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    Abstract  

  This chapter begins with setting the goal of helping people with intellec-
tual and developmental disabilities (IDD) attain positive sexual self-
esteem and fulfi lling intimate relationships and, for those who are able and 
desire, parenthood. These goals stem from the recognition of people with 
IDD as sexual beings, with the same rights to sexuality education and 
access to sexual health care as their non- disabled peers. We discuss oppor-
tunities for sexual pleasure, expression, and experience, including mastur-
bation and partnered sexual relationships. Sexuality is defi ned and a brief 
history of sexuality and developmental disabilities that is grounded in the 
eugenics movement is provided. We discuss ensuring safety from sexual 
exploitation and abuse, protection against unwarranted sterilization, and 
the right to make choices regarding alternative forms of contraception. 
The topic of consent to sexual activity is explored in depth.  

        Introduction 

 We recognize that sexuality, especially within the 
context of disability, is a sensitive subject and can 
make people uncomfortable. However, to ignore 
this topic or the more touchy issues would be a 
disservice to both the provider and person with 

the disability. Our goal is to provide practical 
resources towards promoting sexual health and 
responsible sexual behavior and addressing prob-
lems in a constructive way when they arise. 
While there are situations that require the input of 
a certifi ed sexuality educator, counselor, or thera-
pist with expertise in intellectual and develop-
mental disabilities (IDD), such as dangerous 
masturbation or sexually assaultive behavior, 
many others, such as masturbating in a public 
space or sexual grabbing of others, can usually be 
handled by the individual’s primary team. 

 Pleasure, in all its varieties, is an affi rma-
tion of life and a centrally motivating and 
defi ning feature of social action. Virgina 
Johnson referred to sexual pleasure as making 
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“us feel like complete human beings” [ 1 ]. 
Sexual pleasure can enhance an intimate rela-
tionship, add a sense of connectedness to the 
world and each other, and heal a sense of emo-
tional isolation many feel even when they are 
socially integrated. “When we do not include a 
discussion of pleasure, we perpetuate an asex-
ual and victimization status and contribute to 
the low sexual self-esteem among many people 
with disabilities” [ 2 ]. 

 Anna Freud is famously quoted as stating, 
“Sex is something you do, sexuality is who you 
are.” Historically, sex was viewed as serving only 
the purpose of reproduction. Today, we recognize 
that sexuality is also an important part of our 
health, quality of life, and human fulfi llment. 
What then is sexuality? The WHO (World Health 
Organization) working defi nition says sexuality 
is: “…a central aspect of being human throughout 
life, encompasses sex, gender identities and roles, 
sexual orientation, eroticism, pleasure, intimacy 
and reproduction. Sexuality is experienced and 
expressed in thoughts, fantasies, desires, beliefs, 
attitudes, values, behaviors, practices, roles and 
relationships. While sexuality can include all of 
these dimensions, not all of them are always expe-
rienced or expressed. Sexuality is infl uenced by 
the interaction of biological, psychological, 
social, economic, political, cultural, legal, histori-
cal, religious and spiritual factors” [ 3 ]. While not 
all people are sexually active or have sexual part-
ners, all people are sexual beings. Sexuality 
comes through in our interactions, socializations, 
friendships, boundaries in relationships, self-
image, and assertiveness; it is apparent in how we 
talk, walk, and dress. We are sexual from birth to 
death. With the proper information and opportuni-
ties, we all discover means to express that 
sexuality. 

 Although sexuality is an integral part of every 
human, defi ning who we are, and comprising an 
integral part of our self-esteem [ 4 ], myths 
abound concerning the sexuality of people with 
IDD [ 5 ]. Because all people are social and sex-
ual beings from the day they are born, it is 
important to consider that people with IDD are, 
and experience themselves as, sexual, even if 
they never have partnered sexual relationships 

[ 6 ]. Medical research indicates that most people 
with IDD proceed through puberty and sexual 
development within similar patterns and times as 
their non- disabled peers [ 7 ,  8 ]. However, for 
years, the sexuality of people with disabilities 
was ignored, suppressed, or denied. We have 
not, generally, given proper consideration to the 
needs for sexuality education, access to sexual 
health care, and the right to sexual expression of 
people with IDD [ 7 ]. 

 Current habilitation and rehabilitation pro-
grams are in place to assist with transition into 
adulthood for youth, born with or who acquire 
disabilities. The goal of such programs is typi-
cally to prepare participants for the adult world 
by focusing on educational and career success, 
including developing skills for employment 
preparation, job seeking, independent living, 
fi nancial self- suffi ciency, and workplace pro-
ductivity. These are all survival goals. Helping 
people with IDD negotiate safe and fulfi lling 
relationships with romantic partners is virtually 
ignored in the current system of care or, even 
worse, efforts are made to dissuade them from 
embarking on such relationships.  

    History 

 Historically, many people believed that crime, 
poverty, and disease were innate and closely 
associated with sexual promiscuity, mental ill-
ness, and “idiocy” [ 9 ]. Planned Parenthood was 
born from Margaret Sanger’s idea (1879–1966) 
that the population and these problems could be 
improved through eugenics [ 10 ,  11 ]. People 
believed “feeblemindedness” was “largely hered-
itary” [ 12 ] and that instead of allowing these 
people to procreate; they should be sterilized [ 9 ]. 
Justice Oliver Wendell Holmes (1841–1935) is 
cited as stating, “Three generations of imbeciles 
are enough,” in his support of compulsory steril-
ization. Additionally, such individuals were his-
torically believed to be ‘oversexed’ and therefore 
a threat to the gene pool and to the public in gen-
eral [ 13 ]. 

 Thus, historically, people we now recognize 
as those with IDD were denied access to sexual 
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expression and sexual freedom [ 13 ]. Beginning 
in 1895 in Connecticut, people with IDD were, 
and many still are, prevented from marrying and 
procreating [ 9 ]. One solution, made by 
Alexander Johnson, then superintendent of the 
Indiana School for Feebleminded Youth, not far 
from where Dr. Harry Sharp developed the 
vasectomy in 1899, was to segregate women of 
childbearing age with cognitive and/or emo-
tional impairments [ 14 ]. Goddard, a noted 
eugenicist, recommended “colonizing” such 
individuals [ 12 ]. Yet another practice was to 
prevent marriage between those considered 
“feebleminded” or to have “social maladjust-
ment” [ 15 ]. In 1907, Indiana was the fi rst state 
to adopt a compulsory sterilization law. By the 
end of the 1920s, 24 states had mandatory ster-
ilization laws [ 9 ]. By 1963, 28 states had steril-
ization laws with 26 of them including 
compulsory sterilization with or without the 
consent of the patient, but this was to soon turn 
around [ 16 ]. California and Virginia performed 
the most sterilizations in the country [ 17 ] with 
California performing its last one in 1963; in 
1974, Indiana, the state in which it all began, 
repealed its mandatory sterilization law [ 18 ] and 
in 1981, Oregon performed the last legal, forced 
sterilization in the United States [ 19 ]. 

 Some of the reasons for sterilization, beside 
the fear of pregnancy, included preventing 
expression of sexuality, decreased chance of sex-
ual exploitation, and decreased likelihood of 
acquiring a STI. We now realize that in addition 
to being unethical, sterilization, voluntary or 
involuntary, does not accomplish anything 
beyond pregnancy prevention [ 20 ,  21 ]. Thus, for-
tunately, some of these beliefs have changed in 
more recent years. The Committee on Bioethics 
[ 22 ] suggested that since most courts did not 
have them at the time, laws should be passed in 
each state to prevent sterilization of the “mentally 
retarded;” unless the court fi nds it is in the best 
interests of the individual. While this should pre-
vent sterilization for the benefi t or convenience of 
others, more is needed to ensure this. 

 In 1971, the Declaration of the Rights of 
Mentally Retarded Persons by the United Nations 
Assembly proclaimed, “The mentally retarded 

person has, to the maximum degree of feasibility 
the same rights as other human beings” [ 23 ,  24 ]. 
Consequently, more recently, instead of mandat-
ing or illegalizing sterilization, the courts are 
fi nding a different path; the right to sterilization 
[ 25 ] and the protection against the abuse of it 
[ 21 ]. This is better than a blanket ban on steriliza-
tion and allows for people with disabilities to 
make their own decisions, just as the rest of soci-
ety does [ 26 ]. A person who can demonstrate the 
capacity to understand the facts and concepts 
associated with contraception can provide 
informed consent for his or her preferred method 
of contraception, including sterilization [ 22 ].  

    Rights 

 Although we now generally accept that, in prin-
ciple, people with IDD have the right to sexual 
expression, there remains anxiety and uncertainty 
concerning the sexuality of people with IDD 
[ 20 ]. The problem lies in the lack of clear under-
standing of what this means [ 27 ]. Individuals 
have the right to privacy, to sexuality education, 
to general sexual expression, and, for some, to 
have consensual sexual relations [ 7 ,  28 ]. 

 Rights to partnered sexual behaviors are 
restricted, obviously, for children, and for those 
individuals who are determined to be incapable 
of consenting to sexual activities. In general, as 
the level of risk and potential for negative out-
come increases, scrutiny and restrictiveness of 
the law increases, too [ 29 ]. We have the responsi-
bility to achieve the delicate balance between 
needing to protect people with IDD from harm, 
with their right to express their sexuality. 

 Traditionally, this balance fell towards protec-
tion from harm and we limited sexual expression 
for people with IDD. Ironically, the same laws 
designed to protect people with IDD from harm 
prevent them from engaging in partnered sexual 
activities [ 13 ,  30 ]. Not all of the individuals we 
support have the ability to provide adequately 
informed consent to sexual behaviors [ 13 ]; thus, 
we prevent them from any sexual activity. We 
must be aware that what appears to be concern 
for the welfare of people with IDD may really 
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mask anti-sexual bias. Providers may argue they 
provide protection from the increased risks of 
sexually transmitted infections, sexual abuse, and 
pregnancy, while really hiding beliefs that the 
people they serve are not and should not be 
sexual. 

 If state or other local law allows for sexual 
activity between individuals with IDD, a service 
provider cannot have an opposing policy prohib-
iting it [ 27 ]; to do so would be a violation of the 
individuals’ human rights [ 28 ]. In residential set-
tings with fewer people, this is easier to facilitate. 
Historically, institutions and larger facilities 
poorly manage the sexual needs and desires of 
those with disabilities, even to the extent of inten-
tionally separating partners who were both con-
senting and behaving responsibly [ 31 ]. Edgerton 
[ 32 ] wisely pointed out the ineffectiveness of this 
attempt when describing the success of people, 
even whose with signifi cant cognitive limitations, 
in accomplishing rendezvous with partners on 
hospital grounds. 

 Thus, the charge for parents, medical profes-
sionals, advocates, and educators is to fi nd ways 
for individuals to have safe, socially acceptable 
means to engage in sexual activities and lead 
sexually fulfi lling lives [ 31 ], whether in solo or 
partnered sexual experiences.  

    Access to Medical Care 

 It is essential that adolescents and adults with 
IDD receive sexual health care. This is more 
involved for females, requiring both pelvic and 
breast exams [ 7 ]. Because women in this popula-
tion are less likely to have children, they are at 
increased risk for some cancers [ 33 ]. Increased 
risk of sexual abuse and decreased education 
about STI prevention increase risk of sexually 
transmitted infection [ 34 ]. Additionally, good 
gynecological care will assess for and address 
menstrual disorders [ 7 ]. It can be helpful to have 
the woman or her caregivers maintain a men-
strual calendar, noting any behavioral or mood 
changes and bleeding irregularities as a means to 
monitor for problems [ 7 ]. Such data collection 
can also help inform if a woman experiences 

catamenial epilepsy and requires adjustment of 
anti-epileptic medication around her period [ 30 ]. 

 Individuals with IDD, and even more so those 
with associated physical disabilities, often 
encounter challenges when accessing the health 
care system in general, and, in particular, provid-
ers to meet their sexual health needs. For exam-
ple, physical disabilities can limit access to pelvic 
exams and mammograms for women due to 
architectural barriers, such as offi ces that are not 
wheelchair accessible, exam tables that are not 
adaptive, mammography machines that do not 
lower to wheelchair height [ 35 ,  36 ]. However, 
communication defi cits, discomfort, and anxiety 
can interfere in the same medical screenings for 
women with IDD [ 33 ,  37 ]. In general, while 
women with disabilities receive annual physical 
exams and fl u shots, they do not access sexual 
health screenings, such as mammograms and pap 
smears with the same frequency as their counter-
parts without disabilities [ 37 ]. 

 Medical providers should not assume their 
patients to be asexual or sexually inactive and 
should ensure screening for women and men with 
IDD for sexually transmitted infections with the 
same regularity of non-disabled peers. We also 
need to offer choices for contraception while tak-
ing careful note of comorbid medical conditions 
and other medications already prescribed [ 7 ,  35 , 
 36 ]. Many women with IDD are unable to consis-
tently take medications on their own and would 
have diffi culty with using barrier methods. Thus 
when considering the optimal form of contracep-
tive for a woman the prescribing clinician needs 
to determine what is going to be used with the 
greatest fi delity. Perhaps not surprisingly then, 
IUDs and Depo-Provera are the most commonly 
used contraceptives for women with IDD [ 7 ,  30 ]. 
However, providers must be careful not to pre-
scribe contraception for staff or care taker conve-
nience, to eliminate menstruation, or in lieu of a 
less restrictive option, such as sexuality educa-
tion or counseling [ 35 ]. 

 Parents, caregivers, and people with IDD need 
to be aware of the requisite sexual health screen-
ings for STIs and general sexual healthcare. 
Medical providers should encourage these 
screenings and educate caregivers to their neces-
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sity instead of making the assumption that not 
engaging in partnered sexual activity eliminates 
the need [ 7 ,  33 ,  37 ]. Parents and caregivers can 
facilitate the exams by helping to prepare the 
individual ahead of time, and by being present 
and supportive during the exam. However, some 
women require sedative or anti-anxiety medica-
tion to tolerate pelvic exams [ 37 ].  

    Sexuality of People with Intellectual 
and Developmental Disability 

 In the realm of sexuality and disability there is 
public discourse on deviance and inappropriate 
behavior, abuse and victimization, asexuality, 
gender, and orientation. However, there is a miss-
ing discourse of pleasure. When there is devia-
tion from “normal” sexual response, i.e., lack of 
desire, diffi culty with erection, or delay or 
absence of orgasm, in people without disabilities, 
these issues are considered a problem, i.e., hypo-
active sexual desire disorder, erectile dysfunction, 
or orgasmic disorder, and are provided treatment 
[ 2 ]. Sexual dysfunction in people with IDD may 
be attributed to general medical problems, such 
as diabetes; gynecological concerns, such as 
yeast infection or UTI; psychiatric conditions, 
such as depression, or effects of medications, 
such as SSRI or antipsychotic drugs, [ 38 ] how-
ever, if a person with an IDD experiences one of 
these diffi culties, caregivers may be relieved 
rather than concerned to fi nd a cause. 

    Education on Sexuality 

 Just like sexuality is more than ‘having sex,’ sex-
uality education is more than learning to have sex 
[ 39 ]. Lack of expertise and training may disturb 
professionals and caregivers and thus prevent 
them from providing direct service and education 
in areas of sexuality for people with IDD. In 
addition, clinicians, family members, and teach-
ers often erroneously believe that if a person does 
not have a sexual partner, or the capacity to con-
sent for one, he or she does not need sexuality 
education [ 7 ,  39 ] or that providing such educa-

tion will initiate or increase sexual interest [ 40 ]. 
These sentiments are inaccurate, create an 
impending Pandora’s box for the individual as he 
or she grows up, and increase vulnerability to 
abuse [ 7 ,  8 ]. 

 Comprehensive sexuality education is not 
only about sexual intercourse; it acknowledges 
and celebrates individuality and individual dif-
ferences [ 41 ]; it helps people learn who they are 
and who they will become. Sexuality education, 
tailored to the person’s level of understanding, 
is essential for individuals with IDD to learn the 
risks associated with ‘indiscriminate’ sexual 
behavior (i.e., promiscuity, having multiple 
partners, not using condoms) and the means to 
protect themselves against pregnancy, sexually 
transmitted infections, and exploitation [ 4 ,  7 ]. 
Comprehensive sexuality education is essential 
to increasing assertive behavior and helping 
people evade situations of would-be abuse [ 7 ,  8 , 
 42 ,  43 ]. 

 When providing comprehensive sexuality edu-
cation, information and materials need to be accu-
rate and evidence-based [ 44 ]. This is not a simple 
task, however, given the paucity of curricula 
available for learners with special education 
requirements, despite overwhelming evidence of 
need [ 45 ]. Many US states exclude students with 
special education needs from mandated sexuality 
education in the schools. Materials and the man-
ner in which they are presented should be age- 
appropriate [ 41 ], however, we must keep in mind 
that learners with IDD may learn at a slower pace 
than non-disabled peers [ 44 ,  46 ] and conduct edu-
cation at a comprehensible level that is appropri-
ate for the cognitive level and individual needs of 
each person [ 7 ]. We should be prepared to use 
simple language, videos, pictures, and other 
means of demonstration [ 46 ], while allowing 
ample time for discussion and questions and plan 
for many instructional sessions before the needed 
learning is complete. Alternatively, for students 
with a history of success with Social Stories®, 
Tarnai and Wolf [ 47 ] outlined the social skills 
related to sexuality that can be taught via this 
method and give guidelines to implementation. 
Finally, we need to ensure that someone who can 
competently answer questions is accessible as 
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they are likely to arise outside of planned educa-
tion sessions. Some resources for materials that 
are appropriate for learners with IDD are at the 
end of this chapter. 

 Giving inaccurate information, delivering 
information in a format that is not comprehensi-
ble to the person with IDD, using incomplete or 
inaccurate materials, or other inconsistencies can 
confuse and potentially upset the learner [ 44 ] and 
can easily put people in the dangerous situation 
of not having enough accurate information about 
risk to make good decisions about sexual behav-
iors [ 48 ]. Within the education process, we must 
take care to teach the proper names for body parts 
and talk about body rights and body ownership. 
This includes teaching individuals that they have 
the right to say no and to decide who can and can-
not touch them and on what parts of their bodies 
[ 48 ]. This also includes the responsibility to take 
care of their bodies and not to put themselves at 
risk for diseases or injury. Some specifi c state-
ments might include: “My body belongs to me,” 
“No one can make me share my body if I don’t 
want to,” and “If someone forces me to do sexual 
things, I should tell” [ 49 ]. 

 Individuals need to know which behaviors and 
body parts are public and which are “private” 
[ 40 ]. This is not as simple as stating that body 
parts covered by underwear or bathing suits are 
private. Teaching that the only private body parts 
are those covered by underwear or bathing suits 
leads to the inference that all other body parts are 
public; this is not so. While we may walk around 
with other body parts showing, we do not neces-
sarily want others touching us [ 47 ,  50 ,  51 ]. 
Hingsburger [ 48 ,  50 ] suggests starting by teach-
ing privacy as a concept, and including it within 
conversations about sexuality and other personal 
issues. He suggests starting conversations with a 
statement such as, “Gee, we need to have a pri-
vate chat. Where can we go where people will not 
hear us?” Such a comment will communicate 
from the start that privacy entails being in a place 
without others around. 

 When educating people with IDD and ensur-
ing they can consent to partnered sexual activity, 
it is our responsibility to provide the needed 
information about the specifi c partnered sexual 

behaviors in which they plan to engage and teach 
that they have the choice to accept or reject solic-
itation of sexual activity with others [ 52 ]. 
Teaching the right to refuse is crucial. People 
with IDD are often over-compliant. From the 
time they are young, they are often taught not to 
refuse the instructions of caregivers, whether to 
complete a task, to eat a non-preferred food, or, 
dangerously, to engage in a sexual behavior [ 8 , 
 48 ,  53 ]. This may be especially true for individu-
als who previously lived in institutional settings. 
Being passive, obedient, and docile are often 
reinforced in such settings. 

 People with IDD should know which behaviors 
are illegal and what the consequences of engaging 
in those behaviors could be. This includes appro-
priate touch [ 7 ], people with whom they cannot 
have sexual contact, and places in which sexual 
behaviors are not permitted [ 7 ,  50 ,  52 ]. When pro-
viding this aspect of education, we must be careful 
to be specifi c and accurate, avoiding euphemisms, 
which can be misunderstood. We need to be clear 
about who is a minor and where it is ok to mastur-
bate. It is unjust for an adult with an IDD to spend 
time in jail because he or she didn’t know that the 
law stipulates a partner needs to be of an age to 
legally consent, as opposed to be “a woman” or “a 
man.” It is likewise unacceptable for an adult with 
an IDD to be arrested for masturbation in a public 
restroom because he or she was allowed to do so at 
school [ 50 ]. 

 When using examples in sexuality education, 
keeping them concrete helps students with IDD 
to comprehend; many will not understand more 
abstract concepts. Consider using videos or pic-
tures, such as those mentioned above, to help 
improve comprehension of the more abstract 
concepts, like the physical changes associated 
with puberty [ 53 ,  54 ]. Teaching in small seg-
ments with brief statements will also be helpful 
for learners who cannot process large amounts of 
information at once [ 44 ,  46 ]. 

 Comprehensive sexuality education for people 
with IDD should include information about med-
ical examinations and preparation for them. This 
allows individuals to be active participants in 
their healthcare and can help to reduce anxiety 
around examinations and treatment. We should 
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be cautious when teaching about those body parts 
that are “private” that we impart the need to 
allow for cooperation with medical examination 
and treatment [ 33 ,  37 ]. The curriculum “Women 
be healthy” and videos, such as “The GYN exam” 
available from   www.Stanfi eld.com     and 
“Obtaining a pap smear” and “Pelvic exam” at 
  www.sexsmartfi lms.com    , can help to prepare a 
woman for a gynecological exam. 

 Programs focusing on ‘good touch-bad touch’ 
can be dangerously narrow in what they consider 
good or bad. ‘Bad touch’ defi nitions tend to 
include any genital touching, possibly leading to 
generalizing that the genitals, themselves, are 
bad [ 50 ], that self-pleasuring is bad, and even that 
medical examinations are bad. Conversely, these 
programs may teach that all non-genital touch is 
‘good touch,’ while this is also certainly not the 
case [ 48 ]. Comprehensive sexuality education 
programs should stress that sex is good and a 
source of pleasure, whether with a partner or 
alone [ 39 ,  48 ]. Ultimately, the goal is for people 
with ID to have a positive attitude towards their 
sexuality and to simultaneously learn proper 
social, health, and safety skills [ 27 ,  55 ].  

    Consent for Sexual Activity 

 The choice for partnered sexual activity can only 
be made by those with the capacity to consent to 
medical treatment or their conservators. The 
issues of both medical and sexual capacity to 
consent require recognition of the rights of indi-
viduals with IDD and the necessity of guardians 
and providers to ensure the safety of those to 
whom they provide services, while maximizing 
the expression of their rights and potential [ 52 ]. 
While the number of residential providers allow-
ing individuals with IDD to participate in mutual 
sexual behavior has increased, there is still hesi-
tation to allow such involvement for those indi-
viduals with a greater degree of IDD [ 13 ]. 

 The capacity to consent is a state and not a 
trait, meaning it can vary over time, for people 
with and without IDD. Repeating an assessment 
for capacity to consent may yield different fi nd-
ings and may indicate that an individual achieved, 

or lost, capacity. By providing quality, on-going 
sexuality education, we can increase individuals’ 
ability to exercise their sexual rights while pro-
tecting themselves from abuse [ 56 ]. Ultimately, 
this can only result in increased quality of life. 

 O’Callaghan and Murphy [ 55 ] conducted sur-
veys of individuals with and without IDD to 
determine what people knew regarding sexuality, 
the law, and people with IDD. Their results indi-
cated that over 50 % of individuals with IDD 
either did not know if they were allowed to have 
sex, or thought they were not allowed to by law. 
Thirty-two percent believed the law prohibited 
them from marrying, 40 % thought they could not 
make their own decision with regards to abortion, 
and only one person with an IDD knew that he or 
she could make decisions about sexual relation-
ships if he or she demonstrated an understanding 
of the behavior and its implications. This sug-
gests that those in the position to provide the 
needed sexuality education are not achieving 
enough success and much more work remains to 
be done. 

 However, consent for sterilization, contracep-
tion, or partnered sexual activity is a diffi cult 
topic, and one upon which the states do not all 
agree [ 52 ,  56 ]. There are not federally or interna-
tionally accepted criteria for determining the 
capacity of an individual to consent to partnered 
sexual activity; even a person with a guardian can 
have the capacity to consent to sex [ 52 ]. The 
National Guardianship Association Standards of 
Practice states: 

 “The guardian shall acknowledge the ward’s 
right to interpersonal relationships and sexual 
expression. The guardian must take steps to ensure 
that a ward’s sexual expression is consensual, 
that the ward is not victimized, and that an environ-
ment conducive to this expression in privacy is 
provided [ 57 ].” 

 It is tempting for some professionals to deter-
mine that an individual with a severe or profound 
IDD lacks capacity to consent to sexual activity 
based on their cognitive impairment alone, and 
some US states support this notion [ 52 ]. However, 
even individuals with severe and profound IDD 
have been found to have the capacity to consent, 
within the context of a particular relationship 
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[ 13 ]. Thus there are six sets of criteria across the 
US for determining capacity to consent or not [ 8 ] 
with additional criteria internationally:

•    Nature of the conduct addresses comprehen-
sion of the sexual act and its voluntariness, 
but not consequences, such as pregnancy and 
disease.  

•   Nature and consequences addresses the 
nature of the sexual act as well as potential 
consequences.  

•   Morality addresses moral understanding of 
the sexual act, plus nature and consequences.  

•   Totality of circumstances is unique to Illinois. 
Under this criterion, the person’s ability to 
consent is determined by a judge, with what-
ever information he or she deems relevant.  

•   Evidence of mental disability allows for the 
courts to allow or disallow partnered sexual 
activities based on cognitive impairment.  

•   Judgment assesses ability to exercise judg-
ment related to partnered sexual interactions.   

Most of these criteria consider that sexual acts 
vary in their inherent risk. As examples, if two 
individuals only want to kiss and touch, but not 
have intercourse, they should not be held to the 
same knowledge standards as those who do want 
to have intercourse [ 52 ]; if a male requires 
instruction for effective masturbation, he should 
not be required to demonstrate knowledge about 
female genitalia; or, if an individual shows 
through actions, or vocalizes, an exclusively 
homosexual orientation, we might not require 
specifi c information about pregnancy and contra-
ception; this is called limited capacity [ 13 ,  52 ]. In 
these situations, the consent capacity is not 
global, rather it is specifi c to the relationship; 
there is consent either with one particular partner, 
or for some sexual behaviors and not others. The 
crux of our education thus must be in addressing 
the areas needed by the individual to maintain his 
or her own safety and that of others around. There 
must be adequate supervision and guidance to the 
individuals in such a situation, to ensure that all is 
mutual and consensual [ 52 ]. 

 There are three core components to the assess-
ment of capacity to consent to partnered sexual 

activities: knowledge, rationality, and voluntari-
ness [ 8 ,  52 ]. 

 Knowledge starts with the basics of being 
able to label body parts, identify sexual behav-
iors, and understand when, where, and with 
whom it is appropriate to engage in sexual 
behaviors. It includes understanding the conse-
quences of sexual behavior, specifi cally preg-
nancy and sexually transmitted infections, and 
how to prevent them. Knowledge also means 
knowing how to use contraception and how to 
obtain it; condom purchase and use should be the 
responsibility of both partners. Most impor-
tantly, knowledge refl ects that the individual has 
the facts relevant to the specifi c sexual act(s) in 
which he or she is to engage [ 8 ,  52 ]. 

 Rationality involves the ability to evaluate, 
weigh the pros and cons of a sexual situation, and 
make a sensible, risk-benefi t-based decision. 
When considering someone’s rationality, con-
sider any neurological conditions the person has 
that can impair judgment. Determining rational-
ity includes the individual’s awareness of person, 
place and time, his or her ability to accurately 
report events, and ability to discriminate between 
fantasy, lies, and truth. The individual should be 
able to describe the process for deciding to 
engage in partnered sex, or not, to demonstrate an 
understanding of mutual consent, and chose 
socially appropriate times and places to have sex. 
Finally, he or she should be able to perceive and 
understand the vocal and non-vocal signals of the 
feelings of his or her partner, specifi c to desire to 
continue the interaction [ 52 ]. 

 Voluntariness means the person can decide, 
without coercion, that, when, and with whom he 
or she wants to have sex. This also means he or 
she is able to take necessary, self-protective mea-
sures against abuse, exploitation, and other 
unwanted advances. Perhaps most importantly, 
voluntariness means that the person has the ability 
to communicate “No” vocally or non-vocally, to 
remove him or herself from a situation, and indi-
cate a desire to discontinue an interaction, even if 
he or she previously consented [ 31 ,  52 ,  58 ]. 

 In making a determination of an individual’s 
capacity to consent, we must carefully review 
their records for relevant history, speak with staff 
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and other people who know the person well, and 
meet with the individual directly. When complet-
ing an assessment for sexual consent capacity 
with an individual with IDD, it is imperative to 
communicate in the method he or she typically 
uses. This includes, but is not limited to the use of 
manikins, pictures, and models [ 52 ]. For exam-
ple, Kaeser [ 13 ] taught two men with profound 
IDD to use a gesture to ask each other if they 
wanted to have sex. DynaVox Mayer-Johnson 
produced an add-on component “Communicating 
about Sexuality” to its popular Boardmaker® 
series. While originally developed in collabora-
tion with “The Speak Up project” to enable 
people without vocal communication abilities to 
report sexual abuse [ 59 ], as a general tool 
“Communicating about Sexuality” allows pro-
duction of symbolic picture symbols related to 
sexuality and sexual health. Finally, the Internet 
is a vast resource for other tools, such as mani-
kins and models. Any of these, alone or in combi-
nation, may allow an individual with limitations 
in communication to provide consent to and 
solicit consent from a desired partner. 
Appropriately, these tools can also be used in 
sexuality education efforts and planning.  

    Sexual Diversity: Sexual Orientation, 
Gender Identity and Intersex 

 Sexual diversity amongst people with IDD refl ects 
the diversity of people within the general popula-
tion. An analysis of the National Survey of Family 
Growth suggests that, overall, people with dis-
abilities are more likely than those without dis-
abilities to identify or express themselves in ways 
other-than-heterosexual [ 60 ]. Although it can be a 
challenge to the beliefs of others because of per-
sonal or religious objections, the sexual diversity 
of people with IDD should be respected; their 
rights to engage with partners of their choosing 
and to express their gender should be protected.  

    Vulnerability to Sexual Exploitation 
and Abuse 

 People with IDD are at signifi cantly increased 
risk for sexual abuse [ 7 ,  48 ]. Sexual abuse or 

assault is any unwanted sexual act, and includes, 
but is not limited to touching, kissing, oral sex, 
and anal or vaginal intercourse. Some people also 
consider sexual harassment a form of sexual 
abuse [ 5 ,  44 ]. Hingsbuger [ 48 ] added that being 
denied the right to, or punished for appropriate 
sexual behaviors, alone or with a partner, is a 
form of abuse as well. 

 Data from varied sources indicate that people 
with IDD are signifi cantly more likely than oth-
ers to experience some form of sexual abuse over 
the course of their lifetimes [ 8 ]. For the purposes 
of this discussion, sexual abuse comprises any 
unwanted touch or forced intercourse. The unac-
ceptably high rates of sexual abuse among people 
with IDD are due, in part, to the generalized- and 
over-compliance encouraged [ 8 ,  48 ]. 
Unfortunately, the fact that people with IDD 
experience sexual abuse at all shouldn’t come as 
a surprise. As Cole and Cole [ 61 ] pointed out, 
these are people who often depend on others to 
assist with physical and intimate, personal care 
needs. People with IQ <25 are typically more 
dependent upon others for their personal care and 
require additional supervision and protection 
from abuse [ 7 ]. 

 A 2007 study [ 55 ] showed that less than 50 % 
of people with IDD knew that there were special 
laws pertaining to them and intended to protect 
them from sexual abuse. Sadly, they learned that 
most individuals with IDD did not know the laws 
about rape and sexual abuse that pertained to 
them specifi cally. O’Callaghan and Murphy [ 55 ] 
pointed out the importance of educating learners 
with disabilities about the laws pertaining to 
them and sexuality. Given the alarmingly high 
rates of abuse and exploitation committed against 
individuals with disabilities, it is essential that 
they know the law and know how to access 
needed protections. 

 Sexual abuse committed against people with 
IDD is most often perpetrated by men and against 
women [ 8 ,  43 ,  62 ,  63 ], however, Hingsburger [ 48 ] 
stresses being aware that anyone can be a victim 
and anyone can perpetrate. Most offenders are ser-
vice providers; those entrusted with the care and 
safety of those they violate [ 8 ,  62 ]. There is a com-
mon and clear power differential, an ‘us’ vs. ‘them’ 
between services providers and people with IDD, 
making the people being served ‘easy targets’ [ 63 ]. 
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 Recognizing sexual abuse can be diffi cult, 
especially in people who have impaired commu-
nication. Certainly, physical signs, such as blood, 
torn clothing, symptoms of sexually transmitted 
infection, or bruising need to be addressed imme-
diately. Sudden changes in behavior, such as 
aggression, can arouse concern; however, these 
need to be approached cautiously, as there can be 
multiple other causes for sudden changes in 
behavior, including medical concerns. Other sig-
nals include task refusals, especially with the 
offending staff person or related to hygiene, 
changes in personal boundaries and modesty, 
new aversion to being touched, and new diffi -
culty in sleeping [ 48 ,  62 – 64 ]. Sometimes an indi-
vidual discloses that abuse previously happened 
or is current. It is the responsibility of the care 
provider to help the individual access the appro-
priate care and therapy, and it goes without say-
ing, to ensure immediate safety if the abuse is 
ongoing [ 64 ]. 

 Treatment for those with IDD who endured 
sexual abuse, especially for those with commu-
nication defi cits, can be challenging. Few sex 
therapists have the skill set to work with this 
population, and few clinicians with experience 
working with this population have expertise in 
sex therapy. This doesn’t mean we ignore the 
needs of the individual; it means we consult with 
colleagues, seek assistance or supervision from 
those with expertise, and seek ways to provide 
ethical and effective care.   

    Approach to Sexual Activity 

 For the purposes of this discussion, masturbation 
is defi ned as self-stimulation for pleasure or 
soothing that may include rubbing the genitals 
directly, manually or with an object; through 
humping, indirectly through clothing; and/or 
inserting objects into the vagina or anus. 

 While a sensitive subject, masturbation is the 
most prevalent form of sexual expression for 
people with IDD) [ 13 ,  65 ]. Most sexual health 
professionals would agree with Hingsburger, 
who said, “Masturbation is a healthy form of 

sexual expression for both males and females. 
Masturbation is neither evil nor sick and, in fact, 
can be an alternative or addendum to other 
forms of sexual expression” [ 67 ]. Yet, caregiv-
ers frequently frown upon and, at times, even 
punish masturbation [ 66 ]. Even if we as caregiv-
ers and professionals are uncomfortable with 
masturbation, we need to ensure that the people 
we work with have the time and privacy they 
need to masturbate appropriately and safely. 
We cannot allow personal feelings or religious 
beliefs about sexuality and masturbation to neg-
atively affect the individuals with whom we 
work [ 44 ]. Hingsburger [ 67 ] asserts that those 
working with individuals with developmental 
disabilities in an arena that includes sexuality 
must have a positive attitude towards both dis-
abilities and sexuality. Anecdotal reports sug-
gest that successful masturbation (masturbating 
to sexual satiation or to orgasm) can have 
extended benefi ts, including reduction in prob-
lem behavior, especially aggression [ 68 ]. 
Certainly masturbation in private, unless with 
objects that can cause injury, has no harmful 
effects [ 7 ]. 

 Some individuals with severe or profound 
IDD have diffi culty masturbating to orgasm. 
There is insuffi cient research to indicate how 
widespread this problem is [ 66 ]. However, 
Kaeser [ 66 ] suggested that we should expect this 
diffi culty and investigate it as a possible cause of 
repetitive incidents of masturbation. He argued 
that masturbation is a learned behavior, not some-
thing that just happens. Each person learns 
through experience what works for him or her 
to facilitate successful masturbation. Intensity, 
duration of touch, friction, pressure, and grip, as 
well as speed and lubrication are all part of a 
personalized, learned technique, which can vary 
given new experiences. We also must consider 
the sexual side effects of medications commonly 
prescribed for people with IDD as a causative 
factor. For example, many antidepressant, anti-
psychotic, and antiepileptic medications have 
side effects including priapism, erectile dysfunc-
tion, ejaculation disorder, and delayed orgasm 
[ 69 ]. The fi rst course should always be to rule out 
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a medication side effect and make possible medi-
cation changes before embarking on other treat-
ments [ 38 ]. 

 For the general public who experience orgas-
mic dysfunction, the fi rst line of treatment is 
usually masturbation training via bibliotherapy 
(recommending books like “Becoming orgas-
mic” by Julia Heiman and Joseph LoPiccolo or 
“For yourself” by Lonnie Barbach) or videos to 
watch at home. These basic interventions are 
often quite successful for diffi culties rooted in 
lack of sexuality education and poor technique. 
The use of educational videos for teaching about 
masturbation, and masturbation training by qual-
ifi ed professionals can be useful interventions for 
those with IDD as well [ 65 ]. Unfortunately, while 
the acceptance of masturbation for people with 
IDD increased, there are few materials available 
for proactive education [ 13 ,  67 ]. There are two 
videos available for masturbation training for 
individuals with IDD – “Hand Made Love” 
(for males) and “Finger Tips” (for females), both 
by Dave Hingsburger. Additionally, there are 
brief video clips available at   www.sexsmartfi lms.
com     for a small fee. In all of these videos, a live 
person models masturbation, including privacy, use 
of lubrication, and hand washing when fi nished. 
Before any sexually explicit video is used it 
should be reviewed by a member of the treatment 
team who is familiar with the cognitive abilities 
of the person with IDD, general sexuality educa-
tion should be provided fi rst, and then the person 
should be informed ahead of time about what 
they will be watching, why, and the possible reac-
tions they may have to viewing sexually explicit 
scenes [ 70 ]. Sexually explicit videos may trigger 
reactions from embarrassment, shame, and guilt, 
to laughter, sexual arousal or any combination of 
confusing emotions and reactions. The viewer 
should be given permission to experience their 
feelings without fear of judgment or reprisal. 
Hence, an experienced educator, counselor, or 
therapist who is trained in their proper use should 
be the one to show explicit videos to help process 
whatever feelings or emotions arise. The use of 
sexually explicit educational videos should not 
be left up to untrained staff in order to fi rst, do no 
harm, and second, limit the risk of exploitation 
for the individual. 

 For more advanced treatments for ineffective 
masturbation, only trained specialists should be 
called upon. Kaeser and O’Neill [ 65 ] task ana-
lyzed the masturbation process and effectively 
taught, via hand-over-hand instruction, an adult 
male with profound IDD appropriate, non- 
harmful, and successful means of masturbation. 
For some, the thought of helping someone learn 
the mechanics of masturbation is uncomfortable 
and overwhelming. There are many ethical, 
moral, religious, and legal concerns involved in 
such a practice. This increases if the teaching 
involves hand-over-hand assistance. While 
Kaeser [ 66 ] asserts there are people for whom 
this is the only way they are likely to learn, in the 
clinical experience of this chapter’s authors and 
their colleagues, this is extremely rare and should 
always be the last resort of the clinical team, and 
then only with data that prove other, less intrusive 
and potentially safety-compromising methods 
have been unsuccessful. Hingsburger [ 67 ] rec-
ommends using synthetic penises and clitorises 
to teach appropriate hand placement and force. 
He insists that all training of this nature take 
place within clinical sessions, that there should 
not be hand-over-hand on the individual’s body, 
and no demonstration of sexual aids or toys 
should occur on the person’s body. The risks of 
illegal, abusive, or coercive actions on the part of 
a provider under the guise of education are great 
(D. Hingsburger, conversation, August 1, 2013). 

 When addressing sexual concerns, such as 
incomplete masturbation, it is helpful to consider 
a progressive approach, as we would with a per-
son without an IDD. This includes starting with 
addressing any possible medical concerns and 
continuing with what is within the scope of sex-
ual health training and the skillset of the clinical 
team, until the situation proves too diffi cult, at 
which point the appropriate course is to refer out 
to a trained expert. If you cannot fi nd one locally, 
consult with one remotely, investigate further 
academic references, such as those included 
within this chapter, and above all, ensure there is 
suffi cient oversight to make sure abuse does not 
occur. 

 The skills, however, that should always be 
taught towards appropriate and safe masturbation 
include basic hygiene, such as washing hands 
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and any toys used while masturbating. The web-
site   www.comeasyouare.com     has detailed, yet 
simple to understand instructions for care and 
maintenance of sex toys. Staff or others provid-
ing supervision for the person must also ensure 
items he or she uses for genital or anal insertion 
are safe for that purpose. If a person does not 
have access to safe items to use during masturba-
tion, he or she might instead use items that can 
cause injury [ 71 ]. 

    Inappropriate Masturbation 

 A common misconception is that inappropriate 
masturbation is due to an excessive or abnormal 
sexual drive. Treatment based on this assumption 
frequently involves medications that interfere 
with sexual function (e.g., Depo-Provera for 
men), but do not necessarily result in the desired 
behavioral change. These medications also raise 
an issue of informed consent and human rights 
restrictions. Instead, approach masturbation as a 
normal behavior in which people sometimes 
engage inappropriately [ 67 ]. In this light, we can 
look at teaching social skills, and not at punish-
ing “deviance.” 

 However, before treating inappropriate mas-
turbation as a behavioral matter, it is important to 
rule out medical issues such as infection or irrita-
tion. Changing the fabric of underpants, for 
example, can also make a difference as some fab-
rics can cause irritation or discomfort, as well as 
stimulation (E. Mooney. Personal communica-
tion, 2010). Lubricants and other sexual aids can 
help with the effectiveness of masturbation, 
decreasing frustration and consequently fre-
quency. If we can determine that frequent or 
excessively long masturbation is not a behavioral 
matter, we should assume that the individual is 
not masturbating to satiation. In this case, he or 
she may require additional instruction as men-
tioned above [ 65 – 67 ]. 

 Robison et al. [ 71 ] discussed that some mas-
turbatory methods, including some we may deem 
as unusual or abnormal, can result in injury or 
illness. They suggest that while everyone has the 

right to choose the method of masturbation that 
works best for him or her, it is important for us to 
provide proper education to individuals, and 
opportunity to obtain items and learn methods 
that are safer to use. They stress a focus on mas-
turbation as a normal adaptive behavior, with an 
individual presenting with an inappropriate 
topography. Hingsburger [ 67 ] suggests relaxation 
training to help decrease the force with which a 
person masturbates. He states that many individ-
uals masturbate too quickly and with too much 
force in an attempt to avoid discovery by staff. 
Other inappropriate masturbatory behaviors 
include public masturbation and excessive mas-
turbation – defi ned as engaging with such fre-
quency that it interferes with activities of daily 
living [ 67 ]. 

 It may be helpful to look on the Internet at sex 
toy stores that will make adaptations for individ-
uals with disabilities. Many can make sugges-
tions for toys that an individual would be best 
able to use and what might help them achieve the 
sensation they are looking for. Again,   www.
comeasyouare.com     is an excellent resource. 

 It is crucial not to disapprove of masturbation 
in and of itself, as it is, for many people with 
IDD, the only source of sexual pleasure or release 
of sexual tension available. Instead, looking at 
the specifi c concerns related to an individual’s 
masturbation practices could lead us to valuable 
teaching opportunities. One example is when we 
need to teach people that masturbating in public 
is unacceptable, and instead when and where 
they can masturbate [ 72 ]. Hingsburger [ 67 ] cau-
tions against teaching individuals it is acceptable 
to use the bathroom as a private location in which 
to masturbate. Many bathrooms that an individ-
ual encounters are not private and masturbation 
in these locations is not only inappropriate, but 
also illegal. Another example is people who have 
diffi culty with arousal in their bedrooms, without 
the visual stimuli available in public areas [ 53 ]. 
For these individuals, it may be necessary to pro-
vide pictures, magazines, or videos that will help 
with arousal in an appropriate way or to other-
wise provide replicas of the arousing stimuli in 
the person’s bedroom. 
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 Although there is a dearth of literature on the 
use of pornography by people with IDD, the topic 
deserves mention. The concerns around pornogra-
phy and people with IDD are signifi cant, includ-
ing the right to access pornographic materials for 
one’s use and pleasure, perseverative viewing of 
pornographic materials, exposure to media with-
out consent, and exploitation in the form of illicit 
photographs taken. To some, the right to access 
pornography is a given, and included in one’s 
right to express sexuality. To others, pornographic 
materials are offensive or religiously forbidden 
[ 68 ]. The balance to achieve is one that acknowl-
edges and protects the rights of the individual to 
access, purchase, and view materials of his or her 
choosing with the  obligation to protect people 
who may be vulnerable to exploitation and abuse, 
including housemates who do not want to be 
exposed to explicit materials. 

 We must agree that the goal is not to eliminate 
masturbation altogether. Such a goal is unethical, 
unfair, and would ultimately fail. The approach 
instead is to increase and promote appropriate 
masturbation [ 44 ]. Looking at masturbation, and 
sexuality in general, as part of an individual’s 
social skills repertoire will help guide appropri-
ate decisions, provide proper assistance, and treat 
individuals with IDD in a respectful and dignifi ed 
manner.   

    Inappropriate Sexual Behavior 

 Once in residential or other facility-based ser-
vice, sexual behavior may be punished by staff 
who fail to recognize sexual expression as a right 
[ 73 ]; the service providing agencies may prohibit 
sexual activity on their premises, or may neglect 
to provide or allow the privacy necessary for such 
activities [ 20 ,  74 ,  75 ]. However, there are situations 
that clearly constitute inappropriate behavior. 

 When clinicians encounter individuals who 
engage in any form of inappropriate sexual 
behavior, there are several questions that must be 
asked. We fi rst need to determine for whom the 
behavior is a problem, i.e., parents, caregivers, 
members of the community, or the individual, 
and why. Thus, we next ask:

•    What makes it inappropriate, specifi cally, is 
the behavior harmful to the individual or 
others?  

•   Is it illegal, such as masturbating in public or 
engaging in sexual acts with minors or other 
people who cannot consent?  

•   Is it immoral – and if so, by whose 
standards?  

•   Is the behavior in some other way socially 
inappropriate, but not illegal, for example, a 
sexual behavior that occurs in the wrong 
place, such as the living room at home, or with 
inappropriate partners based on the conserva-
tors’ values, such as partners of the same sex 
or of a different race, ethnicity, social class, or 
undesirable disability status.    

 Next, we need to look at the behavior more 
closely, and, as with any other behavior of clinical 
concern, understand its function and not make 
assumptions or judgments. The goal is to determine 
if the behavior is goal directed, i.e., to reduce sexual 
arousal, self-soothing, or occurring for some other 
reason such as escape from task demands or access 
to attention. 

 Only after we establish why the behavior 
occurs, can we address it ethically and effectively 
with behavior change procedures, including, but 
not limited to replacement behavior that accesses 
the same function [ 76 ] or education towards the 
appropriate time and place for the behavior to 
occur. Any clinician who purports to remedy the 
situation without proper assessment neglects to 
give the individual proper and ethical clinical 
attention and service [ 77 ]. 

 Unfortunately, little is found in the research to 
guide clinicians working with individuals who 
engage in inappropriate sexual behavior. Only 
two papers address functional analysis of inap-
propriate sexual behavior [ 78 ,  79 ]. In the Fyffe 
et al. study [ 78 ] the authors conducted a func-
tional analysis with a 9-year-old boy with trau-
matic brain injury who touched or attempted to 
touch the groin, buttocks, or breast areas of staff 
they determined that attention maintained the 
behavior, and successfully replaced it with a 
socially appropriate means of requesting staff 
attention. In the Dozier study [ 79 ] they conducted 
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functional analysis with an adult male with 
autism who engaged in masturbation in the pres-
ence of women wearing sandals they determined 
the behavior was maintained by automatic rein-
forcement, or the innate sensation resulting from 
masturbation, and implemented an intervention 
in which they interrupted the response and insti-
tuted a brief time-out. 

 Based on the clinical experience of one of 
this chapter’s authors, functional analysis is 
an appropriate means to determine the vari-
ables maintaining various topographies of 
inappropriate sexual behavior (i.e., masturba-
tion in a public place) and inform methods 
towards effecting behavior change [ 80 ]. Once 
function is determined, as in the Fyffe et al. 
paper [ 78 ], we teach and reinforce socially 
appropriate, alternate behaviors, such as ask-
ing for help, attention, a break [ 81 ], or access 
to a private area in which to masturbate; pro-
vide education towards teaching the skills 
needed to engage in sexual behaviors within 
appropriate contexts; or modify the environ-
ment to remove arousing stimuli [ 80 ]. Within 
the clinical setting, we often teach rules of 
touch and privacy (i.e., those activities that 
should only take place behind a closed door) 
and appropriate verbal interactions (e.g., not 
saying, “I love you” to a staff member) to 
bring the behavior into the realm of appropri-
ate context [ 82 ].  

    Medical Sterilization 
for Management of Inappropriate 
Sexual Behavior 

 Medications, including psychotropic medica-
tions, e.g., SSRI and antipsychotics, are com-
monly prescribed to help decrease problem 
behavior in people with IDD [ 83 ,  84 ]. While 
there is some discussion related to medication 
use and sterilization related to women for con-
traception and management of menstruation, 
there is little discussion and legal guidance for 
medical sterilization treatment of men with 
IDD. While surgical sterilization only controls 
for fertility some men are given medications, 
i.e., androgen- depleting drugs and Depo-

Provera, as chemical castration similar to those 
in the criminal justice system, to decrease 
libido and consequently decrease sexual behav-
ior [ 84 ,  85 ]. Little discussion of the ethics and 
effi cacy for this type of treatment for men with 
IDD exists.  

    Conclusions 

 Providers should address the intimacy gap in 
habilitation and rehabilitation programs by work-
ing to end emotional isolation and to help people 
thrive through meaningful and safe relationships. 
This, we suggest, can be achieved through educa-
tional and motivational activities that help ado-
lescents and adults with IDD achieve the 
following objectives:

•    Learn about expected physical, emotional, 
and biological changes associated with their 
condition as related to relationships and 
intimacy;  

•   Develop healthy attitudes and values about 
growth and development, body image, gender 
roles, racial and ethnic diversity, among other 
subjects;  

•   Promote self-esteem and positive interper-
sonal skills focusing on relationship dynam-
ics, including, but not limited to, friendships, 
dating, romantic involvement, marriage and 
family interactions;  

•   Develop and practice healthy life skills includ-
ing goal-setting, decision making, negotia-
tion, communication, and stress management;  

•   Develop the knowledge and skills necessary to 
ensure and protect their sexual and reproduc-
tive health through out their lifespan;  

•   Develop skills to make responsible decisions 
about sexuality, including how to avoid 
unwanted verbal, physical, and sexual 
advances and how not to make unwanted ver-
bal, physical, and sexual advances;  

•   Learn that becoming a parent is a right, if they 
chose and that there is not necessarily increased 
risk for them having a child with a disability 
compared with the general population;  

•   Develop parenting skills and establish a sup-
port system to assist with parenting;  
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•   Increase awareness of how alcohol and drug 
use can affect responsible decision-making.    

 Service providers must also establish environ-
ments that support the healthy sexuality of the 
people they serve. Polices that establish private 
time and space, and require that staff respect 
these will allow individuals healthy sexual 
expression [ 75 ].      

    Resources 

•     FLASH lesson plans for special education. 
URL:   http://www.kingcounty.gov/healthser-
vices/health/personal/famplan/educators/
SpecialEducation.aspx      

•   Couwenhoven T. Teaching children with Down 
syndrome about their bodies, boundaries, and 
sexuality. URL: |  http://www.woodbinehouse.
com/ main. asp_Q_ product_ id_E_978-1- -
890627-33-1_A_.asp      

•   Couwenhoven T. The girls’ Guide to growing 
up. Bethesda, MD: Woodbine House. URL: 
  http://www.woodbinehouse.com/main.
asp_Q_ PRODUCT_ ID_E_978- 1- 60613-
026-1      

•   Couwenhoven T. The boys’ guide to growing 
up. Bethesda, MD: Woodbine House. URL: 
  http://www.woodbinehouse.com/main.
asp_Q_ product_ id_E_978-1- 60613-089-
6_A_.asp      

•   Women be healthy curriculum, teaches about 
mammograms and pelvic exams. URL:   http://
lurie.brandeis.edu/women/curriculum.html          
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