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Abstract

Support staff and relatives are uncertain about multiple aspects of the sexuality of people
with intellectual disabilities. Given that their attitudes embody positive and negative views,
they can respectively support and restrict free sexual expression among people with intel-
lectual disabilities and their potential for (intimate) relationships. A qualitative systematic
literature review was conducted on the attitudes of support staff and relatives toward the
sexuality of people with intellectual disabilities. A systematic search strategy was deployed
across seven databases. The identified articles were screened on predetermined inclusion
and exclusion criteria, and assessed on quality, which resulted in 31 included studies. A
metasynthesis of these studies resulted in two major themes emerging, namely (a) atti-
tudes toward the sexuality of people with intellectual disabilities, and (b) attitudes toward
the sex education and support. Themes represented both positive and restrictive attitudes
among support staff and relatives. The findings suggest that despite a general acceptance
of the sexual rights of people with intellectual disabilities, certain forms of sexuality were
approached more cautiously. Moreover, the sexual needs of some subgroups of people with
intellectual disabilities received scarce attention. Those support staff and relatives hold-
ing rather restrictive attitudes appear to emphasize sexual risks. Finally, support staff and
relatives stressed the importance of providing sex education and support for people with
intellectual disabilities, while, simultaneously, expressing insecurity over the subject. The
findings can help to improve the support provided to support staff and relatives to promote
sexual health among people with intellectual disabilities.
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Introduction

The sexuality of people with intellectual disabilities has been the subject of scientific
research for several decades now. Up until the early 1970s, the sexuality of people with
intellectual disabilities was largely denied, by, for example, labelling people with intellec-
tual disabilities as being asexual or as having a child-like sexuality [1, 2]. Acknowledge-
ment and acceptance toward the sexual rights of people with intellectual disabilities began
to increase over the course of the normalization movement [3], and, culminated in the Dec-
laration of Sexual Rights in 2014 [4]. Notwithstanding such notable shifts, research explor-
ing the sexuality of people with intellectual disabilities over the last two decades has pre-
dominantly focused on barriers, risks, and prejudice [2, 5, 6]. Today, despite the increased
acceptance of equal rights, neither the ability to exercise free sexual expression nor the
possibility to engage in (intimate) relationships are self-evident for people with intellectual
disabilities [5, 7, 8]. It is well-established that engaging in sexual expression and relation-
ships is integral to developing a healthy and positive sexuality [9]. This includes, among
other things, the ability to recognize and freely choose how to express one’s individual
sexual needs, desires, identities, and intimacy, alongside the social competencies needed
to express one’s sexuality safely and appropriately, free from coercion, disease, and abuse
[10-12]. However, we are not yet at the point where positive sexual health forms a key
component of the support provided to people with intellectual disabilities.

In order to freely express their sexuality and engage in relationships, people with intel-
lectual disabilities are dependent on the support and education provided by support staff
and relatives [7, 13]. The impact of support staff and relatives’ attitudes appears to be sig-
nificant [14—17]. Attitudes represent the degree to which we either like or dislike a certain
attitudinal subject, such as sexuality [18], and subsequently, impact upon our willingness to
provide support and education on that subject [2, 19, 20]. In fact, the attitudes of support
staff and relatives have been found to have a greater influence over people with intellectual
disabilities’ freedom of sexual expression than their own abilities and attitudes [20, 21].

Given that attitudes encompass negative and positive views, they can result in both
restrictive and facilitative forms of support and education [22]. Restrictive attitudes from
support staff and relatives have been associated with a number of restrictions regarding
the sexual expression of people with intellectual disabilities, including: (involuntary)
sterilization, medication, imprisonment, obstructing the development and implementation
of competency-enhancing supportive methods, and prohibition of sex education [3, 19,
23-25]. According to Servais [2], relatives in particular ignore the sexual needs of peo-
ple with intellectual disabilities. Conversely, there are some nascent signs that supportive
attitudes from support staff and relatives helps to promote both free sexual expression and
relationship-building among people with intellectual disabilities [26]. Within extant devel-
opmental psychological literature on adolescents, these connections are being investigated
more extensively [9, 27]. For example, supportive parenting has been associated with ado-
lescents avoiding sexual risk behavior and withstanding peer pressure to engage in sexual
activity [9, 28, 29]. Furthermore, research has shown that providing sex-education pro-
grams grounded in an ethos of sex-positivity and framed around sexual pleasure appeared
to enhance the motivation to participate in education and generalize the acquired knowl-
edge to their everyday lives [22].

Various scholars have highlighted the uncertainty that many support staff and relatives
have concerning their roles and responsibilities toward the sexuality of people with intel-
lectual disabilities [5, 7, 30, 31]. Therefore, an up-to-date overview of extant research on
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the attitudes of support staff and relatives concerning the sexuality of people with intel-
lectual disabilities, considering both supportive and restrictive attitudes. This qualitative
systematic literature review was conducted in accordance with PRISMA guidelines [32].

Method
Search Strategy

The search strategy was conducted in accordance with the Exhaustive Search Method
(ESM) [33], as well as with the support of an information specialist. In order to provide an
adequate representation of all the relevant literature on this topic, seven specialist academic
databases were searched, namely: Embase, Medline Ovid, Web of Science, Cochrane Cen-
tral, PsychINFO Ovid, CINAHL EBSCOhost, and Google Scholar. In concordance with
ESM, a systematic search was carried out based on free text search words, adding relevant
thesaurus terms when needed. We engaged in a process of trial runs and comparison of the
results in order to optimize the results.

In order to help structure the search terms, the PICO-approach was used to specify the
search terms for population, intervention/exposure, comparison, and outcome [32]. Please
refer to Table 1 to see an example of our search within the Embase database. The differ-
ent components of the PICO-approach were formulated as follows: (1) Population: support
staff and relatives of people with intellectual disabilities, (2) Exposure: sexuality of adults
with ID, (3) Control: not applicable, and (4) Outcome: attitudes. Support staff refers to any
healthcare personnel that is providing direct care to people with intellectual disabilities,
while relatives refers to any persons who have a first-degree relative with an intellectual
disability (i.e., parents, and siblings). Regarding interventions, we used relevant search
terms that applied to the sexuality of people with intellectual disabilities, which were based
on the dimensions of the WHO working definition [12], including sex, gender identities
and roles, sexual orientation, eroticism, pleasure, intimacy, and reproduction. The outcome
consisted of attitudes, which includes cognitions, affects, and behavioral intentions [34].
The search focused on original, English language peer-reviewed studies, which were pub-
lished between January 1997 and June 2017. An update of the search was conducted in
June 2020.

For each component of PICO, a list of search terms was formulated. These search terms
were selected based on MeSH-terms and keywords. The latter were determined based on
synonyms, subcategories, and the use of a thesaurus. All the search terms included singu-
lar, plural, and verbal forms. In order to build the search string, Boolean operators were
used. This involved either combining the components using “AND”, or separating syno-
nyms using “OR”. When relevant, the exclusion criteria were utilized by using “NOT”.

Study Selection

See Fig. 1 for a flow diagram of the selection process. In accordance with the PRISMA
Statement, the study selection comprised four sequential phases: (1) identification, (2)
screening, (3) eligibility, and (4) selection [35]. In the identification phase, the eligible
studies were identified by applying the predetermined search string. This initial search
resulted in 7390 studies. All duplicates and non-original studies (i.e., dissertations and
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Table 1 Search terms and synonyms medline ovid

Final search strategy

(exp Intellectual Disability/OR Mentally Disabled Persons/OR Learning Disorders/OR Developmental Disabilities/
OR (((intell* OR mental* OR cognit* OR neurocognit*) ADJ3 (impair* OR disab* OR handicap* OR deficien*
OR retard* OR deficit* OR disabilit* OR limitation*)) OR idioc* OR (retard* NOT (retard* ADJ6 (intrauterine*
OR intra-uterine* OR iugr OR growth))) OR (down ADJ2 syndrome*) OR development* disab* OR develop-
ment* delay* OR development* disorder* OR learning™* disab*).ab,ti.)

AND (attitude/OR Patient Preference/OR patient satisfaction/OR Attitude of Health Personnel/OR Social Norms/
OR social stigma/OR prejudice/OR taboo/ OR (attitude* OR acceptance* OR stigma OR prejudice* OR taboo*
OR (social ADJ3 (value* OR discriminat*)) OR judgement* OR criticism* OR considerat* OR reasoning OR
((perspective® OR thought* OR thinking OR knowledge* OR affect OR affection OR emotion* OR feeling*
OR like OR liking OR dislike OR disliking OR favour OR disfavour OR opinion* OR decision OR judge OR
experience® OR virtue* OR reflect* OR view OR views OR impression* OR aware* OR reali* OR belief*

OR instinct* OR marginali* OR neglect* OR ignor* OR supportive OR filiation*) ADJ6 (professional* OR
personnel* OR staff OR provider* OR nurse* OR nursing OR worker* OR attendant* OR field-worker* OR
fieldworker* OR residential-care* OR care-giver* OR caregiver®* OR carer* OR patient* OR client* OR people-
with OR famil* OR parent* OR father* OR mother* OR sibling* OR brother* OR sister* OR relatives OR
first-degree-relative™®))).ab,ti.)

AND (gender identity/OR exp sexuality/OR Sex Workers/OR love/OR Contraception/OR ((Abortion, Induced/
OR pregnancy/OR Reproductive Health/) NOT (Down Syndrome/OR Fetal Alcohol Spectrum Disorders/OR
mass screening/OR Prenatal Diagnosis/)) OR Parturition/OR Pregnancy, Unplanned/OR Pregnancy, Unwanted/
OR Libido/OR marriage/OR Menstrual Cycle/OR Penile Erection/OR exp Contraceptive Devices/OR (sexualit®
OR affectivit* OR intimate-relationship* OR transgender* OR bicurious OR bisexual* OR cross-sex* OR cross-
gender* OR female-to-male OR gay OR gays OR gender-variant OR intersex* OR ((gender OR sex OR sexual*
OR sociosexual®* OR psychosexual*) ADJ3 (change* OR dysphor* OR identit* OR reassign* OR transform*
OR transition* OR minorit* OR preferen* OR identit* OR orient* OR industr* OR service* OR work OR
worker* OR pleasure* OR contact* OR physical* OR reproduct* OR behav* OR protect* OR responsib* OR
counsel* OR thought* OR thinking OR fantas* OR desire OR longing OR urge OR expectation* OR belief* OR
attitude* OR value* OR virtue* OR norm OR normal OR conviction* OR extramarital* OR extra-marital* OR
premarital* OR pre-marital* OR relation* OR interact* OR anal OR oral OR experien* OR career* OR activit*
OR friendship* OR friend* OR wellbeing OR well-being OR hygien* OR satisf* OR content* OR fullfill* OR
attract® OR arous* OR drive OR autonom* OR independen* OR boundar* OR body-part OR body-image OR
self-image OR self-concept OR self-esteem OR consent* OR support* OR priva* OR knowledge* OR com-
prehen* OR understand* OR physiolog* OR anatom* OR educat* OR psychoeducat* OR right OR needs OR
favour* OR abstinen* OR anxi* OR depress* OR fear)) OR marriage OR (family-life ADJ3 educat*) OR mas-
turbat* OR blowjob OR blow-job OR cybersex* OR Genderqueer* OR GLB OR GLBQ OR GLBs OR GLBT
OR GLBTQ OR Heteroflexib* OR homosexual* OR homosexuals OR intersex* OR lesbian* OR lesbigay OR
LGB OR LGBQ OR LGBTQ OR LGBS OR LGBT OR male-to-female OR sex-with-men OR queer OR same-
gender OR same-sex OR Sexual* OR (trans ADJ (female OR male OR man OR men OR people OR person* OR
woman OR women)) OR Transexual* OR Transgender* OR Transsexual* OR trans-sexual* OR transvestit* OR
men-loving-men OR women-loving-women OR sex-with-women OR intercourse* OR erotic* OR autoerotic*
OR promisc* OR courtship* OR dating OR libido OR two-spirit-person* OR crossdress* OR heterosexualit*
OR prostit* OR hooker* OR gigolo* OR pornograph* OR porn OR escort-service* OR escortservice* OR inti-
mac* OR intimat* OR love OR lovelife OR romance OR coitus OR penetrat* OR birth control OR contracept™*
OR sterilizat* OR ((abortion OR pregnan* OR reproductive health)

NOT (Down* syndrome OR Down s syndrome OR fetal alcohol OR foetal alcohol OR screening OR genetic-test™*
OR prenatal-test* OR prenatal-diagnos*)) OR the-pill OR condom OR family-planning OR childbirth* OR
child-birth* OR labor OR labour OR ((unplanned OR unwanted) ADJ3 pregnan*) OR menstrual OR menstruat™®
OR erection* OR orgasm* OR (remov* ADJ3 uter*) OR castrat* OR ((intrauterin* OR intra-uterin*) ADJ3
device*)).ab,ti.)

NOT (exp dementia/OR (dement*).ab,ti.)

NOT (exp aged/ NOT (adult/OR adolescent/))

NOT (letter OR news OR comment OR editorial OR congresses OR abstracts).pt

AND english.la

Similar search strategies were used for Embase, CINAHL, Psych INFO, Web of Science, Cochrane CEN-
TRAL, and Google Scholar, with adjustments to the search terms based on the applicable thesaurus and
MeSH-terms
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Medline CINAHL Psych Embase Web of Cochrane Google
Ovid (n=751) INFO (n=1722) Science CENTRAL Scholar
g (n=1401) (n=1507) (n=1701) (n=109) (n =200)
=
S
b=
=
=
2 A
Records identified through combined database searching (n = 7390)
Records after duplicates removed (n = 4694)
o0 Y
g
§ Records removed before 1997, reviews, essays, dissertations, non-English language (n = 3078)
3
Records screened on title/abstract Records excluded (n = 2649)
(n=3078)
v Full text articles excluded because:
- participants not support staff or
Full-text articles assessed for eligibility relatives (n = 29)
(n=429) - participants not adults with intellectual
»| disabilities (n = 76)
- - exposure not sexuality for people with
] intellectual disabilities (n = 94)
:a - outcome not attitudes (n = 31)
5 - Not original research (n =151)
- full text not available (n = 10)
Studies assessed on quality - studies of other then qualitative design
m=17) (n=21)
< Records added in update (n = 14)
=
2
Z Studies included in synthesis
E (=31

Fig. 1 Flow-chart systematic reviews

systematic reviews) were removed, resulting in 3038 studies being suitable for the next
stage of the selection process.

In the screening phase, the first and second author independently screened the titles
of the studies in relation to the inclusion and exclusion criteria (Table 2). Absolute
agreement was assessed and calculated at a ratio of 81%. All disagreements were dis-
cussed until a consensus was established. In difficult cases, the third author was con-
sulted. The abstracts of the remaining 1499 studies were then screened independently
regarding the same criteria by the first two authors. Absolute agreement was assessed,
and calculated at a ratio of 73%. Once again, in the event of disagreement, the abstracts
were discussed at length until a consensus was reached, with the third author being
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consulted in particularly complex cases. The screening phase resulted in a selection of
419 studies to subsequently be screened for eligibility.

In the eligibility phase, the full texts of the 419 studies were screened with respect to the
PICO-components sequentially (i.e., population, exposure, and outcome). The first author
screened the studies, and thoroughly discussed the studies with the second author until
full agreement was reached. The third author was consulted in complex cases. 68 studies
remained following the eligibility phase, which were subsequently critically appraised by
using the Mixed Methods Appraisal Tool (MMAT version 2018) [36]. Similar to the eligi-
bility phase, the first author appraised the studies and extensively discussed them with the
second author until agreement was reached. Following the critical appraisal, no articles
were excluded due to a lack of quality.

At this point, those studies that either included a population comprising people with
intellectual disabilities (see De Wit et al. [26] for a review of the perspectives of people
with intellectual disabilities) or were grounded in a quantitative research design were
excluded. Consequently, the final selection consisted of 17 qualitative and mixed-method
studies exploring the attitudes of support staff and relatives. Of the mixed-method studies,
only the qualitative data was included in our review. An update of the search was con-
ducted in June 2020. The selection followed exactly the same procedure described above.
Fourteen studies were added, resulting in a final selection of 31 included studies.

Data extraction and Analysis

Data was extracted and analyzed in accordance with the metasynthesis approach described
in Lachal et al. [37]. This method comprises five steps, which enable the conscientious
synthesis of qualitative data. In the first step, a thorough comprehension of the included
studies was sought through reading and rereading. Second, data was extracted through a
careful process of line-by-line coding. The third step focuses on data synthesis. Specifi-
cally, codes with similar meanings were grouped into categories. Similarly, categories with
similar meanings were grouped together and an overall category was then formulated, i.e.,
the subtheme. Through this procedure a hierarchical tree structure was ultimately formed,
which was extensively discussed by the three authors. In the final step, the subthemes were
organized into groups that conveyed similar meanings. The resulting groups were thor-
oughly discussed in the research group, which resulted in the formation of overarching ana-
lytical themes.

Results
General

The included studies focused on the attitudes of direct support staff (n=15), relatives
(n=9), or both (n="7), which were substantially divided into two major themes, namely:
(1) attitudes towards the sexuality of people with intellectual disabilities, and (2) attitudes
toward the sex education and sexuality-based support provided to people with intellectual
disabilities. Please refer to Table 3 for an overview of included studies.
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Theme One: Attitudes Towards the Sexuality of People with intellectual disabilities

The first theme consisted of five subthemes, which are explained in more detail in the fol-
lowing sections.

Sexual Rights of People with Intellectual Disabilities

Attitudes toward the sexual rights of people with intellectual disabilities were identi-
fied in six studies that focused on support staff [38—43], one study on relatives [44], and
three studies that combined both perspectives [45—47]. Quotes in these studies primarily
reflected supportive attitudes. For instance, one of the support staff mentioned, that “every-
body has a right to sexuality” [43, p. 143], while a relative explained that “it is clear to me
that they are allowed to have sex” [44, p. 315]. However, several support staff and relatives
agreed that sexuality remained a “very taboo subject” [46, p. 38, relative].

Sexual Needs and Feelings of People with Intellectual Disabilities

Heterogeneous attitudes were expressed toward the sexual needs and feelings of people
with intellectual disabilities within five studies focusing on support staff [38, 40, 42, 48,
49], five on relatives [44, 50-53], and two studies that took the perspectives of both into
account [47, 54]. On the one hand, several support staff and relatives agreed that people
with intellectual disabilities have the same sexual feelings, in the words of a relative “as the
rest of us” [51, p. 285; 40, 47]. On the other hand, some support staff and relatives expe-
rienced difficulties recognizing the sexual feelings of people with intellectual disabilities
[50, 53, 54].

Moreover, some support staff indicated that the presence of sexual feelings depended
on clients’ age, gender, and/or the severity of their disability [42, 49]. For example, staff
expected older people to have less sexual needs [42], while some staff believed that men
would have more sexual needs, and “the women don’t really... they’re not fussed that
much” [49, p. 344]. Finally, the support staff indicated that a more severe intellectual dis-
ability made it more unlikely that a person would have sexual needs [42]. Although, one of
the support staff mentioned, “their sexual need is not dependent on their intelligence” [47,
p- 35]. Attitudes toward the potential relation between sexual feelings and clients’ charac-
teristics were not identified for relatives.42, 43, 49, 55, 56

People with Intellectual Disabilities’ Understanding of Sexuality

Part of the reported attitudes of support staff [i.e., five studies; ], relatives [i.e., five studies;
44,50, 51, 52, 53], or both [i.e., three studies; 46, 57, 58] touched upon the assumed ability
of people with intellectual disabilities to understand sexuality. Three topics emerged. The
first topic concerned the difficulties that young people with intellectual disabilities faced in
terms of understanding the physical changes associated with puberty, for example, coping
with their first period [51, 53]. With respect to adjusting to physical changes, only restric-
tive attitudes of relatives were found. Second, both support staff and relatives expressed
that people with intellectual disabilities were lacking social skills, which, in turn, made it
difficult for them to understand sexual interactions. Consequently, this could put people
with intellectual disabilities at risk of sexual abuse, as either a perpetrator or a victim [42,
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49, 51, 53, 57]. As one relative explained about potential perpetrating: “if he takes a fancy
to them he’s—you could perhaps call him a stalker—he makes their lives a misery” [57, p.
160]. Regarding the risk of victimization, one of the support staff mentioned: “sometimes
the females entice men but not really noticing what they are doing ... they just want a cud-
dle and haven’t got an appreciation of what it might mean” [49, p. 344]. Finally, both sup-
port staff and relatives believed that having an intellectual disability made it more difficult
to understand and accept sexual identity [S8]. Some support staff and relatives added that,
although people with intellectual disabilities could well be aware of the concept of sexual
orientation, they would not understand what this entails [46, 55]. Furthermore, according
to Young et al. [49], some support staff considered a gay identity to be inappropriate for
people with intellectual disabilities: “... oh my god, its two men” (p. 345). Other support
staff stated that whatever a person’s sexual orientation was, “... we should give the same
support” [55, p. 119].

Sexual Behavior of People with Intellectual Disabilities

Support staff and relatives were quoted with respect to their attitudes toward the sexual
behavior of people with intellectual disabilities in 10 [38, 39, 42, 43, 48, 49, 55, 59-61]
and six studies [50-53, 62, 63], respectively. Two studies drew upon the perceptions of
both groups [47, 64]. Attitudes roughly pertained to three topics. First, both support staff
and relatives observed a number of possible reasons for people with intellectual disabili-
ties to engage in sexual behavior. According to support staff, these reasons could include
hormonal drives or searching for “motherly comfort” [42, p 42]. Both staff and relatives
believed that people with intellectual disabilities engaged in sexual behavior to “relieve
tension” [e.g., 63, p. 2180]. Furthermore, some support staff highlighted gender differ-
ences, with men perceived as searching for sexual gratification, while women sought an
emotional connection [49]. However, other support staff and relatives expressed difficulties
viewing the behavior of people with intellectual disabilities as sexually motivated, noting
that the behavior was driven by (self) exploration or acts of friendship [42, 55, 58, 59].

Second, both support staff and relatives were quoted on their expectations of whether
people with intellectual disabilities would actually express sexual behavior. Some relatives
questioned if relationships would eventually turn out to be sexual in nature [53]. Similar to
the attitudes expressed toward sexual needs, some support staff considered sexual behavior
to be less likely if the person with an intellectual disability was a woman, of older age,
and had a more severe intellectual disability [42, 60]. Conversely, several of the relatives
in Meer and Combrinck [61] and Pownall et al. [53] studies believed that it was inevitable
that people with intellectual disabilities would eventually become sexually active. Some
support staff added, “at all levels of intelligence, sexual behavior is seen” [47, p 35].

Third, part of the identified attitudes reflected whether support staff and relatives
accepted certain forms of sexual behavior. Generally speaking, both groups accepted auto-
erotic behavior (e.g., masturbation and watching pornography) [42, 43, 53, 60]. Although,
for some support staff and relatives, certain forms of auto-erotic behavior were only accept-
able if performed in the privacy of people’s own bedroom [42, 43, 51]. Furthermore, Wil-
son and colleagues [42] indicated that for some support staff, masturbation was allowed as
long the people with intellectual disabilities were even-tempered.

Contrary to auto-erotic behavior, support staff and relatives were more reserved toward
forms of social-sexual behavior (e.g., cuddling, kissing, intercourse). Both support staff
and relatives believed social-sexual behavior was acceptable “with discrete supervision”
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[45, p. 918]. Some support staff viewed cuddling as an appropriate intimate form of sexual
behavior [42]. Conversely, some relatives stated people with intellectual disabilities should
not touch anybody [64]. Sexual interaction (i.e., intercourse) was rejected by some support
staff as well as relatives, based on concerns around mutual consent [43, support staff], sex-
ually transmitted diseases, and/or unwanted pregnancies [62, relatives]. Moreover, within
the spectrum of social-sexual behavior, some support staff dismissed same-sex sexual
experiences more firmly as being inappropriate [49, 59], with some support staff believing
that male-male sexual experiences originated from male-only residential groups [59]. Atti-
tudes toward same-sex sexual experiences were not identified for relatives.

Intimate Relationships of People with Intellectual Disabilities

Attitudes toward intimate relationships of people with intellectual disabilities were found
within eight studies based on the perspectives of support staff [43, 48, 49, 55, 59-61, 65],
seven studies focused on relatives [44, 50-53, 62, 66], and one study addressing both
groups [47]. Both support staff and relatives cited various reasons for why people with
intellectual disabilities pursued intimate relations, namely: because they are supposed to;
it is important; out of desire to kiss, hug, and/or engage in intercourse; and out of a desire
to love and care for a partner [44, 48, 49, 52, 55]. Among both support staff and relatives,
some shared the belief that relationships are frightening, and that the possibility of rela-
tionships provoked concerns around their vulnerability [43, 44, 46, 48, 49, 53, 65]. Accord-
ing to support staff, for men, this vulnerability primarily concerned the risk of becoming
aggressive, whereas for women (unwanted) pregnancies was routinely emphasized [49].
Furthermore, in both Bates et al. [48] and Abott and Howarth’s [55] studies, some sup-
port staff viewed people with intellectual disabilities as desperately seeking relationships,
which led them to be open toward any gender, or accepting an abusive relationship. Some
relatives believed that it was inevitable that intimate relationships would occur, with some
believing that marriage and children were future possibilities [50, 53, 61, 66]. However,
both support staff and relatives deemed that people with intellectual disabilities lacked
the required social skills to establish and maintain relationships [43, 44, 48, 53]. This per-
ceived lack of social skills led some support staff and relatives to conclude that marriage
was simply not an option for people with intellectual disabilities [44, 47, 62].

Theme Two: Attitudes toward Sex Education and Support

The second theme consisted of four subthemes, which are explained in the following
sections.

The Forms of Sex Education and Support

Support staff [n=4 studies; 38, 41, 42, 43], relatives [n=4 studies; 51, 52, 53, 67], and
both groups [n=3 studies; 45, 46, 64] werequoted regarding their attitudes towards sex
education and sexuality support. Several support staff and relatives viewed the provision of
sex education as an important way to improve sexual health [46]. The support staff inter-
viewed in Muswera and Kasiram’s [38, p. 200] study mentioned that people with intel-
lectual disabilities should “learn all the basics”, although the authors doubted whether the
staff knew exactly what this entailed. Indications for a more concrete interpretation of sex
education were not found in this review.
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Besides sex education, both support staff and relatives recommended other suitable
forms of support, namely: the provision of supervised private time, provision of medica-
tion to reduce sex drive, provision of contraception, and keeping the persons within the
house/institution [41, 45, 51, 67]. Support staff and relatives believed that providing con-
traception protected people with intellectual disabilities from abuse and unwanted pregnan-
cies [41, 51, 53]. For some support staff, providing contraception with consent was the
preferred method, however doing so without their consent was also an option when the
person with ID lacked the capacity to give it [41]. Furthermore, some relatives viewed con-
traception as a requirement for exploring their sexuality: “if you want to explore your sexu-
ality, there is a choice to make and the choice is a vasectomy” [64, p. 606]. Other forms of
sexuality-based support raised by support staff and relatives included: giving people with
intellectual disabilities a choice over their sexual identity [55]; supporting sexual orienta-
tion and its” expression [59]; introducing assisted decision-making concerning their sexual-
ity (i.e., supporting people with intellectual disabilities to attend meetings); and providing
alternative means through which to express their sexuality [43]. These alternative means
could include, among other things, providing them with pornographic materials. However,
reported attitudes toward the provision of pornographic images were ambiguous, ranging
from “... possibly a helpful aid” [42, p. 284, support staff] to a shared fear among support
staff and relatives that watching pornography could have primarily negative consequences
[42, 52].

Reasons for Providing Sex Education and Support

Several reported attitudes from support staff [n =6 studies; 40, 42, 55, 56, 59, 60], relatives
[n=3 studies; 50, 51, 53], and both groups [n=2 studies; 45, 46] pertained to the reasons
for providing sex education and support to people with intellectual disabilities. There were
differences between the participants, with some relatives opining that sex education should
be provided at “... any opportunity that there might be a link into” [53, p. 214], while one
of the support staff mentioned that they should raise topics, such as sexual orientation, on
a regular basis [59]. A recurring and widely shared attitude between the support staff and
relatives was to introduce sex education when sexuality became problematic, in order to
prevent abuse (either as a potential perpetrator or victim), and to prevent unwanted preg-
nancies [40, 42, 46, 53, 56]. However, other support staff and relatives suggested introduc-
ing it when the person with an ID raises the subject, or when they grew older, and/or sexual
interest arises [42, 46, 53].

Roles and Conditions for Providing Successful Sex Education and Support

Some of the attitudes reported in two studies focused on support staff [40, 48], two stud-
ies on relatives [52, 53], and one addressing the perspectives of both [46], concerned what
conditions are conducive to successful sex education provision and support. Support staff
and relatives shared the belief that the sex education and support should match the educa-
tional needs of the people with intellectual disabilities. For instance, both mentioned that
the sex education and support should be consistent and not too difficult [46], with relatives
adding that it must be repeated regularly “... for it to sink in...” [53, p. 214]. Furthermore,
relatives stressed that information should only be given when people with intellectual
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disabilities are mature enough to accept it, i.e. “... why give information to somebody if
they’re not ready to accept it basically?” [53, p. 215]. Regarding sexual support, some rela-
tives expressed that they had a role in enabling their relative to have a sexual relationship
[53]. Both support staff and relatives emphasized that people with intellectual disabilities
also needed to be allowed to make mistakes [46, 48].

Personal Barriers in the Provision of Sex Education and Support

Attitudes of support staff and relatives toward personal barriers in the provision of sex edu-
cation and support were reported in six studies focusing on support staff [40, 42, 48, 55,
61, 68], three studies focusing on relatives [53, 66, 67], and one focusing on both perspec-
tives [46]. There was a commonly expressed tension among supporting staff and relatives
regarding allowing and supporting sexual expression and relationships, while, simultane-
ously, keeping people with intellectual disabilities safe from sexual risks [48, 53]. As one
of the support staff said, “because we are protecting her from the bad, we are also stopping
her from the good” [48, p. 5]. In this vein, support staff and relatives conveyed insecu-
rity over the provision of support and education, stressing that they needed more training,
clearer guidelines, and permission from their management [40, 42, 46, 48, 53, 55, 67, 68].
For some support staff this insecurity led to a fear of accountability; “if they [the clients]
came to me and asked me for help, I couldn’t do it because my job and my neck would be
on the line” [46, p. 35]. Other barriers cited by support staff pertained to certain institu-
tionally imposed rules, such as those that prohibit intimate relations within the housing
unit and prevent private chambers from being locked [40, 48]. Furthermore, some sup-
port staff doubted if staff with LGBT-identities were the best suited to support people with
intellectual disabilities who also identified as LGBT [68]. From relatives’ perspectives, the
reported barriers leaned more towards either personal feelings of embarrassment or the
expectation that their relatives with ID would get embarrassed when talking about sexual-
ity [46, 53, 61, 66]. As one relative noted: “I would find it very hard to talk about sexual
intercourse or masturbation to him because I'm too close to him and he would be embar-
rassed and I would be embarrassed” [46, p. 35].

Discussion

The present systematic review aimed to provide an overview of extant literature on the
attitudes of support staff and relatives toward the sexuality of people with intellectual dis-
abilities. The attitudes identified pertained to two major themes, namely attitudes toward
the sexuality of people with intellectual disabilities, and attitudes toward sex education and
support. The subthemes encompassed a wide range of sexuality-related topics (e.g., sexual
behavior, relationships, identity, sex education, sexuality support). Both supportive and
restrictive attitudes were found across all the identified subthemes. Overall, the attitudes
reported by both support staff and relatives appeared to be relatively similar in terms of
being more or less supportive/restrictive. However, some indications were found of poten-
tial differences between the two groups. For instance, while both groups raised the risk of
sexual abuse, for some support staff this risk was more associated with being held account-
able for abuse [40, 46], while for some relatives this risk was primarily related to unwanted
pregnancies and STIs [53, 64]. Future research is thus needed to further elaborate on the
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attitudes of these groups. In light of the crucial role played by support staff and relatives
in the provision of sex education and support [69], the authors have selected three implica-
tions that will be elaborated on below.

First, the attitudes of several support staff appeared to be more restrictive toward spe-
cific subgroups of people with intellectual disabilities [e.g., based on gender, age, severity
of disability, and/or temper; 42, 49, 55, 58, 60]. This meant that it was difficult for those
specific support staff to imagine that people with intellectual disabilities who belonged to
one of these subgroups could have sexual needs. For instance, regarding people with severe
intellectual disabilities or people with severe challenging behavior, some support staff sim-
ply labelled their behavior as forms of self-exploration or acts of friendship [e.g., 42, 55,
58], rather than an expression of sexual needs. These results appear to be in line with a
review of stigma research, in which support staff were found to hold stronger restrictive
attitudes toward the sexuality of people with severe intellectual disabilities and people with
intellectual disabilities and challenging behavior [70]. Although their findings applied only
to support staff, the same association may also apply to relatives. After all, both groups
appeared to experience difficulties in assessing people with severe/profound intellectual
disabilities’ sexual needs [71]. Based on the present review, one can assume that the sexual
needs of certain subgroups of people with intellectual disabilities are not yet recognized
or are obfuscated because of attitudes that do not permit the existence of sexual needs. As
sexuality is considered a basic aspect of being human, there is no reason to assume that
this is any different for people with intellectual disabilities of any kind [4]. Therefore, it is
recommended that both researchers and practitioners pay increased attention to the sexual
needs of all subgroups of people with intellectual disabilities, alongside exploring the atti-
tudes toward these subgroups from both support staff and relatives.

Second, the specificity of sexual behavior under consideration also appeared to influ-
ence the type of attitudes (i.e., supportive or restrictive) held by support staff and relatives.
Similar to the attitudes of people with intellectual disabilities themselves [26], support staff
and relatives appeared to be rather supportive toward sexuality in the broad sense of the
term [i.e., ‘sexuality in general’; 41, 43, 45]. However, attitudes could become increasingly
restrictive, when more specific forms of behavior were considered [e.g., ‘intercourse’ or
‘same-sex sexual experiences’; 43, 53, 59]. In some cases, such restrictive attitudes even
resulted in actively discouraging people with intellectual disabilities from having sexual
relations [e.g., 51, 64]. Some support staff viewed this as a “balancing act” between, on
the one hand, offering freedom of sexual expression, and on the other, preventing harm
through restriction [48]. The theory of reasoned action might provide an explanation for
this acceptance of general concepts [e.g., “everybody has a right to sexuality”; 43, p. 143]
while rejecting more concrete ideas [e.g., “we can’t have people having ultimate relations;
43, p. 143]. This theory posits that a generally supportive set of attitudes toward general
concepts might be altered into more restrictive attitudes when strong emotions get involved
[72]. Tt is possible that strong emotions are provoked in support staff and relatives from
the sexual risks perceived when considering the sexuality of people with intellectual dis-
abilities. For example, such perceptions of sexual risk were sometimes associated with fear
toward the sexuality of people with intellectual disabilities [7]. In the present review, both
support staff and relatives framed these potential risks in terms of abuse, as either a perpe-
trator or a victim [42, 49, 51, 53, 57]. Several support staff expressed fear over being held
accountable [40, 46], while unwanted pregnancies and sexually transmitted diseases were
the prevailing fears among relatives [62]. Concern over sexual risk is decisive, insofar as
it can lead to over-protection and the (unnecessary) limiting of sexual expression among
people with intellectual disabilities [73, 74], viewing sexuality as a taboo subject [75]. In
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research on adolescent sexual development, there has been a notable shift away from risk
prevention toward a focus on the normative development of sexuality [9, 11]. This means
that sexuality in and of itself is not considered a risk, but is rather viewed as part of the
normative development through which young people learn to express sexuality, develop
relations, and prevent sexual risk [10, 11]. In future research and practice, it is thus recom-
mended when developing methods that assess the perspectives of support staff and rela-
tives toward sexual risk that they include a normative developmental perspective toward
the sexuality or people with intellectual disabilities.

Finally, in the present review, restrictive and supportive attitudes were also reported
concerning the provision of sex education and support. One notable finding is the lack
of specific information regarding the suggested topics for sex education and support.
For instance, only general descriptions like “having to learn the basics” [46], “constant
supervision” [45], and “providing contraception” [e.g., 51] were routinely cited. The lack
of more specific suggestions is striking, considering the finding that from the perception
of people with intellectual disabilities themselves, a considerable number of suggestions
were reported. These pertained to intimacy, love, dating, relationships, sexual pleasure, and
avoiding risks [26]. The lack of data on specific topics may represent a barrier for sup-
port staff and relatives in the provision of support and education [8, 30], due to feelings
of insecurity [40, 42]. The insecurity voiced by support staff was associated with institu-
tionally imposed rules and a lack of managerial support [40, 48]. For relatives, this inse-
curity is perhaps related to embarrassment, which, in turn, could lead them to neglect the
needs, views, and attitudes of people with intellectual disabilities in their sex education and
support [46, 53, 61, 66]. Significantly, support staff, relatives, and people with intellec-
tual disabilities [26] stressed that it was important that sex education and support matches
the educational needs of people with intellectual disabilities. For this to occur, several of
the support needs cited by staff and relatives themselves in the present review must be
addressed, including receiving staff training, having clear guidelines, and receiving support
from management [e.g., 40, 42, 46, 67]. Future research and practice could further develop
methods that allow support staff and relatives to include the attitudes of people with intel-
lectual disabilities in the provided sex education and support. Furthermore, future research
could also explore the attitudes of support staff and relatives toward sex education and sup-
port, in turn, allowing for the development of much needed support training and guidelines.

The present systematic review has its limitations. Given that it is a review of qualitative
data, only an assessment of the differences between the attitudes of support staff and rela-
tives could be explored. For instance, it appears that support staff held more reservations
toward the sexuality of certain subgroups, while for relatives the sexual behavior in itself
was more decisive. These findings may give rise to future quantitative research that would
be better suited to determine any differences between support staff and relatives with a
greater degree of certainty. Future quantitative research could also assess the predictive
value of attitudes on the quality of sex education and support provided. In so doing, future
quantitative research could thus contribute to a better understanding of the role that the
attitudes of support staff and relatives have upon the sexual health promotion of people
with intellectual disabilities. Lastly, due to the inclusion and exclusion criteria, results on
sex education and support only pertained to adults with intellectual disabilities. This limi-
tation is relevant in light of the conclusions from Brown et al. [69], according to which the
majority of education developed for people with intellectual disabilities is targeted toward
children and youths.

In conclusion, the present review provides some insights into both the supportive and
restrictive attitudes held by support staff and relatives toward the sexuality of people with
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intellectual disabilities. Despite holding generally accepting view toward sexual rights and
sexuality in general, some support staff and relatives approached more concrete forms of
sexuality with greater reservation. In addition, the sexual needs of certain subgroups are
possibly obfuscated. Moreover, support staff and relatives who express rather restrictive
attitudes are potentially over-emphasizing the sexual risks to people with intellectual disa-
bilities. Finally, while the attitudes underlined the importance of sex education and support
for people with intellectual disabilities, for some support staff and relatives the provision
of sex education and support was nevertheless associated with feelings of insecurity. This
review has put forward some recommendations on how to further develop the training and
support for support staff and relatives in order to allow for the promotion of sexual health
among people with intellectual disabilities.
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