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People with intellectual disabilities, relationship and sex education programmes:

a systematic review

ABSTRACT

Objective: The aim of this systematic review was to examine the research evidence
concerning the views and experiences of people with ID regarding their participation
in and the effectiveness of RSE programmes.

Methods: A systematic search of relevant electronic databases was conducted using
defined inclusion criteria. All papers reviewed were from October 1998 to October
2018. The PRISMA guidelines were followed in the design and reporting of the
systematic review.

Results: A total of eight studies published in English were included in the review.
Data were analysed and the key themes identified were (i) designing and developing
RSE programmes (ii) participating in RSE programmes (iii) perceived benefits of
RSE programme participation.

Conclusion: This review has identified that people with ID are accessing RSE
programmes and appear to find them helpful. Further research is required to
investigate the extent to which programmes impact on long-term behaviour change
that enables the development of sustainable relationships and reduces the unintended
consequences of sexual activities. Implications for policy, practice and future research

developments are discussed.
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Introduction

Sexuality is a fundamental part of being human and takes multiple and diverse forms.

The World Health Organization has conceptualized sexuality as:
....the possibility of having pleasurable and safe sexual experiences, free of
coercion, discrimination and violence. Indeed, it has become clear that human
sexuality includes many different forms of behaviour and expression, and that
the recognition of the diversity of sexual behaviour and expression contributes
to people’s overall sense of well-being and health (World Health
Organization, 2015, p4.)



Arising from this position, there is a global interest in ensuring equality of access
to appropriate healthcare and health education for all (Australian Human Rights
Commission, 2014; Department of Health, 2013; Ontario Human Rights Commission,
2014), and for specific groups with distinct needs such as young people, people with
mental health issues and people with intellectual disabilities (Sun et al., 2018; Whittle
& Butler, 2018; McCann et al., 2019). In terms of evidence-based research, there is a
growing body of literature regarding the general youth population investigating sexual
health improvement and prevention concerns such as HIV, STIs, pregnancy and early
childbearing (Henderson et al., 2007; Oringanje et al., 2009; Bailey et al., 2010;
Shepherd et al., 2010). Influenced by the wider research evidence and social concerns,
there is an increased attention and recognition of the need for structured evidence-
based relationship and sexuality education (RSE) programmes. It is routine practice
for RSE programmes to be delivered directly to youth within school settings as an
integral part of the mainstream education curriculum (Lohan et al., 2018). In this
regard, the factors that make RSE programmes effective, acceptable, sustainable and
implementable have been explored (Pound et al., 2017). A key aim of RSE
programmes is:

To embrace the challenges of creating a happy and successful adult life,
pupils need knowledge that will enable them to make informed decisions about
their wellbeing, health and relationships and to build their self-efficacy.
Pupils can also put this knowledge into practice as they develop capacity to
make sound decisions when facing risks, challenges and complex contexts.
Everyone faces difficult situations in their lives. These subjects can support
young people to develop resilience, to know how and when to ask for help, and

to know where to access support. (Department of Education, 2018 p6).

In some countries, governments have established policies to support the relationship
and sexuality education needs of young people with a clear focus on the
implementation of RSE programmes within mainstream schools (Department of
Education, 2018). More recently, Scotland has gone further to become the first
country in the world to embed the teaching of lesbian, gay, bisexual, transgender and
intersex (LGBTI) rights in the school curriculum (Scottish Government, 2018).
Similarly, there have been significant developments and improvements in the lives of

people with ID in recent decades. These changes have seen a move away from



institutional models of education and care to more inclusive supports within the
community. Part of these intentions have been to enable people with ID to have more
autonomy and control over their lives and the decisions that they make (Department
of Health, 2009; Scottish Government, 2013). These decisions must also include those
related to the expression of their sexuality and all that this entails.

Existing literature recognises the rights of people with intellectual disabilities
(ID) to have fulfilling lives and make independent life choices (Family Planning
Association, 2006; Curryer et al., 2015). People with ID want friendships, meaningful
relationships and some may want intimacy (Brown and McCann, 2018). However, the
expression of sexuality is an area where potential freedoms are often limited,
compared to the non-ID population (Jahoda and Pownall, 2014). Additionally, people
with ID are often misperceived as being either asexual, hypersexual or sexually
immature (Conder et al., 2015). Studies have highlighted the potential conflicts that
exist between autonomy versus vulnerability, exploitation and risk of harm,
acknowledging that supportive interventions can help to address some of the concerns
(Fisher et al., 2016). Parents and families of people with 1D and education, health and
social care practitioners recognise that many people with ID are interested in and
engage in sex. However, people with ID often possess less knowledge about
sexuality, display more inappropriate sexual behaviours and may not understand the
consequences of engaging in unprotected sex (Ballan, 2012).

Young people with ID are more likely to practice unsafe sex and are at an
increased risk of sexual abuse and exploitation (McDaniel and Fleming, 2016). They
are less likely to use contraception, have an increased risk of unintended pregnancy,
and a greater exposure to HIV and STIs, compared to the non-1D population (Jahoda
and Pownall, 2014). They may also have difficulties in forming and maintaining
healthy relationships due to limited communication skills, loneliness, social isolation
and low self-esteem (Baines et al., 2018). There is well established evidence that
indicates that people with ID are further at risk of developing mental health conditions
such as anxiety, depression and PTSD (Public Health England, 2016). While some
RSE programmes have been developed for people with ID to address these concerns,
they appear to focus on knowledge acquisition regarding the biology of sex, risky
sexual behaviours and capacity and consent, lacking a wider focus on relationships,
intimacy, informed choice and decision making (Baines et al., 2018). Further, it is

well recognised that people with 1D experience barriers to accessing health care,



health prevention programmes and health education that it relevant and appropriate to
their particular needs (Truesdale and Brown, 2017). While there is evidence of RSE
programme delivery specific to the needs of people with ID and their families and
carers, it remains to be established if the programmes are accessible, acceptable and
outcome-focused. Therefore, the purpose of this review was to identify the views and
experiences of people with ID regarding their participation in RSE programmes and
how they perceive their effectiveness. It will also highlight issues that address future
policy, practice and research and provide recommendations for future RSE

programme developments.

Methods

Review questions:

1. What are the views and experiences of people with ID regarding their participation
in RSE programmes?

2. What is the perceived benefits of RSE programmes from the perspective of people
with ID?

Search strategy
A subject Librarian assisted with the literature searching. The databases searched
were PsycINFO, CINAHL, MEDLINE, and Sociological Abstracts. An example of

the search strategy used in one electronic database is shown in Table 1.

***|nsert Table 1 here***

The data were published from October 1998 to October 2018 and was limited to
academic peer reviewed research papers written in English. This review considered
studies that utilised qualitative, quantitative and mixed methods approaches. The
PRISMA guidelines were followed in the design and reporting of the systematic
review and a flow chart is provided (Figure 1) that contains the results of the searches
(Moher et al. 2015).

***|nsert Figure 1 here***



Inclusion criteria

Included studies had to explicitly address the views and experiences of people with ID
and their participation in RSE programmes. The settings included schools and health
and social care services. Studies that did not focus specifically on the views and

experiences of people with 1D were excluded.

Study selection and data extraction

Following the removal of duplicate papers, two reviewers (EM and LM) screened the
titles and abstracts based on the inclusion criteria. Full text papers were retrieved and
screened independently by the same reviewers. Any disagreements were resolved by

critical discussion.

Quality assessment

Two reviewers (EM and LM) appraised the included papers for methodological
quality. An internationally recognized and widely used critical appraisal tool was
selected from a range of possible options to assess the quality of the selected papers
(Critical Appraisal Skills Programme, 2018). A total of ten questions were applied to
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the data (Table 2). Each item was rated as ‘yes,” ‘no,” and ‘can’t tell.” A ‘yes’
response indicated that a clear statement appeared in the paper that directly answered
the question. ‘No’, indicated that the question was answered negatively in the paper,
and ‘Can’t tell’, indicated that there was no clear statement relating to the question.
There was a high amount of ‘yes’ responses across most of the papers for a significant
number of questions indicating good quality overall. Question number 6 had
particularly low ratings involving the consideration of research relationships. Any
disagreements were discussed with a third reviewer (MB) and consensus reached. All
of the studies addressed the objectives of the review and were therefore deemed

suitable for inclusion.

***Insert Table 2 here ***

Characteristics of the studies



The data were extracted by two of the reviewers (EM and MB) and verified by a third
reviewer (LM). The eight papers that addressed the systematic review aims are
presented in Table 3. Most studies (n=3) were conducted in Australia. The remainder
were carried out in Ireland (n=2), Sweden (n=1), United Kingdom (UK) (n=1) and the
United States (US) (n=1). Sample sizes ranged from 4 to 5,070 study participants
involving young people and adults with ID. A selection of data collection methods
was used in the studies including survey, questionnaires and interviews. A total of
three studies were quantitative, adopting a range of measures and survey approaches,
four studies used qualitative approaches including interviews or focus groups, and one

paper utilized a mixed method design.

***Insert Table 3 here ***

Data synthesis and analysis

In conducting the systematic review, suitable methods for synthesising mixed
literature sources were applied (Mays et al., 2005). A detailed and comprehensive
thematic analysis of the data was undertaken. All of the emergent themes were
systematically identified across the studies and coded by EM and MB, with further
verification provided by LM. The themes were grouped into concepts to allow for
contrasts and comparisons to be made between themes and studies. The research team
(EM, LM, MB) discussed, verified and agreed the final themes (Caldwell et al.,
2011).

Results
Following the systematic analysis of the studies, three key themes were identified: (i)
designing and developing RSE programmes (ii) participating in RSE programmes (iii)

perceived benefits of RSE programme participation.

Designing and developing RSE programmes

Any planned RSE programme developments need to ensure that young people and
adults with ID are fully involved in programme content to reflect their particular
learning requirements (Dukes and McGuire, 2009). The concept of co-production
should be at the core of all RSE programme design and developments to ensure the

needs and concerns of people with ID are integrated and accurately reflected (Frawley



and Bigby, 2014). This is viewed as important as concerns have been expressed that
people with ID have not been fully involved in the development of the existing RSE
programmes. This was regarded as a limitation, given the emphasis on the assurance
that RSE programmes are ‘fully responsive to their needs and concerns’ (Gardiner
and Braddon, 2009; Frawley and Wilson, 2016). Furthermore, peer educators, where
people with ID educate and support other people with ID, was suggested as a possible
useful educational approach. The findings from one study suggested that peer
educators may be beneficial in facilitating the acquisition of new knowledge about
forming and maintaining relationships, developing relationship skills and facilitating
access to networks and community resources. It was also suggested that the role of
peer educator benefited the individual by developing their own knowledge and
increasing their confidence and self-esteem (Fawley and Bigby, 2014). For the
effective development of RSE programme content, it was highlighted that a
collaboration involving young people with ID, health professionals and special
education teachers was seen as necessary (Barnard-Brak et al., 2014). Therefore, RSE
programme content development needs to be based on the identification and inclusion
of shared learning needs, including lesbian, gay, bisexual and transgender (LGBT)
issues and concerns (Dukes and McGuire 2009; Lofgren-Martenson, 2012). There is
also a need to ensure that RSE programmes enable participants to recognize and
critically question the prevailing sexuality and gender norms and assumptions that
exist. Furthermore, there is a tendency for current RSE programme content to focus
on concerns regarding ‘risky sexual behaviours’ to the exclusion of other aspects such

as pleasure, desire and intimacy (Lofgren-Martenson, 2012).

Participating in RSE programmes

Several of the study findings suggest that RSE programmes were valuable to the
participating young people and adults with ID (Dukes and McGuire, 2009; Frawley
and Wilson, 2016; Finlay et al., 2015; Gardiner and Braddon, 2009; Garwood and
McCabe, 2000; Lofgren-Martenson, 2012). One study indicated that the increasing
severity of ID may influence whether individuals were included or participated in
RSE programmes (Barnard-Brak et al., 2014) However, concerns regarding
implementation and delivery of RSE programmes were related to a lack of prior
knowledge and understanding of relationship and sex issues as well as limitations

related to effective communication (Gardiner and Braddon, 2009; Lofgren-



Martenson, 2012; Finlay et al., 2015; Frawley and Wilson, 2016). For some
participants, undertaking RSE programmes was made more challenging by the use of
long sentences and abstract concepts which resulted in some participants remaining
unclear, thereby reducing benefits. The apparent confusion detracted from the
individuals understanding of already complex and sensitive topics (Finlay et al.,
2015). It is evident that expressing sexuality and talking about it was considerably
difficult for some study participants and this situation further compounded their
limited understanding of relationship and sexual knowledge (Garwood and McCabe
2000; Finlay et al., 2015; Frawley and Wilson 2016). As a consequence of
participants limited knowledge and access to information regarding relationships and
sex, there was a natural curiosity to know more about the issues (Frawley and Wilson
2016). Another concern identified as impacting on RSE programme delivery was the
lack of a clear theoretical framework with an absence of measurable outcomes and
improvement in knowledge and application (Garwood and McCabe 2000). It was
noted in one study that there was a particular focus on ‘risky sexual behaviours’ rather
than the potential for positive and meaningful relationships (Lofgren-Martenson,
2012).

Perceived benefits of RSE programme participation

A recurring theme for young people and adults with ID, following the evaluation,
related to the positive benefits and willingness to take part in the RSE programmes
(Garwood and McCabe, 2000; Dukes and McGuire, 2009; Gardiner and Braddon,
2009). People with ID enjoyed the opportunity to meet with others to share and learn
from each other. Wider benefits to participation from the perspective of people with
ID, were improvements in self-esteem, positive feelings about sexual experiences and
improved knowledge of sexuality issues (Garwood and McCabe 2000; Gardiner and
Braddon, 2009). Additional benefits were also identified with further positive
outcomes identified for some by way of improved decision-making capacity. The
improvements in decision-making related to consent to sexual relations and the right
to decline. Participants also reported improvements in sexual knowledge and the

importance of personal safety practices (Dukes and McGuire, 2009).



Discussion

The aim of this systematic review was to ascertain the views and experiences and
perceived benefits of participating in RSE programmes. The findings highlight wider
areas requiring attention and development to more fully meet the relationship and
sexuality need of people with ID. Implications for policy, practice, and future
research developments are discussed. From the systematic review and critical
appraisal of the literature, it is apparent that there are difficult and complex issues that
need to be addressed, with many people with ID continuing to lack essential
knowledge and understanding to make informed decisions regarding meeting their
relationship and sexuality needs (Gardiner and Braddon, 2009; Frawley and Wilson,
2016). It is important to recognize that a diverse range of attitudes and values already
exist regarding relationships and the expression of sexuality by people with ID, their
families and practitioners and within wider society (Hall, 2010; Brown and McCann,
2019). These may include paternalistic behaviours, heteronormativity, prejudice and
discrimination. Compounding this position is the prevailing views that people with 1D
are either asexual or hypersexual (Yau et al., 2009). Therefore, RSE programmes
need to focus on challenging established gender, relationship and sexuality norms and
assumptions (Lofgren-Martenson, 2012). The reality, from the perspective of people
with ID, is that most simply seek or desire friendships, relationships and intimacy,
with some being or wishing to be sexually active (Brown and McCann, 2018; Whittle
and Butler, 2018).

From a policy perspective, it is necessary to ensure that all children and adults
with ID are able to access education regarding relationships and sexuality. In some
areas, RSE programmes have been developed that are specific to the needs of people
with ID. However, the issues of sexuality and its expression and the supports required
must be more comprehensively and systematically reflected and integrated as a core
element of education and health and social care policy (Baines et al., 2018; Barnard-
Brak et al., 2014). Therefore, structured evidence-based RSE programmes need to be
a visible component of all education, health and social care policy initiatives, then
embedded within the education curriculum in schools as a key starting point (Pound et
al., 2017). Relevant policies also need to ensure that to maximise ongoing impact and
effectiveness, RSE programme delivery is extended into adulthood as part of
comprehensive service provision (Frawley and Wilson, 2016). This is necessary,

given the clear evidence that people with ID are often socially isolated, lacking

10



friendships and social networks and vulnerable to potential exploitation and harm
(Gilmore and Cuskelly, 2014). Policy implementation therefore has the potential to
influence the opportunities for people with ID to form meaningful friendships and
relationships. Without such opportunities, many will continue to remain unfulfilled in
terms of their future relationship hopes and aspirations (Schaafsma et al., 2013).

There is a need to develop RSE programmes that integrates both the
relationship and sexuality aspirations of the individual with ID by providing
knowledge, information and creating networks of support (Dukes and McGuire, 2009;
Barnard-Brak et al., 2014; Frawley and Bigby, 2014). People with ID usually live in
the family home or in supported living settings, often requiring services and supports
from education, health and social care services. However, evidence demonstrates that
care and support can often be restrictive rather that facilitative (Gardiner and
Braddon, 2009). There is a need therefore for practitioners within services and
agencies to be self-aware and prepared to challenge prevailing attitudes, assumptions
and stereotypes. This is necessary to support them to fully meet the relationship and
sexuality needs of people with ID while also addressing the concerns of parents and
families (Brown and McCann 2019). Therefore, their practice needs to be informed
by anti-discriminatory, inclusive, person-centred approaches (Department of Health,
2009; Scottish Government, 2013). Families are often concerned about the risk of
personal safety, abuse, exploitation and harm of their family member with ID, further
supporting, not diminishing, the need for education and support. The concerns,
however, can lead to over-protection and sometimes excessive control that may
inadvertently further limit life opportunities for the person with ID. An essential
element of professional practice therefore needs to address concerns regarding
protection, safeguarding and capacity to consent to sexual relationships and the
positive benefits of participating in RSE programmes (Goli et al., 2018). This is
necessary as practitioners delivering RSE programmes need to respond to the
potentially conflicting tension between the need to protect versus freedom of choice
and the right to self-determination (Fisher et al., 2016).

From a practice perspective, practitioners across services and agencies need to
be aware that some people with ID will require additional time, resources and support
to enable their individual relationship and sexuality needs to be comprehensively and
accurately addressed (Finlay et al., 2015). By responding to these issues, RSE

programme content and delivery should be co-produced and person-centred, thereby
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aiming to situate people with ID at the centre of the process (Frawley and Bigby,
2014). Additionally, practitioners within their day-to-day roles, need to recognise the
relationship and sexuality aspirations of people with ID and respond effectively to
their education and information needs (Frawley and Wilson 2016). For this to become
a reality, it may be necessary for collaborative working between agencies and
organisations such as schools, care organisations, day care providers, sexual health
services and specialist intellectual disability health services (Dukes and McGuire
2009; Barnard-Brak 2014; Baines et al., 2018). Therefore, as part of the service
models within schools and day service provision, RSE programmes need to be
provided for children, young people and adults with ID by practitioners with the
knowledge, skills and confidence to facilitate effective delivery (Garwood and
McCabe 2000; Hanass-Hancock et al., 2018). To address these issues there are
opportunities for professional education and continuing professional development
(CPD) programmes to integrate relationship and sexuality issues as a core element of
the curriculum and staff development and the role of RSE programmes (McCann and
Brown, 2018).

It is clear that some people with ID are sexually active and some wish to be.
People with ID want access to more information that will enable them to make
decisions regarding forming and maintaining relationships and sexual intimacy.
Participation in RSE programmes can have positive benefits for people with 1D
including improved decision making, sexual knowledge and safety, self-esteem and
rights and responsibilities (Dukes and McGuire, 2009; Gardiner and Braddon, 2009;
Garwood and McCabe 2000). This is important, as evidence already exists
demonstrating the barriers to accessing appropriate information and healthcare
(Whittle and Butler, 2018). Given that concerns regarding HIV, STIs, unintended
pregnancies and family planning, these are critical areas that need to be responded to
if this population is not to be further disadvantaged. Therefore, there is an opportunity
for RSE programmes that fully address sexual health concerns, in a way that is
accessible and sensitive to the distinct needs of people with ID. RSE programmes
therefore need to promote autonomy and informed decision making and also
effectively challenge paternalism, stigma and discrimination, if supporting fulfilling
relationships and promoting fully the expression of sexuality to be realized (McCann
etal., 2016).

12



Future research directions

This systematic review presents an analysis and synthesis of the existing research
evidence presenting the subjective views and experiences of people with ID regarding
their participation in RSE programmes. The studies included in this review were
undertaken using different research methods including qualitative designs, utilising
focus groups and individual interviews. The other studies used quantitative designs,
utilising questionnaire and survey methods. One study used a mixed method design.
There were no controlled trials or intervention outcome studies. There was no multi-
centre, international or longitudinal studies examining the impact and outcome of
participating in an RSE programmes. Therefore, it is not possible to determine the
extent to which knowledge acquisition has influenced long-term behaviour change,
for example, by the establishment of relationships and a reduction in HIV, STIs and
unintended pregnancies. Consequently, future research priorities in this area should
focus on systematically identifying and evaluating existing RSE programmes to
determine a range of key factors including the underpinning theoretical models,
programme structure, content and qualitative and quantitative outcome measures
(Pound et al., 2017). This is necessary to be able to clearly establish what constitutes
the ‘gold standard’ and the long-term effectiveness of RSE programmes for people
with ID. There is also scope to undertake research studies that are multi-centred to
enable larger samples with a national, international and transcultural focus. By
addressing these issues, it will be possible to confirm the effectiveness of a
theoretically driven, structured RSE programme that is specific to the distinct needs of

people with 1D and their families and carers.

Strengths and limitations of the review

This review has identified that people with ID are accessing RSE programmes and
appear to find them helpful, however, further research is required to investigate the
extent to which they impact long-term behaviour change that enables the development
of sustainable relationships and reduces the unintended consequences of being
sexually active. Further limitations exist due to the quality of some of the study
designs and small sample sizes thereby impacting on the ability to apply the findings

more widely.

Conclusion
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There is well established evidence that some people with ID have limited knowledge
and skills regarding relationships and sexuality issues. This impacts upon an
individual’s ability to establish or maintain relationships and to access the necessary
social networks and supports, potentially leading to social isolation and loneliness.
People with ID can experience health concerns such as sexually transmitted infections
and other unintended consequences in keeping with the non-ID population. From the
available evidence, RSE programmes appear to be useful and acceptable to people
with ID. Furthermore, parents and families play an important part in the lives of their
family member with ID, and they too have education and support needs that may
enhance their understanding and response to their family members expression of
sexuality. If the expression of a person’s sexuality is a basic human right for all, any
RSE programme needs to be consistently and comprehensively designed, developed
and delivered in partnership with people with ID and their parents and families.
Further research is required to determine content, accessibility and acceptability and
the benefits and long-term outcomes of RSE programmes on the lives of people with
ID.
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Eligibility Screening Identification

Included

Figure 1: PRISMA Flow Diagram with search results

Records identified through databases:

CINAHL (n =510)
PsycINFO (n=613)
MEDLINE (n =322)
ERIC (n =240)
Total (n=1685)

Abstracts screened after duplicates and
irrelevant removed:
(n=174)

Full-text articles assessed for eligibility:
(n=17)

Studies included in synthesis:
(n=38)

Articles excluded based

on abstract review:
(n=157)

Full-text articles exclude
(n=9)

Studies identified in
reference lists: (n=0)
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Table 2: CINAHL search strategy and results

academic journals; English
language

Search Query Results
code
S1 intellectual disab* 20,552
S2 mental retard* 2,877
S3 mental handicap 468
S4 developmental disab* 9,798
S5 learning disab* 7,691
S6 intervention 331,863
S7 education 556,834
S8 training 164,554
S9 program* 403,294
S10 sexual behaviour 10,089
S11 sexual* 85,009
S12 intimacy 2,942
S13 relationship* or love 278,135
S14 friendship* 5,825
S15 S10R S2 OR S3 OR S4 OR S5 34,182
S16 S6 OR S7 OR S8 OR S9 1,138,085
S17 S10 OR S11 OR S12 OR S130OR 355,044
S14
S18 S15 AND S16 AND S17 1,205
S19 Limiters: Years 1998-2018; 510




Table 3: Papers included in the review (n=8)

Table 2: CASP quality scores

Barnard- | Dukes & | Finlay | Frawley | Frawley | Gardiner | Garwood | Lofgren-
Brak et | McGuire | etal. & Bigby | and & & Martenson
al. (2009) | (2015) (2014) | Wilson | Braddon | McCabe | (2012)
(2014) (2016) | (2009) | (2000)

CASP criteria

1. Clear Y Y Y Y Y CcT Y Y

statement of

aims

2. Appropriate | Y Y Y Y Y Y Y Y

methodology

3. Appropriate | Y Y Y Y Y N Y Y

research design

4. Appropriate | Y CT Y N Y Y Y Y

recruitment

strategy

5. Appropriate | Y Y Y Y Y CT Y Y

data collection

methods

6. Research N N cT cT N N N cT

relationships

considered

7. Consider N Y Y Y Y N Y Y

ethical issues

8. Rigorous Y Y Y Y Y CT CT Y

analysis

9. Clear Y Y Y Y Y CT CcT Y

findings

10. Value of Y Y Y Y Y Y CT Y

the research

Y: Yes; N: No; CT: Can’t tell



Study Citation, Aims Sample Study Data collection method | Key Findings Recommendations
country & setting setting
Barnard-Brak et al. | Identify factors 5,070 students with | Schools National longitudinal Findings suggest that many | There should be equal access
(2014) influencing the aniID survey students do not receive sex to RSE programmes for all
delivery of sex education and some teachers | people with ID. RSE
USA education to Aged 14-18 years believe that RSE programme development and
students with ID would benefit these students. | delivery should include
Teachers The more severe the ID the collaboration between people
less likely students are to with ID, health educators,
receive sex education when | special education teachers.
compared to non-1D students.
The more developed the level
of expressive communication
skills influences participation
in RSE programmes.
Dukes and Evaluate a sex People with ID Social care Questionnaires All study participants Larger efficacy study using
McGuire (2009) education improved their decision- mixed methods and RSE
intervention to Male (n=2) making, capacity to consent | programmes delivered to
Ireland improve knowledge | Female (n=2) on all measures: consent, groups based on shared
and capacity in sexual knowledge and safety | learning needs required.
people with a Aged 22-23 years practices. Development of a sex
moderate 1D education website and
evaluate its effectiveness.
Include LGBT issues in
future RSE programme
content.
Finlay et al. (2015) | Examine Young people with | Schools Interviews and video Effective communication Further research needed to
‘understanding’ and | ID content analysis important as long sentences | examine further how RSE
UK identify barriers in and abstract concepts can programmes are delivered
delivering a sex Aged 16-19 years impact on understanding. more effectively and
education Analysis of the videos potential solutions identified.
programme for Teachers (n=16) identified contextual issues
people with ID that can impact upon
understanding.
Frawley and Bigby | Explore the Peer educators with | Social care Interviews Peer educators with ID felt Further research is required

22




(2014) experiences of a co- | ID (n=16) empowered as credible to identify the impact of
facilitated trainers with skills to support | people with ID as peer
Australia relationships and sex | Ages 20-40 years others with ID. educators in RSE programme
education delivery.
programme
involving people
with ID
Frawley and Explore the views Young men (n=14) | Schoolsand | Focus group interviews Participants had some Sexuality and relationship
Wilson (2016) and experiences of | Young women social care knowledge about education and information
participating in a (n=11) relationships and sex issues | needs to be accessible
Australia sexuality education but had limited access to for young people with
programme Aged 17-20 years information. Wanted the intellectual disability, with
opportunity to explore sexual | peer support. Want to be
interests, desires and fully involved in the design
experience sexual and delivery of RSE
relationships to develop their | programmes.
knowledge.
Gardiner and Evaluate a sexand | People with ID Social care Interviews Participants reported More RSE programmes
Braddon (2009) relationship (n=60). improvements in self-esteem | required to raise awareness of
education and knowledge of sexuality | issues and advocate for and
Ireland programme for Ages undefined issues and knew more about | support people with LD in
people with ID rights and responsibilities. the full expression of their
sexuality.
Garwood and Evaluate the Men with ID (n=6) | Social care Questionnaires Identified improvements in Knowledge and feelings
McCabe (2000) knowledge and knowledge. All participants | should be assessed in all RSE
experiences of men | Aged 12-25 years had difficulty taking about programmes and fully
Australia with 1D participating their sexuality. Following evaluated. Utilise recognized
in two RSE participation, positive theoretical models in RSE
programmes. feelings identified about programmes. Further
previous sexual experiences. | research required using larger
samples.
Lofgren-Martenson | Explore RSE for Young people with | Schools Interviews RSE programme content RSE programmes need to

(2012)

Sweden

young people with
ID

ID
Females (n=9)
Males (n=7)

focused on risky sexual
behaviours over pleasure,
desire and intimacy.

include content focusing on
pleasure, desire and intimacy.
A critical education approach
within RSE programmes is
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Ages 16-21years

needed to challenge gender
and sexuality norms and
assumptions. Future studies
should include youth with ID
as both participants

and collaborators in research.
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