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ABSTRACT ARTICLE HISTORY
While sexuality education can support children and young people Received 17 July 2020
with disabilities in their sexual development and contribute to their Accepted 11 November 2020
wellbeing, challenges to its provision exist. This study identifies KEYWORDS

b.a\rrie.r_s to s_exuality education for chilc!ren apd young peoplg with Disability; sexuality
disabilities in the WHO European Region via a scoping review of education; Europe; children
research published since 2006. Using the PRISMA-ScR Guidelines and young people; barriers
and predefined selection criteria, 14 studies were selected for inclu-

sion. Together, these studies identified seven barriers to sexuality

education for children and young people with disabilities, including

the social misperception of people with disabilities as asexual and

in need of protection which, combined with limited support for

educators, resulted in noncomprehensive and normative sexuality

education. Educators seemed inclined to redirect responsibility for

sexuality education to others, and diversity among children and

young people with disabilities, as well as cultural and religious

diversity, makes it difficult to define a general approach. Finally,

competing priorities related to the general health and wellbeing of

children and young people with disabilities may appear to render

sexuality education less important. We identify gaps in the research

and highlight implications for the reduction of the barriers to

sexuality education for children and young people with disabilities

within the WHO European Region.

Introduction

Like all people, children and young people with disabilities develop gradually into adult-
hood. This process includes sexual development, which consists of an interaction
between physical, cognitive, mental, social, relational, ethical, religious and cultural
factors (UNFPA 2018; Murphy and Elias 2006). While sexuality education can support
children and young people with disabilities in their sexual development and contribute
to their health and wellbeing (Léfgren-Martenson 2012), many do not receive sexuality
education that is oriented to their needs and development, promotes a positive image of
sexuality, or aims to empower them (Holland-Hall and Quint 2017).
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There are strong arguments for the provision of sexuality education to children and
young people with disabilities. The UN Convention on the Rights of Persons with Disabilities
(2006) recognises that people with disabilities have the right to enjoy the highest attainable
standard of health without discrimination. This includes their right ‘to decide freely and
responsibly on the number and spacing of their children and to have access to age-
appropriate information, reproductive and family planning education’ (United Nations
2006). By ratifying the Convention, states commit themselves to enabling people with
disabilities to exercise these rights, including the provision of sexuality education.

Beyond this, children and young people with disabilities have similar needs concerning
sexuality to their peers without disabilities, and research has shown that they find
sexuality education helpful in responding to these needs (McCann, Marsh, and Brown
2019; Verhoef et al. 2005; Borawska-Charko, Rohleder, and Finlay 2017). Importantly, their
needs may exceed those of their peers without disabilities due to disability-specific issues,
such as learning how to deal with reduced privacy (Holland-Hall and Quint 2017).
Incomplete and inadequate sexuality education has been identified as a main factor
impeding the development and execution of the sexuality of people with disabilities
(de Carvalho and da Silva 2018).

Moreover, children and young people with disabilities may be especially vulnerable to
sexual ill-health. Due to their disability(ies), they may have an increased risk of acquiring
sexually transmitted infections, experiencing unplanned pregnancy, and falling victim to
sexualised violence (Lane, Cambridge, and Murphy 2019; Lehan Mackin et al. 2016;
Sevlever, Roth, and Gillis 2013; Abells, Kirkham, and Ornstein 2016; Travers and Tincani
2010; Simpson, Andrews, and Isaac 2010). Sexuality education can mitigate these risks by
empowering children and young people with disabilities and bolstering their ability to
seek support (McDaniels and Fleming 2016).

Despite these arguments, research has revealed that children and young people with
disabilities receive less sexuality education than their peers without disabilities. This has
been demonstrated in different settings and for different disability types. McDaniels and
Fleming (2016) review of studies from the USA and similar Western societies found that
formal, individualised and specific forms of sexuality education for young people with
intellectual disabilities are lacking. In the USA, Gray et al. (2017) found that women with
cerebral palsy were less likely to receive sexuality education from their parents before the
age of 18 years when compared to a nationally representative sample. In France, Mehrabi
Kolibiki, Portalier, and Nasserzadeh (2015) found a significant difference between young
girls (16-20 years) with and without hearing impairments in terms of the amount of
sexuality-related information they received. Young people (16-24 years) with and without
mobility impairment in the USA have also been found to have less access to most sources
of sexuality education (Jacobs et al. 2015).

This overall lack of sexuality education for children and young people with disabilities
includes a particular gap regarding disability-specific sexuality education (East and Orchard
2014; Gray et al. 2017; Akre et al. 2015; Seidel et al. 2014). For example, in a Netherlands study
of persons with spina bifida, fewer than one quarter of informants reported having received
information specific to their disability, such as an increased risk of latex allergy, which causes
the need for information on latex-free contraception (Verhoef et al. 2005). Furthermore, in
a UK study of young people with autism spectrum disorder, participants felt that they were
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not presented with the necessary skills to live a safe and satisfying sex life since the teaching
provided was not adapted to their learning needs (Hannah and Stagg 2016).

It is safe, therefore, to conclude that the sexual rights of children and young people
with disabilities have not yet been fully recognised (Giami 2016) and that few receive
sufficient quality or developmentally appropriate sexuality education. As Campbell,
Lofgren-Martenson, and Martino (2020) suggest, ‘Sex education is imperative to not
only increasing the likelihood for people with disabilities to enjoy fulfiling romantic and
sexual lives, but also to engage in safe and satisfying sexual exploration’. Several publica-
tions have shed light on the possible barriers to sexuality education, although many have
focused on other populations and other topics, for example, the barriers experienced by
adults (Caspar and Glidden 2001; Brown and McCann 2018; Sinclair et al. 2015; McCann,
Marsh, and Brown 2019) or those encountered in other parts of the world, such as the USA
(Treacy, Taylor, and Abernathy 2018). However, the additional stigma related to sexuality
among children and young people as compared to adults and the specific context of the
European region with its longer tradition of sexuality education — particularly in northern
and western Europe — warrants an examination of the barriers to sexuality education for
children and young people with disabilities within this context.

To illuminate this state of affairs, this study reviews the scientific literature on barriers to
sexuality education for children and young people with disabilities in the World Health
Organisation (WHO) European Region that has been published since the signing of the UN
Convention on the Rights of Persons with Disabilities in 2006. It builds on, and contributes
to, discussion within the recent symposium on Cripping Sex Education published in this
journal (Campbell, Lo6fgren-Martenson, and Martino 2020; Bahner 2018) and takes a new
materialist approach to the subject, which considers disability as something created by
many different factors at both the biological and cultural levels (Feely 2016). We distinguish
between concepts of impairment (i.e. functioning at the body or body part level) and
disability (i.e. the outcomes of interactions between health conditions and contextual
factors) (UNFPA 2018; World Health Organization 2001). However, since the study primarily
focuses on contextual barriers to sexuality education, we use the term ‘disability’ through-
out. Following Campbell, L6fgren-Martenson, and Martino (2020), we also use person-first
language (i.e. ‘people with disabilities’) rather than identity-first language.

Materials and methods

This study takes the form of a scoping literature review of the barriers to sexuality
education for children and young people with disabilities that implications for stake-
holders to contribute to reducing these barriers. Scoping literature reviews are deemed
appropriate for summarising findings from a body of knowledge that is heterogeneous in
its methods and/or disciplines (Tricco et al. 2018). The review followed the PRISMA-ScR
Guidelines, which provide a checklist of essential and optional reporting items to include
when completing scoping reviews (Tricco et al. 2018).

Eligibility criteria

The selection of the studied articles was based on the following criteria.
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Geographical region

We included studies from the 53 European and Central Asian member states of the WHO
European Region since the scoping review was conducted within the framework of
engagement of the German Federal Centre for Health Education (BZgA), which is the
WHO Collaborating Centre for Sexual and Reproductive Health for the WHO European
Region. Our systematic review was designed to build on the WHO European Region’s
vision on sexuality education’ which The Centre it has been promoting for the past
decade (Ketting, Brockschmidt, and Ivanova 2020; Ketting 2018; WHO Regional Office
for Europe and Federal Centre for Health Education 2010). It forms the basis of a guidance
document for policymakers and programmers of sexuality education for children and
young people with disabilities that will be published by WHO for the European Region.

Population

Children were defined as being between 0 and 18 years of age, while young people are
defined as being between 10 and 24 years of age. Studies with study populations older than
this age range but that separately reported on children and young people were also included.

Time

We searched for articles that were published between December 2006 and June 2020; the
start date aligns with the adoption of the Convention on the Rights of Persons with
Disabilities by the UN General Assembly.

Sexuality education

While our review engaged with the definition contained in the WHO/BZgA Standards for
Comprehensive/Holistic Sexuality Education,’ it took a broader view and included articles
that have examined the more general provision of information related to sexual and
reproductive health, sexuality and relationships. Therefore, we use the term ‘sexuality
education’, rather than ‘comprehensive sexuality education’.

Disabilities
We followed the definition of the UN Convention on the Rights of Persons with Disabilities
2006.2

Language
We included only English-language articles published in international peer-reviewed
journals with recorded impact factors.

Information sources

We searched three databases: Web of Science (which includes all indexed international
peer-reviewed journals with recorded impact factors), Embase (which focuses on European
research), and PubMed (which focuses on medical scientific research and includes studies
on sexuality education in healthcare settings).
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Search

The search syntax (see online Appendix) was built around the study’s three main topics:
sexuality education, children and young people, and disabilities. For each of these concepts,
an extensive search syntax was constructed, which was then combined into one search. The
search was repeated twice at two different time points by the same researcher (KM).
Reference lists of review articles were screened to identify additional relevant papers.

Study selection

All search results were imported into EndNote. We first filtered out duplicates and then
screened the articles based on their titles. Of the remaining articles, we screened first the
abstracts and then the full texts for the inclusion criteria. Finally, we undertook a quality
assessment (see below), which resulted in the final article selection.

Data charting process and data items

We developed a data extraction sheet in Excel, which was independently tested by two
researchers who extracted data from 10 articles and compared the results. If different results
were found, the researchers discussed the issue until a consensus was reached. For the
remaining articles, one researcher extracted data on the following topics:

e Country/countries where the study took place

e Study objectives

e Study population (children/young people with disabilities, parent/guardians, educa-
tors, healthcare professionals, general population)

e Study population characteristics (sex, age, number of participants, type of disability)

e Study setting (home, school, housing facility, healthcare setting)

¢ Methodology (recruitment place and strategy, study design)

e Barriers to sexuality education

Critical appraisal of individual sources

To assess the quality of the primary research papers, we used the Mixed Methods
Appraisal Tool (MMAT; Hong et al. 2018), which can be applied to quantitative, qualitative
and mixed-methods research. We applied a score of 20% for each of the five quality
criteria per type of research. Scores could be 0% (largely did not meet the quality criterion
or no information was available), 10% (partly met the quality criterion), or 20% (mostly
met the quality criterion). Articles scoring 50% or more were included.

Data analysis

All data related to the barriers to sexuality education were extracted from the articles
(without further categorisation at this point). Subsequently, we undertook a thematic
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synthesis to analyse the data: first, the data were coded in descriptive themes by KM, and,
subsequently, broader analytical themes were developed as a result of discussions
between the two authors.

Results
Selection of evidence sources

Figure 1 illustrates the selection of articles. The initial search generated 2,894 articles; by
screening their reference lists, we identified three additional articles. After removing
duplicates (838), we screened a total of 2,059 titles, thereafter excluding 1,825 articles.
Our screening of abstracts resulted in the selection of 53 articles, the full text of which was
then screened. Of the 17 articles selected, three were of low quality. Table 1 presents the
key characteristics of the 14 selected studies.

S
g Records identified through Additional records identified
§ database searching: 2894 through other sources: 3
=
()
=l
— ] ;
v Duplicates
= removed: 838
g Titles screened: 2059
(4]
()
=
— Records excluded based
) il on title screening: 1825
Selected based on title:
234
Records excluded based
—| on abstract screening: 181
=
E Selected based on
‘@ abstract: 53
w Records excluded based
—, - .
PR on full text screening: 36
©
= Selected based on full
S text: 17
=
g I — Records excluded based
— on quality assessment: 3
Studies included: 14
©
[}
©
3
o
5

Figure 1. PRISMA flow chart detailing article selection.



(panunuo))

(Ast

—g| sabe) (sajeway
€1 ‘sojew z) 3jdoad
BunoA buidojanap

Ajjea1dAy

0C pue (sajewsy g

‘sajew z1) Japlosip

1apiosip
wnJads wsine yum
synpe bunoA ul ssauaseme

J3piosig wniads
wsnny yum synpy bunoj

SEX EDUCATION (&) 7

SMaIAIRIUI ‘ASAINS wniads wspne J1apiosip |enxas pue uoiedINpPa X3S Ul SSaUaJeMY [eNXS pue (9102)
%0/ |RUOIIIS-SSOI) paxIy  Yum djdoad bunoA oz wnads wsiny MN  spiemoy sbuijaay 21eb1IsaAul 0] UOIIRINPT X3S JO SDUALAAXT b66e15 pue yeuuey
Apnig
saly|igesip dA1IRYI[eND Y :uoledNP]
sanijigesip |eN1d3|[21Ul YUM UIp[Iyd |enxas buipiebay Aijiqesiq
uolssndsip dnolb K/1-8 pabe |eyuswdojanap 11343 40} UOIIBINPA [BNXS |BNII3|[93U| YUM UJp|IYD #102)
%05 SNJ04 :9AIBU[END  URIP|IYD JO SIdYIoW 6 pue [en1da)j91u] AL U0 SMIIA SI9YlOW d1eN|eAd O] BuineH SISYION JO SMIIA  UBIQ puE ‘Iejod ‘|0IND
Jnolaeysq a1eudosddeul
SSIWIUIW pUe JnoiAeYdq
SMIIAIRIUI |enxas ajendoidde
painidnils anoidwi payidads asimiaylo Aujigesiq [en3d9)a3u|
-lw?as :ubisap 10U-I13pJosIp [eJudWdOPASP  pue payldads ISIMIBYIQ 10N
Jeruswiadx3 dAIseAlad yum Juadsajope -Iaplosiq [eruawdolanag
sa110631ed asuodsal ue buid|ay ur uorzusAISUL SAISBAIR{ JO sisoubeiq e
-SS042€ 3uljdseq syualed 7 J1apiosip Ue JO SS9UIAIIIRYD YHM JUDS3|0pY Ue Jo

%05 -9|diyny :paxiy (A51) Aog bunoA | wnuads wsiny EEETL) 9y3 a3ebnsanul o]  Apnis ase) y :uonednp3 [enxas  (6107) '|e 39 so3boyD
syuawledwi
Aujiqow yyum ajdoad syuswuredw|
BunoA 1e pawie swweiboid Ajigow yum ajdoad bunop
uolIssnasIp (quswuredwi 969|100 ysipams e 1e pawly awweibold e
dnoib sndoj pue s1aydeal y pue Aujigow) u1 uonednpa diysuone[al WoJj pauIed SUOSSI]
%001 SM3IAIIU| PAlRYIEND  (A8L) 3|doad BunoA g Aujiqesip eaisAyd uapams pue Ayjenxas asAjeue o] :uonednp3 xas buidduy (8107) Jouyeg

Awwnp e uo burensuowsp

Aq uonensisusw

Buninp syuspnis

qesip 3[ewWay JuIdSI|OpE PI[qesIp

(3s0d yuow-1)
|opow 31s93-3s0d

S1uapni§ ojews

pue 1591-aid dnoib (AzL-€1) _ScwE.ao_wiv Kj|en323|31ul 03 S||ys pajqesi@ Ajjen1dajjaiu| 01 (9107) weiheqied
%09 2UQ :dAIRIIUEND s|1b Juddsajope S pue [en3d3)|93u| Aaxpny judawade|dal ped yoeay 0] SIS a4 [ensisudly buiydea| pue Hepunyjy
2100S spoylaw Apnis uone|ndod Apnis adAy Aupigesig Aiunod an1a[qo Apnis QUL (s)1oyny
LYWW

"S213s191RIRYD APNIS pUB SIIPNIS PA1I3Ias JO MBIAISAQ °| d]qel



—
a
=
T
]
(%]
x
]
o
o«
[aa]
i
a
=
<
=
w
(%]
-
w
T
=
=
N4

(panuruod)

SuoISSndSIp
dnoub sndoy pue
%00L SMIIAIIU| :DANRYEND sIaydesl 6

K1z
%001 SM3IAIIU| PAlRUIEND —91) 3]doad Bunok 9|
(3435 duipuoly

suoIssnasIp ¥ ‘s|euolssajoud
dnoib snaoy pue ¥ ‘s191ed Aj1wey

%00l  SM3IAIIU| :DANRLEND  97) SISP[oYeIs 0oL
s1apiosip

wnuads wsine
yum pasoubelip
uaapjIyd (spuib
7t 'skoq ¥5) 9/
AdAINS [UOIIIAS  JO (USW /| ‘USWIOM
%09 -SS01) :dAlRIIUEND 6€) SIaydeal 95

sadIMBs Ajigesip

wnJads wsiny

£1910s ulspow Jo
spadse [eanynonnw ay3 Aq
pabusajjeyd pue pasuanyu si
uapams ui sjooyds [epads ul

uonedINPa Xas moy aiojdxa o

uonesnpa
x3s uapyns Ajddns oy
sjooyds [e1ads ul siaydea)y
djay ued jeyy sadusLAdXd
uMo J13y1 woly pajnd
aseq abpajmouy e dojaaap
pue sa1i|Iqesip [en1dd|[diul
yum ajdoad bunoA buowe

y3|eay [enxas uayibuains o]

pasnpal 3q 1ybiw uonesNpa
Ajjenxas o3 sialieq

3y} Moy puelsiapun o]

dWoIpUAs Jabiadsy

1o ‘wispne bujuonduny ybiy
‘wisiine bujuonduny moj
YHM UBIPJIYd JO SInolAeyaq
|enxas sy} jo suondadiad

,S19ydea)] aujwexs o

Awouoine
|enxas Buiaalyde 0}
syuswipadwi jo suondadiad

£19120§ [RANY NN B Ul
qesiq |en1da|[R1ul yim

siidng oy uonesnp3 xas
0 sdUBLIAXT ,S|eUOISSDY0Id

sal

(6107) sinQ pue

;,s9bplg-a1nyn), paaN 9\ UOSUSMBIN-UB16)Q7]

|en1a9)j91ul yum ajdoad
Buno, pue uoneonp3
X3S Usipams Jo Apns

(¢100)

10/1d V YBIY 3 OP 01 JUBM | UOSUSEI-USIB)QT

sanljigesiq [en3dd|Py]|
YHM SuosI3d 1o} uonesnp3
Ayjenxas pue sdiysuoneay

(¢107)
uosdwis pue

03 siauieg ays bupnpay  ‘“Aexuoddp ‘“Auaye

SI9pI0sIQ Windads wisnny
Yum uaipjiy) Jo Alijenxas

3y JO SaAIRASIR ,SI9Yded ] (0107) eahjey

|en1d3|[21ul 113y} Sulwexad pue SaAIDdsIad JasN

paseg-Aunwwod sdnoib sndoy ybnoayi siasn -DIAISS ;| Wed ‘Aijigesig

Jo asn yew DIAISS JO suonjelidse pue |eN1D3|[3)U[ UB YHUM

uolssnasip dnoib oym Jap|o pue ‘s9oualadxa ‘abpajmouy 9|doad 104 sdiysuone|ay
%001 SNJ04 :2AlRNeND  PIo siedk €| 9|doad [BNX3S 3Y) SSasse 0] |euosiad pue Alijenxas (6002) ‘[e 12 AleaH
91025 spoylaw Apnig uone|ndod Apnis ana[qo Apnis JUL (s)loyny

LYWW

(panunuod) 'L 3|qel



SEX EDUCATION (&) 9

uonednpa Ayjenxas yoddng
S,UIP[IYd J1I9Y3 SpIemo}  [e1os jo uondadiad ayl pue
sapnile sisylow syl uonedINpP3 [ENX3S SPIEMO]
uo sanljIgesIp [en1da|[Lul SapN1IY ,SIBYI0N Uo
yum synpe bunoA SaIM|Igesi [en1da|[a1ul Yum
sanl|iqesip 40 siayow 10y weiboud s)npy bunoy jo siayiopn
|ejuswRdxe |ejuswdolansp uonednps Aljenxas e Joj weiboid uoneonpy (£102)
%09 -Isenp :dAleIIueND SIBYIoW pue |enya)jPy| Aaxany JO 12349 3y} 3sIunnIds 0] |BNX3S B JO SSBUDAIDY]  JelkeyAe) pue ziIp|iA
19piosiqg
S3WO2IN0 [RINOIARYS] puR wnuads wsnny yum
(ssuepunoq |euosiadialul SJUIs3|0pY Joj weiboid
ul ybisul ‘abpajmouy Bujuies] |enxasoydAsy
|enxasoydAsd *3'1) sswod3Ino abeuss] buippel
(A81-21) Japlosip spueayIaN 9AINUHO0D uo swwelboid B 3y} JO S13Y7 Y3 dujWex] 0}
%09 1DY :dAlRIIUEND 9doad bunoA 681 wnuads wsnny 9yl  JO s10943 ay) 91ebisaAul O]  [elI] P3][0JIU0D) pasiWopury Y (£107) |e 19 J19SSIA
sanl|iqesip SpaaN
|en1d3|[21ul sani|iqesip 1oddng pue ‘seousuadxy
inoyum |en123|[21ul INOYUM ‘sapnINY SIBYIoW
suonsanb 9)doad HunoA jo Aujiqesip pue yum ajdoad bunok :Auj1qesiqg [en1d3)|a1u]
uado yum Asmns  og pue yum ajdoad |ejuawdolansp JO SI3YIoW JO SInolARYdq YUM S1UdIS3|0pY (z107) sbunsey
%09  [PUOND3S-5501) :paxXIly  BunoA jo sisylow o pue [enyda)jPy| puejjodS  pue sapniiie syl aJedwod 0] JO UOIRINPT X3S pue AljeNxas pue ‘epoyer ‘||eumod
USPIMS UIBYINOS
ul s|ooyds spasu-jenads
|
Yum sjuapnis o1 saybu qgesig
sanl|iqesip pue yijeay aaidnpoidal |BN1D3|[21U] YUM SIUSpNIS
|ejuswdolansp pue [enxas yoes) 01 Yj|esH SAndNpoiday pue (6107) uossianegd
%00L  SM3IAIIU| :PANRYEND sI3ydeal L pue |enya)jPy| USPIMS 0} SUBSW 1} JeYM SqUDSIP 0]  [enxas Buiyoes] jo saduauadxy  BisgpQ pue uosisN
21025 spoyiaw Apnig uope|ndod Apnig adAy Aujigesiq A1uno) 9A113(qo Apnis dL (s)royny
LYWW

‘(p3nuiuod) | 3|qey



10 K. MICHIELSEN AND L. BROCKSCHMIDT

Characteristics of evidence sources

Most studies had taken place Sweden (4), followed by Turkey (3), the UK (3), and
Greece (2). Also included were studies from The Netherlands (1) and Ireland (1). Nine
studies focused on intellectual and/or developmental disabilities, four on autism
spectrum disorders, and one addressed physical disabilities (mobility impairment).
Most studies applied a qualitative study design with interviews and/or focus group
discussions (7), while four used a quantitative design, and three used mixed methods.
Five studies involved young people with disabilities themselves as the study popula-
tion, while others focused on parents (3), teachers (3), or had multiple study popula-
tions (3).

Synthesis of results

We identified seven primary, closely interlinked barriers to sexuality education for children
and young people with disabilities.

First, desexualising attitudes regarding the sexuality of children and young people with
disabilities were commonly reported among educators.? Giirol, Polat and Oran (2014) found
that none of their respondents (nine Turkish mothers of children with intellectual and
developmental disabilities) provided sexuality education to their children. In particular,
mothers with daughters with intellectual or developmental disabilities felt that providing
sexuality education was unnecessary since they assumed their children did not have any
sexual desires or thoughts. In a study comparing mothers of children with intellectual or
developmental disabilities to those of children without, Pownall, Jahoda and Hasting (2012)
found that the former held more cautious attitudes about their children’s readiness to learn
about sex, their desire for intimate relationships, and their potential need for contraception.
Furthermore, these mothers had spoken with their children about fewer sexual topics and
tended to start these discussions when their children were older. Meanwhile, participants in
Healy et al.’s () study reported educators’ general reluctance to acknowledge and respect the
sexual rights of those with intellectual or developmental disabilities (including the acceptance
of intimate relationships and sexual autonomy). In some of the reported cases, these attitudes
were strongly linked to cultural and religious backgrounds. For example, Lafferty, McConkey,
and Simpson (2012) found that, in Northern Ireland, conservative religious beliefs significantly
influenced what was considered acceptable sexual behaviour for people with intellectual or
developmental disabilities.

Second, due to the increased vulnerability of children and young people with disabil-
ities to sexual ill health, many educators’ sexuality education efforts were reported to
focus solely on protection rather than (also) emphasising the promotion of pleasurable
sexual experiences. Vulnerability and the fear of the risk-focused side of sexuality were
mentioned in several studies as important concerns for educators (Pownall, Jahoda, and
Hastings 2012; Lofgren-Martenson 2012; Lafferty, McConkey, and Simpson 2012) and
were, paradoxically, cited as reasons not to provide sexuality education.

Third, educators reported a lack of support in teaching sexuality education to children
and young people with disabilities, which was reflected in their lack of training (Lafferty,
McConkey, and Simpson 2012); (Kalyva 2010; Nelson and Odberg Pettersson 2019) and
included the reported absence of institutional support (e.g. policies, guidelines) (Lafferty,
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McConkey, and Simpson 2012). Swedish teachers also reported lack of support from other
educators as a barrier to providing sexuality education to learners with intellectual and
developmental disabilities (Nelson and Odberg Pettersson 2019).

Fourth, lack of support and training often resulted in embarrassment to talk about
sexuality and a normative approach, which, in turn, resulted in non-comprehensive sexu-
ality education. Swedish teachers in Nelson and Odberg Pettersson (2019)’s study described
a sense of taboo around sexuality, which hindered them from comfortably talking about
the issue. They reported a possible clash between teachers’ personal experiences and
values and learners’ cultural and religious beliefs, requiring a delicate balance between
teachers’ ideas of right and wrong and the learners’ personal values. Léfgren-Martenson
et al. (2012, 2019) reported that because the educators in their Swedish study received little
training, they may have reverted to their own frames of reference as the basis for content
and format, which are often linked to society’s prevailing restrictive values regarding the
sexuality of people with intellectual or developmental disabilities. The implicit script
identified in this study highlighted heterosexual norms and a preference for avoiding
sexual intercourse, emphasising expressing love and friendship rather than physical sexual
relationships. Nelson and Odberg Pettersson (2019) also noted that teachers tended to
operate from a largely heteronormative perspective and assumed, for example, that their
students were heterosexual. In Bahner’s (2018) study, young people with physical disabil-
ities considered the sexuality education they received to be insufficiently rooted in
a perspective that critically considered the dominant heteronormative and ableist norms.

Fifth, unclear responsibilities among educators were reported to form another barrier.
Educators involved in the lives of children and young people with disabilities seemed to
redirect responsibility for sexuality education to one another; for example, Lafferty,
McConkey, and Simpson (2012) observed that several respondents (family carers, frontline
support workers and professional staff) devolved responsibility to external professionals —
clinical psychologists, nurses and other healthcare professionals - who they felt were
better equipped and more knowledgeable. Teachers in Lofgren-Martenson and Ouis'’s
(2019) study stated that they were hesitant about how, when and by whom sexuality
education should be conducted. This was especially prevalent when sexual norms and
values were to be addressed, contributing to a certain indecisiveness among
professionals.

Sixth, several studies mentioned diversity among children and young people with
disabilities as a barrier to providing them with quality sexuality education. Nelson and
Odberg Pettersson's (2019) informants conveyed that a class varies in both intellectual
ability and sexual experience and that diversity represented a major challenge to teachers’
proper balancing of the content and teaching methods applied. Cultural and religious
diversity adds an additional layer to this already diverse group; for example, Lofgren-
Martenson and Ouis (2019) respondents described how difficult it was for young people
with intellectual or developmental disabilities to handle different and contradictory
sexual and cultural norms in school and at home.

Finally, albeit mentioned to a lesser extent, we identified competing priorities as
a barrier to sexuality education for children and young people with disabilities. Since
educators of children and young people with disabilities are confronted with many other
important issues related to their health and wellbeing, sexuality education is often simply
de-prioritised (Gurol, Polat, and Oran 2014).
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Discussion
Summary of the evidence

The present review identified 14 studies that addressed barriers to sexuality education for
children and young people with disabilities in the WHO European region. While the
sexuality of children and young people is already a sensitive topic, disability adds an
additional layer of complexity. Disabilities can make it difficult for children and young
people to access information on sexuality, for instance, because of limited capacity or
opportunity to discuss matters with peers and fewer cognitive abilities to search for and
filter online information.

The seven main barriers related to sexuality education for children and young people
with disabilities identified in this scoping review lie at the contextual and provider levels: (1)
social misperceptions of people with disabilities as asexual and (2) in need of protection,
combined with (3) limited support for educators, resulting in (4) non-comprehensive and
normative sexuality education. Additionally, educators seem (5) to redirect responsibility for
the provision of sexuality education to one another. Furthermore, (6) diversity among
children and young people with disabilities, even within one specific type of disability, is
large, making a general approach difficult. This diversity in types and severity of disabilities
is combined with diversity in religious and cultural backgrounds. Finally, (7) competing
priorities related to the health of children and young people with disabilities may position
sexuality education low down on the list of issues to be addressed.

Gaps in research

Our review revealed a paucity of relevant studies and identified several important gaps in
this study field, which are important to highlight in the interpretation of the results. First,
we identified studies in only six of the 53 countries of the WHO European Region. There
may be several possible explanations for this: studies in other countries may be comple-
tely non-existent, published in languages other than English or published outside of the
scientific literature. Furthermore, with the exception of Turkey and Greece, all studies
came from northern and western European countries, which have a longer history of
sexuality education (Ketting 2018). No studies were identified in Central Asia, a sub-region
with a diversity of cultures and possibly different approaches to sexuality, disability and
sexuality education. This aligns with findings from Ketting, Brockschmidt, and Ivanova’s
(2020) recent study of implementation of CSE implementation in the WHO European
Region, which only identified two CSE programmes outside of northwestern Europe (in
the Czech Republic and Estonia). The authors concluded that ‘in southern and south-
eastern Europe and in Central Asia, CSE programmes are yet to be seen’ (Ketting,
Brockschmidt, and lvanova 2020); hence it is unsurprising that no programmes specifically
targeting children and young people with disabilities could be identified. This is an
important research gap, particularly given the important influence of culture on sexuality
and disability, as well as culturally diversity in the WHO European Region.

Second, most of the studies focused on intellectual and developmental disabilities and
autism spectrum disorders, highlighting a striking gap in the research of other disability
types, including physical, mental, learning and sensory disabilities. It can be assumed that
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children and young people with these types of disabilities also require adapted sexuality
education programmes to enable them to fulfil their right to a safe and satisfying sexual life.

Third, all identified barriers related to the provider side of sexuality education, and
several barriers likely also exist on the access side. While such barriers have been identified
in studies from other regions, we did not find them in those from the WHO European
Region.

Fourth, we found no studies focusing on younger children (i.e. younger than 13), and
most studies took place in the context of schools, homes and living facilities, meaning the
potentially important role of health care providers remained unclear.

Links to existing research

Our findings support those of several articles and reviews published over the past decade.
In particular, the overprotection and infantilisation of people with disabilities, as well as
societal perception of the sexuality of individuals with disabilities as deviant have been
reported as a major barriers to their sexual health education (Seidel et al. 2014; Treacy,
Taylor, and Abernathy 2018). This highlights the culturally influenced societal perceptions
of disability (Wilson and Scior 2015; Munyi 2012), and, in particular, of disability in
combination with sexuality (Ditchman 2017; Esmail et al. 2010; Sinclair et al. 2015). The
additional intersection with age group and the general taboo in many societies regarding
young people’s sexuality makes this a highly sensitive topic, which is reflected in the
limited literature available. The observation that many studies on sexuality, disability and
young people originated from northern and western European countries that have
a longer history of sexuality education and more inclusive policies than other countries
in the WHO European Region, is, therefore, unsurprising (Ketting 2018; Ketting,
Brockschmidt, and lvanova 2020; Tossebro 2016; Kabatova 2018). All other barriers
seem to be linked to this fundamental societal barrier: if people’s sexuality, and, in
particular, that of children and young people with disabilities, is not recognised or is
stigmatised, the way educators address this topic and redirect responsibility to each other
will be affected (McCann, Marsh, and Brown 2019). This fundamental barrier also explains
the lack of training opportunities for educators and the dominance of noncomprehensive
and normative approaches to sexuality education (McCann, Marsh, and Brown 2019;
Seidel et al. 2014).

One unrelated barrier is the considerable diversity among children and young people
with disabilities, which warrants a targeted, often individual, approach to sexuality
education. Although the development of a uniform curriculum is not possible, the
development process can be streamlined, and the general principles of sexuality educa-
tion curriculum development (UNESCO 2018) still apply, including i) involving experts on
human sexuality, behaviour change and pedagogical theory, ii) involving young people,
caregivers and other stakeholders, iii) assessing the sexual reproductive health needs and
behaviours of the children and young people targeted by the programme, and iv)
assessing the resources (human, time and financial) available to develop and implement
the curricula. Despite this, a review by Schaafsma et al. (2013) of sexuality education
programmes showed they lacked specific outcomes and did not have a theoretical basis
nor involve members of relevant groups in their development processes.
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Implications for research, policy and programmes

Mapping the barriers to sexuality education for children and young people with disabilities is
the first step in a longer process to address these barriers. To facilitate this process, we will
discuss implications for future research, policies and programmes based on this scoping
review.

Given the paucity of published scientific research in this area, further evidence is
required on the barriers to sexuality education for children and young people with
disabilities within Europe, in particular regarding different types of disabilities, the role
of the healthcare sector, disability-specific barriers and younger children. Further, con-
sidering the difficulties inherent in research with minors with disabilities - especially
related to random sampling and reaching a sample size that allows statistically relevant
conclusions — we recommend mixed-methods research using quantitative and qualitative
data to gain more in-depth insight.

Existing barriers to sexuality education for children and young people with disabilities
can be reduced if changes are made on the societal, institutional and programme levels,
as follows.

Societal level

Negative attitudes towards the sexuality of children and young people with disabilities
pose a fundamental societal barrier; thus, the general population - and particularly
educators working with children and young people with disabilities — should be sensitised
to the fact that children and young people with disabilities are sexual beings, just like their
peers without disabilities, and enjoy the same sexual rights. Raising the visibility of
children and young people with disabilities in society, including their sexual needs and
desires, is necessary to overcome stigma and false assumptions. In sexuality education,
this could involve including children and young people with disabilities in the sexuality
education materials of their peers without disabilities. According to Bahner (2018), this
would ‘likely hold benefits for non-disabled pupils as well, through its use of more
inclusive pedagogy and in work to expand sexual possibilities’. Such societal sensitisation
can substantially facilitate the implementation of other changes.

Institutional level
For future work in school, family housing facility and healthcare settings, our findings
have three main implications:

e Children and young people are generally dependent on others for their sexuality-
related information, and this is likely amplified among those with disabilities.
Research has shown that educators of children and young people with disabilities
tend to divert responsibilities to one another or feel hindered in the provision of
sexuality education because of the perceived attitudes of other educators (East and
Orchard 2014; Lafferty, McConkey, and Simpson 2012; Valvano et al. 2014). Clear and
open discussion between parents, teachers, healthcare providers and other educa-
tors is required about their roles and responsibilities in sexuality education to ensure
that it does not fall through the cracks and contradictory messages are not given.
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e The development and implementation of institutional guidelines on sexuality edu-
cation is required to support teachers, healthcare workers and professionals in living
facilities by developing a shared understanding of the sexual development and
health needs of children and young people with disabilities and clarifying the
content, delivery and educator roles of sexuality education. This can help educators
feel more secure and comfortable in providing sexuality education. To develop such
guidelines, a generic framework developed at the regional level would be useful.

¢ Sexuality education is a sensitive subject, and the intersection with disability adds
another layer of complexity to the situation. Expanded training in this field can
support educators to develop the knowledge and skills needed to conduct high-
quality sexuality education. In addition, regular supervision should be provided to
support educators in their daily practice (WHO Regional Office for Europe and BZgA,
2017; Frota and Do Valle 2013).

Sexuality education programmes

While there is increasing recognition that children and young people with disabilities have
similar sexual development and education needs as their peers without disabilities (Giami
2016), the focus of much work remains on protection and prevention rather than on
a satisfying sexual life. Thus, a positive approach to sexuality education for children and
young people with disabilities, as recommended by international guidelines (UNESCO,
UNAIDS, UNFPA, UNICEF, UN Women, WHO 2018; WHO Regional Office for Europe, and
Federal Centre for Health Education 2010), can enable them to perceive sexuality as
a valuable resource in their lives.

Furthermore, sexuality education programmes should aim for empowerment. Since
the barriers to sexuality education identified in this review lie mainly with its providers,
children and young people with disabilities must be empowered to ask questions and
demand information (Cwirynkalo and Zyta 2019). Empowerment also entails enabling
children and young people with disabilities to make well-informed decisions regarding
their sexual health and sexuality.

Given wide diversity - in disability type, developmental stage, sexual orientation, and
cultural and religious background - there is no one model of sexuality education that
would work for all children and young people with disabilities (Guven and Isler 2015).
Therefore, we follow Schaafsma et al. in arguing for a focus on the process of developing
of sexuality education programmes, rather than proposing a generic programme that
aims to serve all. As part of this process, we emphasise the importance of including
children and young people with disabilities themselves (Grove et al. 2018; Bustard and
Stewart 2010).

Limitations

This scoping review identified original research, intervention studies and descriptive
studies that reported on various types of disabilities with differing objectives. While it
provides an overview of the available evidence, it remains difficult to compare studies and
draw general conclusions.

We limited ourselves to articles published in international peer-reviewed journals written
in English, thereby omitting those published in non-peer-reviewed international journals, in
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national journals, in other languages or in grey literature. In the linguistically diverse WHO
European Region, relevant reports could have been identified in different languages in the
grey literature, which could have identified additional barriers to sexuality education for
children and young people with disabilities. However, we consciously chose to focus on
scientific papers published in international peer-reviewed journals to provide a strong
evidence base for this review.

Furthermore, we performed no double-data extraction. To align data extraction, two
researchers independently extracted data from 10 articles, after which the results were
compared and discussed. Thereafter, the articles were divided between the two
researchers.

Conclusions

This study highlights the complexity of the interaction between people from a certain age
group (children and young people), societal misperceptions (of being asexual) and
a sensitive topic (sexuality). The diversity of disabilities, combined with sexual and cultural-
religious diversity, adds intersections to an already complex issue. The study identified
seven main barriers to sexuality education for children and young people with disabilities
and highlights implications for the process of removing these barriers to allow persons with
disabilities to exercise their right ‘[...] to have access to age-appropriate information,
reproductive and family planning education’ (United Nations 2006).

Notes

1. ‘Sexuality education means learning about the cognitive, emotional, social, interactive and
physical aspects of sexuality. Sexuality education starts early in childhood and progresses
through adolescence and adulthood. For children and young people, it aims at supporting
and protecting sexual development. It gradually equips and empowers children and young
people with information, skills and positive values to understand and enjoy their sexuality,
have safe and fulfiling relationships and take responsibility for their own and other people’s
sexual health and well-being. It enables them to make choices which enhance the quality of
their lives and contribute to a compassionate and just society’ (WHO Regional Office for
Europe, and Federal Centre for Health Education 2010).

2. ‘[Dlisability is an evolving concept and ... results from the interaction between persons with
impairments and attitudinal and environmental barriers that hinders their full and effective
participation in society on an equal basis with others’ (United Nations 2006).

3. We use the term ‘educators’ to refer to all people in the lives of children and young people
with disabilities who could potentially provide sexuality education, including parents, tea-
chers, staff in housing facilities and healthcare professionals.
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