). Males and females in two studiesmilesd incidents of abuse they had

experienced (Lesseliers et al., 2002; Sullivar.e@13):

“I had to go to the hospital to get an abortionwsll. | had to get rid of it as well

and it wasnie, it wasnie my doing, but | just hadgét it done [...] because, um, |

22



was surely, | should say raped. Really bad. Rdadd. It was horrible.”

(Sullivan et al., 2013, pg. 3462).

“Really awful. In fact one of my boyfriend’s acliyaattacked me.(Rushbrooke et

al, 2014, pg. 536).

Many participants appeared to recognise that caegegsaw them as vulnerable:

“They want our safety. If I'm delayed a bit londdrave to call them to make sure

I’'m, why I’'m a bit late or something(Wilkinson et al., 2015; pg. 100).

They also described the ways caregivers trieddiept them as a consequence of their
vulnerability, for example in Rushbrooke et al2014) study, staff accompanied one

woman on dates with her partner:

“The guy mightn’t like it. Cause he says, ‘whyydw always have to have staff
around you all the time?’ Which is understandablepuldn’t like it myself.”

(Rushbrooke et al, 2014; pg. 536).

In Wilkinson et al’'s (2015) study, it was suggestieat carers are often “caught in the
tension between empowering young people with legrdisabilities and the concern that
young people and adults with disabilities are attgr risk of abuse.” (pg.102) and some
participants recognised that this behaviour was @ensequence of protection. Some
participants recognised their own vulnerability aodight out support from caregivers, for

example to help them to identify appropriate pagne

“I think 1 do need a bit of support. But a bitleélp... and that’s to like meet
people... And so yeah, gives me a bit of confidenspdak, and see if | can meet
the right one, and could say to them, “well whatydo think about this fella?” and
they could come and meet him and see like if le@ms to be like a bit dodgy.”

(Rushbrooke et al., 2014, pg. 536).
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Discussion

These findings demonstrate that the area of seydatiindividuals with learning
disabilities is fraught with tension. Many of tkesadividuals clearly desire intimate
relationships with others but they lack the conénodl autonomy over their own lives to be
able to pursue and maintain these relationshipiigtlights the polarised views that
appear to exist in individuals with learning didaigis in relation to their sexuality. Many
individuals described fulfilling, healthy sexualatonships; with others describing
negative, out-dated views that reflect prejudisiatietal views of the past. Furthermore,
the positive experiences of many of these indivgllias in stark contrast to the
devastating experiences of those who have beemgicf abuse. A further significant
finding of this review was the inaccurate inforneatiand beliefs that many individuals
held about sex; which appeared to be a consequémel/iing upon informal sources of

sex education, for example through the media.

This review clearly demonstrates that, unsurprigingdividuals with learning disabilities
do desire and find pleasure in affection and intiyndut face barriers in establishing such
relationships. These findings highlight the imparte of individuals having the
opportunities and support to be able to developisognt intimate relationships, which
could include sexual intercourse or other non-skfanms of physical intimacy and
affection. Caregivers appear to play a significqafe in the relationships of individuals
with learning disabilities, often leaving them fiegl powerless to pursue and maintain
relationships. It was apparent that caregiversctly or indirectly prohibited intimate
relationships and even non-sexual physical ac#gfettion. These findings are consistent
with other research in this area (Knox and Hick&fi)1; Lofgren-Martenson, 2004). Itis

important to consider the attitudes and beliefaofily members and professional
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caregivers to help us understand why this proloibitf sexuality may be occurring.
Research suggests this may be due to beliefs dogigwith learning disabilities are either
asexual and childlike (Szollos and McCabe, 1993)ypersexual (Taylor Gomez, 2012).

It is likely that these attitudes contribute toeggivers’ ambivalence or resistance in
supporting people with learning disabilities froeveloping intimate relationships with

others (Hingsburger and Tough, 2002).

Given that statistics suggest that individuals Watrning disabilities are more likely to be
abused than their non-learning disabled peers @tatrohnson and Drum, 2006), it is
understandable that staff would want to protecividdals from abuse. The vulnerability
of people with learning disabilities was identifiedseveral of the studies in this review,
and some patrticipants disclosed experiences obsexu physical abuse. Some
participants recognised that others viewed thenuleerable, and others perceived
themselves as vulnerable as a result of their leguaisability. Individuals with learning
disabilities have poorer knowledge of sexual mattkan their non-learning disabled peers
which may impact their understanding regarding eahgO’Callaghan and Murphy, 2007)
and how to identify abuse in a relationship (Murpimg O’Callaghan, 2004). These
factors can result in an increased vulnerabilitglhase, however, Turner and Crane (2016)
suggest that overprotection may become a selflingiprophecy, where individuals
become more socially and sexually incompetent amdequently more vulnerable. Itis
therefore imperative that services strike the gppate balance between protecting
individuals from harm, whilst allowing individuale explore and express their sexuality to

avoid placing them within a ‘Prison of Protectigrfingsburger 1995).
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Understandably, many participants felt uncomfogabscussing sex openly with
interviewers and used indirect terms when refertingex (Sullivan et al., 2013). This
may have been a natural consequence of discussieiry @ersonal and sensitive issue; or
this could reflect their negative beliefs about.s®espite some embarrassment,
encouragingly, some participants described poshelefs about sexual behaviours;
however, other studies revealed that people thosghtvas wrong or inappropriate. Some
described being warned against or punished forggngan intimate behaviours.
Furthermore, it is suggested that caregivers doetent to discuss sex with individuals
with learning disabilities for fear this might encage sexual behaviour or may be an
intrusion on their privacy (Abbott and Howarth, ZO®urphy and Elias, 2006). The
negative attitudes expressed by participants itykatlal’s (2009) study may in part be a
consequence of legislation in relation to individuaith learning disabilities in Ireland,
where the law states that unless married, peogtelearning disabilities cannot engage in
sexual intercourse. Although this act has nevenhesed to bring a prosecution, Kelly et
al (2009) suggest that the presence of this lavermihes the rights of those with learning

disabilities in Ireland.

The findings of this review demonstrate that edocatraining and resources need to be
available to promote healthy and adaptive beligisragst both individuals with learning
disabilities and their caregivers, so that theqied that promote safe sexual expression are
facilitated into the day-to-day reality in serviceBurner and Crane (2016) suggest that
staff should have open conversations about anishaiV's sexuality, sexual interests,
history and challenges as part of care planningimgse This would help to normalise the
idea that sexuality is an important part of anwidlial’s overall identity and help services
consider how best their needs can be met. It sialportant that services consider that

sexuality encompasses more than just sex; angd¢ogie may wish to express their
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sexuality through a range of intimate behaviouhsas handholding, touching, talking,

embracing or kissing.

This review also contributes to our understandihthe gender differences that exist in the
area of sexuality. There are differences in hodesand females experience sex. The
findings of this review indicate that although sow@men described positive experiences
of sex, for many others, they described a passikein sexual encounters, often
characterised by a lack of pleasure and this wasistent with the findings of other
studies (McCarthy, 1999; Bernert and Ogletree, 2013s suggested that limited
communication skills can affect an individual’slaito be able to direct their partners to
act in pleasurable ways (Bernert and Ogletree, ROR&search also suggests that women
often engage in abstinence due to their concerostgdmssible negative outcomes of sex,
for instance unwanted pregnancies and sexuallginéated infections (Bernert and
Ogletree, 2013). It is pertinent that both maled 'emales are empowered to be able to

make informed decisions about sex based on accamdtbalanced information.

A striking finding of this review was the level imfaccurate information about sex
expressed by the participants in these studieghé&unore, many individuals were clearly
seeking out information and resources, particularelation to developing and
maintaining relationships. Research has founditiai¥iduals with learning disabilities
have less access to informal sources of sex educatid rely more heavily on caregivers
to provide them with information about sex (Powmdlal., 2011); but in the present study,
individuals indicated that they felt embarrassed f@arful of discussing sex with family
members or carers. Furthermore, it is importafiet@ognisant of the type of sex

education offered to individuals with learning diggies. The findings are consistent with
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evidence that suggests that sex education is ysualbgically oriented and taught as
rules and restrictions (McCarthy, 1999). The fiigdi of this review indicate, that if
individuals with learning disabilities are not giveormal methods of sex education, then
information may be gathered from informal, oppoistin methods, such the media, which
can result in inaccurate, idealistic and unhelpfahs. Support and training must be
provided to family members, carers and staff, wieolikely to be the primary source of
sex education for individuals with learning disélak. Clearly, people need to be aware
of potential negative outcomes and risks associatétdsex; but education should not be
exclusively risk-focused. This education also rsedfocus on positive and pleasurable
aspects of sexuality and relationships. Researdfrdowley and Wilson (2016) found that
young people with learning disabilities said thegyt wanted informal opportunities to
discuss sexuality and relationships with professi®present to provide guidance and
structure. Services should therefore consider th@se opportunities could be enacted. It
is pertinent that we consider the perspectivesefsehnd wishes of individuals with
learning disabilities themselves, so we can prosigigport that is meaningful and sensitive

to their needs.

Individuals with learning disabilities should bdeabo make informed decisions about
whether or not they wish to engage in intimatetieteships or abstain from sexual
behaviours, however, it is critical that decisiat®ut abstaining from sex should not be
made as a result of fear, misinformation or asresequence of overprotection. Health and
social care providers must achieve the delicatarical between protecting individuals with
learning disabilities from harm, whilst allowingetim the opportunities and providing them

with the support to make informed decisions abbeirtown sexuality and relationships.
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Limitations

This review discusses themes synthesised fromestudgarding the sexuality of adults
with learning disabilities. Clearly, there are denspecific issues as previously discussed.
There are also issues affecting those who ideasifiesbian, gay, bisexual or transgender.
For example, sex education is usually biased towatdrosexual relationships (Chivers
and Mathieson, 2000). People with learning disidsl who identify as LGBT face
barriers to making choices in relation to theirusdity as professionals working with them
make heterosexist assumptions and same-sex sehaliburs are often interpreted as
threatening or challenging (Abbott & Burns, 200The author considers that papers
exploring attitudes and experiences of learningldesd females or males exclusively, or
addressing those who identify as LGBT should bgestilto synthesis to facilitate our
understanding of these pertinent issues; howewvisrias considered to be outwith the
scope of the current review. The author suggéststihese topics should be addressed in

separate reviews to ensure that they are giveicsuff consideration.

The cultural context of each study should alsodesitlered when reading this review.

For example, it is important to note that Kelly asadleagues’ (2009) study was conducted
in Ireland, where religion influences educationrimuum and social policy and this is
likely to influence the attitudes of participantsthis study. This study highlighted the

prohibition of sexuality, although this theme wésoadentified in other studies.

Although efforts were made to audit the review pss; by having the papers rated by an
independent marker and by discussing the thirdrdigames with another researcher, the
process of meta-synthesis involves a degree oéstiaty and interpretation. The process

of synthesis will have inevitably been influencedtbe authors own experiences and
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values and it should be noted that this review kgllone of several possible ways of
interpreting the studies included in this revielurthermore, the author was conducting
research exploring the sexuality and sexual dewedoy of young adults with autism and a
learning disability from the perspective of theiotimers. It is important to note that this
research may have had an impact on the interpratafithe studies included in this
review. The author was engaging in a reflectivenatuwhilst conducting these pieces of

work in order to minimise any bias.

Conclusions

This synthesis provides insight into the beliefd arperiences of individuals with learning
disabilities in relation to their sexuality andimate relationships. The review clearly
indicates that intimate relationships are an imgraraspect of their lives but that at
present; various factors inhibit their ability togage in these relationships. This review
illustrates that consideration should be taken wireriding health and social care to
ensure that individuals with learning disabilitiesve the opportunities to be able to
develop safe and positive relationships. For exarsg@rvices should consider how to
provide private spaces and social opportunitieadet others. Sexuality should be
considered as one of the overall factors that dmute to an individual’s wellbeing as part
of the care planning process. Furthermore, educaind accessible resources are essential
to provide accurate information on the positive antbtional aspects of sex and
relationships, in addition to providing informatiabout the biological aspects of sex and
the associated risks. Families and caregiversakgy role in the provision of sex
education and in supporting sexuality and the dgraknt of relationships and they need
to feel confident and supported in doing so. Irdiinals with learning disabilities need to
receive proactive support in order for them to digy@ositive sexual identities and

relationships. It is pertinent that that we conéro listen to the experiences, beliefs and
30



wishes of individuals with learning disabilities we understand how best to meet their

needs.
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Plain English Summary

Background:Sexual development is an important part of growipg People who have
autism and a learning disability have sexual fgmliand demonstrate many of the same
sexual behaviours as typically developing peoplewever, sexual development can be a
difficult time for young people with autism andeatning disability as it can often be hard
for them to understand social rules. Their parpteg an important role in supporting
them with their sexual development and providinghwihem with information about sex.
Understanding the experiences of their parenthegmus to support families with the

sexual development of young people with autismatehrning disability.

Aims: This study aimed to better understand mothers’ eipees and beliefs in relation to
the sexual development of their sons with autisthamoderate or severe learning

disability.

Methods:Five mothers of males aged between 16 and 24 wesevziewed about their
experiences of supporting their sons with theiuséxlevelopment. The semi-structured
interviews were audio recorded and then transcrémebtlanalysed using interpretative

phenomenological analysis.

ResultsThe findings of the study showed that mothers playmportant role in
supporting their sons’ sexuality. Mothers also neat about the potential impact of some
of their sons’ challenging sexual behaviour. ThEyved their sons’ sexuality as an
important part of their identity, but they also sé&was a potential burden to their sons.
They described their worries about giving theirsoriormation about sex in case this
increased their sons’ sexual behaviours. Thegth#bout the importance of
communicating clearly when discussing sexualityhwiiteir sons. Mothers also discussed
their fears of their sons being abused. A furthmggortant finding was that mothers

worried about who would love their sons when theyawno longer able to.
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ConclusionsThe study provides us with new understanding ofhais experiences of
supporting their sons with autism and a moderatewere learning disability with their
sexual development. This was found to be an inapoissue for these mothers. Families
need to be given more support and information tp theem feel confident to support their
sons with their sexual development. Services sl to be aware of how to provide
physical affection to people with autism and ané@ag disability when their families are no

longer around.
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Abstract

The sexuality and sexual development of individwatle autism-spectrum disorder (ASD)
and an accompanying learning disability is a ndghbarea, despite the fact that this group
have the same sexual desires as their typicallgldping peers. Due to the socially
marginalised position these individuals are ofteced in, parents play a key role in
supporting them with their developing sexualityisitherefore important to understand
parents’ experiences and perspectives about tfisprimg’s socio-sexual needs. Five
mothers of sons with ASD and a moderate to seeaming disability aged 16 to 24 were
recruited from voluntary organisations and intemad. Interviews were audio recorded
then transcribed and analysed using interpretatvmomenological analysis (IPA) to
draw out key themes from their narratives. Theseatives were fraught with tensions;
mothers’ acknowledged their sons’ sexuality ashaportant part of their developing
identity, but their sons’ sexuality brought manyliénges. They wanted to provide their
sons with appropriate education, but were concetimgicby doing so, they could increase
problematic sexual behaviours, which could resuliarious negative consequences. The
mothers also expressed their concerns about whédumre their sons when they grew up.
There was an overarching sense that these motleeesdesperate for support and
information to help improve their confidence in paging their sons’ socio-sexual needs.
This study highlights the need for sensitive and@e-centred support to both young
people with ASD and an accompanying learning diggfand their families in relation to
their sexuality and sexual development. It alghhghts that services need to consider
how to meet this group’s need for physical intimaag affection when their family

members are no longer able to do so.
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Introduction

Sexual development is a critical milestone of asioé&ce, occurring irrespective of
intellectual ability (Koller, 2000). Sexual devplaent is a time of growth and
exploration, characterised by a myriad of physipaychological and behavioural changes
which often brings challenges for young people thed families (Kar et al., 2015). Often
sexual development is a sign of a young persomwimg autonomy, however, for young
people with autism-spectrum disorder (ASD) and @ompanying learning disability,
their continuing support needs means they oftenal@ain the same independence as
their typically developing peers and may contimueely upon their families for support in

many areas of their lives, including with their sakdevelopment.

The sexuality and sexual development of individwath ASD is often considered to be a
neglected area (Gougeon, 2010), which may be # adhe inaccurate perception that
these individuals have no interest in sexual behavand developing intimate
relationships. However, research has dispellesktineyths by clearly demonstrating that
both those with high functioning autism and thosen VWSD and a learning disability
desire intimate relationships with others (Hellesiahal., 2007) and demonstrate a range
of sexual and intimate behaviours including masitiom, handholding, hugging, kissing,
touching and attempted sexual intercourse (Byeas ,€2013; Hellemans et al., 2007; Van
Bourgondien et al., 1997). Encouragingly, thereeapp to be increasing acknowledgement
that these individuals have a basic right to a akliie. Despite this, the reality is that the
sexuality of individuals with ASD can be difficutt navigate due to the sensitive and
deeply personal nature of this area and the p#atichallenges facing this group in

relation to their sexual development.
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These distinct challenges facing individuals witB[Ain relation to their sexual
development relate to their specific impairmentsanial communication; social
interactions and repetitive, restricted and steyeexd repertoire of behaviour (American
Psychiatric Association, 2013). Those with ASD aridarning disability also experience
impairment in intellectual functioning and adaptfuactioning in conceptual, social and
practical skills (American Psychiatric Associati@®13). These impairments can have a
significant impact on how these individuals areeabl express their sexuality. Individuals
with ASD and an accompanying learning disabiligrtigularly those with moderate and
severe learning disabilities, are likely to lack ttapacity to make decisions necessary to
form healthy relationships and maintain approprszteual boundaries (Swango-Wilson,
2009). Since relationships may not be possibléHigrgroup, it is critical that we consider

how these individuals can express their sexuality safe and appropriate way.

A specific challenge in the expression of sexudi@y in the fact that these individuals’
sexual desires are accompanied by a lack of seodgrstanding, and can therefore impact
their ability to make judgements about the apprdpriess of engaging in particular
behaviours in public. Research demonstrates timésoung males who have ASD and a
learning disability have been found to expose tledves to others, masturbate in public
places and attempt to touch other peoples’ geni@ilkerg & Coleman, 1992). Such
behaviours pose a potential risk to others anceas® the individuals own vulnerability to
sexual abuse. Many of the behaviours exhibitethbge young men are normal sexual
behaviours, for example, masturbation (Fegan £1883) but are enacted in inappropriate
ways. It is suggested that individuals with ASDyreahibit inappropriate sexual
behaviour as a way of imitating what they beliewdé normal sexual acts (Day, 1994).
This is likely to be a consequence of their lackioflerstanding about the social norms

governing acceptable sexual behaviours.
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Furthermore, the repetitive, restricted and stgypeat behaviour often exhibited by
individuals with ASD can lead to inappropriate fisas and obsessions. Some case
reports highlight difficulties in relation to statig, paraphilia’s and compulsive
masturbation, although these incidences are carside be rare (Ray et al., 2004;
Realmuto and Ruble, 1999). These individuals lapepensity for self-stimulating
behaviours; which can manifest in masturbation; @search highlights that this is often
carried out in unsafe or inappropriate ways (Kempi®98). Due to the lack of capacity
and opportunity these individuals have to develmpsenting, healthy relationships,

masturbation is likely to be one of the only appiage sexual outlets available to this

group.

Given these difficulties, it is important to undersd how best to support individuals with

ASD and an accompanying learning disability to explheir sexuality in a safe manner.

Parents play a critical role in providing these rygppeople with support with their sexual
development. The socially marginalised positiagsthindividuals are often in limits their
opportunities to engage in sexual experimentatiwhthey do not have access to the
informal learning opportunities available to thigpically developing peers and therefore
often rely on their parents to provide this infotima. Previous research has been
conducted to explore the family perspective of yppaople with learning disabilities’
sexual development. Pownall and colleagues (264rt)ed out qualitative research to
compare their experiences supporting similarly agjblihgs with and without learning
disabilities with their sexual development. Thalfhgs suggest that mothers found it
more difficult to discuss sexual matters with thaiild with a learning disability than with
their typically developing child. This study higjhted the tension that exists between
their learning disabled offspring’s emerging adotiti and their ongoing dependence for

support with their needs. It also illustrated thmaithers adopted a reactive approach to
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dealing with sexual matters; but their typicallwdmping offspring’s growing autonomy
forced them to have these discussions; whilst thaiining disabled offspring’s ongoing
dependence needs provided reasons for avoidingsdimms about sex. Mothers felt there
was a lack of resources and information about lmsupport their offspring’s sexual
development; this is consistent with other finditigat highlight the lack of confidence and
support parents of people with learning disabsitieport in dealing with sexual matters

(Clegg et al., 2001).

As parents play such a crucial role in providing sducation and support to their
offspring with ASD and a learning disability, ungmnding their perspectives gives a
valuable insight into the support needs of theasmggeople, particularly as many of these
individuals will not be able to articulate their ov@xperiences and beliefs. A study by
Ruble and Dalrymple (1993) adopted a questionrsgapgoach to explore parents’
experiences of supporting their offspring with ABDrelation to sex education, socio-
sexual awareness and sexual behaviours. Thegeasigigested that parents believed sex
education was less relevant and they were ledy li&grovide this education to
individuals with more significantly impaired verbsltills. However, there was no
significant relationship between the verbal slallsndividuals with ASD and their display
of inappropriate behaviour. There was considerabi@tion in their concerns and beliefs
regarding sexuality, although the most significeaticern was identified to be their child’s
behaviour being misconstrued as sexual, or sexara\bours being misunderstood.
Quantitative studies such as Ruble and Dalrympledside valuable information about
parents’ beliefs and experiences but do not allswownderstand the personal
circumstances in which these are embedded. Poetall's (2011) aforementioned
gualitative study provides valuable insights irite perspectives of mothers of individuals

with learning disabilities but we continue to havkmited understanding of the
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experiences of the needs of those with ASD anccaomapanying learning disability. It is
vital that we develop insight into the support reeftlthis group. Understanding how best
to support individuals with ASD and an accompanyeegning disability and their

families will enable them to explore their sexualiit a safe and positive way.

This study aimed to address the gap in the liteedty undertaking an exploration into the
lived experiences and beliefs of mothers of sorie WSED and a learning disability,
specifically those with moderate and severe legrdisabilities, in relation to their sexual
development. The study utilised interpretativerimeenological analysis in order to
understand how these individuals made sense of thegor life experiences (Smith et al.,
2009). It is recognised that the experiencestbiefad are equally pertinent and also need
to be explored, but only mothers were includedhmpresent study to ensure homogeneity
of the sample. The study was open to mothersrmd and daughters but only the former
responded to recruitment advertisement for theystudTherefore, the primary aim of this
study was to explore mothers’ perspectives, betiatsexperiences regarding their sons’

sexuality and sexual development.
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Method

Design

A qualitative design was employed to understanceitperiences and beliefs of mothers of
sons with ASD and an accompanying learning digghilith regard to their sexuality and

sexual development.

Interpretative phenomenological analysis (IPA) stigates how individuals make sense of
major life experiences (Smith et al., 2009) andvadl descriptive and rich accounts of
these experiences (Smith & Osborn, 2008). Givanttiis study is following a line of
previous work (Pownall et al., 2011) and was ingzhtb increase our understanding of
mothers’ individual experiences and perspectivies, was selected due to its inductive
approach, in addition to its capacity to conduciradepth exploration of individual cases.
At the epistemological level, IPA is underpinneditsyemphasis on phenomenology and
understanding the perspective of the individuals &lso characterised by its emphasis of
the role of dual hermeneutics, in the form of a stage interpretation process; the
researcher attempts to make sense of the mearahththindividual gives to their
subjective experiences (Smith and Osborn, 2008A Has often been used to explore
major emotional life experiences and has been eBedtively to explore sexuality and life

transitions (Smith and Osborne, 2008).

Ethical considerations

Ethical approval was obtained from the College efdidal, Veterinary and Life Sciences,
University of Glasgow Ethics Committee (AppendixaB)d practice guided by The British
Psychological Society (BPS) Code of Human Reseatiits (2014). Applications for

amendments were requested to widen the inclusiteriarfrom 16 to 25 to 14 to 30 and to
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those fluent in English as opposed to English as thative language. An amendment was
also requested to advertise the study on the veesd social networking platforms of
voluntary organisations and to advertise at trgjraents. These amendments were

granted.

Participants

A purposive, well-defined, homogenous sample wagleyed to allow detailed

examination of similarity and variability within éhrsample (Smith et al., 2009).

The following inclusion criteria were set:

» Only mothers were invited to participate. This wagnsure homogeneity of the
sample, in line with the IPA approach (Smith et 2009).

» The participant’s daughter or son was requiredateeha diagnosis of ASD and a
moderate to severe learning disability. This wasficmed by mothers during
initial discussions to determine suitability.

» The participant’s daughter or son had to be agésdsn 14 and 30.

» The participant had to be one of the primary camgito the young person. The
mother was not required to be biologically relat@the young person, but had to
have lived with the young person throughout chitethand adolescence.

» Participants were required to be fluent in English.

Whilst mothers of both sons and daughters with A8D a learning disability were invited
to participate in the study, only the former regieuhto recruitment advertisement. There
are higher levels of males with ASD than femalest@ of approximately 4:1 (Ehlers and

Gillberg, 1993) and this ratio is considered tocactt for this.

47



This study followed recommendations by Smith e{2009) who suggest between four

and ten participants for a professional doctors¢aech project using IPA.

Various steps were taken to ensure the rigour ahidity of the analytic process was
maintained. A sample of the audio recordings wssred to by the author’s research
supervisor to ensure the quality of the interviedvsample of the transcripts and the
emerging themes were also read by the author'surgfssupervisor to provide an audit of
the process of analysis. The primary researchertaiaed a reflective journal throughout
the analytic process to chart key decisions thaeweade when drawing out themes. A
summary of each interview was created in ordenguee that the final themes were a true
reflection of the experiences of each of the pignaicts. The primary researcher ensured
that the final themes were grounded in quotatioos fthe participants’ narratives (Elliott

et al., 1999).

Recruitment

The principal researcher provided information aldbatstudy to ten voluntary
organisations providing care, support or advicedlviduals with ASD and/or learning
disabilities and/or their carers and one educatiesi@blishment. Details of the study were
also disseminated by another researcher condugfomgject in a similar area. The
primary researcher attended training events airhpdodessionals working with this group
to circulate details of the study. Following ialtcontact with the organisations, the
primary researcher followed up with telephone dallanswer any questions that staff had
about the study. Face to face meetings were affierall organisations to answer any

additional questions. Employees in the organisatdisseminated information regarding
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the study (Appendices 4 and 5) to service useextljyror online. Interested participants
then contacted the primary researcher directlye rHsearcher discussed the study over the
telephone with each participant, to answer questadiout the research and to ascertain
their suitability to take part in accordance witle inclusion criteria. If they wished to

proceed and met the inclusion criteria, an intevweas subsequently arranged.

Recruitment ran from August 2015 until April 2017 was extended due to the primary
researcher’'s maternity leave. There were diffiealtecruiting to the study despite details
of the study being widely disseminated to a varadtgrganisations. These difficulties in
recruitment prompted the decision to widen theusidn criteria and allow for the

advertisement of the study online as previouslgussed.

Sample

Participants consisted of five mothers of sons withagnosis of ASD and a moderate to
severe learning disability. Their sons were agstben 16 and 24. Their sons received

full time support from their families or professarcaregivers.

Five mothers made initial contact with the researdiut did not respond to follow-up
contact. Two mothers were excluded from taking padause upon discussion with the

primary researcher, it was established that theld clid not have a learning disability.

Background information about each participant isitled in Table 1 to provide context

(Pseudonyms have been used to preserve anonymity):
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Table 1. Participant Characteristics.

Anne lives with her husband and her son, James,isvb and has ASD and a
learning disability. She also has an older son mt@onger lives at home. James wil

be moving out soon into his own accommodation wherwiill receive full time care.

Frida lives with her husband and two sons. Heemwsbn, Kian, is 16 and has ASD

and a learning disability. He attends a specidbstschool.

Jane lives with her son, Daniel, who is 16, whoA8® and a learning disability. Sh
has an older son who no longer lives at home. ake partner but they do not live
together. Daniel spends time with his father aeg-snother and their children.

Daniel attends a specialist day school.

Elaine lives with her son, Sam, who is 16 and h&®Aand a learning disability. She

is separated from Sam’s father. Sam attends aadigecesidential school.

Wendy lives with her husband. Her youngest somisGf 24 and has ASD and a
learning disability. He has lived in his own hofoefour years, where he has a full

care team in place.

Interview Procedures

Individual interviews were conducted by the priratipesearcher in offices of voluntary

organisations or on University of Glasgow premiskgerviews lasted between 49

minutes and 84 minutes in duration. Efforts wessleto ensure all settings were

comfortable and free from interruptions. One iitew was conducted over the telephone.

e

It has been suggested that telephone interviewsresayt in loss of important non-verbal

information and consequently impact on data ansi{idovick, 2008). Previous studies

have found telephone interviews to be a sensifygaach, with no apparent differences in
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the quality of data obtained by face to face atepteone interviews (Sturges and
Hanrahan, 2004). It was recognised that the topibe interview was sensitive and
potentially distressing and therefore every efieeis made to ensure that the participant
was happy with the method of the interview. Tésearcher monitored the emotional
impact of the discussions throughout. A telephoterview was selected in this instance

as it was the most convenient method for this pigdnt.

The principal researcher adopted an exploratorncstduring the interviews, using a semi-
structured approach, with open-ended questionbaw discussion and to reveal rich,
detailed narratives. The topic guide (Appendixvds established through discussion with
the author’s research supervisor and in consultatith the existing literature. It was
piloted with one of the participants, providing tlesearcher with an opportunity to

practice interview technigue and to assess theogpipteness of the topic guide. Feedback
was gathered from the author’s research superaisdno significant issues emerged and
no changes made to the topic guide. This intervi@s therefore considered appropriate

to be included within the analysis.

At the outset of each interview, the researchecrile=d the rationale for the study; the
nature of the interview and gave the participantsti@er chance to read the information
sheet and ask any questions. The researcher madeedfort to ensure that each
participant had a comprehensive understanding at tie study would involve and the
purpose of the research. Each participant prowdgten consent (Appendix 6) and they
were reminded that they were free to withdraw ftbeprocess at any time. Given the

sensitive and potentially distressing nature ofttpec, they were also offered the
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opportunity to take a break at any time, althougs offer was not taken up by any of the

participants.

The interviews were audio recorded and transcniggbatim by the principal researcher to
enable familiarisation with the content. Pseudosiyvere assigned to preserve anonymity
and any information that could potentially identife participants was removed from the

transcripts. Audio recordings were destroyed feifg the transcription process.

Researcher reflexivity

A key part of the process of IPA involves the reskear reflecting upon how their own
experience and beliefs may influence the data ciodle and analysis process. Alongside
data collection and analysis, the researcher wagilcg out a systematic review on the
experiences and beliefs of individuals with leagnitisabilities in relation to their sexuality
and sexual experiences. The researcher also Ipadiexce as an autism practitioner and
as a trainee clinical psychologist working with Bslwith ASD and an accompanying
learning disability who had experienced difficudti&ith their sexual development. To
ensure that these prior experiences did not pregutie emerging themes, the researcher
engaged in an active reflection process. Thisliedrecording her reflections following
the completion of each interview and throughoutdata analysis process to consider
sources of bias and identify any potential imphetytmight have on interpretation of the
data and emerging themes. Through this reflegreeess, the researcher recognised that
the initial themes identified from the analysis e@npacted by her desire not to contribute
to the overly negative discourse around the setyuailiindividuals with ASD and learning

disabilities. As a consequence, the emerging tsemeee not considered to be
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a true reflection of the challenges being desdripgthe mothers in the study. Upon
consultation with the author’s research superviseanges were made to the initial
themes. The emergent themes from a sample oindaaudited by another member of

the research team to ensure the reliability ofitidings.

Data analysis

In line with Smith et al.’s (2009) recommendatioting first stage of analysis involved
reading the transcripts several times to ensurditaisation with the data. The transcripts
were then re-read and comments were added to graMiescription or summary of the
data and to make any initial interpretations. dnses of interesting or unusual uses of
language; moments where high-levels of emotion wgpessed; tensions or
contradictions in the mothers accounts were idiedtif Emergent themes were then
identified from the initial notes, by creating arsmary phrase to encompass the crux of
the theme; these were often direct quotations fpanticipants. Superordinate themes and
subthemes were then identified by exploring andingakonnections between the
emergent themes. Once each transcript had begsetapatterns and connections across

interviews were explored. These themes were digcliduring research meetings.
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Results

All of the participants engaged well in the intewiprocess and appeared to give open and
considered responses to the questions put to titewas clear that the topic of sexuality
appeared to be of real and immediate concern tomthteers in this study although the

impact on each was quite different.

Four superordinate themes with a further four seioiés emerged from the analysis and
are summarised in Table 2. The rationale for tiderof the themes reflects the order of
the discussions during the interviews. Each efdperordinate themes and subthemes is
discussed below. Themes are presented in quatadiah italics to illustrate each theme.

In the presented extracts [...] indicates that s@mehas been removed.

Table 2: Superordinate themes and Subthemes

Superordinate Themes Subthemes

Emerging sexuality An unfair burden?

A challenge to address?

Challenges of providing sex educatipfl don’t know the right thing to do”.

“There is no point beating about the bush.”

Abuse: an unbearable prospect

Love in the future
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Emerging sexuality
An unfair burden?

For many of these mothers, there was a real sdrcgmfiict in relation to their sons’
emerging sexuality; they recognised the potentiglact of challenging sexual behaviours
but they also recognised that their sons’ sexualdag an important part of their identity.
Some of the mothers appeared to believe that sexuels a burden to their sons and
described feelings of injustice and sadness sudiagrthe incongruity between their son’s

cognitive abilities and their sexual development:

“When he was about 12 his voice started to break [amy other son] was older
when that happened and | thought this is partidylaad that a lad that is
developmentally delayed and very immature shoulgdieg through puberty

quicker.” (Anne)

Anne’s narrative demonstrates the emotional imp&atatching her son develop into an
adult, whilst failing to mature emotionally. Mapwrticipants also expressed sadness that
their sons had sexual feelings and desires, butatithave the capacity to be able to form

appropriate, healthy relationships to be able tcethese feelings:

“It's one of those things where | sometimes thintkthe level of intellectual
disability Sam has, and the way his autism affeictswith regard to his
understanding of social and everything else, Ikhiis really unfair, if there is a
God in this world, | think it's really unfair, rel you couldn’t take all the

mechanisms and make them not wor®endy)

Anne’s son had experienced significant challengés s sexual identity, which had
caused him considerable distress and had resultaichi engaging in serious sexually
related self-harm. The following quotation illieis the significant emotional impact that

this incident had on her and her husband:
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“We were just shocked and profoundly, profoundig about it all, that he should
do something so horrible [...]. We just wept, it wast so sad [...] and it just

brought home to us, how very, very vulnerable JamégAnne).

There was a tension in these narratives, betwesnabknowledgement of the importance
of their sons’ sexual identities and the overarglganse that their sons’ lives would be

easier if they did not have these sexual desires.

A challenge to address?

The mothers in this study described their sonssmaj, emotional and behavioural
changes as they transitioned through adolescdnaelation to their sons’ sexual
development, the mothers described somewhat petaviews dependent on whether their
sons had displayed problematic sexual behavionobr For Wendy and Elaine, despite
their concerns about the challenges that mighé alising this time, adolescence had in
fact been quite unremarkable. Their sons had é@ehilsexual behaviours, for example
masturbation, but had required little interventitom their mothers to ensure these were
enacted appropriately. Elaine discusses how hmreences of Sam’s sexual development

contrasted with her expectations:

“Well when the masturbation started, | was reallgmed because | had heard
horror stories, well stories about kids who woutditdanywhere, that would just
take their clothes off, but right from the staré, $eemed to know it was a private
thing. Even if | was to go upstairs and he wastorasting in his room, he made a

certain noise, that means don’t come i(Elaine)

For these mothers, their main concern was abouyidtential negative consequences if
their sons’ typical behaviours were interpretedthers as deviant, as demonstrated by

this quotation:
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“l think a few times he has been in the gents [.ndl &de can stare at things and he
is not necessarily staring at the guy next to hawihg a pee [...] but a few men
have made comments because | suppose they argyfeelnerable [...] | suppose
from my point of view its people’s perceptions bathe is doing that is likely to

cause more problems than necessarily what he doéq\@endy)

The experiences of Wendy and Elaine appeared tomieasting to those of the other
mothers. For other mothers, their sons’ adoleszéad been an incredibly difficult time
within the family due to their sons’ display of dieaging sexual behaviours that had the
potential to have a devastating impact on theurit These behaviours included exposing
themselves in public; inappropriate touching ofenth masturbating in inappropriate
places, for example family areas in the home; destmating a pre-occupation with genitals
and one incident of serious sexually related satfrh In Jane’s situation, these sexual

behaviours had been directed towards her, whictbkead challenging for her to deal with:

“I was kind of half lying on the sofa and he walkgassed me and just quick as a
flash, he just looked at me [...] and jumped on tbme [...] what he wanted to do

was jump on top of me and rub himself on n{éane).

These mothers appeared to adopt a reactive apptoachnage these behaviours,
responding to each behaviour as it emerged. TWiasealso a sense that they found these
behaviours shocking and felt unprepared to dedd thiem. For Frida, there was the
additional complication that her son’s sexual béhang were incongruent with the
family’s cultural beliefs. Overall, it appearedthithese mothers were struggling to cope
with the responsibility of constantly trying to mtor and prevent challenging behaviours
escalating. The interviews identified a significéear of how these challenging sexual

behaviours could detrimentally impact their song$. Jane explained her fears about her
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son being detained as a consequence of his chaltesgxual and violent behaviour

directed towards her:

“l am scared he will be removed from me and | wx@table to look after him
anymore. | am scared that neither of us will haweoice in it and he would be
sent to forensic medicine [...] | am scared he wallemoved, medicated [...] that
is my absolute biggest fear, that is what | amlyestared of, like his life being

drastically altered [...] and being taken away froachk other.” (Jane)

This quotation illustrates Jane’s worries, feard her feeling of powerlessness in this
situation. Jane’s account was characterised tsydes and conflicting feelings; she
desperately wanted to continue to care for herlsonwas also at times frightened of his
behaviour and the potential ramifications it cocddise. Frida and Anne’s sons had both
been questioned by the police about their behavidaifurther action was taken once the
police had established their sons’ level of cagadievertheless, this was understandably a

frightening ordeal for the young men and their neosh

There appeared to be an overarching fear that bgbaviours, or even typical
behaviours that were interpreted by others to kaadecould limit the life opportunities

and experiences available to their sons, as idtedrby this quotation:

“l suppose that’s the overriding factor of everytgito do with him. | want him to
have as wide a range of activities, places he eatogthat he can access. | don’t
want him to have a small world he is limited taadAf we don’t look at these kind
of behaviours and do something with them, we anegg limit that access. We

are going to make his world smaller, rather thagder.” (Wendy)

For one of the mothers, Anne, these fears had teedised. Her sons’ behaviour had
become so challenging and stressful that she niadeety difficult decision that he

needed to move into his own accommodation:
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“Social work said we needed to be with James atimks. If he came back to the
house, we had to be there and if we weren't theie gupport service] needed to
inform the police, so because of all the restrictidhis put on our lives, [my
husband] and | decided enough is enough and weldddt was best for him to

move out and for us to solely be his parenféfine)

Another participant, worried about the potentiapant of her son’s masturbation on his

younger brother, who he shared a bedroom withdaFekplained:

“At least | try to learn him not to do that in froof other people, especially his
brother [...] he is still a child, so it is not goddr him to see this. So for me, how
can | feel? | have no choice | have to live witis gituation, but at least reduce the

risk for my son, my other son(Frida)

Challenges of providing sex education
“I don’t know the right thing to do”

The mothers in this study all talked about tryiogtipport their sons to make sense of
their behaviour. They appeared to adopt a reaappeoach, responding to different sexual
behaviours as they emerged. However, the mothersexto face a significant dilemma

in relation to providing sex education to their sofhey recognised the importance of
helping their sons to understand social rules amcha however, they were fearful of the
potential consequences of providing informationudlsex. It appeared that they were
frightened that this could heighten their sons'uséxdesires; exacerbate challenging sexual
behaviours or that they could attempt to implenvemat they learnt in an inappropriate

way, which could potentially result in them harmengpther person and lead to devastating
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consequences for their sons. In general, the motbeused on helping their sons
understand the differences between public and ferisettings and understanding
appropriate touch. However, the mothers expredssduncertainty about what resources
to use and what topics to cover with their sonsbse of their worries about the potential
detrimental consequences. One participant expldiee concerns about giving her son
materials about female genitalia after he showeibsity about the differences between

males and females:

“l am very aware of his susceptibility if he seesngthing. | am quite worried he
will try to enact it. | am worried about him segisex on TV or anything like that.
Because | feel right now he is really open to amglsexual and | am worried if he
sees something, he won’t be boundaried to knowittlbetween two consenting

people.” (Jane)

This quotation highlights the concerns that motlmenge in relation to their sons’ accessing
information about sex through the media. It hights the importance of providing
structured, formal sex education to help them nsakese of the sexual material that is

often portrayed through different contexts, forrapée the media.

For some of the mothers, the support they provitleot sons had focused on helping them
to understand the appropriate places to mastuamat¢his had been somewhat successful.
This was in sharp contrast to Anne’s experiencesreliit was suggested that the education
that her son had received had resulted in him peragng on certain aspects of it,
resulting in him attempting to inappropriately tbue young boy; which had subsequently

been reported to the police,

“It has been suggested retrospectively you knowy &ffective was that education

when it led to that, and certainly [the voluntamganisation’s] impression was,
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with all the visual imagery, it had made him maxated on certain aspects and it

had made him worse behaviourallf{Anne)

The mothers recognised the importance of meetiaig $ons’ socio-sexual needs but
lacked the confidence in deciding what informatiorshare and how and when to provide
it,
“I don’t want him to think it's wrong because it&bsolutely not wrong, but we are
going to have to work on the how’s and the when@&hen it is appropriate and
how are we going to manage that? Because [...] hietstanding of language at

that point was very limited [...] so | suppose | wgsng to work out how to tackle

that but, how, | had absolutely no idegWendy)

Their perceived lack of available resources thaeveg@propriate to their sons’ needs

appeared to contribute to their lack of confidence:

“l am surprised to learn that the resources argu'st there. It's something | am
quite surprised about- it seems to be the one afesevelopment that is brushed

over a lot.” (Jane)

The mothers expressed their surprise and frustratat despite the issue of sexuality
being one of such significance, there was a lagdudéble resources to meet their sons’

needs.

“There is no point beating about the bush”

The participants talked about the challenges aatastivith talking to their sons about
their sexuality due to their limited verbal comnmeation skills and their difficulty
understanding the subtleties of social rules anmthao They talked about the importance

of discussions being clear, considered and explidite mothers in this study appeared to
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be conscious of the critical role they played iparting their sons’ sexual development.
They all described an in-depth knowledge of their's sexual behaviours. There was a
general perception that this level of knowledge wesessary in order to protect their sons.

Wendy described how this differed in comparisoheo experience with her other son:

“I need to be more open and honest and there ipaot beating about the bush
with Chris. If you want to explain to somebody @h©hris, you have to be
explicit. That's the way itis. There is no entbasment, | have to know exactly
what he is doing, you have to be able to explaio ihe, and we have to be
comfortable with this. Because ultimately, we tayeng to keep him safe.
Whereas with [my other son] the conversations ammletely different, there is
probably more embarrassment and innuendo than any#ise, because it is such

a private and intimate thing.(Wendy)

Some mothers described feelings of discomfort atimit role in relation to providing
support to their sons with their sexual developmédne participant explained her

conflicting feelings about having detailed insighto her son’s sexual behaviours:

“As far as | am his mother and [my husband] is faigher and we didn’t know
anything about [my other son’s] sex life and we’tteel like we want to be privy
to too much sort of personal detail, about the gpEcbecause we feel in many
ways that would be obstructive. But the other sitliéis that we recognise that
James is a vulnerable adult and we love him moae #my of the professionals
[...] it's very difficult because we don’t want know about the personal stuff
because we are his parents, but we would want frdtective of him and we
wouldn’t want anyone making decisions that arem best decisions for him.”

(Anne)
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Whilst most expressed their preference that théyndi have such a significant role in and
knowledge of their sons’ sexual behaviours, thégxgressed acceptance that this was just
part of being a mother of a son with learning dilsizds. Jane explains her feelings with

regard to assisting her son maintain cleanlingss Bé had engaged in masturbation:

“l am used to a certain level of intimacy in terofspersonal care, and so | am
used to that and it's just an extension of thathimk it might be different if | wasn’t
providing personal care in other areas, | might éatruggled more. | mean, |
would rather not. If I could choose some of thadh | didn’'t have to do they

would be the things | would choose. But | justehis” (Jane)

There was a sense that most of the mothers hageaniroinded approach towards
sexuality, however, for Frida, who is from a predioamtly Muslim country, her cultural
background meant that sexuality was not a topicwioald typically be addressed openly
within the family. It appeared that Kian’s sexbahaviours, namely his difficulty
understanding where to engage in masturbation dredento undress, meant she had been

forced to address sexual issues more openly asrdbed in this quotation:

“In our culture, we are not allowed to [masturbate].] | can’t, | can’t get him not
to do this, because it's a natural thing, so [...]ledst | try to teach him not to do it

in front of people, especially his brothe(Frida)

Abuse: an unbearable prospect

There was a real sense of fear in these motheosiatscthat despite all their support and
input in their sons’ lives, that their sons weii# stherently vulnerable and there was the
potential for them to be abused. There appearbé &2 sense among the mothers that the
prospect of abuse was such a horrific one, thaa# almost unbearable to think about and

therefore the mothers often avoided these thouggtdause of the associated distress. Jane
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talked about her fears that her son could be aboiseduld engage in an abusive act

towards another person:

“Well | think he is really vulnerable because heedn'’t really understand the
implications of his actions, he doesn’t understandsent, whether that is his own
consent or someone else’s consent. | am worriedtaim being, em, sexually
abused. That is my biggest worry. | am worriedwthhim, | don’t think he would
sexually molest someone but that incident with asedpened up in my head, what

if he tries to do that to someone else, without, thau know sexual assault(Jane)

The prospect of their sons being vulnerable to aliwesn others was understandably a
highly emotive and difficult topic for mothers tesduss and even contemplate, this was
evident by this subject only arising towards thd ehthe interviews and by many
participants faltering before using the word ‘abuskhe participants described their
worries about how they would recognise if theirsarere abused, because of their limited

communication and the importance of being ablaterpret their sons’ behaviour:

“It's always on the back of my mind. I think, hex¥l | know? Because his
communication is such, | will not know if anythisgyoing on that shouldn’t be
going on. Because he can'’t tell me. The only \waguld eventually work it out is
because his behaviours would show something weaghtt but by the time |
worked it out by seeing the behaviours and workiagwhat could potentially be
the problem, | know that he could be exposed taeviea he has been exposed to
for quite some time. Now, up until now, everythiag been great and | am not
suggesting for one second this is something tHarénost in my mind, because

it's absolutely not. But it is there and | would lying if | said it wasn’t.” (Wendy)
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Love in the future

The mothers described their overarching desirethf@r sons to have full, enriching lives
where they are safe, respected and cared for, reoywdnere was a sense of both sadness
and acceptance that these full lives would nouigkelan intimate relationship with another
person. The mothers appeared to have made adjisttoehe hopes and dreams they had

for their sons as demonstrated in this quotation:

“For me as a mum, | would be happy if he had afgehd or got married, in

future, have children. But these are all wishe$ if. he lives a happy and safe life,
that's what | want. It doesn’t matter if he dogsmarry or have children, no it
doesn’t matter to me. | just want him to be modependent on himself and happy

and safe and that’s it.”(Frida)

The mothers described their fear about how theis seould be supported when they are
no longer around. There also appeared to be & sérsadness that whilst they knew it
was likely that their sons would be cared for ampp®rted by their carers in the future,
they would be unlikely to be loved by another parsany of the mothers described the
physical intimacy they shared with their sons drapleasure that they both found in this.
They expressed their worries about the potentradH@rm impact of this lack of physical

affection:

“I think of him as a young adult and | suppose $i@ot going to have that sexual
experience, and that is a sad thing really, becawestves touch and he loves

cuddles and | wonder how that is going to affent m adulthood.”(Elaine)

Two of the mothers discussed literature that theey tead about support staff of people
with learning disabilities supporting individualsest their sexual needs through

prostitution or by introducing sexual aids to assiasturbation:
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“[In the study | read] they provided opportunitiésr the young people to extend
their masturbation but using mirrors or sex aid ahdy even had workers in the
appropriate cases and | thought this was a reatag thing [...] the idea of
discussing that and bringing that up would seenllyeaappropriate and if | was
to, I mean, | haven't, but if | was to input int@ael’'s masturbation, whether it be
a mirror or a sex aid, | feel like | would be puto the place of being a sexual

abuser” (Jane).

The two mothers who did raise these topics did iblo tentativeness. Their uneasiness
appeared to be related to their concerns aboutraismg these topics may be interpreted
by others. This was evident in the above quotdtiom Jane’s narrative. Both mothers

also made it clear that this was something theyrfwaithtention of acting on.

Whilst the lack of intimacy and relationships wasignificant source of sadness for these
mothers; it seemed that this was a symptom of anatiMack of control their sons had in

their lives as illustrated here:

Interviewer: “You mentioned that you don’t think il will develop a

relationship in the future, how does that make fgmi?”

Jane: “I do feel quite sad about that, but | featlan general. |1 am not going to be
able to look after Daniel forever. Daniel is goit@yneed care for the rest of his
life, so it ties in with that to me, that he widver lead an independent life. And
that includes relationships, intimacy, and justigeable to do what he wants in
life, whether that is to stay in bed until 12pmao8unday, or go out whenever he
wants to, or have an intimate relationship, or dp&msomeone when he wants to.

He’s not going to be able to do that, it's up tbertpeople to do that”.

These poignant narratives highlight the mothersseeof anxiety surrounding the

uncertainty about who will provide the care, lovel &xperiences for their sons when they
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are no longer able to. They also highlight thatireess at the lack of control they have

over ensuring their sons live full and varied lives
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Discussion

Findings and Implications

The aim of this study was to explore the attituales beliefs of mothers in relation to the
sexuality and sexual development of their sons wBID and an accompanying learning
disability. It is important to note that these fimgls should be interpreted carefully as they
may represent the perspectives of a very partigraup of mothers; it is possible those
who were drawn to participate in this study hadipalarly extreme or distressing
experiences. Furthermore, it is likely only theg®o felt comfortable talking about these

sensitive and very personal issues agreed to taite p

It was clear that irrespective of the impact of sle&ual behaviours their sons’ exhibited,
the issue of sexuality was one of significancelltthe mothers in the study. The
narratives were fraught with tensions. The mothescribed trying to support their sons’
emerging socio-sexual needs; whilst trying to préwdallenging sexual behaviours which
they feared could have devastating consequendesy Believed they played a critical role
in their sons’ developing sexuality, but sometiragpressed discomfort about the level of
intimate knowledge they had about their sons’ seRehaviours. They sought full, rich
lives for their sons, and recognised the impontala that sexuality served as part of their
identity, but also viewed their sons’ sexualityadsurden that could potentially limit the

fullness of their sons’ lives.

A significant finding of this study was the variegperiences of young people with ASD
and a learning disability and their families inatén to their sexual development. The

findings highlight that challenging sexual behavi@unot an inevitable part of
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adolescence of this group. For two of the motirethis study, their sons’ adolescence
was quite unremarkable, in contrast to their exaiémis. One young person appeared to
have an innate sense about where it is approgdatesturbate; highlighting that
difficulties discriminating between public and @ate settings is also not inevitable. Much
of the behaviour described by the mothers in thidysis typical. However, a lack of social
understanding meant that such behaviours were ssguleénappropriately, for example
masturbating in public settings. Mothers appe#&odat concerned that these behaviours
would be misinterpreted by others as deviant. &h&sfinding that is supported by the

results of a survey of parents of children with ABYpRuble and Dalrymple (1993).

The mothers in this study felt that their sons’ladoence and emerging sexuality had been
an incredibly difficult time for both their sonsatheir families. It was clear that these
mothers often felt shocked, unprepared and unaldepe with what they faced. The
difficulty seemed to be in part due to the commemset of challenging sexual behaviours
such as masturbating in public; inappropriate towgbf others and exposing oneself in
public. These experiences appeared present sigmifdistress to the mothers despite the
fact that the behaviours are known to be commohesiges for these young people
(Gillberg and Coleman, 1992). The mothers hadssrconcerns about how their sons
might enact their sexual desires and the poteptlVastating ramifications. This study
also highlights that mothers can sometimes be Itfecbof sexual behaviour. It is normal
for any young person to experiment with their séikgdhowever these young people often
have a wide social group to do so. Consistent atitler evidence (Cole and Cole, 1993),
the mothers pointed out that their sons had a sl social group. Therefore, it was
likely that their sons’ sexual expression and expentation would take place within the

confines of this small social network (Koller, 200This was linked to the mothers’ views
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that their sensitive awareness about their offgpsiparticular needs and circumstances are

needed when supporting young people and their iesniith their sexual development.

The evidence base points to the lack of confideiméermation and professional support
reported by parents of young people with learniisglilities (Clegg et al., 2001; Pownall
et al, 2011) and the reactive approach adopteddifiers when approaching issues
relating to sexuality of their offspring with a kaang disability (Pownall et al., 2011). This
is consistent with the findings in this study. Mets in this study expressed their worries
that by providing their sons with information abagei, they could inadvertently
exacerbate sexual problems, which could in turdcctionit their sons’ opportunities; or
even result in their detainment. One mother fedséhfears had been realised, as there was
a suggestion that the sex education her son hat/egchad led to challenging sexual
behaviours. Interestingly, a study by Van Bounjen et al. (1997) found that individuals
were more likely to engage in person-oriented sexeldaviour if they had received sex
education while those who had not received sexadg were more likely to engage in
masturbation practices. This highlights the natefisat sex education for this group is

person-centred, with careful thought given to howt @hat topics to cover.

This study contributes to the existing evidenceelihat highlights the pertinence of
supporting mothers and other caregivers to progftective education and support about
sexuality and sexual development to their childsth ASD and learning disabilities
(Koller, 2000; Sullivan and Caterino, 2008). Ipports the view that sexuality education
resources need to be person-centred, developmeapgltopriate and be relevant to the
strengths, limitations and specific needs of tltvidual (Koller, 2000). They also need

to be easily accessible to parents and carerse $amilies are the primary source for
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providing information about sex to individuals wisD and learning disabilities, it is
imperative that they feel confident to tackle thsseles. They need to feel well supported
to facilitate appropriate sexual expression sogbkatiality is not viewed as burdensome
and life limiting and instead be one aspect of @edaand full life. Gougeon (2010)
suggests tackling such difficulties by recognidimgm as a social skill deficit, rather than a
deviant or problematic behaviour in order to adslteég social barrier and stigma
associated with such problems. Having an opengig about sexuality and sexual
problems is key to addressing the stigma thatéchéd to them and encourages
discussions about how to address difficulties paients and young people encounter.
This will help caregivers feel more comfortablefie level of intimacy that is often
required to effectively support their offspringempress their sexuality; for example
teaching their sons about effective and safe miaation practices. Whilst the mothers in
this study clearly felt comfortable to discuss théssonal and sensitive issue, this is
unlikely to be representative of many mothers milsir situations. This study also
highlights that we must also be mindful of the imipaf culture on how families cope with
sexuality. Itis crucial that health and socialecservices adopt a proactive, sensitive
approach to provide support to young people anid fdwilies from different cultural

backgrounds.

The topic of abuse was something that mothers slésrl) albeit with hesitation. Previous
research has highlighted concerns regarding theevability of girls to abuse and clearly
there are gender-specific concerns affecting fesnagarding the risk of pregnancy
(Dilorio et al., 2009). This study however, clgdrighlights that abuse is a real and
significant concern to mothers of sons also. Y#Hure is an increased risk of abuse for
young people with ASD and learning disabilities (idall et al., 1998) and therefore it is

entirely to be expected that this would be a sigarft concern for mothers in this study.
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Hingsburger (1995) posits that individuals withatigities can be inadvertently placed in a
“Prison of Protection” by caregivers and emphasisasindividuals should be provided
with the education to protect themselves. Howelegrthose with more severe learning
impairments, providing this education and assegsiagffectiveness of this education can

be difficult due to the very nature of their impaents.

A powerful finding of the present study was mothpesceptions about the importance of
touch and intimacy to their sons. It highlightedthers’ worries about who would provide
this physical affection to their sons when theyeveo longer able to. The importance of
physical touch for these individuals has been destnated in other studies also
(Hellemans et al., 2007). The present study tbheeghoses an important question about
how to meet the needs for physical affection exggddy these young people. ltis
unclear how social care services are currently mgétese needs, although there is some
evidence to suggest that services can create tsatviendividuals engaging in physically
intimate behaviours by limiting private spaces (Kamd Hickson, 2001) and by
preventing opportunities for intimacy with othet®{gren-Martenson, 2004). Itis
recognised that this is a complicated and diffiaw#ia to navigate, particularly for those
with more severe impairments, where the issue pdaéy and consent is one of particular
significance. However, it does seem vital that mewbe cognisant of these needs for
physical intimacy and affection and consider howstlbe meet them when parents and

other family members are no longer able to do so.

Clinical Implications

The mothers who participated in the present stlelyrly felt comfortable to discuss this

sensitive topic, but it is likely this would not bee case for many parents experiencing
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similar difficulties. The current findings highhgthe need for sexuality of individuals
with ASD and an accompanying learning disabilitypéodiscussed routinely in clinical
practice, alongside their other health and so@als, in order for any difficulties to be
identified. This will allow for person-centred fugrt and interventions to be offered to
both the young person with ASD and a learning disgband their parents and carers who
may be struggling with the challenges associatéd thieir child’s sexual development.

By discussing these issues routinely, it is hoped this will help reduce the stigma of
sexuality and help to reframe sexual problemsimdhoup as a social skills deficit, rather
than deviant behaviour. It is also important {meatents and carers are made aware of
where they can access resources about sexualityasthey feel well supported to address

this topic with their offspring.

Limitations

This study has a number of strengths and valuaii&ibutions to the evidence base,
however it is important to note the limitationstioé study. As previously discussed, these
include the possibility that the mothers who chimsparticipate had experienced more
extreme difficulties or were more open to discugsims intimate area. There were also
great difficulties recruiting to this study. Chalbges with recruitment may suggest the area
of developing sexuality is not as problematic asently thought for families or

alternatively, sexuality may still be taboo for ngdamilies, who may be reluctant to

discuss this topic.

Furthermore, the study was intended to capturexperiences of mothers of both sons

and daughters. Perhaps future research could tocusothers’ perspectives of their
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daughters’ developing sexuality, to allow a comgamiand exploration into the similarities

and differences between genders.

It is also important to note the different devel@mal stages of the sons of the participants
who participated in this study. Some of the pgrtints were at the stage of transition from
adolescence into adulthood; whilst others had plitse transitional stage and were either

living or about to be living independently, whictaynhave had an impact on the mothers

experiences and perspectives.

Conclusions

This study provides new insights into mothers’ elgreces and beliefs in relation to the
sexual development of their sons’ with ASD andnéay disabilities. Irrespective of the
particular nature and circumstances of the paditip, the mothers’ narratives highlight
the enormity of sexuality for these young peoplé eoeir families and the significant role
these mothers play in supporting their sons’ enmgrgexuality. Overall, there was an
overwhelming sense that mothers lacked confident@mation and professional support
to enable them to support their sons’ socio-seraatls. The study also illustrates the
important issue of how to provide these young adulth the physical affection they
desire when their families are no longer able tsalo Given the significant issues that
have been highlighted, further research needs twbeducted into the sexual needs and
education of this neglected group so that we calergtand how best to meet the needs of

these families and their offspring.

74



References

American Psychiatric Association (2013)agnostic and statistical manual of mental

disorders(5th ed.). Washington DC: APA.

British Psychological Society (2014) Code of Hunksearch Ethics. Retrieved from
Available at: http://www.bps.org.uk/system/filesifia%20files/inf180_web.pdf (accessed

11th June 2017).

Byers ES, Nichols S, Voyer SD, Reilly G (2013) Saixuell-being of a community
sample of high-functioning adults on the autismcspen who have been in a romantic

relationship Autism17(4): 418-433.

Clegg J, Sheard C, Cahill J, and Osbeck L (20&Evere intellectual disability and

transition to adulthoodBritish Journal of Medical Psychologi4: 151-166.

Cole SS and Cole TM (1993). Sexuality, disabil#tgd reproductive issues through the

lifespan. Sexuality and Disabilityt1: 189-205.

Day K (1994) Male mentally handicapped offend8ritish Journal of Psychiatry65:

630-639.

Dilorio C, Pluhar E and Belcher L (2009) Parenti¢tlsommunication about sexuality.

Journal of HIV/AIDS Prevention and Education forodescents and Childresy(3): 7-32.

Ehlers S and Gillberg C (1993) The epidemiologysperger Syndrome. A total

population study.Journal of Child Psychology and Psychiatry(8y 1327-50.

Elliott R, Fischer CT and Rennie DL (1999) Evolviggidelines for publication of
qualitative research studies in psychology andedl&elds. British Journal of Clinical

Psychology38: 215-229.

75



Fegan L, Rauch A and McCarthy W (19%)xuality and People with Intellectual

Disability. Baltimore, MD: Paul H. Brooks Publishing Co.

Gillberg C and Coleman M (1992Zhe biology of the autistic syndromes. Clinics in

developmental medicine. No 1@8d ed.)London: Mac Keith Press.

Gougeon NA (2010) Sexuality and Autism: A Critieaview of Selected Literature Using
a Social-Relational Model of DisabilityAmerican Journal of Sexuality Educatib(®):

328-361.

Hellemans H, Colson K, Verbraeken C, Vermeiren B Reboutte D (2007) Sexual
behaviour in high-functioning male adolescents ymehg adults with Autism Spectrum

Disorder. Journal of Autism and DevelopmenEikorders37(2): 260—269.

Hingsburger D (1995)Just Say Know: Understanding and Reducing the &iSlexual
Victimization of People with Developmental Disal@b. Eastman, Quebec: Diverse City

Press.

Kar SK, Choudry A and Singh AP (2015) Understandingmal development of

adolescent sexuality: A bumpy riddournal of Human Reproductive Scier@&0): 70-74

Kempton W (1998Focialization and sexuality: A comprehensive tragnguide for
professionals helping people with disabilities thatder learning. Peachtree City, GA:

McGowan Publications.

Knox M and Hickson F (2001) The meanings of clagantiship: the views of four people
with intellectual disabilitiesJournal of Applied Research in Intellectual Diséi®lk

14: 276-291.

Koller R (2000) Sexuality and Adolescents with Auati Sexuality and Disabilityt8 (2):

125-135.

76



Lofgren-Martenson L (2004) “May 1?” about sexualiyd love in the new generation with

intellectual disabilities.Sexuality and Disabilit2(3): 197-207.

Mansell S, Sobsey D and Moskal R (1998). Clinfocalings among sexually abused

children with and without learning disabilitieMental retardation 36(1): 12-22.

Novick G (2008) Is there a bias against telephoterviews in qualitative research?

Research in Nursing and Heal81(4): 391-398.

Pownall JD, Jahoda A, Hastings R and Kerr L (2@d3ual Understanding and
Development of Young People with Intellectual Disitibs: Mother’s Perspective of
Within-Family Context. American Journal of Intellectual and Developmeméadabilities

3: 205 - 219.

Ray F, Marks C and Bray-Garretson H (2004) Chaklertg treating adolescents with
Asperger’s Syndrome who are sexually abusi&exual Addiction and Compulsivityt(4):

265-285.

Realmuto GM and Ruble LA (1999) Sexual behavionrautism: Problems of definition

and managementlournal of Autism and Developmental Disordet8(2): 121-127.

Ruble LA and Dalrymple NJ (1993) Social/sexual aamass of person with autism: a

parental perspectiveArchives of sexual behavio@®(3):229-240.

Smith JA, Flowers P and Larkin M (200@}erpretative Phenomenological Analysis:

Theory, Method and Researdlondon: Sage.

Smith JA and Osborn M (2008). Interpretative pheaonatogical analysis. In: Smith JA

(eds)Qualitative psychology: A practical guide teethodsLondon: Sage, pp.51 — 80.

Sturges JE and Hanran KJ (2004) Comparing telepanddace-to-face qualitative

interviewing: A research noteualitative Research: 107-118.

77



Sullivan A and Caterino LC (2008) Addressing theusdity and sex education of
individuals with Autism Spectrum DisorderEducation and Treatment of Childr&i(3):

381-394.

Swango-Wilson A (2009) Perception of sex educafionndividuals with developmental

and cognitive disability: A four cohort studfexuality and Disabilit7(4): 223-228.

Van Bourgondien ME, Reichle NC and Palmer A (199&%ual behaviour in adults with

autism.Journal of Autism and DevelopmenEikorders27(2) 113-125.

78



Appendix 1: Manuscript Submission Guidelines

Autismprovides a major international forum for reseastdirect and practical relevance
to improving the quality of life for individuals #i autism or autism-related disorders.

1. Editorial policies
1.1 Peer review policy

Autismoperates a strictly anonymous peer review proces$ich the reviewer’'s name is
withheld from the author and, the author’'s namenftbe reviewer. The reviewer may at
their own discretion opt to reveal their name ® dluthor in their review but our standard
policy practice is for both identities to remaimcealed. Each new submission is carefully
read by one of the Editors to decide whether itehemasonable chance of getting
published. If the Editor thinks it does not havis ithance, at least one other Editor will be
consulted before finally deciding whether or nosémd the manuscript out for review.
Autismstrives to do this within two weeks after submassiso that authors do not have to
wait long for a rejection. Feedback is also progide how to improve the manuscript, or
what other journal would be more suitable. Eachumsanipt is reviewed by at least two
referees. All manuscripts are reviewed as rapidip@ssible, and an editorial decision is
generally reached within (e.g.) 6-8 weeks of subrais

As part of the submission process you will be agkagatovide the names of 1 peer who
could be called upon to review your manuscript.dR@mended reviewers should be
experts in their fields and should be able to mte\an objective assessment of the
manuscript. Please be aware of any conflicts ef@dt when recommending reviewers.
Examples of conflicts of interest include (but act limited to) the below:

« The reviewer should have no prior knowledge of y@ubmission

« The reviewer should not have recently collaboratgd any of the authors

+ Reviewer nominees from the same institution asadrlye authors are not
permitted

Please note that the Editors are not obliged tibedrany recommended/opposed reviewers
to assess your manuscript.

1.2 Authorship

All parties who have made a substantive contriloutmthe article should be listed as
authors. Principal authorship, authorship orded, @her publication credits should be
based on the relative scientific or professionaltabutions of the individuals involved,
regardless of their status. A student is usuadhgd as principal author on any multiple-
authored publication that substantially derivesrrithe student’s dissertation or thesis.

1.3 Acknowledgements

All contributors who do not meet the criteria fartlaorship should be listed in an
"Acknowledgements’ section. Examples of those winghtrbe acknowledged include a
person who provided purely technical help, writasgistance, or a department chair who
provided only general support. Authors should diselwhether they had any writing
assistance and identify the entity that paid fos #ssistance.

79



Please supply any personal acknowledgements selyai@the main text to facilitate
anonymous peer review.

1.3.1 Funding Acknowledgement

To comply with the guidance for Research Fundeuthérs and Publishers issued by
theResearch Information NetwdiRIN), Autismadditionally requires all Authors to
acknowledge their funding in a consistent fashiodar a separate heading. All research
articles should have a funding acknowledgemertterféorm of a sentence as follows, with
the funding agency written out in full, followed Hye grant number in square brackets:

This work was supported by the Medical ResearchCib{grant number xxx].

Multiple grant numbers should be separated by commilaspace. Where the research was
supported by more than one agency, the differee@gs should be separated by semi-
colon, with “and” before the final funder. Thus:

This work was supported by the Wellcome Trust [graimbers xxxx, yyyy]; the Natural
Environment Research Council [grant number zzzx; the Economic and Social
Research Council [grant number aaaa].

In some cases, research is not funded by a speoifect grant, but rather from the block
grant and other resources available to a universityege or other research institution.
Where no specific funding has been provided forrdsearch we ask that corresponding
authors use the following sentence:

This research received no specific grant from amgling agency in the public,
commercial, or not-for-profit sectors.

Important note: If you have any concerns that ttowvigion of this information may
compromise your anonymity dependent on the peeéewepolicy of this journal outlined
above, you can withhold this information until fireccepted manuscript.

For more information on the guidance for Researaiders, Authors and Publishers,
please visitattp://www.rin.ac.uk/funders-acknowledgement

Back to top

2. Publishing policies
2.1 Publication ethics
SAGE is committed to upholding the integrity of greademic record. We encourage

authors to refer to the Committee on Publicatidmdst International Standards for
Authorsand view the Publication Ethics page on 3#&GE Author Gateway

2.1.1 Plagiarism

Autismand SAGE take issues of copyright infringementgialasm or other breaches of
best practice in publication very seriously. Weksteeprotect the rights of our authors and
we always investigate claims of plagiarism or mésaspublished articles. Equally, we
seek to protect the reputation of the journal agfammalpractice. Submitted articles may be
checked with duplication-checking software. Whearea#dicle, for example, is found to

80



have plagiarised other work or included third-papyright material without permission
or with insufficient acknowledgement, or where guthorship of the article is contested,
we reserve the right to take action including, fitlimited to: publishing an erratum or
corrigendum (correction); retracting the artickkihg up the matter with the head of
department or dean of the author's institution @nidlevant academic bodies or societies;
or taking appropriate legal action.

2.2 Contributor's publishing agreement

Before publication, SAGE requires the author agigjigs holder to sign a Journal
Contributor’s Publishing Agreement. SAGE’s Jour@ahtributor’s Publishing Agreement
Is an exclusive licence agreement which meangtiesduthor retains copyright in the
work but grants SAGE the sole and exclusive rigit icence to publish for the full legal
term of copyright. Exceptions may exist where asigasnent of copyright is required or
preferred by a proprietor other than SAGE. In t@se copyright in the work will be
assigned from the author to the society. For mai@ination please visit olrequently
Asked Questionsn the SAGE Journal Author Gateway.

3.3 Open Access and author archiving

If you or your funder wish your article to be freavailable online to non subscribers
immediately upon publication (gold open access), gan opt for it to be included in
SAGE Choice subject to payment of a publication fee. The nsanpt submission and
peer review procedure is unchanged. On acceptdnaiparticle, you will be asked to let
SAGE know directly if you are choosing SAGHoice To check journal eligibility and
the publication fee, please VISAGE Choice For more information on open access
options and compliance at SAGE, including self autirchiving deposits (green open
access) VisiSAGE Publishing Policiesn our Journal Author Gateway.
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3. Article types
The Journal considers the following kinds of agifdr publication:
1. Research ReportsFull papersdescribing new empirical findings;

2. Review Atrticles.

(a) general reviews that provide a synthesis ofea of autism research;

(b) critiques - focused and provocative reviewd thay be followed by a number of
invited commentaries, with a concluding reply fritr@ main author.

Both full Research Reports and Review Articlesgererally restricted to a maximum of
6,000 words, including all elements (title pagestedct, notes, tables, text), but excluding
references. Editors may ask authors to make oertdas before sending the article out for
review.

3. Short Reports. Brief papers restricted to a maximum of 2,000 wokith no more than
two tables and 15 references. Short reports cogldde other approaches like discussions,
new or controversial ideas, comments, perspectorégues, or preliminary findings. The
title should begin with ‘Short Report'.
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4. Letters to the Editors. Readers' letters should address issues raisedtbigiped
articles. The decision to publish is made by th&dtsl in order to ensure a timely
appearance in print. Letters should be no more 8@&nwords, with no tables and a
maximum of 5 references.
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4. Terms for Autism

UCL and NAS conducted a survey within the UK okstaolders connected to autism, to
enquire about preferences regarding the use otitagegy Based on the survey results, we
have created guidelines on terms which are mog{paable to stakeholders in writing
about autisninere

5. How to submit your manuscript

Before submitting your manuscript, please ensutecgvefully read and adhere to all the
guidelines and instructions to authors providedyweManuscripts not conforming to
these guidelines may be returned.

Autismis hosted on SAGEtrack a web based online submissid peer review system
powered by ScholarOne Manuscripts. Please readlldmeiscript Submission guidelines
below, and then simply visiitttp://mc.manuscriptcentral.com/autismlogin and submit
your article online.

IMPORTANT: Please check whether you already havacmount in the system before
trying to create a new one. If you have revieweduthored for the journal in the past year
it is likely that you will have had an account desh For further guidance on submitting
your manuscript online please viSitholarOne Online Help

All papers must be submitted via the online systéyou would like to discuss your paper
prior to submission, please refer to the contatdildebelow.
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6. Declaration of conflicting interests

Within your Journal Contributor’s Publishing Agreem you will be required to make a
certification with respect to a declaration of dantiing interestsAutismdoes not require a
declaration of conflicting interests but recommeypads review the good practice
guidelines on th&AGE Journal Author Gateway
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7.0ther conventions

7.1 Research ethics

All papers reporting animal and human studies nmestide whether written consent was
obtained from the local Ethics Committee or Insitnal Review BoardPlease ensure
that you have provided the full name and institution of the review committee and an
Ethics Committee reference number.
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We accept manuscripts that report human and/orarstadies for publication only if it is
made clear that investigations were carried oat liegh ethical standard. Studies in
humans which might be interpreted as experimeetgl controlled trials) should conform
to the Declaration of Helsinki
http://www.wma.net/en/30publications/10policiesib8&x.htmland typescripts must
include a statement that the research protocolappsoved by the appropriate ethical
committee. In line with the Declaration of Helsirdl@75, revised Hong Kong 1989, we
encourage authors to register their clinical tr{alttp://clinicaltrials.govor other suitable
databases identified by the ICMJ#tp://www.icmje.org/publishing_10reqister.hjmif
your trial has been registered, please state thtk@ Title Page. When reporting
experiments on animals, indicate on the Title Ralgieh guideline/law on the care and use
of laboratory animals was followed.

7.2 Patient consent

Authors are required to ensure the following guitkes are followed, as recommended by
the International Committee of Medical Journal Bdit Uniform Requirements for
Manuscripts Submitted to Biomedical Journals. Pétibave a right to privacy that should
not be infringed without informed consent. Identity information, including patients’
names, initials, or hospital numbers, should ngbidaished in written descriptions,
photographs, and pedigrees unless the informadiessential for scientific purposes and
the patient (or parent or guardian) gives writtgioimed consent for publication. Informed
consent for this purpose requires that a patiemt iwldentifiable be shown the manuscript
to be published.

Identifying details should be omitted if they a Bssential. Complete anonymity is
difficult to achieve, however, and informed conse&mbuld be obtained if there is any
doubt. For example, masking the eye region in giraghs of patients is inadequate
protection of anonymity. If identifying charactdits are altered to protect anonymity,
such as in genetic pedigrees, authors should pg@sgdurance that alterations do not
distort scientific meaning and editors should sten@/hen informed consent has been
obtained it should be indicated in the submitteatia:

7.3 Statistical analyses

Where statistical analyses have been carried easplensure that the methodology has
been accurately described. In comparative studie®pcalculations are usually required.
In research papers requiring complex statisticathece of an expert statistician should be
sought at the design/implementation stage of tindyst

7.4 Randomized controlled trials

Autismrequires a completed CONSORT 2010 checklist anl fliagram as a condition of
submission when reporting the results of a randedhtral. Templates for these can be
found on the CONSORT websitenvw.consort-statement.cdrwhich also describes
several CONSORT checklist extensions for diffexdggigns and types of data beyond two
group parallel trials. You should ensure that yaicle, at minimum, reports content
addressed by each item of the checklist. Meetiegdlbasic reporting requirements will
greatly improve the value of your trial report andy enhance its chances for eventual
publication.
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7.5 Prisma

Autismrequires a completed PRISMA checklist and flongdsan as a condition of
submission when reporting the results of a systematiew. Templates for these can be
found on the PRISMA websit@ww.prisma-statement.or¢you should ensure that, at
minimum, your article reports content addresseddwh item of the checklist. Meeting
these basic reporting requirements will greatlyrove the value of your systematic
review and may enhance its chances for eventudicatibn.
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8. Permissions

Authors are responsible for obtaining permissi@mficopyright holders for reproducing
any illustrations, tables, figures or lengthy quiotas previously published elsewhere. For
further information including guidance on fair deglfor criticism and review, please visit
our Frequently Asked Questioms the SAGE Journal Author Gateway.
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9. Manuscript style

9.1 File types

Only electronic files conforming to the journalsidelines will be accepted. Preferred
formats for the text and tables of your manusarptWord DOC, RTF, XLS. LaTeX files
are also accepted. Please also refer to additguidéline on submitting artwork and
supplemental files below.

9.2 Journal Style
Autismconforms to the SAGE house styldick hereto review guidelines on SAGE UK
House Style.

9.3 Reference Style
Autismoperates a Sage Harvard reference sGliek hereto review the guidelines on
SAGE Harvard to ensure your manuscript confornthitoreference style.

9.4. Manuscript Preparation

The text should be double-spaced throughout arfd awhinimum of 3cm for left and right
hand margins and 5cm at head and foot. Text shmktandard 10 or 12 point. Sl units
should be used throughout the text.

9.4.1 Keywords and Abstracts: Helping readers fiyalr article online

The title, keywords and abstract are key to enguhat readers find your article online
through online search engines such as Google.&teéx to the information and guidance
on how best to title your article, write your alstrand select your keywords by visiting
SAGE's Journal Author Gateway GuidelinesHtmw to Help Readers Find Your Article
Online

9.4.2 Corresponding Author Contact details

Provide full contact details for the correspondaughor including email, mailing address
and telephone numbers. Academic affiliations ageired for all co-authors. These details
should be presented separately to the main tekiecdrticle to facilitate anonymous peer
review.
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9.4.3 Guidelines for submitting artwork, figures drother graphics

Artwork, figures and other graphics such as tablenild be uploaded through SAGE’s
Online Submission System alongside the main bodlgefext, as a seperate file to ensure
best quality in production. For further guidancetiom preparation of illustrations, pictures
and graphs in electronic format, please visit SASQ&EANuUscript Submission Guidelines

9.4.4Guidelines for submitting supplemental files

This journal is able to host approved supplemantzterials online, alongside the full-text
of articles. Supplemental files will be subjectegeer-review alongside the article. For
more information please refer to SAGEslidelines for Authors on Supplemental Files

9.4.5 English Language Editing

Non-English speaking authors who would like torreftheir use of language in their
manuscripts might consider using a professiondiregservice. VisiEnglish Language
Editing Servicedor further information.
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10. After acceptance

10.1 Lay Abstracts

Upon acceptance of your article you will be regdite submit a lay abstract of your article
to the Social Media Editor, Laura Craneufnalautism@gmail.cojnLay abstracts are
brief (max 250 words) descriptions of the papet #na easily understandable. These
abstracts will be made available to researchershmdians, as well as the general public
(including individuals with autism spectrum disarsland their families).

These abstracts should avoid both technical tedogycand the reporting of statistics.
Examples of lay abstracts are provided in recesigs of the journal.

10.2 Proofs
We will email a PDF of the proofs to the correspogcauthor.

10.3 E-Prints

SAGE provides authors with access to a PDF of fivaf article. For further information
please visitttp://www.sagepub.co.uk/authors/journal/reprint.sp

10.4 SAGE Production

At SAGE we place an extremely strong emphasis erniphest production standards
possible. We attach high importance to our qualkdnvice levels in copy-editing,
typesetting, printing, and online publicatioht{p://online.sagepub.coi/We also seek to
uphold excellent author relations throughout thieligation process.

We value your feedback to ensure we continue taorgour author service levels. On
publication all corresponding authors will receavbrief survey questionnaire on your
experience of publishing iAutism with SAGE.

10.5 OnlineFirst Publication
Autismbenefits from OnlineFirst, a feature offered tlgl SAGE'’s electronic journal
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platform, SAGE Journals Online. It allows final igen articles (completed articles in
queue for assignment to an upcoming issue) to beetd@nline prior to their inclusion in a
final print and online journal issue which sign#itly reduces the lead time between
submission and publication. For more informatiogagke visit ouOnlineFirst Fact Sheet
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11. Further information

Any correspondence, queries or additional requesisaformation on the Manuscript
Submission process should be sent to the EditOffade as follows:

Katie Maras

Department of Psychology

University of Bath, UK

Email: katiemaras.autism@gmail.com
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Appendix 2: Quality Rating Framework (adapted from Walsh and Downe, 2006)

Stages

Essential Criteria

Specific Prompts

Scope & Purpose

1. Clear statement of an@larity of focus demonstrated

rationale for research

guestion/aims/purposes

Explicit purpose give such as descriptive/explanato]
intent, theory building, hypothesis testing

Link between research and existing knowledge
demonstrated

2. Study thoroughly
contextualized by existing
literature

Evidence of systematic approach to literature revyie
location of literature contextualize the findings,
both

Design

3. Method/design
apparent, and consistent

Rationale given for use of qualitative design

with research intent

Discussion of epistemological/ontological groundin

Rationale explored for specific qualitative metl{ed).
ethnography, grounded theory, phenomenology)

—

Discussion of why particular method chosen is mog
appropriate/ sensitive/ relevant for research
guestion/aims

Setting appropriate

4. Data collection strategy
apparent and appropriate

Were data collection methods appropriate for type ¢
data required and for specific qualitative method?

Were they likely to capture the complexity/divgreit
experience and illuminate context in sufficientad@t

Was triangulation of data sources used if approte?al

Sampling Strategy

5. Sample and samplin
method appropriate

gSelection criteria detailed, and description of how

sampling was undertaken

Justification for sampling strategy given

Thickness of description likely to be achieved from
sampling

Any disparity between planned and actual sample
explained

Analysis

6. Analytic approach
appropriate

Approach made explicit (e.g. Thematic distillation,
constant comparative method, grounded theory)

Was it appropriate for the qualitative method
chosen?

j=n

Was data managed by software package or by han
and why?

Discussion of how coding systems/conceptual
frameworks evolved

How was context of data retained during analysis

Evidence that the subjective meanings of partidipar
were portrayed

Evidence of more than one researcher involved in
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stages if appropriate to epistemological/theordtica
stance!

Did research participants have any involvement in
analysis (e.g. member checking)

Evidence provided that data reached saturation or
discussion/rationale if it did not

Evidence that deviant data was sought, or
discussion/rationale if it was not

Interpretation 7. Context described andDescription of social/physical and interpersonal
taken account of in contexts of data collection
interpretation Evidence that researcher spent time ‘dwelling viliid
data’, interrogating it for competing/alternative
explanations of phenomena
8. Clear audit trail given | Sufficient discussion of research processes suath th
others can follow ‘decision trail’
9. Data used to support | Extensive use of field notes entries/verbatim unsv
interpretation guotes in discussion of findings
Clear exposition of how interpretation led to
conclusions
Reflexivity 10. Researcher reflexivity Discussion of relationship between researcher and

demonstrated

participants during fieldwork

Demonstration of researcher’s influence on stades
research process

O

Evidence of self-awareness/insight

Documentation of effects of the research on
researcher

Evidence of how problems/complications met were
dealt with

Ethical Dimensions

11. Demonstration of
sensitivity to ethical
concerns

Ethical committee approval granted

Clear commitment to integrity, honesty, transpayen
equality and mutual respect in relationships with
participants

Evidence of fair dealing with all research
participants’

Recording of dilemmas met and how resolved in
relation to ethical issues

Documentation of how autonomy, consent,
confidentiality, anonymity were managed

Relevance and
transferability

12. Relevance and
transferability evident

Sufficient evidence for typicality specificity te b
assessed

Analysis interwoven with existing theories and pthe|
relevant explanatory literature drawn from similar
settings and studies

nt

Discussion of how explanatory propositions/emerge
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theory may fit other contexts

Limitations/weaknesses of study clearly outlined

Clearly resonates with other knowledge and
experience

Results/conclusions obviously supported by evidenfe

Interpretation plausible and ‘makes sense’

Provides new insights and increases understanding

Significance for current policy and practice ouduh

Assessment of value/empowerment for participantg

Outlines further directions for investigation

Comment on whether aims/purposes of research W
achieved

D
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Appendix 3: University of Glasgow Ethics Approval Letter

10 August 2015

Professor Andrew Jahoda
Mental Health and Wellbeing

Academic Department

Gartnavel Royal Hospital

1055 Great Western Road

Glasgow G12 0XH

Dear Professor Jahoda

MVLS College Ethics Committee

Project Title: Mothers’ Perspectives about the Sexual Understandin g and
Development of their Children with Low Functioning Autism

Project No: 200140171

The College Ethics Committee has reviewed your application and has agreed that there is
no objection on ethical grounds to the proposed study. It is happy therefore to approve the
project, subject to the following conditions:

Project end date: 31 December 2016.

The data should be held securely for a period of ten years after the completion of the
research project, or for longer if specified by the research funder or sponsor, in
accordance with the University’s Code of Good Practice in Research:

(http://www.gla.ac.uk/media/media 227599 en.pdf)

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.

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

Yours sincerely

ol AT

Professor William Martin
College Ethics Officer

Approval200140171.docx
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Appendix 4: Participant Invitation Letter

Dear Participant,

You are being invited to take part in a research study. The title of this study is “Mothers’
Perspectives about the Sexual Understanding and Development of their Children with Autism and
a Learning Disability”. We are looking to recruit 6 to 12 mothers of young people, aged 14 to 30,
with autism and a moderate to severe learning disability. Sexuality and sexual development is a
vital part of growing up for all young people, but for young people with autism and a learning
disability, this area is often not given much attention. We are interested in interviewing mothers
about this issue, as they play such an important role in supporting their child. The aim of this
study is to improve our knowledge of the experiences and views of mothers about their child’s
sexuality and sexual development. This will help to improve the support and resources that are
available to support young people and their families.

It is really important that you understand the purpose of this research and what the research will
involve for you, before you agree to take part. Please read the participant information sheet that
is alongside this letter carefully before you decide if you wish to take part. If you have any
questions about this research or if you would like to find out more information, please do not
hesitate to get in touch, my contact details are at the end of the Participant Information sheet.

Yours sincerely,

Rebecca Pryde

Doctoral Student of Clinical Psychology, University of Glasgow
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Appendix 5: Participant Information Sheet

»m

ﬁg' UﬂiVel”SitY College of Medical,
of Glasgow | Veterinary & Life Sciences

The Sexuality of Young People with Autism & Learning Disabilities
Mothers’ Experiences

Information for participants in the research project
1. Study title

Mothers’ Perspectives about the Sexual Understanding and Development of their
Children with Autism and a Learning Disability.

2. Invitation

You are being invited to take part in a research study. Before you decide whether to take
part it is important for you to understand why the research is being done and what it will
involve. Please take time to read the following information and discuss it with friends or
relatives if that would be helpful for you. We are also very happy to answer any questions
that you might have or give you more information that you might want. Our contact
details are at the end of this document. Please take time to decide whether you or not
you wish to take part.

3. What is the purpose of the study?

The sexual understanding and development of young people with Autism and a Learning
Disability is something that is not usually given much attention. Yet this is a vital part of
growing up for all young people. This is an area of concern to mothers as well, particularly
as they play a very significant role in supporting the development of their child’s sexual
understanding. However, there has been little research about mothers’ views.

In this study we want to find out about mothers’ experiences and views. We hope that
this will lead to better support for families and the young people themselves.

It is hoped that the insight into mothers' views will help with the provision of sensitive

support to families, and help schools, colleges and health professionals to work more
effectively in partnership with them.

92



4, Why have | been chosen?

You have been asked to take part in the study because an organisation in contact with
you thinks that you are a mother of a young person with Autism and a moderate or
severe Learning Disability in the right age range for the study (14-30 years). We are
hoping to recruit around 6 to 12 participants for this study.

5. Do | have to take part?

It is up to you to decide whether or not to take part. If you decide to take part you will be
given this information sheet to keep and you will be asked to sign a consent form. You
will be given the information sheet and a copy of your consent form to keep. If you do
decide to take part you are still free to withdraw at any time without giving a reason.
Deciding not to take part will not impact any other aspect of your relationship with
University of Glasgow or the voluntary organisation that you receive a service from.

6. What will happen to me if | take part?

The researcher, Rebecca Pryde, will arrange to meet with you in the premises of the
voluntary organisation you receive a service from, or on University of Glasgow premises,
whatever is more convenient for you. We will ask everyone to complete an interview,
this could take from 60 — 90 minutes. The questions will include a description of your
family, your views on your child’s sexual development, how you and your child have
coped with their sexual development and some of the challenges you have faced and
sources of support you have received in regard to sexuality. You can stop the interview at
any time, to take a break or if you decide you no longer want to take part.

7. What do | have to do?

If you decide you want to take part in the study or you want to ask for further
information, please contact the primary researcher using the contact details at the end of
this information sheet.

If you are happy to be contacted in relation to this study, please tell the person that told
you about the study. A member of administration team will then contact you within two
weeks to check that you have all the information that you need. They will only contact
you if you give permission to do so.

If you decide you do wish to take part, the researcher, Rebecca Pryde, will meet with you
to ask you questions with regard to your child and their sexual development, which
should last around 60 — 90 minutes. Although there will be a general structure to the
interview, the information you give will guide the interview. You will be able to raise any
other issues you want to discuss at the end of the interview. You will be able to take a
break or stop the interview at any time.
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8. What are the possible disadvantages and risks of taking part?

We do not anticipate that there will be any risk to you completing the interviews.

However, we do recognise that this may be an emotive topic for you and if you do
become distressed during the interview, you will be offered a break or to stop the
interview at any time.

9. What are the possible benefits of taking part?

Whilst there will be no direct benefits to you, the study will improve our understanding of
mothers’ experiences and views. We will use the results from this study, along with
findings from other research, to develop workshops for mothers and for professionals
who work with young people with low functioning autism.

10. Will my taking part in this study be kept confidential?

All information which is collected about you, or responses that you provide, during the
course of the research will be kept strictly confidential. You will be identified by an ID
number, and any information about you will have your name and address removed so
that you cannot be recognised from it. We might use direct quotations from your
interview in the final report, however, you will not be able to be identified by this
information and you will need to provide consent in order for us to do this.

Please note that assurances on confidentiality will be strictly adhered to unless evidence
of serious harm, or risk of serious harm, is uncovered. In such cases the University may be
obliged to contact relevant statutory bodies/agencies.

11. What will happen to the results of the research study?

We hope to publish this article in a scientific journal. If this is the case, you will not be
identified in this publication.

We hope that the results will provide a greater understanding of mothers' points of view.
In turn, we hope that this understanding will help schools, colleges and health
professionals to provide more sensitive support to families with regard to their sons and
daughters’ sexuality. We also hope that it will help professionals to work alongside
families more effectively.

12. Who is organising and funding the research?

There is no specific funding for this research which is being organised by the University of
Glasgow.
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13. Who has reviewed the study?

This project has been reviewed by the College of Medical, Veterinary and Life Sciences,
University of Glasgow Ethics Committee.

14. Contact for Further Information

If you have any further questions please contact Rebecca Pryde

By telephone: 0141 211 3878
Or email: r.pryde.1@research.gla.ac.uk

Thank you for taking the time to read through this information sheet.
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Appendix 6: Participant Consent Form

Umver51ty ‘ College of Medical,
& of Glasgow Veterlnary & Life Sciences

Centre Number:
Project Number:
Subject Identification Number for this trial:

CONSENT FORM

Title of Project: Mothers’ perspectives about the sexual understanding and development of their child with autism and
a learning disability

Name of Researcher(s):
Rebecca Pryde
Professor Andrew Jahoda

Please initial box

| confirm that | have read and understand the information sheet dated 06.07.2016 (version 3) for
the above study and have had the opportunity to ask questions.

| understand that my participation is voluntary and that | am free to withdraw at any time, without
giving any reason, without my legal rights being affected.

| agree for the interview to be tape-recorded.

| agree for anything | say to be used in the final report about this research

| understand that | will not be able to be identified from the information that is published.

| agree to take part in the above study.

Name of subject Date Signature

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

Researcher Date Signature

(1 copy for subject; 1 copy for researcher)
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Appendix 7: Interview Topic Guide
Introduction

| am grateful for you agreeing to talk to me todaknow that this might not be an easy
topic to discuss but it will be helpful for us taderstand your experiences of supporting X
to learn more about this area. | am interestdohding out about your experiences and
what has been important to you.

Context

It would be helpful to find out about you and Xo $you could start by telling me about
X, what he/she is like, other people at home ahid about your life at home?

Child Development

It has been really useful to hear about X and yamnily, thank you for sharing that with
me. | would like to hear about your experienceX growing up into a teenager/adult.

* What was X like as a child?

* What was X's personality like?

« What changes did you notice as X became a teenager?

* How did you feel about those changes?

* What were the main challenges during this time?

* How did this experience differ to sibling’s devethognt?

* What support did you have from family, friends, anlder agencies?
* Whatis X like now?

* Do you have worries or concerns for him at the muihe

* What about in the future?

Family Beliefs and Attitudes about Sexuality

It would be really helpful to find out a bit abdutw your family deal with sexuality in
general.

* How have you dealt with any siblings’ puberty/gragriautonomy?
e How openly do you discuss these issues as a family?

Child’s Sexuality

Now | would like to go on to speak about X’'s sexdevelopment.

* Has X shown any sexual behaviours. If so, what?

» Establish if anything inappropriate about this hetiar and consequences of this
behaviour.

* How did you feel about this?

* Did you experience any reactions from others, weae these?

* How confident did you feel in supporting X with ugs regarding sexuality?

 How did you deal with sex education for X?

Sources of support?

« What are your main sources of support- practicabtenal?
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* Where do you get information and advice about sedexelopment and
relationships?

Other areas

| want to make sure that | have got a good undedstg of your experiences of X’s sexual
development. Is there anything important that wat to talk about that we have not
already covered?

98



Appendix 8: Sample of Analysed Transcript

Descriptive/exploratory
comments

Transcript

Emergent
themes

R: You talked about challenging behaviour and
suggested there might be link there with him
going through puberty, could you tell me a little
bit more about that?

Making sense of sexual
behaviour

Making adjustments to
cope with developing
sexual behaviour

Acceptance of unusual
sexual behaviours- the
new normal

The development of
systems at home to
facilitate and encourage
sexual expression

Perception of the link
between puberty and
challenging behaviour?

Supporting son to
understand sexuality
and cope with sexual
urges

Education drive by
inappropriate sexual
behaviours- a reactive
approach

Mother as recipient of
sexual behaviour

Surprise at his curiosity
about sexuality-
challenges stereotypical
ideas of ASD

Mother as information
gatherer- seeking
information and
resources about
sexuality

Finding a common

P: Em, from what | understand, from his age and his
development and from what | witness about what
he is going through, he wants a lot more alone
time. We have a bit of a system at home. He
obviously has an attachment to a jacket, which he
uses and takes off to his room and he will now say
to me, “want to catch a coat”, which comes from
very early on, when he first started asking for
specific jacket, | would get it for him and | would
say “come on, catch a coat”. And so now it’s called
catch a coat, and that’s what he always says, or
catch a jacket. Em, and then he goes to his
bedroom, no then he asked to take it to his
bedroom and | was like, “Ok”, and now it’s just a
thing that he does now.

So yes, an increase in this and alongside his
challenging behaviours increasing and his
awareness of other people, he has started to try to
put his hand in between peoples’ legs and says, he
uses the world willy. “Touch your willy, hope to see
your willy”. He did it to a few learning assistants in
his class, em, and they, they have been using social
stories about what is private on your body and
private, where you can touch yourself in private.
So we have been working a lot on that, so he’s kind
of stopped, he did it to a couple of pupils as well,
but now he’s kind of stopped that at school, but he
will still do it to me. Suddenly, lunge and say “want
to catch a willy with me.” Before in the past, before
it got as intense as it did, | tried to explain to him
that | didn’t have a willy, | had a vagina. And he
said, “want to see your vagina”. | was quite
surprised when he said that, it sort of showed me
his ability to go, “oh that’s something different”,
and | want to see that. Em... and | felt like | could
totally relate at that point. His awareness is just
opening up and he just wants to know. So | said, |
would show him, | would get a picture for him. And
he said, “what day, when can | see this picture?”
and | said, “oh I don’t know, | will get it for you.”
And then | thought, where will | get a picture,
what’s an appropriate picture? | haven’t actually
done it yet. I've got these books, [...], | don’t know
if you know of them, they are about sexuality and

Adjusting to the
emerging
sexuality

Adjusting to the
new normal

Supporting my
son’s emerging
sexuality

Acceptance

Coping with
emerging
sexuality

“I just have to
get on with it”-
coping with
sexual
behaviours

Mother as
information
gatherer

Sex education- a
help or a
hindrance?

“I don’t know the
right thing to
do”. Uncertainty.

Supporting the
emerging
sexuality
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ground

Feeling uncertain about
providing sex education

Fears about the possible
negative outcomes of

providing sex education

Vulnerability of son and

development. So | was going to look for the female
equivalent, and maybe show him that, but | would
need to read it first and see what it said, because |
am very aware of his susceptibility if he sees
something, | am quite worried he will try to enact
it. | am worried about him seeing sex on TV or
anything like that. Because | feel right now he is
really open to anything sexual and | am worried if
he sees something, he won’t be boundaried to
know that is between 2 consenting people.

Vulnerability

Vulnerability of
self, son and
others

Challenges with
the emerging

of others sexuality
We have had one incident at home, because he has
Making sense of suggested that | come through to his bedroom with
problematic behaviour him to help him catch a coat, for a hug, and its like,
“no mum doesn’t come through for a hug, you take
Mother as recipient of your coat, that’s just you and your coat.” And one
sexual behaviour day, | was kind of half lying on a sofa and he walked
passed me and just quick as a flash, he just looked
Fear- awareness he at me, threw the coat on me, and jumped on top of
could cause me harm me. And he wasn’t doing anything, what he was
wanting to do was just jump on top of me and rub
The need to more himself on me, he wasn’t touching me or anything,
vigilant it only lasted a few seconds but he is really strong,
he is like over 6ft and really quite big and with him
doing that, | need to be more on it with him and |
know what | like, | like this jacket and I like hugs
from my mum, and | like this thing, so | am going to
put it all together, that will be great. Em, so it’s just
trying to be aware of that with him.
R: And when Daniel was much younger, were
these things you thought about, some of the
difficulties that might arise when he was older?
Was puberty a worry for you?
Relationship between P: It wasn’t a worry for me, | was always aware that
sensory sensitivities and | this might happen, because he used to rub himself
sexual behaviour? up against things when he was younger. And | was
always aware that given the limited communication
Viewed as an we had, | was always sure that he was allowed the The right to a
inevitability? space to do stuff like that in private, because | do sexual identity

Providing a safe space
and privacy to explore
sexuality as a priority

Recognising the
importance of sexual
needs

know of other families where they have stopped
their child from a young age from doing anything
like that completely it made me realise that |
disagreed with that lot. And | feel like its every
person’s right to a sexual relationship, even if that
is with themselves. And so | made sure that he
always had the room and the space to do that, if
that’s what he wanted to do and | think that’s really
important for him to be able to do that.
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R: So would you say that your beliefs about how
sexuality should be broached, how are they
different from [your other son], who is older and
doesn’t have autism and a learning disability?

Similarities in
approaches between LD
and non-LD son.

Discussions about sex

P: It’s the same in terms of, in that | feel quite open
about it. With my other son, | made myself quite
open to talk about it, but he didn’t want to, He was
like ‘No!” We have always had an open relationship
to be able to joke about things, like sex, or like

Mother’s critical

stop as non-LD son anything around that, it isn’t a taboo subject. Me role in sex
reaches adulthood vs. and [my other son] haven’t spoken about it in a education.
ongoing dependence serious manner, well we did in sex education, but
needs. we have never spoke about it in a serious way. Like
he doesn’t tell me about his sex life and | don’t tell
Not the same necessity | him about mine (laughs). But yeah we share jokes
to discuss sex with non- | about things like that.
LD son.
R: So when [your other son] was younger, did you
sit down and have talk to him about sex, what
prompted you to do that?
Proactive approach to P: I think it was a decision | made, and it’s hard to
non-LD son- driven by think because it was quite a while ago. | think it was
chronological age. a decision | made and an understanding | had that
he was becoming a teenager and it was overdue
and | don’t think that the school provides enough
Impact of religion on sex | or the correct sex education for some people. And
education provided at he was going to a catholic school, we are not
school for non-LD son. catholic, but he was going to school and | was
aware that they weren’t teaching him about safe
sex or contraception, so | wanted to make sure that
we spoke about that and that he knew about that.
R: And what about with Daniel, when you tried to
talk to him about privacy, was that again a
decision you made, or did something in particular
prompt that?
Sex education guided by | P: It was prompted by his behaviour, it was Uncertainty
his behaviour- reactive something that was on my mind. | wasn’t really about sex

approach.

Incongruence between
cognitive development
and physical/sexual
development.

sure, because of his learning disability, when was
appropriate. And then | think | started to realise
that it’s not so much about development, because
developmentally, mentally, he is probably about 4
years old or something, but physically, he is 16 and
that is actually kicking in and overriding and that is
kicking in and overriding his mental abilities. Does
that make sense?

education- “I
don’t know the
right thing to
do.”

Feeling
conflicted.

R: Yes, it does.
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Sense of urgency

Whose role is it to
provide sex education?

Feeling unsupported-
lack of resources

Feeling stuck and
frustrated- dependent
on others

Dilemma- uncertainty
about sex education-
desire to meet his needs
whilst protecting him
and others from harm.

What is appropriate to
teach him? Need for an

individual approach

Acceptance that son will

P: And then I realised, right | need to do something
about this now, because he has all these, what’s
the right word, urges, and desires but he has the
mentality of a 4/5 year old. Em, it just seemed
really important and at school, and as much as they
have really helped with the issue of privacy and
social stories and what is private and what is not
private, and what is OK and what is not OK, | have
spoken to his teacher about it and she said she is
doing a course, and | think she is doing it later this
year and he needs something now, and | don’t
know about his classmates, and what their sexual
development and needs are, but it just seems like it
shouldn’t go along with just what the teacher has
learnt. | am surprised to learn that the resources
aren’t just there. | am surprised by that, that we are
going to have to wait until she goes to a course.
And she is a great teacher, and | understand that it
is probably her first time in this role with children
of their age, with their needs but yeah it’s really
frustrating, because | feel it should be more
tailored to what is going on for each individual at
that time. Daniel is ready for more and | don’t
really know what is appropriate for me to be
sharing with him or telling him, cause he | just so
[hesitates] | don’t want to spur any more interest. |
am not going to teach him about sex- because |
know that, that’s not appropriate, but it’s also
about keeping himself safe and his vulnerability, if
he is expressing a desire to touch or see someone
else’s genitals and you know, | have to be really
sure about the people who are round about him,

Who do I turn to
for support?

The sex
education
dilemma: “I don’t
know the right
thing to do”.

not have sex. and trust that every single person that is in his life, | Vulnerability
has the correct response, and yeah, | feel like he is
Placing trust in others- really vulnerable, so yeah, he is really vulnerable,
awareness of the and | am worried about that. Em, | guess probably
potential for abuse. . a lot of people in my situation are.
R: You mentioned that you feel he is very
vulnerable, would you mind telling me a bit more
about that?
P: Well | think he is vulnerable because he doesn’t
Hesitation before saying | really understand the implications his actions, he
abuse- too horrific to doesn’t understand consent, whether that is his Abuse: an
think about/verbalise? own consent or someone else’s consent. | am unbearable
worried about him being, em [hesitates] being prospect.

Fears of son
perpetrating abuse-
forcing self to consider it
as a reality.

Fraught with fear and
anxiety

sexually abused. That is my biggest worry. | am
worried about him, | don’t think he would sexually
molest someone but that incident with me, has
opened that up in my head, what if he tries to do
that to someone else, without that, you know...
sexual assault. What if he tries to touch someone,
just now it has just been me and at school, with
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Possible consequences
of challenging sexual
behaviour

Feelings of confliction

Feeling uncertain-
importance of making
the right decision for my
son. No right answer, no
easy solution.

everyone who knows him, but if he tried to do that
to someone in the street, that opens up a whole
other area. So | am kind of scared about that, so |
don’t know what would happen if that was to
happen. And | am worried that if he doesn’t have
the right level of opportunity to masturbate, there
will be a bigger chance of that happening and then
on the other hand | am worried that if he gets to go
off and masturbate whenever he wants and meets
his sexual needs through that, | just don’t know
what the right thing to do is.

Feeling
uncertain- “I
don’t know the
right thing to
do”.
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Abstract

Background: Sexuality and sexual development is a key panuofan development. Typically
the general population will receive information absex experientially or from informal sources,
usually their peer group. For individuals wittvéunctioning autism, their socially marginalised
position places the emphasis on families to sugpert with their sexual development. It is
therefore important to understand sexual developaeth sexuality of young adults with low

functioning autism from a family perspective.

Aims: The primary aim of this study is to understandhracs’ experiences of the sexual

development and understanding of their child wath functioning autism.

Methods: 6 — 12 mothers of young people aged 16 — 25 withfunctioning autism will be
recruited from voluntary organisations. Each pgtint will complete an in-depth interview
exploring their experiences of her child’'s sexuatelopment and sexuality, their attitudes towards
her child’s sexuality, the social, emotional andqpical challenges and sources of support

available.

Applications: The findings of this study should be used to dgveésources and support

regarding sexuality in young people with low fuoaiing autism.
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Introduction

Sexuality is a central part of human developméinéncompasses a range of phenomena including
self-image, emotions, values, attitudes, beliedhdviours and relationships (Koller, 2000). A
young person’s sexual development can presenthalienge to any family. Often it is a signal to
parents that their offspring is transitioning franchild to an adult and a sign of their growing
autonomy and independence. Usually young peopls&ak support and information about sex
from their peers or experientially. For individsiaith autism and learning disabilities, sexual
development can present a different range of angdéle. These individuals often do not have the
same social networks that typically developing ygppeople do and therefore are less likely to
receive sex education through informal means, asaheir peer group (Jahoda & Pownall, 2014).
As they are likely to spend most time under sugéai of adults, they are unlikely to have the
opportunity to develop intimate relationships (Ailélarks, Crisp & Hahn, 2003). Consequently,
parents of young people with autism and learniisghlities usually need to take responsibility for
providing sex education, however, research suggfestparents of young people with learning
disabilities lack confidence and support in deaiith sexual matters (Clegg, Sheard, Cahill &
Osbeck, 2001). Given the significant role thaepés play in supporting young people with autism
and learning disabilities during this time, itimsportant to understand their experience of theaexu

development of their offspring in order to provig@propriate support.

Previous research has been conducted to explofarthly perspective of young people with
learning disabilities’ sexual development. Pown#hoda, Hastings and Kerr (2011) conducted a
study utilising an interpretive phenomenologicadlgsis approach to compare and contrast 8
mothers’ experiences of supporting the sexual dgwveént of their child with a learning disability
with a typically developing sibling aged up to fiyears older or younger. The findings suggest
that mothers found it more difficult to discuss s&ixmatters with their child with a learning
disability than with their typically developing éthi It was proposed that the socially marginalise
position of the young people meant that their matlokd not think it was necessary to address their

sexual development as they were less likely to forone intimate relationships. Mothers in the
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study expressed the view that their offspring vaitlearning disability were likely to have a delayed
or absence of sexual desires and feelings. Funtrer, mothers felt there was a lack of resources
and information about how to support their offsgiinsexual development. A study by Jahoda
and Pownall (2014) found that typically developauplescents had greater sexual understanding
than adolescents with learning disabilities. Tapicdeveloping adolescents reported more formal
and informal sources of information about sex. sehgtudies demonstrate the inequity in
knowledge and resources about sex for individuitls warning disabilities compared to the

general population.

Individuals with autism have persistent deficitsotial communication and social interaction
across multiple contexts and restricted repetjiatterns of behaviour, interests or activities.
These impairments must be present in the earlylolewvental period (American Psychiatric
Association, 2013). Due to the impairment in sbicigeraction and communication, individuals
with autism often lack interpersonal skills thavelep naturally in others. For instance,
individuals with autism may require support to urstiend facial expressions, emotions and
appropriate social interactions and may strugglenderstand other people’s points of view
(Baron-Cohen, 2001). Autism is a spectrum disoatel therefore individuals with autism are a
very heterogeneous group, ranging from individuwath mild symptoms, e.g. Asperger’s
Syndrome or high functioning autism, to individuafigh low functioning autism, who present with
severe autistic traits and a learning disabilylearning disability is defined as significant ibf

in intellectual functioning and adaptive functiogim conceptual, social and practical skills,
occurring before the age of 18 (American Psychiatgsociation, 2013). The socio-sexual
education needs of individuals with Asperger’'s Spnte and the needs of those with low
functioning autism are likely to be quite distificim one another. Individuals with high
functioning autism or Asperger’'s Syndrome may depéhtimate relationships during adolescence
or adulthood, and therefore socio-sexual educaianportant to prepare them for these
relationships. However, it is unlikely that indivals with low functioning autism, particularly

those who have more severe learning disabilitidsgdevelop intimate relationships. A mother’'s
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role for these individuals is likely to have an drapis on helping them understand the changes in
their bodies, for example menstruation or to pcactiafe and appropriate sexual behaviours,
including masturbation. Masturbation is likelylie one of the only means of appropriate sexual
outlet for individuals with low functioning autisrbut research indicates that this is often
completed in an inappropriate or unsafe manner (em 1998). Individuals may find it difficult
to discriminate between public and private settiagd consequently may engage in inappropriate
sexual behaviours, for instance undressing or mzaing in public, making inappropriate
comments or engaging in improper physical contdetiémans, Colson, Verbraken, Vermeiren &
Deboutte, 2007). Stokes, Newton and Kaur (200udathat individuals with autism exhibited
socially inappropriate behaviour, including inagpiate touching, monitoring others’ activities
and following behaviours compared to typically depéng individuals. Given these findings, it is

important to understand how families cope with ¢éhelsallenges and support the young person.

There appears to be a scarcity in research regpsexual development for young people with
autism, and in particular, low functioning autisrithis may be due to beliefs held by carers,
parents and professionals that young people wiirawlo not have an interest in sexual
relationships (Gougeon, 2010). Due to the natfiteeir impairments, it is often mistakenly
believed that individuals with autism are unabléaton attachment towards others and therefore
cannot develop loving relationships (Aylott, 200@Jowever, research indicates that the majority
of adolescent, both with high and low functioningism, demonstrate sexual interest and sexual
behaviours. Research has highlighted that indalslwith mild to severe autism demonstrate
sexual behaviours, including masturbation and darterest towards others (Van Bourgondien,
Reichle & Palmer, 1997). Individuals with leamidisabilities and autism do express sexual
interest and exhibit sexual behaviours, but dubeainique impairments they present with, do
require support to express these appropriatelyrthBrmore, research suggests that parents lack
confidence in delivering sex education and indigidwith autism lack knowledge and skills in

dealing with sexuality in comparison to typicallgveloping individuals.
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Aims of present study

This study will seek to establish how sexual un@exding and development is explored in young
people with autism and a moderate to severe legqdigability, within a family context, using an

interpretative phenomenological approach to ineswmothers. Aims of the study include:

* What are mothers’ experiences of their child’s séxievelopment?

« What are mothers’ attitudes towards their chilé&gual development?

« What are the social, emotional and practical chgks associated with their child’s sexual
development?

« What resources and support can mother’s draw upeagport their child’s sexual

development?
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Plan of Investigation

Research Design

This study will utilise an Interpretative Phenomiegical Analysis (IPA) approach. IPA has been
selected as this approach investigates how indagdmake sense of their experiences (Pietkiewitc
& Smith, 2014) and allows descriptive and rich agts of these experiences (Smith & Osborne,
2008). IPA is often used to explore major emotidif@experiences and has been effectively used

to explore sexuality and life transitions (SmithO&borne, 2008).

Participants

This study will follow recommendations by Smithyrdan and Osborne (1999) who propose 10
participants and Smith (2003), who suggest that&sample sizes should be between 6 and 12.
These numbers account for data saturation, wherewathemes are emerging from the analyses.
This study will therefore aim to recruit betweear& 12 mothers of young people with low

functioning autism, who are aged between 16 and 25.

Inclusion and Exclusion Criteria

The young person must have a diagnosis of autish@anoderate to severe learning disability.
This will be confirmed with the mother. To ascerttihat the individual has a moderate to severe

learning disability, sample questions will be askedh the ABAS-II (Harrison & Oakland, 2003).

The young person must be aged between 16 andt& mother should be one of the primary
caregivers to the young person. The mother doesewml to be biologically related to the young

person, but should have lived with the young petbooughout childhood and adolescence.

The study aims to recruit males and females, lmageises that there are higher levels of males
with autism than females, around 4:1 (Ehlers &l§gith, 1993). A study by Brugha and colleagues
(2009) found 1.8% of males in England had an ASigared to 0.2% of females. Given this

ratio, the study may include a disproportionate benof males and females.
110



Fathers or any other family members will be exctifiem the study. This is to ensure
homogeneity of the sample, in line with the IPA y@eh (Smith, Flowers & Larkin, 2009).
Parents of young people with a mild learning dilghwill also be excluded. This is due to the
issues presented to individuals with mild learniiigpbilities are likely to be quite different as to
those with moderate to severe learning disabilitid®thers who do not speak English as their first

language will be excluded from the study.

Recruitment Procedures

The research team has pre-existing links with vialignorganisations, including Scottish Autism,
Autism Initiatives and PASDA. The project will béscussed with staff in these organisations and
information will be provided about the study and thclusion criteria. Staff will be asked to

identify potential suitable participants and pravitiem with an information pack. This will

include the contact details of the researcherterdsted individuals will be asked to contact
researchers to organise an appointment to dishasgudy; ask any questions and to sign a consent
form if they wish to proceed. Staff at organisasiavill be asked to keep a record of potential
participants whom they have passed the informatamks to. Potential participants will be asked

if they are happy for an individual independentiaf research to contact them after two weeks of
receiving the information, to ensure they havetadirelevant information. A member of

secretarial staff will conduct this. Participanidl not be paid for their participation in the s

Data Collection

Participants will be asked to complete an informagheet prior to the interview. This will gather
information including their age, ages and gendalladf their children, marital status, occupation

and postcode.
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Semi-structured Interview

Consistent with the IPA approach, this study wiilise a non-directive, semi-structured interview
approach. The topic of this study is of a sensitigture, and therefore two pilot interviews will
take place to test the topic guide to ensure thdigipants feel comfortable to talk openly about
their experiences. It is hoped that data fromeheterviews will also be included in the final
analysis. The interview will commence with gengdoglics regarding the young person and family
situation. This will help the mother feel comtdte, but also provide a valuable context to the
information gathered from the interview. Althoutjiere will be a general structure, the
interviewee will lead the conversation, and thieimation will guide the interview. The
interviewer will use open-ended questions to gaitifermation; avoiding the use of leading

questions. Mothers will be able to raise any otbsgues at the end of the interview.

Data Analysis

The transcript will be read closely a number ofsimand then key significant points will be
highlighted. The transcript will then be re-reau &ey themes will be determined, with relevant
quotations being identified. Similar themes wél grouped together into one category. This
process will be repeated for each transcript. thieenes for each transcript will be compared and
then brought together to create a master tableraparative themes which will be used for the
discussion. To ensure transparency and rigouasudit will be conducted on the first transcript
and a reflective journal will be kept throughout firocess to chart decisions. These themes will
be discussed in research meetings (Elliott e18P9). When no new themes have emerged from

analysis of the interviews, it will be assumed ttiatia saturation has been reached.

Settings and equipment

The location of the interviews will be at Univeysif Glasgow premises when the building is
staffed between 9am — 5pm. If participants ardoleni attend this location, alternative

accommodation will be sought within the voluntarganisations, also during daytime hours. If
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neither of these locations is viable, interviews/rha conducted over the telephone. Interviews
will be audio recorded using a digital recorderlaptop encrypted to NHS standards will be

required for the transcription.

Health and Safety Issues

Informed written consent will be sought from all timers who are taking part in the study. This
will include consent to record the interviews amavidata will be stored and anonymised.
Participants will be given a copy of their forniRarticipants will be made aware that they can
withdraw their consent at any point during the gtu@he interview topic is of a sensitive nature
and participants may feel uncomfortable discustiege issues. The researcher will monitor the
participants’ emotional responses throughout theriiew. The participants will be assured that
they can withdraw from the process at any timertiédpants will be able to continue the
discussion following completion of the interview.participants do feel distressed, they will be
given details of appropriate people to contacsfgrport. Participants will be provided with a
summary of the findings of the study and will béealo contact the researcher to discuss this
further. Previous research of a similar naturbieen conducted in the past, and researchers have
found that mothers have been very motivated to gmgathis process and discuss similar themes,

despite the sensitive nature of the topic.

Ethical Considerations

Ethical permission will be sought from the Univéysif Glasgow ethics committee. The parents
will be informed that they can withdraw from thedrview at any time in the process. All
information will be treated in a confidential mann®articipants will be assigned a number which
will be attached to their recordings. Direct qtiotas will be used in the final report, but theril w
be no patient identifiable information used. Rgants will be informed that direct quotations
will be used and will need to provide consent fos.tData will be stored on a University of

Glasgow laptop, encrypted to NHS standards. Raggees of anonymous data will be stored in a
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locked filing cabinet at the Psychology Departméuaiministration Office, Gartnavel Hospital.
Transcriptions will be kept for 5 years before Igeitestroyed, in line with University of Glasgow

policy. Recordings will be deleted as soon as tiexe been transcribed.

Financial Issues

A voice recorder and foot pedal will be requiredeoord and transcribe interviews and an
encrypted laptop will be borrowed from University@asgow. There will be costs to send

information sheets to participants.

Timetable

Submission for ethical approval August 2015

Pilot study to trial interview guide November-Ded®mn 2015
Data collection completed By March 2016
Submission of thesis End of July 2016

VIVA September 2016

Practical Applications

This study will enhance our understanding of sofr@ social, emotional and practical
challenges a child with low functioning autism’xsal development presents to mothers. This

should inform resources and support availabletfese families.
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