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Abstract The sexuality of adults with developmental disabilities (DDs) is a topic seldom

addressed, even by those who are charged with their care. The importance of acknowl-

edging that these individuals have the right to express sexual desires and be given com-

prehensive sex education is paramount for both their physical and mental health. This

qualitative study involved presenting a series of open-ended questions to individuals

currently or previously employed as support workers. These questions concerned the

training and knowledge of these support workers regarding the sexuality of adults with

DDs, and the policies relating to such issues in the institutions in which they work. Results

reflect the lack of experience that support workers have as well as their lack of confidence

in dealing with their clients when issues concerning sexuality arise.
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Introduction

The topic of sexuality is extremely controversial and causes particular uneasiness when

considered in relation to individuals with disabilities. Those with developmental disabil-

ities (known in the literature as those with cognitive/intellectual impairments, Autism

Spectrum Disorder, and Down’s syndrome) often encounter stigma regarding their sexu-

ality. There are a myriad of stereotypes regarding the sexuality of individuals with DDs,

which range from beliefs that they are asexual [1] to convictions that they are hypersexual
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[2]. As a result, these individuals’ sexual rights, including the right to sex education, are

often denied.

Individuals with DDs assert that an important part of their transition from adolescence

to adulthood is the development of a sexual identity [3]. People with DDs have identified

many barriers that inhibit their sexual development including the lack of access to sexual

education [3]. They state that receiving sex education and having access to information

about safe sex and romantic relationships is extremely important to them [4]. Despite this,

these individuals are several times less likely to receive sex education than people without

DDs [5]. When individuals are deprived access to sexual education, they are subsequently

deprived of important knowledge that can keep them safe and healthy. In fact, people with

developmental disabilities have been found to lack knowledge concerning numerous

essential sexual education topics, including STIs, puberty, safe sex, sexual health, and

sexual rights [6], and to have less knowledge about such topics than individuals from the

general population [7].

One of the barriers preventing this transmission of information stems from the fact that

‘‘explicit and frank discussions regarding human development, relationships, sexual

behavior, and sexual health may be difficult and elusive for professionals and caregivers of

people with significant disabilities’’ [8, p. 234]. Nevertheless, such conversations are still

extremely necessary and important [3], particularly within sex education programs. These

programs are shown to significantly increase the sexual knowledge of individuals with DDs,

and are critical in order to assure that this population is cognizant about critical issues

including sexual abuse and consent, as well as how to have safe sex and use contraception [9].

In addition to general discomfort surrounding discussions about sex, another obstacle

affecting the sex education of individuals with DDs are the personal beliefs and attitudes of

their caretakers regarding the sexuality of their clients. Our previous work in this area

involved measuring Canadian support workers’ attitudes towards the sexuality of adults

with DDs, which were shown to be positive overall [10]. Other recent studies show that the

attitudes of care staff toward the sexuality of people with DDs range from somewhat

negative [11] to positive [12], however, they tend to rate sexual expression less positively

for this specific population than for the general population [12]. While our study did not

show significantly different attitudes based on the gender of the individual with DD [10],

others have shown that care staff report differing attitudes about sexuality depending on

their clients’ gender; for example, women with DDs are perceived as sexually innocent and

naı̈ve, whereas men are considered as more sexually motivated and inappropriate [11].

Indeed, acknowledging the attitudes of support staff is critical, as ‘‘…professional and

personal care given to individuals with disabilities is impacted by individual beliefs’’ [13,

p. 70].

One very important factor that has been shown to influence support worker attitudes

towards the sexuality of individuals with DDs is that of professional and educational

history. Education and training are shown to be significantly associated with attitudes

regarding the sexuality of clients with disabilities where those with higher educational

degrees [14, 15] and more professional training [14] report more liberal attitudes regarding

sexuality than other staff. Staff members with sexuality training in particular report sta-

tistically more positive attitudes towards males with DDs engaging in non-reproductive

sexual activity [12].

Many acknowledge the heightened importance of specific training in sexuality for staff

members working with clients with DDs [2, 3, 8, 12, 16–18]. A lack of training has been

identified as the biggest contributor to staff members’ difficulty in discussing sex with their

clients with DDs [16]. Not only do staff indicate that more training would increase their
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confidence in handling clients’ sexuality issues [17], such training is also shown to improve

their attitudes towards the sexuality of individuals with DDs overall [12, 17].

Despite the obvious benefits, the amount of care staff who have taken sexuality courses

is as low as 22 % [17]. The amount of staff who have been trained in handling sexual

issues ranges from 12 % [16] to 31 % [12]. This lack of training is extremely troubling, as

previous studies have shown that at least two-thirds of care staff working with individuals

with DDs have experienced a situation in which they had to deal with client sexuality [17].

Furthermore, in a study conducted by Christian and colleagues [19], only 7.1 % of support

workers had been trained to teach sex education. Again, this lack of training negatively

impacts their clients with DDs, as they will not receive the sexual education that they both

want and need.

In addition to more training, care staff report needing clear policies for dealing with

client sexual behavior to make them feel more comfortable when such situations arise [17].

Those who are uncomfortable discussing sexuality-related issues with clients report that

this discomfort is related to the lack of clarity in their organization’s policies [16]. Such

policies are important both for the facilitation of safe sexual behavior, but also to reduce

risky behavior among clients with DDs [3] and are particularly important within residences

and group homes where adults with DDs may spend a large portion of their daily lives.

However, policies in group homes are found to be either ambiguous or restrictive [18], and

up to 40 % of care staff know very little (or nothing at all) about the policies that do exist

[20].

Individuals with DDs themselves express frustration when their sexual needs and

relationships are controlled by caregivers, and indicate that lack of support and restrictive

policies are definite barriers to their sexual autonomy [21]. Those living in residences often

experience overwhelmingly constant supervision [22] as well as an overall lack of privacy

[22, 23]. Specifically, residential policies often prevent individuals from having sexual

encounters in the privacy of their own rooms [24]. Other barriers within residences stem

from rules preventing one from locking one’s own bedroom door, to being made to share a

bedroom with another resident [24].

When organizations lack sexuality policies, staff who more likely than not lack the

requisite training must use their own judgment when dealing with sexuality-related issues

[19]. Decisions could then be influenced by personal attitudes towards the sexuality of

adults with DDs [25]. However, when policies do exist, they are often very restrictive and

deny their clients’ human rights. Because support workers are often the providers of their

clients’ sexuality education when there is some, and because they can either support or

deny their clients’ sexual rights, their attitudes and knowledge regarding the sexuality of

adults with DDs and sexuality-related policies within their work environments are extre-

mely important to consider.

The current study describes the qualitative portion of a mixed-methods project

regarding support workers’ attitudes towards the sexuality of adults with DDs, as well as

their experiences and overall confidence in dealing with such issues by Saxe and Flanagan

[10]. The quantitative results indicated that, in general, support worker attitudes towards

the sexuality of adults with DDs were accepting. The results also showed that support

workers without religious affiliations and those with more advanced educational back-

grounds had significantly more liberal attitudes regarding the sexuality of adults with DDs

[10]. The following study builds on these quantitative findings by providing rich qualitative

information regarding support workers’ confidence in dealing with sexuality-related issues

among their clients, the topics that they feel are most important to address in sex education
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classes with clients, and their awareness of sexuality-related policies within their work

environments.

Methods

Participants

The original participant sample comprised of 25 individuals with (n = 18) and without

(n = 7) support worker experience. Of the 18 support workers, 16 provided responses to

the three open-ended questions in the sexuality questionnaire and were thus included in the

final sample for this portion of the study (Table 1).

Participants (n = 16) were recruited from a Canadian university and included indi-

viduals who were currently, or had previous experience, working with individuals with

DDs. The mean age of participants was 27.9 years (SD = 6.94, range 23–52) and 94 %

were female. Seventy-five percent of the sample had or were currently obtaining a Master’s

degree, 12.5 % were in the process of obtaining a PhD, and the remaining 12.5 % were

either working towards or had a Bachelor’s degree or a professional degree, such as a

graduate certificate or diploma. Sixty-nine percent of participants had five or fewer years of

support worker experience, 12.5 % had between 5 and 10 years of experience, and 18.8 %

had over 11 years of experience. The majority of participants had worked with individuals

with autism spectrum disorder (62.5 %), whereas the remainder had been employed to

support individuals with intellectual disabilities (31.3 %) or unspecified behavioral diffi-

culties (6.3 %). The severity of clients’ disabilities were rated as ranging from mild

(25 %), moderate (56.3 %), and severe (18.8 %). Only one participant had received

training regarding sex education for adults with DDs, however almost 19 % had experience

teaching sex education to this population.

Measures

Three open-ended qualitative questions were part of a larger online questionnaire that

included a demographic questionnaire and two sexuality questionnaires [10]. The survey

concluded with three open-ended questions developed by the first author. These questions

included the following: a) ‘‘How well do you feel you are prepared to deal with sexuality-

related issues with your adult clients who have developmental disabilities?’’, b) ‘‘What do

you feel are the most important issues that should be dealt with in sexual education courses

for adults with developmental disabilities?’’ and c) ‘‘Do you feel that the institutions in

which you work(ed) had easy to follow policies concerning sexuality-related issues and

adults with developmental disabilities? To the extent of your knowledge, did they even

have any such policies?’’ Participants were given space to respond to each question with

several full sentences.

Procedure

Participants from two psychology departments at a Canadian university were recruited

through an email list as well as through a posting on a message board. The link for the

survey was posted on both the email and message board advertisements. Participants were

then able to follow the link to the online survey.
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Analysis

Inductive content analysis was used to analyse the qualitative data. This process required

open coding the raw data, creating categories from the coding results, and abstracting

general concepts from the categories [26]. Emergent categories were created based on

the results from the open coding, as this allows for the themes to surface from the data

Table 1 Descriptive statistics of
support worker demographic
variables

Variable �m SD

Age 27.9 6.94

n %

Gender

Female 15 94

Male 1 6

Education level

Professional degree 1 6

Bachelor’s 1 6

Master’s 12 75

PhD 2 13

Work environment

Mainstream school 8 50

Special needs school 2 13

Other 6 38

Amount of years employed as SW

Less than 1 3 19

1–5 8 50

6–10 2 13

11? 3 19

Client(s) sex

Male 9 56

Female 2 13

Both 5 31

Client(s) disability

Autism spectrum disorder 10 63

Cognitive disability 5 31

Other 1 6

Client(s) disability severity

Mild 4 25

Moderate 9 56

Severe 3 19

Sex education training

Yes 1 6

No 15 94

Sex education teaching

Yes 3 19

No 13 81
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itself, rather than from the researcher [27]. This analysis was conducted by the first

author.

Results

Question 1: How Well Do You Feel You are Prepared to Deal with Sexuality-
Related Issues with Your Adult Clients Who Have Developmental
Disabilities?

The main theme that emerged from the data collected from this question was the partic-

ipants’ acute lack of training and confidence regarding how to deal with sexuality-related

issues in their line of work. Fourteen of the sixteen participants responded to this question.

Nine responses (64 %) were coded as displaying an overall lack of confidence, while the

remaining five (36 %) were coded as confident. Participants reported that they did not feel

prepared to deal with these issues, which is likely related to the fact that many ‘‘…had no

training in this area…’’. One participant admitted to feeling ‘‘a bit nervous’’ in terms of

handling such situations, and that they ‘‘…have been given no form of how to teach or

properly relay information related to sex-ed to students/clients with developmental

disabilities.’’

For those who did feel adequately prepared to handle issues related to clients’ sexuality,

their confidence was gained through years of experience, not through professional or

educational training. As articulated by one participant:

Most of my sexuality-related information was gathered through professional expe-

rience, interactions and questions from individuals with developmental disabilities

and by coworkers. I feel very comfortable and well-equipped to address this topic.

However, all my education classes, my current graduate program included, do not

properly address how and when to target sexuality-related issues in special

populations.

Question 2: What Do You Feel are the Most Important Issues that Should Be
Dealt with in Sexual Education Courses for Adults with Developmental
Disabilities?

Three main themes emerged from participants’ responses to this question, which included:

(a) prevention and protection, (b) appropriate behaviors, and (c) building positive rela-

tionships. A detailed figure of the coding results can be found in Fig. 1.

Prevention and Protection

The most common theme that was identified in participants’ responses regarding the

important topics that should be addressed in sexual education classes for adults with DDs

was the prevention of negative consequences of sex, and protection against unsafe sexual

situations. In total, twelve of the 16 participants included an aspect from this theme in their

answer. In regards to prevention, participants emphasized the necessity of teaching indi-

viduals with DDs about ‘‘…contraception…’’, ‘‘STD prevention…’’, and ‘‘…pregnancy’’,

as well as ‘‘safe sex’’ in general.
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Five participants identified the importance of addressing issues related to sexual abuse

and consent. Three participants specifically articulated the importance of teaching about

‘‘consent’’, however this was stated vaguely without defining whether this addressed

teaching what getting consent is, how to give consent, or a combination of both. Two

participants addressed the need to educate this population about ‘‘…appropriate touching

by family, friends, teachers etc.…’’ as well as ‘‘…sexual abuse and exploitation…’’ in

general.

Appropriate Behaviors

The second most common theme among participants’ answers was addressing issues

regarding appropriate or inappropriate sexual behaviours. Seven participants addressed

Prevention and 
Protection

Bodily Health

Birth Control

Safety

STIs

Pregnancy

Sexual Rights
Self-determination

Self-advocacy

Choice

Sexual Abuse and 
Consent

Sexual abuse

Consent

Appropriate vs 
Inappropriate

Appropriate

Appropriate 
partners

Private vs Public

Sexual norms

Control/Inappropriate

Sex addiction

Masturbation

Control of urges 

Step 1: Raw Data Coding Step 2: Categories Step 3: Themes

Positive Relationships

Rela�onships/ Marriage

Having a family

Good relationships

Support

Sexual Pleasure
Sexual partnership 

Pleasure

Fig. 1 Inductive content analysis results for Question 2: ‘‘What do you feel are the most important issues
that should be dealt with in sexual education courses for adults with developmental disabilities?’’
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aspects categorized into this theme, which included knowledge of ‘‘…public versus private

[behaviors]…’’, ‘‘understanding their sexual needs and how to control it’’, ‘‘…normal

masturbation practices…’’, and ‘‘dealing with sexual emotions/needs and desires in an

appropriate manner…’’. Among these responses, the most commonly addressed issue was

that of teaching adults with DDs about the importance of knowing the difference between

behaviors that are appropriate in public, and behaviors that need to be private.

Positive Relationships

The final theme that emerged from participants’ responses was that of how to maintain

positive relationships, both in terms of having a family and in terms of sexual partnership.

This theme emerged from the responses of three participants. One participant indicated that

‘‘…what is needed to start a family…’’ is important to discuss in sex education classes for

adults with DDs, and another individual indicated that ‘‘[t]he importance of meaningful

relationships’’ should also be included in such a curriculum. Two participants indicated

that learning how to be ‘‘effective lovers…’’ as well as how to engage in ‘‘…mutual

satisfaction…’’ would be important, emphasizing the need to not only focus on the more

negative aspects of sexuality, but those involving sexual pleasure as well.

Question 3: Do You Feel that the Institutions in Which You Work(ed) Had
Easy to Follow Policies Concerning Sexuality-Related Issues and Adults
with Developmental Disabilities? To the Extent of Your Knowledge, Did They
Even Have Any Such Policies?

Fourteen of the 16 support workers who answered this question indicated that they either

worked in environments in which there were ‘‘no policies’’ or that they were ‘‘…not aware

of any such policies’’ (see Fig. 2). One individual explained that:

[t]here are currently no policies to follow in any of the schools I have worked in over

the past 6 years, to the best of my knowledge. One school did have a teacher/nurse

who did provide students with information primarily related to puberty, anatomy,

health and personal boundaries. Sexuality was not directly addressed.

Another participant indicated that‘‘…[no] such policies were in place for teachers…’’

and that ‘‘…[a] school counsellor was responsible for this area’’. The remaining two

0

1

2

3

4

5

6

7

8

Not aware of policies No policies No NA

n = 16
Fig. 2 Frequency of coded
responses to Question 3: ‘‘Do you
feel that the institutions in which
you work(ed) had easy to follow
policies concerning sexuality-
related issues and adults with
developmental disabilities? To
the extent of your knowledge, did
they even have any such
policies?’’
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support workers indicated that this question was not applicable to them; one clarified this is

because they do not work with adult clients.

Discussion

The results of the current study substantiate previous research regarding support workers’

lack of sex education training. Responses to the demographic questionnaire indicated that

most participants had not received any training regarding sex education and adults with

DDs. These answers were reflected by the discomfort expressed by participants when asked

whether they felt prepared to deal with sexuality-related issues with their clients with DDs.

This lack of preparation and instruction was expected, and has been the subject of many

research studies concerned with support worker education and training [e.g. 17, 19, 28].

The results from this study reveal that support workers are conscious of several

important topics that individuals with DDs should be taught in sexual education classes.

Results indicate that support workers are most aware of the need to teach such individuals

about contraception. This finding is very encouraging, since individuals with DDs typically

do not have enough knowledge about contraception [29, 30] and do not use contraception

consistently [31]. Consent was another major issue that support workers believed to be

important when teaching individuals with disabilities about sexuality. Because people with

such special needs are vulnerable to being sexually abused [22], a sexual education cur-

riculum must include a section concerning consent.

Several other important sex education topics brought up in the literature were omitted in

the majority of support workers’ responses. Only two support workers in this study indi-

cated that romantic relationships and how to start a family were important issues that

should be addressed by a sexual education curriculum. Dating [32] and marriage [33] are

two topics that individuals with DDs themselves report being very significant in their lives.

Because these are very relevant issues to this population [34], including them in a sex

education curriculum would be extremely beneficial. However, if support workers are

unaware of their importance, these topics could be easily neglected in sex education

classes. For this reason, when sex education curricula are being developed, people with

DDs should be consulted. This would provide them the opportunity to share their per-

spectives and indicate the important topics that they feel are necessary to include.

Only 30 % of participants reported that issues related to sexual exploitation, abuse, and

consent were issues that should also be included in sexual education classes for individuals

with DDs. The fact that the majority of support workers are unaware of the gravity of these

issues and the need to educate their students about them is discouraging. Many individuals

with DDs are unaware that they are protected by law from being sexually abused and/or

raped [35] and they are more likely to be sexually abused than neurotypical people [22].

Ergo, such individuals must be given the chance to protect themselves, the best method of

which is education. However, if support workers do not understand how critical it is to

teach their students with DDs about their sexual rights, they will be less likely to address

these issues in sex education classes.

Support workers in this study reported either not being aware of any sexuality-related

policies at their places of employment, or there being a lack of such policies in general.

These results are very consistent with those found in previous studies [28, 36, 37]. This

emphasizes the need for all educational institutions who work with people with DDs to

devise policies and guidelines related to clients’ sexuality and to educate their staff about
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them. Support workers themselves understand that staff training programs should focus on

explaining such policies [37]. This training would not only prevent them from having to

use their own moral judgments to deal with sexuality-related situations, but it would help

to alleviate their feelings of unpreparedness and consequently increase their confidence to

deal with such situations.

Institutional policies are vital not only for support workers, but for their clients as well.

Individuals with developmental disabilities have been denied their human right to sexuality

for too long, and new, informed policies are necessary to remedy this issue. Policies should

reflect a philosophy that respects the autonomy and self-determination of their clients, and

respects their sexual needs [25]. Policies should address various sexual issues, such as

guidelines for giving consent, acceptance of public displays of affection, privacy for those

in sexual relationships, the opportunity to seek relationship counselling if needed, and

accessible sex education and information [25].

The results from this research clearly indicate the need for substantially more sex

education training for support workers employed to work with clients with DDs. This

training should be included in all support worker education programs so that no individual

enters the field without this pertinent knowledge. Organizations and programs for indi-

viduals with DDs should also take responsibility for this important issue by providing sex

education workshops for staff. Furthermore, such institutions need to create clear and fair

policies related to client sexuality and ensure that their staff are aware of these policies.

Future research should address additional ways of promoting the sexual rights of adults

with DDs.
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