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ABSTRACT

Individuals who are mentally retarded need and have

a right to sex education and counseling, yet systematic

sex education and counseling is not widely available to

this client population. Barriers inhibiting the

development and implementation of sex education and

counseling programs were identified in a pilot project.

The main research question was formulated to explore how

these barriers could be reduced: What would enable the

staff of agencies serving adults or adolescents with

mental retardation to provide systematic sex education

and counseling for their clients?

Through the use of two survey instruments and a

structured interview process, professionals of sixteen

agencies addressed the issue of how to reduce the

barriers. On the basis of the research data and a

thorough review of related literature, the researcher

made recommendations in five areas for enabling pro

fessionals to provide systematic sex education and

counseling for their clients: 1) self-advocacy and

self-determination for the client population; 2) indi

vidualistic program design; 3) staff training and

support; parental involvement; and 5) interagency

cooperation. Two suggestions for further study were

presen ted.
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CHAPTER 1

STATEMENT OF THE PROBLEM

In troduc tion

The revolutionary changes in treatment and care of

persons who are mentally retarded, which began in the

late 1960s, have steadily continued to the present. The

processes of normalization and mainstreaming have creat

ed remarkable opportunities in education, vocational

training and placement, community living arrangements,

and recreation/leisure activities. It would appear that

the sexuality of individuals who are retarded, however,

continues to be largely ignored by many of their par

ents, by society in general, and by the professionals

who serve them. Because sexuality is an integral and

important aspect of any personality, ignoring this

dimension in the lives of persons who are largely

dependent upon others for education and training is to

deny those individuals full personhood.

Purpose of the Study

This study is concerned with sex education and

counseling with persons who are mentally retarded. The

fact that sex education and counseling for this popula

tion is neither widely nor systematically available is

established and the reasons inhibiting the delivery of

1
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such services are explored. The research focuses on

enabling staff members to move beyond the present

barriers and develop and implement sex education and

counseling programs which will help their clients lead

richer, fuller lives.

Research Questions

The intent of this study is to determine ways of

moving beyond present barriers which appear to be

blocking the development of systematic sex education and

counseling for persons with mental retardation. The

main research question is;

What would enable the staff of agencies serving

adults or adolescents with mental retardation to

provide systematic sex education and counseling

for their clients?

Five sub-questions have been developed to facili

tate the research;

1. What methods and evaluative tools could pro

fessionals use to assess the sexual needs of the

individual client and to plan programming to meet

those needs?

2. What methods could professionals use to sensi

tize parents, staff, and board members to the sexu

al needs and rights of their children and clients?
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3. What resources do professionals need to provide

better sex education and counseling for their

c1ien ts?

.  What staff position within each facility re

searched can best be assigned the major responsi

bility for sex education and counseling?

5. In what ways could interagency cooperation

enable individual agencies to provide better sex

education and counseling programs to their clients?

Terms and Definitions

The term sexuality as used in this study is a com

prehensive term which includes many specific issues and

topics. Some of these issues and topics are expressed

in the following terms: sex education and counseling,

sex education programs, sexuality-related issues, sexual

expression, sexual abuse, socia1/cu1tura1 attitudes

towards sexuality, sexual development, sexual needs, and

the concept of human sexuality. Whenever these specific

terms are used, they are addressing a sub-topic of the

broader topic of sexuality. The definitions presented

below are employed for the purpose of this study.

Sexua 1 itv is the physical, psychological,

intellectual, and social aspects of sexual being.

Sex education and counseling is the systematic

dissemination of information regarding physical sexual



growth and development; and systematic attention to the

physical, psychological, and social sexual needs of each

individual at his level with the goal of facilitating

whole and healthy personality development.

Systematic implies a high level of organization,

quality, and consistency resulting in the individual

educational and counseling needs of the client popu

lation being effectively met.

Persons who are mentally retarded refers to indi

viduals who "manifest significantly subaverage general

intellectual functioning (performance which is more than

two standard deviations from the mean) existing con

currently with deficits in adaptive behavior during the

developmental period" (Grossman, 1983). The cor

responding levels of mental retardation and IQ ranges

for the Stanford-Binet (Grossman, 1983) are as follows;

mildly retarded — 67 - 52;

moderately retarded — 51 - 36;

severely retarded — 35 - 20;

profoundly retarded — 19 and below.

When reference is made to levels of functioning, such

references are based on this classification system.

Competent adult who is retarded is any person over

the age of eighteen with retardation who functions

legally without a court-appointed guardian.
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Client DODulation refers to persons who are

mentally retarded who receive services from agencies or

organizations which exist to meet their special needs.

Theoretical Assumptions

There are four assumptions which underlie this

study.

1. It is best for society as well as for indivi

duals who are mentally retarded if systematic sex educa

tion and counseling is provided for and with persons who

are retarded.

2. The respondents were honest and open in provi

ding information despite the sensitive nature of the

topic .

3. Resource materials and resource persons

addressing sex education and counseling for persons with

retardation are widely available and offer a variety of

approaches.

4. Sex education and counseling for persons with

mental retardation is a dynamic area. New developments

are occurring rapidly.

De- 1 imitations

This study was limited geographically to the east

Tennessee region of the United States. Within that

area, there is a well-balanced mix of urban, rural, and

small town settings. A possible influence related to



QGogroiphy is a "Bibls bslt mentality" which was men

tioned by four of the sixteen respondents as a possible

inhibiting factor in implementing sex education and

counseling with the client population.

The survey was limited to agencies who have service

contracts with the Tennessee Department of Mental Health

and Mental Retardation (DMHMR). No church-re la ted or

church—funded agencies were surveyed. The exclusion of

church-related facilities may reduce the "Bible belt

mentality" influence.

Resistance to Sex Education for
the General Population

A study of twenty-three communities' experiences in

the late 1970s revealed two main barriers to attempts to

implement sex education: administrators' fear of oppo

sition, more than opposition itself; and supporters'

inadequate political skills (Scales, 1989). These

reasons reflect the emotional and controversial nature

of sexuality in our culture. Sex education is an issue

which causes administrators to refrain from taking

action at the mere thought of the opposition they might

encounter. It is an issue which must be handled politi

cally. Johnson (1981) described the main problem which

proponents of sex•education face: "In few other areas

of human concern must the teacher or counselor be
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prepared for such gross evidence of psycho logica1

conflict and irrationality" (p. 6^).

Notwithstanding this cultural climate, recognition

of the importance of sex education appears to be in

creasing. Between eighty and ninety percent of U.S.

adults support sex education programs in the public

schools (Kaplan, 19S9; Scales, 1989). Support for such

programs is strong in state education agencies and large

school districts (Kaplan, 1989). Twenty-three states

now mandate sex education and twenty-three more encour

age the teaching of sex education (" 'Disaster preven

tion ' , " 1990 ) .

Scales (1989) observes that while sex education in

the schools has increased to the extent that most stu

dents participate in a sex education course, most of the

programs are quite limited. Based on research showing

that only fifteen percent of U.S. students participate

in a comprehensive sex education course, Scales points

out that this figure represents only a modest increase

over ten percent receiving in-depth instruction in the

early 1980s. Scales also deals at length with barriers

still inhibiting comprehensive sex education in American

society. The concept of human sexuality among profes

sional theorists and educators has changed dramatically

from a basically biological understanding to a holistic

understanding (Welbourne-Moglia & Moglia, 1989). The
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current concept views sexuality as a part of every

person's life, from birth until death. Sexuality is a

dynamic and essential element of human well-being

(WeIbourne-Mog1ia & Mog 1 ia , 1989; Hawkins, 1980).

Another characteristic of current sex education

programs is that they generally respond to crises such

as AIDS, teen pregnancy, and sexual abuse. Robert Sel-

verstone, president of the Sex Information and Education

Council of the U.S. (SIECUS), calls such an approach

"disaster prevention" (" 'Disaster prevention'," 1990).

He goes on to comment;

All too few programs address the important
questions for young people of affection,
dating responsibility in relationships,
communication and decision-making skills,
and similar issues which dominate their

thinking and feeling, (p. A-8)

This negative approach renders programs ineffective in

facilitating students to attain overall sexual health

and have meaningful sexual activity within mature

interpersonal relationships (Kaplan, 1989).

Progress in the development and delivery of sex

education is undeniable. Nonetheless, opposition and

barriers rooted in strong emotions continue to prevent

comprehensive sex education on a wide scale. Johnson

(1981) observed, "Nearly all of us are mentally retarded

with regard to sex, and many intellectually bright
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people are not even educable or trainable in this

respect" (ix). By facilitating mentally retarded

individuals in their human quest for sexual identity as

part of their wholeness, it is possible that society as

a whole will be well-served (Johnson & Kempton, 1981).

Sexual Development and Persons with Retardation

From birth, children with retardation often receive

negative reactions towards any display of sexual beha

vior (de la Cruz & La Veck, 1973). While most adoles

cents do not receive adequate sex education, such

services for adolescents with mental retardation are

even less adequate (Brant1inger, 1985). Although

eighty-nine percent of the population with mental

retardation functions at approximately the sixth grade

level intellectually and socially, it is rare for adults

and teen-agers who are mildly retarded to be provided

with sex education (Abramson, Parker & Weisberg, 1988).

Many admin istrators are overly cautious in dealing with

sexual behaviors in their facilities and avoid responsi

bility for developing sex education programs. In addi

tion, most residential facilities have no clearly stated

policies concerning the sexuality of their clients

(Brantlinger, 1983).

Monat (1982) paints a vivid picture of the plight

of persons with retardation concerning their sexual
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exper iences:

Included in . . . infantalization is the concept of
asexuality or lack of sexuality, which extends to
the lack of necessity for learning about one's
self, one's sexuality, or one's psycho-sexual
development. Therefore, as they go through the
process of maturation, many mentally retarded
individuals find themselves in a position where no
one in their environment is willing to deal with or
even recognize their developing sexuality.
(Preface, x)

This inadequate attention exists despite twenty years of

effort on the part of many professionals to improve

attitudes and services regarding the sexual needs of

persons with retardation. Sponsors of a conference on

human sexuality and persons who are mentally retarded

held in 1972 addressed the issue straightforwardly and

with great conviction. The premise for the conference

was that, "Mentally retarded persons share with the rest

of mankind the usual human interest in closeness,

physical contact, affection and being in on things" <de

la Cruz & La Veck, 1973, p. 58).

The fact that mildly and moderately retarded

persons go through the same sexual developmental stages

from infancy through adulthood as the rest of the

population is accepted in the health care and medical

professions. Even though this development may be slowed

due to mental and environmental limitations and condi

tioning, the needs and desires of this population are

similar to those of the general population and should be
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treated seriously (de la Cruz & La Veck, 1973; Monat,

1982; Craft & Craft, 1983; Evans, 1983; Daniels, Chi-

pouras, Cornelius, & Makas, 1979; Monat, 1982; Taylor ,

1989).

Legal and Human Rights of Persons with Retardation

The rights of persons with retardation to sexual

expression, knowledge and information, physica1/medica 1

services, and counseling is often cited in the litera

ture (Daniels, et al., 1982; Monat, 1982; Abramson, et

al., 1988; Evans, 1983; Bernstein, 1985; Wo Ifensberger,

1982). Swedish young adults with retardation, in fact,

included three items concerning their sexual lives in a

"bill of rights" which they composed at a national con

ference in Malmo in 1970:

We want to have leisure time together with other
youngsters of the same ages.

We want the right to move together with members of
the opposite sex when we feel ready for it, and
we also want the right to marry when we ourselves
find the time is right.

Even in institutions, we want to be able to go
steady and live together with members of the
opposite sex without having the personnel meddle
in our private lives. (WoIfensberger, 1982, p.
190 )

The President's Committee on Mental Retardation

which met in 197^ in order to predict needs and plan

services for the next twenty-five years, formulated a

minimal set of seven rights for the retarded population.
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one of which was the "right to marry and raise children"

(Plog & Santamour, 1980). The Full Citizenship Task

Force which wrote the set of rights underlined that

these rights are guaranteed by the Constitution.

Eight specific rights related to sexual development

are clearly stated by the authors of Who Cares? A Hand

book on Sex Education and Counseling Services for Dis

abled People (Daniels, et al., 1982). The statement,

". . . mentally retarded people are sexual and will

behave as such, which is their innate right," precedes

the rights. The eight rights include: 1) right to

sexual expression; 2) right to privacy; 3) right to be

informed; ̂ ) access to needed services; 5) right to

choose marital status; 6) right to have or not have

children; 7) right to make decisions which affect one's

life; and 8) right to develop to one's fullest

poten tia1.

Developing to one's fullest potential is closely

related to the right to be informed. The following

quotation from an article about sex education in the

U.S. (We Ibourne-Mog1ia & Moglia, 1989) lays out a

scenario of positive results to come from systematic sex

education and shows the link between knowledge and indi

vidual development:

Knowledge is exciting and powerful. It can help
individuals feel a sense of control over their

lives. Knowledge can give an individual a sense
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of hope and opportunity. Individuals prepared with
this type of knowledge have the potential of
returning their gift to the society, (p. 163)

The right to seIf-protection also mandates better

sex education and counseling for persons with retarda

tion . A recent study concerning legislation in Connect

icut aimed at protecting adults with retardation from

abuse showed an increase in the number of sexual abuse

allegations since the legislation was enacted (Furey &

Haber, 1989). The authors suggest that these statistics

point up a need for educating adults who are retarded

about sexuality, relationships, and sexual abuse.

Problems Associated with Lack of Sex Education

The absence of systematic sex education and coun

seling for persons with retardation is well-established

in the literature (Abramson , et al., 1988; Brantlinger,

1983, 1985, 1988; Daniels, et al, 1979; Monat, 1982) and

accounts for many serious problems. Evans (1983) states

that ". . . sexual suppression of retarded persons pre

cipitates the very kind of social deviance it is de

signed to prevent" (p. 257). The same point is made by

Craft and Craft (1978), prominent British experts in

this field.:

.  . .the very behaviorCs] [inappropriate
masturbation and [homosexuality] that [were]
originally feared [were] shaped by the enforced
segregation from the normal emotional patterns of
life and from members of the opposite sex. (p. 15)



Another problem created by not dealing with

sexuality issues with this client population is that

adolescents and adults may get into legal trouble or

other difficulties because they do not understand the

changes of puberty nor do they know how to deal with

these changes and the feelings which accompany them.

The fact that the sexual behavior of women with

retardation over the age of fourteen is the greatest

single contributing factor to their ins titutional ization

(Evans, 1983) confirms the existence of this problem.

Furthermore, the "sexual apartheid" experienced by

individuals who are retarded in a society where others

are allowed to develop sexually in a more natural and

open manner is damaging to their already fragile self-

esteem (de la Cruz & La Veck, 1973).

In his book The Lives of Mentallv Retarded People

(1983), Evans relates an anecdote that crystallizes the

issue:

A mentally handicapped friend of mine, in address
ing all the prohibitions she faced in her desire to
have a moderately mature sex life, gave about the
best commentary on the whole issuie I have heard:
"Sometimes when you're retarded, a person can't
win . " (p . 266)

Descriptions of typical sexuality-related situa

tions involving adults with retardation taken from this

researcher's personal and professional experience are

presented in Figure 1. This anecdotal material further
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A thirty-nine-year-old woman was normal for her first
thirteen years at which time she suffered brain injuries
in an auto accident. Since then, she tests in the
mildly retarded range, her speech is very slurred, her
lips droop, her facial features are distorted, her gait
is halting and unsteady, and she is afflicted by other
physical handicaps. Shortly after the accident, her
parents and family doctor decided it would be best to
have her sterilized and the operation was performed. At
a summer camp, she confided to a counselor that she is
very bitter that this procedure took place. She also
confided that she was in love with a staff member at the

camp. There are few opportunities for her to share her
feelings concerning sexuality or to be taken seriously
in her home situation.

When a classroom instructor at a vocational training
center returned to the classroom after stepping out for
a few minutes, she surprised a young man and woman
obviously engaged in sexual activity with each other.
The flustered and embarrassed instructor reacted

angrily, the couple feebly apologized, and the matter
was dropped .

A vivacious young woman who is moderately retarded exu
berantly showed an instructor/friend at her sheltered
workshop two lovely rings given to her by her boyfriend.
The ins true tor/friend admired the rings and then asked
the proud recipient if her parents knew about the rings
and the boyfriend. The young woman's smile quickly
faded as she nervously stuffed the rings back in her
pocket and shook her head.

A woman with moderate retardation who is in her fifties

has been married for nine months. She is frequently
seen holding hands, hugging, and kissing male clients at
the day center she attends. The staff counsels her that
her behavior is inappropriate, but is at a loss as to
how to deal effectively with the problem.

A male teen-ager who is profoundly retarded lives in a
group home where he masturbates on the beds of other
clients, leaving messes. He also likes to rub women's
feet and will even approach women whom he does not know
and attempt to rub their feet. These problematic situa
tions are handled differently by different staff people.

Figure 1. Anecdotal Material Illustrating the Need
for Sex Education and Counseling
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points up the need for and appropriateness of sex educa

tion and counseling for persons who are retarded, as

well as their families. Despite these situations and

similar ones, there are many signs of encouragement. A

leading authority on the sexuality of persons with

retardation, Sol Gordon, has expressed the opinion that

many professionals and parents have finally reached the

point of believing that there is an urgent need to

address the sexual needs of persons who are retarded

(Craft & Craft, 1983) .

Resources for Sex Education and Counseling

There are numerous sex education currucula availa

ble designed especially for persons with retardation.

When a variety of topics is offered at workshops for

professionals who serve the client population, sessions

concerning sexuality issues are frequently offered.

Planned Parenthood, the Association for Retarded Citi

zens (ARC), and other organizations as well as indivi

duals, offer training and education for professionals.

Materials and equipment such as anatomically correct

dolls and mannequins and board games which specifically

address the learning levels of the client population are

continually being developed and are readily available.
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Two nationally syndicated television shows with a

panel discussion format have recently dealt with the

topic of sexuality and persons with retardation. One

panel addressed the broad topic and the other was con

cerned with persons who are retarded becoming parents.

Both panels included professionals as well as adults

with retardation who expressed their beliefs, feelings,

and experiences coherently and honestly.

Existing Systematic Sex Education:
Results of a Pilot Study

Presently, however, persons with retardation do not

appear to have widespread access to systematic sex edu

cation and counseling. This state of affairs is sup

ported by a pilot study which this researcher conducted

(Huntley, 1989). The study involved seven agencies in

metropolitan Knoxville, Tennessee, which provide ser

vices for 315 persons who are mentally retarded. The

findings revealed that not one of the seven agencies

surveyed provided systematic sex education and coun

seling for its clients. Six out of seven of the admini

strators contacted expressed the conviction, nonethe

less, that such services are appropriate, desirable, and

impor tan t.

The study also included an intensive examination of

the reasons, and combinations thereof, which inhibited

these agencies in the development and implementation of
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sex education services for their clients. Six of the

seven agency administrators participated in an interview

which focused on the inhibiting factors. Table 1 pre

sents the factors which were identified and the frequen

cy of identification. The percentage of participants

identifying each factor is also included.

Many of the responses were accompanied by qualifi

cations, explanations, and experiences. Certain

statements were made with a doubt factor . "Resistance

of parents" was cited as a very important inhibitor.

Three respondents stated, however, that they were not

sure how strong this resistance really was, as the

matter had not been raised in a clear manner with all

parents. This same speculative quality applies to

"resistance by board members."

Qualifications concerning "lack of suitable

curricula" included that a serious search had not been

made and also that good curricula had been found, but

did not pertain to all mental levels. "Socially con

troversial" was qualified as a protective rather than a

hostile attitude by one respondent and perceived as

pertaining only to sexual intercourse between clients by

another. "Lack of funds" was considered a minor factor

by two of the three respondents who cited it.

The "low priority" factor is interpreted by this

researcher as a product of other reasons than simply low
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TABLE 1

PERCEIVED FACTORS INHIBITING SEX EDUCATION

& COUNSELING IN SIX AGENCIES

Inhibiting Factors # of times cited
(n=6)

resistance of parents A (75*/.)

lack of staff trained A (75'/.)
in this area

lack of suitable curricula 4 (757.)

low priority in view of more A (75'/.)
pressing concerns

social controversy 3 <507.)

lack of funds 3 (507.)

resistance of board members 2 (337.)

insufficient staff time allotted 2 (337)

for program development

lack of administrative leadership, 2 (337.)
including lack of an agency
policy re. sexuality
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priority. The negative forces of resistance and con

troversy, not generally associated with areas such as

vocational training or community travel skills, combine

with other barriers, such as "lack of funds" and "insuf

ficient staff time," to give sex education a low prior

ity. The unpleasantness of resistance and controversy

may, in fact, cause professionals to refrain from

attacking other inhibiting factors aggressively. The

result in these six agencies seemed to be a static

condition regarding the development of sex education and

counseling programs for their clients.

Summary

Society and the professional community serving pei—

sons with mental retardation are making great strides in

recognizing this special population as whole persons.

An important part of wholeness is sexuality and yet sex

education and counseling for this population lags far

behind development in academic, vocational, residential,

and leisure/recreationa1 areas.

A pilot study found that not one out of seven agen

cies serving adults or adolescents with mental retarda

tion was providing systematic sex education and counsel

ing for their clients. Six out of the seven agencies,

however, expressed a desire to develop better services

in this area. The researcher did an in-depth study of
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the factors these six agencies felt were inhibiting

their progress in developing sex education and

counse 1 ing .

The present study focuses upon moving beyond the

inhibiting factors by asking professionals who serve

clients who are mentally retarded what would enable them

to provide better sex education and counseling within

their agencies. On the basis of the suggestions, ideas,

and experiences of the professionals, the researcher

will draw conclusions about the best ways for agencies

to approach the development and implementation of syste

matic sex education and counseling for persons with men

tal retardation.



CHAPTER II

REVIEW OF THE LITERATURE

Overview

Historically, the sexuality of persons with retar

dation has been treated quite negatively in relevant

literature. Society holds immature, negative attitudes

towards sexuality and towards disability. The combi

nation of the two creates a high level of discomfort re

sulting in avoidance, if not hostility (Daniels, et al.,

1979; Monat, 1982; de la Cruz & La Veck, 1973). Refei—

ring to sexuality and disability as taboos, Johnson

(1975) aptly observed, " . . . the mind tends to be

fascinated by each taboo, but is rendered inoperative by

the two in combination" (p.5). Craft (1983) observes,

however, that there has been a dramatic shift of empha

sis in the literature from the negative consequences for

society of sexual expression by persons who are retarded

to a positive approach concerned primarily with the

rights and needs of this special population.

Common Myths

Background information for a discussion of the sex

uality of persons with retardation in current literature

often includes the listing of various myths which have

22
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been operative in the culture. The fact that these

issues and attitudes are described as myths when once

they were discussed as legitimate scientific, moral, and

social problems illustrates the positive shift to which

Craft referred. The shift is not complete, however, and

these myths continue to have impact. They must be in

cluded, therefore, when exploring positive approaches to

providing systematic sex education and counseling with

persons who are retarded.

These seven myths are accompanied by alternative

viewpoints and/or corrective information. This material

is taken from a variety of sources (Daniels, et al.,

1979; Wo Ifensberger, 1982; Craft & Craft, 1978; Evans,

1983) .

Mvth Rea1itv

1. Persons with re- Presently, it is accepted in
tardation are asex- the health care and medical

ual. If one is par- fields that persons who are
tially disabled, one mildly and moderately retarded
is completely dis- follow the same developmental
abled. pattern of sexuality as non-

retarded persons (de la Cruz &
La Veck, 1973). The sexuality
of persons who are severely and
profoundly retarded is more mys
terious, particularly in regard
to psycho logica1 and emotional
areas; but the majority of them
go through the same biological
growth and development as non-
retarded persons (Monat, 1982).
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Myth

2. Persons with re

tardation are over

sexed. Individuals

who are retarded are

viewed as animal

like and bestiality
is associated with

their sexuality.

Rea1itv

Dne study found the opposite to
be true. A research project in
a 2000-bed facility for retarded
persons with limited staff sup
ervision found that the resi

dents employed great sexual re
straint. On the rare occasions

that sexual intercourse occurred

the persons involved expressed
guilt and remorse. They were
also admonished by their peers
(Craft & Craft, 1978). Perske
(1972) has had considerable ex

perience and involvement in this
area and he comments that most

persons with retardation exhibit
remarkable sexual self-control.

3. Persons with re

tardation are depen
dent and childlike.

They must be pro
tected. Sexuality
is avoided and de

nied. Dependence
and helplessness are
sometimes unwitting
ly encouraged. There
is a prevalent atti
tude even now that

"if we don't te11

them about sex, they
won't think of it."

This "eternal child" viewpoint
is archaic in the modern world

where independence and develop
ing to one's fullest potential
are basic principles in services
for the client population. Age-
appropriate activities are
stressed and sexuality must be
dealt with as an important part
of the maturing process (Monat,
1982). The protective environ
ment has left retarded persons
psychologically and physically
endangered (McCarthy, 198A) .

A. Women who are re

tarded are more fer

tile than non-retarded

women and are likely
to produce more
offspr ing .

At least two studies cited by
Craft and Craft (1978) have

found women with retardation to

be of average or slightly below
average reproductive ability.
The most important consideration
in this issue is that modern

birth control methods deal in a

positive way with this concern.
What is crucial is providing the
client population with knowledge
of and access to birth control

methods.
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Myth

5. All parents ob
ject to sex educa

tion for their chil

dren with retarda

tion .

6. Sexual satisfac

tion is dependent up
on reaching orgasm
during sexual inter
course .

7. The sexual prob
lems of individuals

with retardation al

ways stem from their
retardation.

Rea1itv

This is not universally true
anymore, reflecting the trend
with parents of non-retarded
children. Often, there is a
sense of relief on the part of
parents when the subject is
raised and they have some sup
port in dealing with the sexu
ality of their children (Daniels
et al., 1979) .

It is vital when dealing with
the sexuality of persons with
retardation to foster other op
tions for physical sexual satis
faction since the restraints of

their residential and social

situations may prevent sexual
intercourse. Masturbation is

the most common alternative and

is a natural and healthy means
of sexual expression (Monat,
1982; Johnson & Kempton, 1981).

Persons who are retarded may
suffer from sexual dysfunctions
or be able to benefit from coun

seling concerning psychological
or emotional aspects of sexual
ity. The inaccurate assumption
that any sexual problem stems
from the retardation would dis

courage such a therapeutic ap
proach (Daniels, et al., 1979).

Elements in the Design of Sex Education and
Counseling for Persons with Retardation

Professionals in the area of sex education and

counseling for persons with retardation have provided

numerous models and resources to aid other professiona Is
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in planning for their client population. Naturally,

there are elements which are repeatedly addressed in

this body of literature. For the purposes of this dis

cussion, these elements have been categorized into five

broad areas: parental involvement, community-based

planning and implementation, selection and support of

facilitators, content, and client sensitivity.

Parental Involvement

Sensitivity to the parents of persons with

retardation and respect for their feelings seems to be

considered basic to a sound sex education and coun

seling program. Monat (1982) expresses this sensitivity:

Most parents want very badly for their children,
regardless of handicap, to have the fullest life
possible. Nevertheless, it is very difficult
for most parents of mentally retarded individuals
to admit to their offspring's becoming sexual.
The parents see this factor as the beginning of
endless frustration. The parents just cannot see
any end that will allow the mentally retarded
offspring to feel and experience those sexual
experiences which the parents have found to be
meaningful to them (p. 78).

An example of parental frustration is seen in the com

ment of one father: "Why bring sex into these chil

dren's lives? Do they understand any part of it? . . .

why expose the retarded to this?" (Selders-Powel 1, 1980,

p.38) .

In a study of parental and teacher attitudes, Haw

kins (1983) surveyed fifty-one teachers and forty-four
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parents and found that ninety-five percent of them felt

sex education was important for their students and

children. One hundred percent felt sex education should

be shared between home and school. The most frequent

parental attitude encountered in another study cited by

Hawkins was, "I want to do the right thing, but I don't

know what is appropriate." Some parents will not want

to be involved, but all should be included to the ex

tent they each desire (Johnson & Kempton, 1981).

In relating the perils of not involving parents,

Kempton (Johnson & Kempton, 1981) describes "one of the

most unpleasant evenings" in her long career as a sex

educator. She had been invited to speak to a parents'

meeting at a special school which had implemented a sex

education program two years earlier. In an atmosphere

of anger and anxiety, parents relentlessly attacked the

curriculum. Kemp ton's judgment was that the anger

stemmed from parents being left out of the planning and

implementation of the program. She cites four anxieties

that almost universally trouble parents concerning sex

education of their children. The professionals in this

case had made no attempt to allay these fears and assure

paren ts:

.  . .that sex education did not mean teaching "how
to do it" but rather would emphasize sex roles,
understanding the body, and socia1ization skills;
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.  . .that the sex education program would not
sexually stimulate their children or motivate them
into undesirable behavior;

.  . .that research indicates that students who

understand their sexuality and the responsibilities
that go with it are less likely to get into trouble
than students who are uninformed;

.  . .that the character of the persons presenting
the program would be taken into consideration and
that they would be instructed not to impose their
moral standards or values on their students. It

would be understood that the parents would have
primary responsibility for values and morality
building, as long as it was not interfering with
the general well-being of the child in the school
situation (p. 78).

In the nursing field, Taylor (1989) formulated a

plan for nurses to counteract parents' tendency to deny

their retarded adolescent's sexuality. The plan is

based on Watson's theory of nursing as a science of car—

ing. The seven assumptions of Watson's theory provide a

framework within which to respect and be sensitive to

parental anxieties and concerns.

Blue (1989) and others advocate parental involve

ment because of the importance of consistency and carry

over between what the clients or students learn away

from home and what goes on when they are at home. He

also places the values/moraIs aspect of sex education as

most appropriately addressed in the home. In addition,

he sees parents as potential advocates and suggests that

parents refuse to sign their child's individual
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education plan (lEP) unless it addresses sex education

or family life.

Community-based Planning and Implementation

In 1972, Bass stated that ninety-five percent of

persons who were retarded in the U.S. lived within the

community. Today, this percentage is probably higher

due to the effects of the normalization and mainstream-

ing movements. The importance of involving community

agencies and persons in planning and implementing

services for the client population is, therefore, vital.

Most of the model programs include a planning committee

of representatives of community agencies and organiza

tions. Among those persons mentioned to be considered

for such a committee are medical doctors, clergy, law

yers, special educators, law enforcement personnel, pub

lic school health and physical education teachers and

coaches, and parents (Blue, 1989; Bass, 1972; Fischer,

Krajicek, & Borthick, 197A; SIECUS/AAHPER , 1971).

Further advice is to have meetings and events convened

by influential community-based organizations such as

schools. Family Services, mental health organizations

or departments, or an interagency board (Blue, 1989;

Bass, 1972). Bass suggests at least two meetings before

implementing new programs and a third meeting if there

seems to be continued opposition. She also suggests
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beginning with material about family life roles, a less

threatening subject, and then moving into sex education

out of that context.

Another possibility for community involvement is

field trips and experiences in the community for the

client population. Bass (197S) provides two examples.

First, she suggests that visiting institutions where

babies are waiting to be adopted would help students see

the consequences of irresponsible sexual behavior.

Secondly, persons with retardation could work in day

care centers, either as volunteers or employees. Such a

working relationship would provide an opportunity for

assessing parenting skills. In addition, this involve

ment might help to satisfy parental desires in retarded

adults who decide not to have children (Monat, 1982).

□nee the community is involved, it is important

that the involvement continues. Persons with retar

dation need to practice mainstreaming by using public

services and facilities whenever appropriate (Daniels,

et al., 1979) . Johnson (1981) reports that special

groups which have ventured into sex education and

counseling have not experienced anti-sexual backlash

the wider community.

Implementation of sex education programs in the

community may be fraught with frustration and difficulty

because of the controversial nature of the topic.
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Further discussion and additional guidelines concerning

community implementation are available and may prove

helpful in the planning process (Bensley, 1988; American

School Health Association, currently in press).

Selection and Support of Facilitators

There are three considerations relevant to those

persons who would serve as facilitators in the area of

sex education and counseling for persons with retarda

tion : selection, training, and on-going support.

Selection. Monat (1982) states that the best

people to provide sex education and counseling are the

professionals who work most closely with the clients and

know them well. Ideally, these professionals would work

closely with parents to coordinate efforts towards sex

education and counseling of the adult or adolescent

child/client. The present discussion, as well as this

study is limited, however, to professional services.

Staff attitudes and responses to sexuality-related

incidents are important. Hawkins' survey (1983) involv

ing fifty-one teachers and forty-four parents found that

ninety-five percent of the respondents believed sex

education for their students and children was important.

One hundred percent thought the responsibility for such

programs should be shared by home and school. These
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data show a willingness on the part of these teachers to

take responsibility for sex education with the client

popula tion .

SeIders-Powe 11 (1980) surveyed fifty-one para-

professionals who work directly with the client

population as primary caregivers on a daily basis.

Sixty-one percent of them reported that they were

serving in formal and informal ways as sex educators and

counselors with their clients. Staff and teacher

behaviors towards the sexuality of clients and students

is often, however, perceived as negative and obstructive

to any sexual expression (Johnson & Davies, 1989;

Handis, 1981; Mims, 1981; Brantlinger, 1983). Johnson

and Davies (1989) conjecture that the minority of staff

who have " . . . more restrictive attitudes exert a

disproportionate amount of power, due perhaps to the

majority's often-stated feelings of inadequacy and

ambivalence in dealing with sexual issues" (p. 20).

There is a consensus in the literature that only

staff who want to have primary responsibility for sex

education and counseling should be used in this way.

Blue (1989) gives three qualities as criteria for choos

ing staff to serve as sex educators and counselors:

sexually comfortable and stable themselves; can talk

comfortably about sex; and can relate well to people
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with retardation. These qualities are commonly cited by

other authorities in the same way.

Train ing. Many workshops are offered for training

of staff persons in this area. Four objectives of a

workshop developed by Handis (1981) reflect the basic

aims of all the workshop and training events reviewed.

The objectives are part of an introduction addressed to

par tic ipan ts .

1. to encourage your awareness that mentally
retarded people are sexual beings, with sexual
feelings, needs, rights, and responsibilities;

2. to allow you to become comfortable in openly
dealing with the sexuality of the retardedf

3. to increase your knowledge in the area of human
sexua1ity;

to make you aware of available materials in the
area of sex education for retarded persons (p. 39).

□n-Qoing support. The primary support for staff

needs to come from the administration for which they

work (Blue, 1989; Johnson & Kempton, 1981; Monat, 1982;

Bass, 1972). "The administration's support should be so

strong that it is evident to teachers, others responsi

ble for instruction, and the community that the admini

stration is backing the program completely and is com

mitted to its success" (SIECUS/AAHPER, 1971. p. 12) .

Administration support is especially important in light

of the potentiality of serious legal situations (Johnson
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& Kempton, 1981). Professionals can provide support

systems and consultation to the primary facilitators to

help them develop competence, confidence and comfort

when dealing with sexuality (Monat, 1982; SIECUS/AAHPER,

1971).

Con ten t

Socialization and normalization are the two main

principles underlying the content of curricula reviewed.

Four curriculum concepts are specified in A Resource

Guide in Sex Education for the MentalIv Retarded

(SIECUS/AAPHER, 1971) ;

1. awareness of self — becoming a boy Cmale]; be
coming a girl [female]; content emphasizes the
role of the individual in relation to his en

vironment;

2. physical changes and understanding of self —
becoming a man; becoming a woman; bodily changes
which occur during puberty and early adolescence
are stressed;

3. peer relationships — boyfriends; girlfriends;
boy and girl friends; emphasis is primarily on
each individual's responsibilities to various
groups with which he is associated and on the
influence of peers on individual behavior and
ac tion ;

4. responsibilities to society as men and women —
contrasts and similarities between single life and
married life are spotlighted. The focus is on
contraception, financial responsibility, and family
care in preparation for marriage (p. 17).

Monat (1981) further specifies curriculum content with a

list of nine subjects;
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1. Anatomy and physiology
2. Maturation/body changes
3. Birth control

4. Venereal disease

5 . Mas tur ba tion

6. Responsibility of being sexual
7. Same-sex and opposite-sex behavior
8. Psychosocia1-sexua 1 behavior
9. Parenthood and marriage (p. 39)

Client Sensitivitv.

Individuality is paramount when developing sex

education and counseling for persons who are retarded.

McCarthy and Fegan (1984) note:

Intellectually retarded people have varying de
grees of reproductive ability, sexual interest
and sexual activity. In other words, intellectu
ally handicapped people show the same range of
sexual response as the rest of the population.
The fact that someone is mentally retarded tells
us little about the sexuality of that person (p. 1)

Giles (1987) advises attention to the following

individual characteristics when developing programs:

the learners' ages and developmental levels, the social

settings in which they live, and the needs within those

settings. Monat (1988) develops separate approaches

based on the four levels of retardation. She suggests

designing a specific program for each client and then

". . . to work with that individual and the environment

to make it a positive experience with appropriate gains

and acheivements commensurate with the retarded person's

ability" (p. 63).
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Individual assessment of sexual knowledge, beha

viors, concerns, and interests helps to ensure an indi

vidualistic program. Some assessments are completed by

staff (Monat, 1982). Others are administered to the in

dividual by a staff person or other professional, some

times using pictures (Fischer, 197^).

Summary

Attitudes in the literature concerning the sexu

ality of persons with retardation have shifted from

negative to positive. There are several myths concern

ing this topic, however, that continue to influence pub

lic opinion as well as development and implementation of

sex education and counseling for persons who are

retarded.

Most resources designed to aid professionals in

developing and implementing sex education and counseling

for the client population address parental involvement,

community-based planning and implementation, selection

and support of facilitators, content, and client sensi

tivity. The content of most curricula in this area is

similar. Based on guidelines and models found in this

literature review, as well as the research data, the

researcher will suggest ways of overcoming present

barriers to systematic sex education and counseling with

persons who are mentally retarded.



CHAPTER III

METHODS AND PROCEDURES

In troduc tion

The research design and implementation are de

scribed in this chapter. Included are a description of

the respondents, the development of the data-gathering

instruments, the procedures for gathering the data, and

the methods used for analyzing the data.

Responden ts

The respondents for this research project were

sixteen professionals who work in agencies serving

adolescent and adult clients who are mentally retarded.

The sixteen agencies are located in east Tennessee and

were identified with the help of an official of the

Tennessee Department of Mental Health and Mental

Retardation (DMHMR). All of these agencies have

service contracts with DMHMR for residential services

for retarded clients. Seven of the agencies located in

the metropolitan Knoxville area were involved in a

pilot study this researcher conducted in the Spring

Semester of 1989. The other nine agencies were not

previously involved in the present research project.

37
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Data-gathering Instruments

Data were gathered through a two-stage procedure;

1) completion of survey instruments, and 2) a struc

tured interview process. Two survey instruments were

used. First, a "Sex Education Survey" was developed to

gain a profile of the clientele and to ascertain the

state of sex education and counseling available in each

participating agency. This instrument was originally

created in a graduate seminar on research techniques in

special education (Appendix A). Seminar participants

and faculty assisted the researcher in designing the

survey so that the questions were clear and concise and

would solicit the desired information in a non-

threatening manner. After being used in the pilot

project, the survey was further refined to its present

form (Appendix B). A working definition of sex

education and counseling appeared at the top of the

survey form to enhance the reliability of the re

sponses .

The second survey instrument developed was the

"Checklist of Possible Approaches to Providing Sex

Education & Counseling" (Appendix"C). Items for this

survey were derived from the inhibitors to sex

education and counseling with retarded persons which

were established in the pilot project (Huntley, 1989).
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For each of the inhibiting factors, which are presented

in Table I (see page 16), approaches which might enable

professionals to deal positively with the inhibitor

were developed. These positive approaches became the

twenty items on the checklist. A working definition of

sexuality appears at the top of the instrument to en

hance the reliability of the responses.

The final data-gathering procedure was a struc

tured interview (Appendix D) based on the five sub-

questions of the main research question (see Chapter I,

page 18). The interview contained eighteen focused

questions (see Appendix D) which were asked of each

responden t.

Procedures

The seven professionals involved in the pilot

project were sent the "Checklist of Possible Approaches

to Providing Sex Education & Counseling" along with a

cover letter (Appendix E) asking for their participa

tion in this new phase of the study. Each professional

was asked to complete the checklist and participate in

the structured interview. The interview was subse

quently scheduled by telephone. Since the seven pilot

project participants had completed the original version

of the "Sex Education Survey," they were not sent the
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revised form. The only additional information needed

(percentage breakdowns describing the client popula

tions) was gathered from the agencies by telephone.

The executive directors of the nine agencies not

involved in the pilot project were sent a letter

(Appendix F) explaining the research project and

soliciting the par ticipation of the respective agency.

The "Sex Education Survey" and the "Checklist of

Possible Approaches to Providing Sex Education &

Counseling" were enclosed and their completion

requested. The structured interview was also requested

and subsequently scheduled by telephone.

All data forms were retrieved. All sixteen

interviews were conducted by the researcher. Twelve of

the interviews were conducted face-to-face at the

facility of the respondent and were tape recorded. One

interview was conducted in a restaurant, because of the

respondent's schedule, and was not taped. Three inter—

views were conducted over the telephone due to schedul

ing difficulties and were not taped. Notes of respon

ses were taken by the researcher for all of the inter

views .



Data Analysis

Data from Survey Instruments

The "Sex Education Survey" established clientele

characteristics of the sixteen agencies as well as the

nature of sex education and counseling currently pro

vided. The data were then analyzed to identify pat

terns existing between agency characteristics and

services provided. For example, the size in terms of

client population was examined in relation to the sex

education and counseling services provided to see if

larger agencies offered more systematic or less

systematic services.

Responses on the "Checklist of Possible Approaches

to Sex Education & Counseling" were tabulated in terms

of how many respondents checked each item and arranged

in order of the frequency with which they were checked.

Then items were categorized in the following manner:

lA-16 checks—highly enabling; 10-13 checks—enabling;

6-9 checks—somewhat enabling; less than 6 checks—

minimally enabling.

Data from Structured Interview

The structured interview data were organized, ana

lyzed, and discussed using the research questions as a
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Data which were obtained directly from answers to the

interview questions were referred to as direct data.

Data consisting of additional comments and anecdotal

material which did not directly answer the interview

questions but were nonetheless relevant to the study

were referred to as indirect data.

Direct data. Of the eighteen interview questions,

thirteen could be answered with a "yes", "no", or

"other" response. Responses to these thirteen ques

tions were tallied according to those three categories.

The meaning of the totals were discussed in relation to

the research questions.

The other five questions were open-ended and

required individual analysis and categorization.

Respondents' qualifications, explanations, and examples

articulated while answering the questions were also

analyzed in relation to the research questions.

Indirect data. In analyzing the indirect data,

items and issues cited were valued according to how

many professionals cited them throughout the course of

the interview, in the following manner; 8-10 cita

tions—of vital concern; 5-7 citations—important to

consider; 2-^ citations—worthy of considerstion.

Items were also classified according to the five areas
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addressed by the research sub-questions and a sixth

area of new issues raised.

Summary

Respondents for this study were sixteen profes

sionals from agencies which provide residential

services to mentally retarded adults or adolescents.

Seven of the agencies had been involved in a pilot

study on the topic of providing sex education and

counseling to their clients. Two survey instruments

and a structured interview were developed to collect

data which would answer the research questions. The

survey forms were mailed to the sixteen agencies with

cover letters. Subsequently, interviews were arranged

by telephone. All interviews were conducted by the

researcher. Data were analyzed to gain agency profiles

and to answer the research questions.



CHAPTER IV

RESULTS

In troduc tion

In this chapter, the results of the research are

presented and analyzed. The two survey instruments

provide the following data: 1) characteristics of each

of the participating agencies, the sex education and

counseling services provided by each agency, and any

patterns between the characteristics and the services;

and 2) enabling approaches to providing sex education

and counseling in rank order as identified by the

respondents. The questions of the structured interview

serve as a framework for presenting and analyzing the

interview data. Data are summarized in tables and

append ixes.

Survey Instruments

Sex Education Survev

Characteristics of oar ticioating agencies. The

characteristics were: the number of clients served,

whether or not mixed-gender housing arrangements exist,

and three client characteristics (levels of functioning

of clients, other disabilities present, and gender).
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There was a wide range of responses for all characteris

tics which are displayed in Table 2.

The size of the client populations ranged from a

low of twelve to a high of 176. The total number of

clients served by all sixteen agencies was 1,168 with an

average client population of seventy-three.

While one agency's client population was 100 per

cent mildly to moderately retarded, another's was 100

percent severely to profoundly retarded. The average

level of functioning for all sixteen agencies was sixty-

two percent mild to moderate with thirty-two percent

severe to profound.

The highest percentage of any client population

with physical handicaps was fifty-five and the lowest

was zero with the average being thirteen percent. Per

centage of client populations suffering from mental ill

ness ranged from zero to 100 percent with an average of

thirteen percent.

Gender percentages included one client population

which was 100 percent male while all others were of

mixed gender. The overall averages were fifty-six per

cent male and forty-four percent female. Eleven agen

cies provided mixed gender living arrangements. Five

agencies did not.



TABLE E

CHARACTERISTICS OF SIXTEEN AGENCIES SURVEYED

A6

Ag.
#

Num

Serv

Levels of

Functioning
Other Disab.

Present Gender

Housing
Arr.

Mild-

Mod.

Sev.-

Prof.

Phys
Hand

.  Ment.

Ill M F

Mixed

Gender

1 130 67*/. 33'/. 10'/. EO'/. 62% E8'/. Yes

E 10^ 65'/. 35'/. 1'/. 77, 657, 35'/. Yes

3 117 50'/. 50'/. E5'/. 307, 667, 34'/. Yes

k 8^ 68'/. 3E'/. 11'/. 67, 46'/. 54'/. Yes

5* IS 100'/. 0'/. 0'/. 100'/. 100'/. 0'/. No

6 60 kOV, 60'/. 3% 13'/. k27. 58'/. Yes

7 EO 80'/. EO'/. 07, 60'/. 80'/. 207, Yes

8 5A 80'/. EO'/. 3'/. 37, 31'/. 697, No

9 5E 0'/. 100'/. 0'/. 27, 50'/. 50% No

10 5k 57'/. k3V. 55'/. 10'/. 57'/. 43'/. Yes

11 IkB ^5'/. 55'/. 17'/. 5'/. 46'/. 54'/. Yes

IE 17 35'/. 65'/. 0'/. 67, 4oy. 60% No

13 E3 7kV, E6'/. 10'/. 0'/. 35'/. 65'/. No

I'f 176 88'/. IE'/. IE'/. 97, 50'/. 50'/. Yes

15 100 6E'/. 38'/. IS'/. 15'/. 61'/. 39'/. Yes

16* 17 lOO'X d'/. E'/. 0'/. 767, E3'/. Yes

Total

1168

Averages
6E'/. 38'/. 13'/. 13'/. 56'/. 44'/. Yes=ll

No= 5

•adolescent population
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Sex education and counselinQ services provided.

The sex education and counseling services provided by

the sixteen agencies is exhibited in Table 3. Two of

the sixteen provided "systematic sex education and

counseling." Two provided "classes concerning physical

aspects of sexuality" while only one provided "sessions

concerning psychosocia1-sexua1 needs." The services

provided by the most agencies (fourteen) was "response

to individual situations not of a crisis nature." The

next most provided service (thirteen) was "response to

individual situations of a crisis nature."

These data confirm that systematic sex education

and counseling are not widely available for adults and

adolescents who are mentally retarded since only two out

of sixteen agencies provided such systematic services.

The individualistic nature of sex education and

counseling for retarded persons was verified by the high

number of agencies (fourteen) responding to individual

situations. Thirteen agencies practicing crisis

intervention confirmed the idea reviewed in the litera

ture that sexuality is often dealt with from a negative

point of view after a crisis has arisen.

Patterns. There appeared to be no patterns between

the characteris tics of the agencies and the types of

services provided. For example, agencies 11 and 12 were
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TABLE 3

SEX EDUCATION AND COUNSELING

SIXTEEN AGENCIES

SERVICES

SURVEYED

PROVIDED BY

Agency Code number of services orovided as described be low

* I  II III IV'  V VI VII

1 X

S X X X

3 X X X

A X X X

5 X X X X

6 X X X X

7 X X

8 X X X X

9 X X X

10 X

11 X X X

IS X X X X X X

13 X X

lA X X

15 X X X X

16 X X

I

II

III

IV

V

VI

VII

systematic sex education and counseling
classes concerning physical aspects of sexuality
offered on a regu'lar schedule (e.g. annually)
sessions concerning psychosocia1-sexua 1 needs
offered on a regular schedule (e.g. annually)
occasional sessions concerning sexual issues
response to individual situations or requests not
of a crisis nature

crisis intervention with sexuality-related problems
referra1



the only agencies which provided systematic sex

education and counseling yet they were not similar in

size, percentage of clientele with physical handicaps,

or housing arrangements. Agencies 5, 6, 8, and 15

provided identical sex education and counseling ser

vices, but were nonetheless quite dissimilar in charac

teristics. The same analysis was true for agencies 3

and 9. On the basis of the foregoing information, it

was concluded that the characteristics of the agencies

had little effect on the types of sex education and

counseling services provided by these agencies.

Chec k1 is t

The results of the "Checklist of Possible

Approaches to Providing Sex Education & Counseling" are

presented in Table The possible approaches are rated

as "highly enabling," "enabling," "somewhat enabling,"

or "minimally enabling." These ratings were determined

according to how many respondents checked each response.

Only the results of the checklist are discussed here.

Analysis of these data is integrated with the discus

sion of structured interview data, which is organized by

research questions in the following section.

Hiqhlv enabling. "Staff training and sensitiza-

tion" was checked by 100 percent (16) of the respondents

making it the most highly enabling approach of all.
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RESULTS OF "CHECKLIST OF POSSIBLE APPROACHES
TO PROVIDING SEX EDUCATION t COUNSELING"
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Approaches listed in order
of enabling quality

* of checks

by respond
ents (N>16)

X of

resp.

checks

HIGHLY ENABLING (14-16 checks)

e staff training 1 sensitization 16 lOOX

e info, about psychological It social issues 14 sax

training in hOM to handle practical situations 14 aax

a information about clients' sexual rights 12 7SX

individual assessment n|,. sexuality of each client 12 75X

interagency cooperation in developing and imple
menting sex education programs

12 73X

ENABLING (10-13 checks)

e agency policy regarding sexuality-related issues 11 69X

e indiv. plan of action re. sexuality of each client 10 63X

resource library of relevant materials 10 63X

parental involvement 10 63X

SOnEUHAT ENABLING (6-8 checks)

• allocation in agency budget for "Sex Education" a SOX

e parents on comm. to develop sex ed. programs 7 44X

education/sensitization event for parents 7 44X

involvement of board members 7 44X

involvement of interested public 7 44X

e educations1/sensitization event for public 6 38X

publicity positive aspects of sex ed.
for retarded persons

6 3ax

MINTMAI 1 y ENABLING

e educational/sensitization event for board members 4 23X

bd. members on comm. to plan sex ed. programs 4 23X
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"Information about psycho logica 1 and social issues" and

"training in how to handle practical situations" were

also rated highly enabling with eighty-eight percent

(1^) of the respondents checking them.

Enab 1 inq. "Information about clients' sexual

rights," "individual assessment r^. sexuality of each

client," and "interagency cooperation" were viewed as

enabling by seventy-five percent (12) of the respond

ents. Sixty-nine percent (11) viewed an "agency policy

regarding sexuality-related issues" as an enabling

approach. Sixty-three percent (10) of the respondents

rated "individual plan of action re. the sexuality of

each client," "resource library of relevant materials,"

and "parental involvement" as enabling.

Somewhat enabling. Fifty percent (8) of the re

spondents checked "budget allocation for sex education

and counseling" as somewhat enabling. Six approaches

related to the education and involvement of parents,

board members, and the public were rated somewhat

enabling by forty-five percent (7) or thirty-eight per

cent (6) of the respondents.

Minimallv enabling. Two items relating to specific

involvements of. board members in agency sex education

and counseling programs were checked by only twenty-five
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percent (^) of the respondents. Board member involve

ment, therefore, was minimally enabling as viewed by

these agency administrators .

Structured Interview

Five broad sub-questions of the main research ques

tion provided the framework for the structured inter

view. Under these five broad sub-questions, eighteen

focused questions were posed to the respondents. The

following discussion is presented according to the five

broad areas provided by the sub-questions.

Structured interview data are presented in two

appendixes and one table. Table 5 provides a tabulation

of responses to questions which could be answered with

"yes," "no," or "other." Appendix G is a composite of

direct data (as defined in Chapter III, page ^2).

Appendix H is a composite of indirect data (as defined

in Chapter III, page A2). Appendix I consists of items

and issues cited by respondents valued according to the

number of citations.

Sub-question I. What methods and evaluative tools could
professionals use to assess the sexual needs of the
individual client and to plan oroaramminq to meet those
needs?

The broad area under discussion in this question

was assessment of individual clients' sexual knowledge
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TABLE 3

DIRECT DATA — STRUCTURED INTERVIEW QUESTIONS WHICH
COULD BE ANSWERED BY "YES," "NO, " AND "OTHER"

Question w__Yes No Other

I .

A. Does your agency presently do a i j
written assessment of the sexual
needs and knowledge of each
client at least annually?

B. Are you familiar with any
sexuality assessment instruments? 1 13 2

C. Is each client's sexual needs 2 3 ii
and growth discussed in
annual staffings?

E. If you are not presently doing sys- 12 0 i
tematic sexuality assessment, do
you think such assessment would
enable your agency to provide better
sex education and counseling to your
clients?

II .

A. Does your agency have a written 3
policy concerning the sexuality of
the clients?

If so, are staff and parents aware 2
of the policy?

B. Has your agency provided an in- 10
service training event for the
entire staff which centered on
client sexuality?

F. Can you identify parents and board 11
members who might be willing to
serve as advocates for the sexual
needs and rights of retarded
persons?



5^

Question Yes No Other

III.

A. Does your agency maintain an up- 3 2 11
to-date library of resources per
tinent to sex education and coun

seling Mith retarded clients?

B. Are you aware of persons know- 1<» 0 . 2
ledgeable in the field of sex
education and counseling with
retarded people whom you could
use as resource persons?

IV.

V.

Does your agency's budget allocate
money for sex education and coun-
se 1 ing?

Is there a staff position presently A
designated within your agency as
having primary responsibility for
overseeing sex education and
counseling?

If so, is adequate time provided 3
within the job duties of that
position so that a quality sex
education and counseling program
can be pursued?

If not, do you think such a staff 12
designation would enable the agency
to provide a better sexuality pro
gram?

A. Have you experienced any inter-
agency events or discussions or
efforts which have enabled your
agency to provide better sex
education and counseling?

B. Do you think your agency would
pursue sex education and coun
seling with more confidence and
vigor if you knew that other
agencies in the area were doing
so?
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and needs. Subsequent programming for the individual

according to his or her assessment was also included.

Individual Assessment. One agency currently did an

annual written assessment while fourteen did not. One

agency did a written assessment upon entrance to the

program, but not annually thereafter. The two profes

sionals whose agencies did individual assessment felt

that the assessment enabled them to provide more appro

priate sex education and counseling to their clients.

Twelve of the fourteen professionals whose agencies were

not presently doing such assessment, however, agreed

that individual assessment would be an enabler to pro

viding systematic sex education and counseling. This

response indicates an openness to new ideas in the

pursuit of systematic programming since thirteen of

sixteen respondents were unfamiliar with any sexuality-

related assessments. Checklist data also rated indi

vidual assessment as an enabling approach.

5 taf f inqs . Matters relevant to clients' sexuality

were routinely discussed at staffings by only two

agencies. Three professionals stated that their

agencies did not discuss sexuality-related issues at

clients' staffings. The most common approach in

addressing clients' sexuality was described by the

remaining eleven agency professionals: sexuality-related
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issues are discussed only in response to problems. This

approach mirrors the larger society's approach, as re

viewed in the literature, which is to respond to nega

tive aspects of sexuality-related issues rather than

initiating positive approaches to the topic. Data from

the checklist rated individual plans of action regarding

the sexuality of each client as an enabling approach.

Individual functionino. Some respondents expressed

the opinion that assessment and programming may not be

necessary for every client, particularly low-functioning

individuals who display no interest in sexuality. Spe

cial attention needed by individuals with mental illness

was cited as well as the discovery of and attention to

PMS as a result of attention to the individual. There

was a suggestion that different approaches to similar

problems or needs may be necessary because of individual

differences. Finally, several respondents pointed out

the right of any mentally retarded adult to make her own

decision regarding par ticipation in sexuality-related

programs.

Integration of assessment and orooramminQ. The

everyday lives of the clients afford many opportunities

for spontaneous and informal assessment and programming.

Respondents cited increased sexuality-related incidents

in residences and problems in workshops and supported
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employment situations as opportunities for both assess

ment and programming. In addition, respondents stressed

that addressing client sexuality often dealt effectively

with seemingly unrelated behaviors because clients were

viewed as whole persons and began to see themselves in

that way. As their self-image improved, so did their

behavior.

Program components. Respondents mentioned the

following as four important components of sex education

and counseling programs:

developing interpersonal relationships—one re

spondent commented, "Clients are so institu
tionalized that many of them don't know how to
love."

opportunities for social interaction as well as

in timacv—to encourage relationships without the
opportunity to develop and enjoy them is a common
yet unfair situation

responsibilitv for one's own body and the right

to say "no"

AIDS and STD education and protection—as one re

spondent said, "This is not a luxury item, but a
matter of life and death."

Sub-guestion II. What methods could professionals use

to sensitize parents, staff, and board members to the

sexual needs and rights of chi Idren/c 1 ien ts?

Involvement of three groups—staff, parents, and

board members—was discussed in this question. The dis

cussion included agency policies, staff training and

development, and communication between these groups
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concerning the sex education and counseling programs of

the agency .

Written policy. Nine agencies had no written

policy concerning the sexuality of their clients. Three

agencies did have written policies and one was working

on a written policy. Three respondents cited adult

rights as relevant policy although it did not address

sexuality exclusively. One respondent was unsure

whether or not his agency had a written policy. An

agency policy regarding sexuality-related issues was

rated as an enabling approach on the checklist. It

seems likely, therefore, that more agencies will develop

such policies.

Professional development. Ten agencies had

provided in-service events for their entire staff which

centered on client sexuality. Three were planning such

in-service events. The remaining three agencies had

sent individual staff members to sexuality-related

events elsewhere. These data support the checklist

rating of staff training and sensitization as a highly

enabling step in the developmental process of providing

sex education and counseling. Respondents cited four

benefits of staff training: sensitization to the mental

ly retarded individuals as whole persons; emotional

desensitization of the topic of sexuality with increased
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comfort in dealing with it; learning practical

approaches to specific situations; and establishing a

team approach within the agency.

Staff orientation. According to respondents, none

of the sixteen agencies addressed client sexuality in a

major way in the orientation of new staff members. In

stead, the issue was addressed incidentally through the

reading of policies and procedures including clients'

rights. It was also commonly addressed through refei—

ences to individual situations/problems and how to han

dle them. One agency was in the process of developing

an orientation segment focusing upon client sexuality.

Communication with parents. The respondents

described channels of communication between parents and

the agencies as very open. The consensus was that

parents could raise any concern at anytime, through

several channels including the social worker, parents'

groups, and staffings and team meetings. Communication

concerning the sexuality of their adult or adolescent

children, however, was seldom initiated by parents

except in response to problems.

Parental attitudes. Parental reactions to agency-

initiated discussions of sexuality-related issues were

quite mixed according to the respondents. Five
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respondents identified parental denial of their adult or

adolescent child's sexuality as a common reaction. Five

respondents also said that parents often felt threaten

ed, uncomfortable, and reluctant to discuss the issue.

Seven respondents, by contrast, described parental

reaction as basically positive and said parents were

usually willing to work through any problems. Three

respondents stated that parents are not routinely in

volved in sexuality-related matters—or any matter — if

the client is a competent adult. Lastly, three respon

dents described minimal parental involvement as well as

situations in which the client was a ward of the Depart

ment of Human Services (DHS) whose personnel sometimes

attended staff ings.

Parents as advocates. Eleven respondents could

identify parents and board members who might be willing

to serve as advocates for the sexual needs and rights of

retarded persons. Five respondents could not identify

such advocates. Possible ways in which this type of

advocacy could enable the agencies to provide better sex

education and counseling services included education and

sensitization of others, pressure on agencies to provide

better services in this area, and assistance to clients

in healthy sexual development by serving as role models.
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Sub-question III. Ulhat resources do prof ess iona Is need

to provide better sex education and counseling for their

c 1 ien ts?

This question focused on resources which may enable

agencies to provide better sex education and counseling.

Three types of resources were discussed: written and

audio-visual materials; knowledgeable persons; and

financial resources.

Resource librarv. Three respondents reported that

their agencies maintained a library of materials rele

vant to sex education and counseling while two said they

did not. Two respondents reported that they were in the

process of developing libraries. The most common

response, given by the remaining nine respondents, was

that individual staff people in the agency had materials

but the materials were not organized into a library.

Concerning the use of a library, three respondents

commented that staff did not appear to have time to use

it and one respondent said that the expense of materials

might be a problem. Reasons respondents cited for

having a library included: to use as a resource in

responding to individual situations; for staff develop

ment; to engender openness to the topic; and for client

education. Checklist responses rated a resource library

as enab1ing.
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Resource persons. Fourteen respondents were aware

of persons knowledgeable in the field of sex education

and counseling who could be used as resource persons.

The most common idea respondents had for using resource

persons was as in-service leaders. Other ideas for

using resource persons were: as consultants concerning

specific situations; as consultants for program develop

ment; as counselors for individual clients; and to help

alter public perceptions.

Financial resources. None of the sixteen agencies

had a budget allocation specifically for sex education

and counseling. Nine respondents stated, however, that

there was money available budgeted under other titles,

such as "staff development" or "resource materials."

Only two respondents felt that a specific allocation

would have an enabling effect. On the checklist, budget

allocation was rated as somewhat enabling. This dis

crepancy can probably be explained by the difference in

the survey instruments. Given the opportunity to

discuss the matter at greater length in the structured

interview, thirteen respondents concluded that lack of

funds is not a major barrier in providing sex education

and counseling programs. One respondent observed that

many materials are available at no cost.
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Sub-question IV. Nhat staff position lAiithin each

facility researched can best be assigned the major
responsibility for overseeing sex education and coun

seling?

This question centered on staff assignments. The

concept of assigning responsibility for sex education

and counseling to one specific staff person or position

within the agency was discussed.

Staff responsibility for sex education. Four

agencies did designate one staff position specifically

as having responsibility for sex education and counsel

ing. Three of those four respondents stated that

adequate time was provided within the job duties of the

designated position to pursue a quality program while

one respondent stated that adequate time was not pro

vided. Six agencies have informal rather than official

staff designation concerning responsibility for sex

education and counseling programs. The final six

agencies have no staff assigned specifically for this

purpose. Twelve respondents thought that such a staff

designation would enable the agency to provide better

programming. Two respondents did not think such a staff

designation would make any difference.

Several respondents stressed the importance of the

person responsible for sex education and counseling

feeling comfortable dealing with sexuality. One
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respondent advised that if no staff persons within the

agency felt comfortable, the agency should get resource

persons from elsewhere to provide the services. While

such an arrangement is not ideal, the respondent

admitted, it would be better than not providing any

services at all.

Sub-Question V. In what ways could interagencv coopera

tion enable individual aoencies to provide better sex

education and counseling programs to their clients?

The final question of the structured interview

dealt with interagency cooperation in the area of sex

education and counseling. Respondents' experiences,

attitudes, and ideas concerning cooperative efforts

between agencies were explored.

Seven respondents' agencies had experienced

interagency cooperation of some type that had had an

enabling effect on their sex education and counseling

programs. Seven respondents' agencies had not had such

an experience. The other two respondents were unsure if

their agencies had been involved in any interagency

even ts.

Seven respondents stated that their agencies would

probably pursue sex education and counseling programs

with more confidence and vigor if they knew that other

area agencies were doing so. Five respondents projected

that other agencies' efforts would have no effect on
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their own, although cooperation would be welcomed. Qne

respondent said her agency would not pursue sex

education and counseling programs regard less of what

other agencies were doing because it was not high

priority for the executive director. In contrast, one

respondent said his agency would pursue programming

aggressively regardless of other agencies' actions.

Respondents generated the following ideas for

interagency cooperation in this area;

• combined in-service programs;

• interagency team to provide leadership;

• pilot program to serve as model for others;

■ social events for clients;

■ cooperation with women's centers;

• sharing of ideas between agencies;

■ and newsletters.

Additional Findings

Several additional items mentioned by respondents

deserve recognition even though they do not relate

directly to the structured interview questions. Two

respondents called for se If-advocacy concerning sexuali

ty-related issues, including having clients serve on

decision-making bodies. One respondent stated that

sexual preference of clients should be respected while

the written policy of one agency was to discourage
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homosexuality. A political approach to the topic was

advised by one respondent who suggested working through

widely accepted family and social values rather than

introducing socially controversial ideas. This sugges

tion matched an approach recommended in the literature.

Summary

Research data were presented and analyzed. Data

included results of the "Sex Education Survey," the

"Checklist of Possible Approaches to Providing Sex

Education and Counseling," and the structured interview.

Characteristics of agencies and services provided by

each agency were established. No patterns were found to

exist between characteristics and services provided.

Responses to the structured interview sometimes con

firmed findings in the literature. The responses will

be used in drawing conclusions about what would enable

professionals to provide systematic sex education and

counseling to their clients who are mentally retarded.



CHAPTER V

CONCLUSIONS AND IMPLICATIONS

In troduc tion

The purpose of this study was to determine what

would enable professionals to provide systematic sex

education and counseling with adult and adolescent

clients who are mentally retarded. A review of perti

nent literature and a survey of professionals from

sixteen agencies have provided much material to answer

the research question. The purpose of this chapter is

to combine the research material with the ideas of the

researcher to make recommendations about providing sex

education and counseling with the client population.

The following five areas are addressed: 1) self-advocacy

and self-determination for the client population; 2)

individualistic design; 3) staff training and support;

parental involvement; and 5) interagency cooperation.

Self-advocacy and Self-determination
for the Client Population

Persons who are mentally retarded are reaching

increasingly higher levels of independence and making

greater contributions to society. With this indepen

dence comes responsibility and with responsibility there

ought to be self-determination. Responsible decision-

making is a skill that mentally retarded individuals

67
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need to develop. They are having to make more and

more decisions—on-the-job, on-the-street, within

community living arrangements and within relation

ships. Sexuality—because of its far-reaching effects,

both positive and negative—is one of the most important

areas where the client population will make decisions.

It is imperative, then, that they be armed with know

ledge and values to make the best decisions possible.

One respondent suggested that clients be included

as members on boards which make decisions affecting

them. Concerning sex education and counseling programs,

it would be appropriate for clients to participate in

the planning and implementation of such programs.

Two respondents called for self-advocacy on the part of

clients regarding sexuality. They could be included

effectively as presenters at workshops and meetings to

establish the fact that persons who are retarded are

whole persons, which includes being sexual. This type

of involvement needs strong support from staff and

others to assist clients so that the success of client

par ticipation and presentations is insured as much as is

possible.

Encouraging self-determination and self-advocacy

can open up many new opportunities for increased quality

of life for retarded individuals. If they are supported

in developing as whole persons, sexuality can be placed
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in a proper context of one of many natural and healthy

aspects of human existence. Other areas of development

might include using the library, voting, getting a

driver's license, involvement in a religious community,

or taking lessons of some kind.

While this discussion is focused primarily upon

competent adults, the principles of self-determination

and self-advocacy can also be applied to lower function

ing and younger individuals. Appropriate choices re

garding sexuality for their age and/or level should be

encouraged. Privacy should be respected. Social appro

priateness should be expected and encouraged.

Individualistic Design

Nine respondents stressed that sex education and

counseling programs for the client population must be

sensitive to the individual person. This principle was

also established in the literature. The group of people

identified as "mentally retarded" is an amazingly

diverse group of individual personalities, functioning

levels, and life experiences. Naturally, there is going

to be a wide array of needs and interests concerning

sexua1ity.

Individual assessment, which fourteen out of six

teen respondents thought would be an enabling approach,

would lay the groundwork for effective programming.
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Several respondents commented upon the difficulty of

assessing very low functioning clients and, indeed, the

development of sexuality in low functioning individuals

is mysterious. Nevertheless, observation and nonverbal

methods such as picture identification can help to gain

clarity in this area.

Assessment is naturally followed by systematically

addressing the individual needs and interests of each

client. The best way to do this is through already

existing structures and forms, for example the annual

staffing and individual program plan that the staffing

generates. Appropriate questions to ask at staffings

include: Is the client living independently enough that

she needs to be instructed very thorou.ghly about protec

tion against pregnancy and diseases? Is he interested

in or in need of relationship building skills? Does she

need conditioning to learn socially appropriate func

tioning in regard to masturbation? These, and many

other questions, ought to be routinely asked by or on

behalf of the clients during program planning.

Sessions for individuals who are retarded must

group the individuals according to their ability to

comprehend what they see and hear. Since it is not

always obvious how much retarded individuals do

comprehend, great care must be taken not to assume that

their limitations are lower than they actually are. The



71

activities and programs developed should allow room for

each individual to be exposed to new ideas and for each

mind to stretch.

The informal aspects of individual sex education

and counseling may well be more important than the

structured situations. Respondents repeatedly stressed

this idea and one respondent described sex education as

". . .on-going, long term, ideally done by staff who are

there in the group home. When clients ask questions

about sexuality, staff should be ready to take the time

to answer and discuss." Informal conversations and ex

periences can be excellent opportunities for teaching.

Watching movies which deal with sexuality in a healthy

way can open up times for communication. There are

games devised especially for persons with retardation

which teach social skills including sexuality. Such

games could be easily included in group home life. An

accepting attitude on the part of staff is vital to this

informal, individualistic approach. One respondent com

mented that when an open attitude to sexuality exists,

.  . . it's amazing what other things come up
just because clients feel they can talk to you.
It's a special time. We're saying that we see
them as adults and as whole persons.

Staff Training and Support

Preparing and supporting the staff for sex

education and counseling with the client population is
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vital to any agency program. All sixteen respondents

rated staff training and sensitization as a highly

enabling approach. There is a consensus in the litera

ture and in the research data that the staff members who

know the clients best are in the best position to pro

vide sex education and counseling. There is also a con

sensus, however, that "most staff feel inadequate and

are professionally unprepared to deal with sexuality is

sues" (Appendix G, item II-T). Three concrete approach

es can prepare and equip staff to fill the role of sex

educator and counselor; 1) agency policy; 2) orienta

tion of new staff members; 3) and on-going training.

Agencv Policy

Rationale. Most individual staff members are only

going to be as comfortable and confident dealing with

sexuality as the agency as a body appears to be. If

there is no agency policy regarding sexuality, staff

members could easily perceive that the topic of sexual

ity is somehow off-limits. Consequently, they may well

be hesitant and uncomfortable dealing with client

sexuality. A well thought-out agency policy is a solid

first step in establishing a positive atmosphere which

would enable staff to provide systematic sex education

and counseling. Considerations in policy development

include par tic ipan ts , content, and values clarification.
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Participants in developing an agency policy. Par

ticipants in policy development concerning the sexuality

of the clients may well vary from agency to agency.

Direct care-givers, supervisors, and administrators

ought to be represented. The advisability of involving

parents and board members depends on the interdynamics

of their relationships to the agency and the clients

and their attitudes towards client sexuality. For exam

ple, one respondent identified board members as a major

obstacle to providing sexuality-related services and

advised that developing such programs would be easier if

board members were not involved. Another respondent

described the board as including professional counselors

and others who would provide excellent leadership in

developing and implementing sex education and counseling

programs. Similarly contrasting statements were made

concerning parents. While board member and parental

involvement is desirable, each agency must decide

for itself if such involvement would be productive or

counterproductive. Clients definitely ought to be

involved in the process, to uphold the principles of

seIf-advocacy and self-determination.

Con ten t. What ought to be addressed in an agency

policy concerning client sexuality? Several respondents

cautioned that being too specific in policy statements
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may create more problems than are solved. Broad

statements, therefore, establishing a framework for

providing systematic sex education and counseling, are

sufficient for the policy. Important principles guiding

the development of a policy statement include clients'

rights to privacy, to information, to protection, and to

self-determination at the appropriate level.

Values c larification. The highly sensitive and

emotional nature of peoples' a'ttitudes towards sexuality

complicates the process of values clarification. The

pluralistic nature of cultural attitudes towards the

moral aspects of sexuality-related issues adds further

comp1ications. Defining values, nevertheless, is an

important aspect of policy development. A definite

statement of underlying values serves to unify and

strengthen professionals in meeting resistance to the

sexuality-related policies and programs of their agen

cies. If prospective staff and clients know the values

out of which the agency functions, they can make an in

formed decision of whether or not to affiliate. The

difficult process of values clarification can prevent

problems and is therefore worth doing. Some values

worthy of consideration are suggested by Gordon & Gordon

(1983): enhancing the self-concept; understanding love

as the basic component of a person's sexual
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relationships; responsible decision-making based on a

universal value of not hurting or using others; equal

opportunity for males and females; and tolerance and

appreciation for people who do not conform to tradi

tional norms.

Orientation of New Staff Members.

According to the respondents, none of the sixteen

agencies dealt systematica1ly with client sexuality

issues in the orientation of new staff members. This

omission could well cause the same problem as ignoring

sexuality in the policy statements of the agency might

cause; staff have the impression from the outset that

sexuality-related issues are awkward, negative, and off-

limits.

The orientation process should include a positive

and frank segment concerning client sexuality and agency

policy and programs. The new staff member is thereby

better equipped to assist in providing systematic sex

education and counseling. There may well be some staff

members who will disagree with the policies and programs

and subvert them, either intentionally or unintention

ally. Agency policy and orientation can provide a solid

foundation upon which to deal with this problem if it

should develop.
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One respondent commented that the attitude of staff

who are insensitive to clients' sexuality and sexual

rights is usually generalized to their overall attitude

towards the clients. The respondent went on to say that

staff persons with this attitude usually do not "last

too long" working with mentally retarded individuals.

Clarity of agency expectations spelled out in policy

statements and orientation programs may help persons

unsuited for this type of work to screen themselves out.

□n-Qoing Training

The fact that nine of the sixteen responding agen

cies have provided in-service training events for their

entire staffs which centered on client sexuality indi

cates an awareness of the importance of on-going staff

training. Time and funds should be allotted for staff

to attend occasional in-depth training sessions about

teaching and counseling clients concerning sexuality.

Discussion during regular staff meetings of matters con

cerning sexuality is another important and appropriate

way of providing on-going education and training for

staff .

The availability of resources is vital for the

support of staff in providing sex education and coun

seling. A library or resource center could include

audio-visuals and written or illustrated materials
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designed for client use. Such materials developed for

staff would aid in handling specific situations as well

as approaching the area comprehensively. Anatomically

correct dolls or mannequins and games designed for

enhancing social skills are other types of materials

that would be helpful. Current journals concerned with

issues and developments in the field of mental retarda

tion would give staff access to current thinking, best

practices, and announcements of in-service opportuni

ties. Providing staff time to use these resources needs

to be considered along with providing them.

The assignment of a staff member to have responsi

bility for coordinating all aspects of sex education and

counseling within the agency would help to insure a high

quality of staff training and support in this area.

Inherent to such an assignment is allowing a realistic

amount of time in which to perform the responsibility.

Ten agencies designated a staff person for this

responsibility, but only three provided adequate time

within the job description to perform the assigned

responsibility. Since twelve of the sixteen respondents

thought a staff position specifically given this

responsibility and the time to do it would enable the

agency to provide better programming, this recommenda

tion seems to be appropriate.
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Parental Involvement

In the case of adolescent children and adult

clients who are legal wards of their parents, the

desires of the parents regarding the sex education

and counseling of their children must be honored. If

parents are supportive of their adult or adolescent

child's healthy sexual development, they can easily be

involved with positive effect. When sexuality-related

issues cause conflict between competent adult clients

and their parents, however, the agency is bound by a

commitment to clients' rights to be supportive of the

client. Material in Appendix G, item II-A provides an

excellent discussion of the complexities involved in

being sensitive to parental feelings and trying to build

trust with parents while also attempting to support

competent adult clients in responsible decision-making

and healthy sexual development. In all cases, the

feelings and opinions of parents are dealt with best

through sensitivity and respect.

To foster supportive parental attitudes toward

sexuality in offspring with mental retardation, early

sensitization and support should be offered by agen

cies. It is very difficult for parents who have denied

their child's sexuality for many years—and indeed had

very little support for any other attitude—suddenly to
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recognize, understand, accept and support their adult

child as a sexual person. Organizations like the

Association for Retarded Citizens along with facilities

which serve infants and young children who are mentally

retarded could be supportive of families in helping

their child to develop as a whole and healthy person.

Involvement of parents as advocates can be very

effective. There are many parents who are accepting and

supportive of their children as sexual persons. Eleven

out of the sixteen respondents, in fact, could identify

parents of their clients who might be willing to serve

as advocates for the sexual needs and rights of persons

who are retarded. Advocate parents who have experienced

the challenges of having a child who is retarded would

probably be able to communicate with other parents

better than advocates who have not had that experience.

Involvement of sensitive and informed parents in policy

development and even program development and implementa

tion may also be advisable. One respondent suggested

that parents supportive of the sexual development of the

client population might be willing to take clients on

dates. Such activity would provide healthy role models

as well as facilitate clients to develop socially.

Staff often do not have time to provide this service.

11 is important not to overestimate the negativity

of parental attitudes toward the sexual development of
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their children who are mentally retarded. Admittedly,

the area of sexuality is one which parents of non-

retarded children find awkward as well. When the issue

is complicated by mental retardation, understandable

consternation in dealing with it can exist. In the

midst of this difficulty, parents need sensitivity to

their feelings and support for their efforts in

regarding their children as sexual persons, however

gradual and limited their efforts may be. To challenge

parents in a judgmental manner, to deny the validity of

their feelings, or to prevent their involvement in their

adolescent or adult child's programming (notwithstanding

the issue of competent adult clients in conflict with

parents previously discussed) is to invite major

problems (such as the problems described by Kempton in

Chapter II, p. 27).

Interagency Cooperation

There are two levels of interagency cooperation

that are important to consider in attempts to provide

systematic sex education and counseling to the client

population. The first level is among agencies which

serve the client population exclusively. The second

level is between those agencies which serve the client

population exclusively and community agencies available

to the general public, including the client population.
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Support for interagency cooperation was voiced by all

sixteen respondents and is also stressed as vital to a

strong sex education and counseling program in models

found in the literature.

Ideas for cooperation among agencies which serve

the client population include;

• purchasing program materials and maintaining
a resource center;

• joint in-service programs;

n providing social events whereby clients from
different agencies could meet each other and
develop friendships;

• exchanging newsletters or having a joint
news letter ;

m funding a staff position to coordinate and
facilitate programs;

n supporting a pilot program to serve as a model;

n and establishing clear lines of communication be
tween agencies who may serve common clients.

Efforts for interagency cooperation should strive to

coordinate and maximize the use of already existing

services and effective programs rather than duplicating

services and programs. Interagency cooperation through

some of the methods described above as well as others

could well create a climate of mutual support that would

enhance the sex education and counseling programs of

each individual agency.

Cooperation between agencies serving the client

population and agencies available to the general public
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puts into practice the principle of mainstreaming.

Assisting clients in utilizing community services will

help integrate them into the wider community. In

addition, clients can become more independent if they

know how to utilize public services rather than being

dependent upon services developed specifically for

persons with retardation.

Utilizing community services is strongly

recommended in the literature and by current authori

ties in the field. Most of the respondents are already

practicing this type of inter agency cooperation to some

degree. Planned Parenthood, the Red Cross, and local

mental health centers were cited as agencies who serve

clients in various ways. Respondents described these

community agencies as helpful allies in providing

sexuality-related services to the clients.

Future Research

There are two important areas which would be appro

priate foci for further research concerning sex educa

tion and counseling for persons who are mentally retard

ed : program evaluation and values clarification.

Program Evaluation

Sex education and counseling programs for persons

who are mentally retarded are being developed and im

plemented more frequently than in the past. Evaluating
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programs that have been in progress for two or more

years is important. Searching for relationships between

systematic sex education and counseling and statistics

reflecting client behaviors would be informative. For

example, the number of incidents of inappropriate

behaviors or the pregnancy rate could be compared before

and after the implementation of systematic sex educa

tion. In addition, program evaluation could help in im

proved program design.

Values C larification

Clarifying the underlying values of sex education

and counseling programs has been established as impor

tant yet difficult. Research focusing on underlying

values could aid agencies in identifying and stating the

values upon which their sex education and counseling

programs are based. The development of a process for

values clarification could arise out of such research.

This topic is dealt with in-depth in the literature

(Gordon & Gordon, 1983; Schur, 1988).

Summary

This research study centered on the question;

What would enable the staff of agencies serving

adults or adolescents with mental retardation to

provide systematic sex education and counseling for

their clients?
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An in-depth review of literature addressing the sexual

ity of persons who are mentally retarded was made. In

addition, professionals of sixteen agencies were survey

ed about their experiences and ideas relevant to the

research question. The findings in the literature and

the results of the survey were combined with the ideas

of the researcher to present recommendations.

Recognizing persons who are mentally retarded as

whole persons must include recognizing and affirming

them as sexual persons. Providing them with the sex

education and counseling they deserve and need is not

an easy task. Many barriers exist. This study suggests

ways of reducing the barriers for the purpose of assist

ing persons with retardation in living healthier and

fuller lives.
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APPENDIX A

SEX EDUCATION SURVEY USED IN PILOT STUDY

Sax Uucatlon Survey

1. Name of Agency

2. Your Position Within Agency

3. Clientele Served (check all which apply)

mildly retarded

moderately retarded

severely retarded

profoundly retarded

physically handicapped

mentally ill

male

female

other (specify)

Please check any of the sex education services listed below
which you provide to your clients.

formal classes offered on a regular schedule

occasional sessions concerning sexuality issues '

response to individual situations or requests

informal conversations on topics of sexuality

crisis intervention with sex-related problems

referral if so, to whOTi?

other (specify)

number of clientele served

5. Would you like to receive the results of this survey?

6. Would you participate in a follow-up interview?

If yes to #5 or »6, please fill out:

Name

Mailing Address

Phone Num]3er(s)

Thank you for your participation.
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APPENDIX B

REVISED SEX EDUCATION SURVEY

SZX SOUCATIOM SURVEY

WORKING DEFINITION OP SEX EDUCATION AND COUNSELINGi Systematic
dissemination of information regarding physical sexual growth
and development! and systematic attention to the physical, psy
chological and social sexual needs of each individual at his or
her level with the goal of facilitating whole and healthy per
sonality development.

1. Name of Agency

NOTEi Percentages do
not need to be exact.
Since clients may fall
in more than one cate
gory, the total may be
more than 100%.

2. Your Position within Agency

3. Clientele Served

total number of clients

mentally retarded

mildly to moderately

severely to profoundly

physically handicapped

mentally ill

gender

male %

female %

mixed gender living arrangement(s) Yes or No

4. Sex Education and Counseling Services provided. Please check
any which apply to your agency.

systematic sex education A counseling (as defined above)

classes ooncerning physical aspects of sexuality
offered on a regular schedule (e.g. annually)

sessions concerning psychosocial-sexual needs
offered on a regular schedule (e.g. annually)

occasional sessions concerning sexual issues

response to individual situations or requests not
of a crisis nature

crisis intervention with sexuality-related problems

referral If so, to whom?^

other (specify)

thank you for your PARTICIPATION
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APPENDIX C

CHECKLIST OF POSSIBLE APPROACHES TO

PROVIDING SEX EDUCATION A COUNSELING

WORKING DEFINITION OF SEXUALITY• The physical, psychological,
intellectual and social aspects of sexual being.

Please check the items below which you think might enable your
agency (or has enabled it) to move beyond present barriers to
providing systematic sex education and counseling for your clients.

^individual assessment regarding the sexuality of each client

^individual pilan of action regarding the sexuality of each client

.agency policy regarding sexuality-related issues

.staff training/sensitization

information about physiological aspects of sexuality

^information about psychological and social aspects

.information about clients' sexual rights

.training in how to handle practical situations

.resource library of relevant curriculum materials,
audio-visuals, magazine articles, books, etc.

j)arental involvement

^educational/sensitization event

^appointment to committee to develop sex education program

.board member involvement

^educational/sensitization event

appointment to committee to plan sex education program

.involvement of interested public

educational/sensitization event

publicity relating to positive aspects of sex education
for retarded persons

.allocation in agency budget for "Sex Education"

^interagency cooperation in developing and implementing sex
education programs

THANK YOU FOR YOUR PARTICIPATION.
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APPENDIX D

STRUCTURED INTERVIEW

What methods and evaluative tools could profes
sionals use to assess the sexual needs of the
individual client and to plan programming to meet
those needs?

A. Does your agency presently do a written assess
ment of the sexual needs and knowledge of each
client at least annually?

B. Are you familiar with any sexuality assessment
ins trumen ts?

C. Is each client's sexual needs and growth dis
cussed in annual staffings?

D. If you have been doing systematic sexuality
assessment, describe the affect such assessment
has had on your sex education and counseling
program.

E. If you are not presently doing systematic sexu
ality assessment, do you think such assessment
would enable your agency to provide better se
education and counseling to your clients?

X

II. What methods could professionals use to sensitize
parents, staff, and board members to the sexual
needs and rights of chi Idren/c 1 ien ts?

A. Does your agency have a written policy concerning
the sexuality of the clients?

If so, are staff and parents aware of the policy?

B. Has your agency provided an in-service training
event for the entire staff which centered on
client sexuality?

If so, in what ways did the event enable the
agency to provide better sexuality programming?

C. How does your agency deal with client sexuality
issues in the orientation of new staff persons?

9A
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D. When and how do parents have an opportunity to
discuss their child's sexual needs, desires,
prob lems?

E. What has been the reaction of parents to any
agency-initiated discussions of sexuality-
related issues in the past?

F. Can you identify parents and board members who
might be willing to serve as advocates for the
sexual needs and rights of retarded persons?

How could such advocacy enable your agency to
provide better services to meet your clients'
sexual needs?

III. What resources dp professionals need to provide
better sex education and counseling for their
c 1 ien ts?

A. Does your agency maintain an up-to-date
library of resources pertinent to sex educa
tion and counseling with retarded clients?

How does or could such a library facilitate
sex education and counseling with your
c 1 ien ts?

B. Are you aware of persons knowledgeable in the
field of sex education and counseling with re
tarded people whom you could use as resource
persons?

How have you or could you resource such per
sons to enable your agency to better meet the
sexual needs of your clients?

C. Does your agency's budget allocate money for
sex education and counseling?

How does or could such an allocation enable
your agency to provide sex education and
counse 1 ing?



96

IV. What staff position within each facility research
ed can best be assigned major responsibility for
tion and counseling?

Is there a staff position presently designated
within your agency as having primary responsibility
for overseeing sex education and counseling?

If so, is adequate time provided within the job
duties of that position so that a quality sex edu
cation and counseling program can be pursued?

If not, do you think such a staff designation would
enable the agency to provide a better sexuality
program?

V. In what ways could interagency cooperation enable
individual agencies to provide better sex educa
tion and counseling programs to their clients?

A. Have you experienced any interagency events
or discussions or efforts which have enabled
your agency to provide better sex education
and counseling?

B. Do you think your agency would pursue sex edu
cation and counseling with more confidence and
vigor if you knew that other agencies in the
area were doing so?

C. What ideas do you have for interagency coop
eration in this area?
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COVER LETTER SENT TO PILOT PROJECT AGENCIES

THE UNIVERSITY OF TENNESSEE
KNOXVILLE

October S3, 1?90

College of
Educacion

Department of
Special Services

Education

Professional

Pilot Project Agency
Metropolitan Area
Knoxvillc, TN

Dear Professional:

Last spring your agency participated in a research
project I an conducting in ny graduate studies under the
direction of Dr. Susan Benner. The inforaation you proviiled
about implenenting sex education in your facility was aost
valuable. I am soliciting your help again as I continue my
study in this most important area.

Previous data and discussion focused on the reasons
Mhich inhibit the delivery of systematic sex education and
counseling with retarded adults. This phase of the study
will seek to identify ways of moving beyond these barriers.

The enclosed "Checklist of Possible Approaches to
Providing Sex Education and Counseling" is designed to gather
your opinions and ideas, along with those of other profes
sionals, and then to formulate solutions to frequently cited
problems in this area. Please note the definitions at the
too of the checklist. It is important for the validity of
this study that we all use these understandings of "sex
education and counseling" and "sexuality" as we discuss the
topic.

After you have completed this checklist, I would like to
conduct a thirty to sixty minute interview with you so that
we can discuss your ideas in some depth. I will call you
within the next two weeks to arrange a time to get together
for that purpose.

As in the first phase of the study, all data will be
analyzed on a group basis only. Confidentiality will thereby
be maintained.

It is my hope that this project will be a positive step
in the progress we as a professional community and as a
society are making towards recognizing the sexual needs and
rights of retarded persons. Such recognition must be
followed by action to help meet those needs and protect those
rights. Taking action is the subject of this study.

Thank you once again for your time and input which 1
deeply appreciate. 1 look forward to talking with you soon.

Sincerely,

Cr is ty Hunt ley
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APPENDIX F

COVER LETTER SENT TO AGENCIES NOT
INVOLVED IN PILOT PROJECT

THE UNIVERSITY OF TENNESSEE
KNOXVILLE

Octobtr 3, 1990

College of
Education

Department of
Special Services

Education

Executive Director
Responding Agencies
East Tn Region
East Tennessee

Dear Executive Director:

I am gathering data for a graduate thesis under the direction of
Dr. Susan Benner. The thesis is concerned with sex education and
counseling with retarded adults. Because of your commitment to this
client grouPf Mr. Fred Coe of Greene Valley Community Services
identified your facility as an important participant in this study. I
would greatly appreciate the participation of your organization and
whichever individual therein is most qualified to provide the
information.

The first phase of the study is the two enclosed survey instruments
which can be completed in 3-S minutes. Please note the definitions at
the too of each of these instruments. It is important for the validity
of the study that we all use these understanding of "sex education and
counseling" and "sexuality" as we discuss the topic.

The second phase of the study involves an interview of thirty to sixty
minutes to discuss in greater depth the possible ways of dealing
effectively with the barriers to providing sex education and counseling
with reUrded adults. I will call you within the next two weeks to
arrange a time to meet.

A summary of the results will be available to respondents. Data will
be analyzed on a group basis only so that confidentiality can be
maintained.

It is my hope that this project will be a positive step in the progress
Me as a professional community and as a society are making towards
recognizing the sexual needs and rights of retarded persons. Such
recognition must be followed by action to help meet those needs and
protect those rights. Taking action is the subject of this study.

Thank you so much for your time and participation. Please call me at
:»82-6729 if you have any questions. I look forward to talking with you
in the near future.

Sincerely,

Cristy Hunt ley
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APPENDIX G

COMPOSITE OF DIRECT DATA

Agency code numbers used in tallying responses as
reported below

FQLLQW-UP INTERVIEW DATA FORM

I. What methods and evaluative tools could
professionals use to assess the sexual needs of the
individual client and to plan programming to meet those
needs?

A. Does your agency presently do a written
assessment of the sexual needs and knowledge of each
client at least annually?

No- 1 23A56789 12 13 1^ 15 16
Yes, by a psychologist - 10
Not annually, but routinely upon entrance to the
program - 11

B. Are you familiar with any sexuality assessment
instruments?

No- 1 2A5689 12 13 15 16
No, except there are related items on ABS - 3
Yes - 7

No, psychologist administers - 10
Use a se 1 f-deve loped assessment - 11
Somewhat — do not have any at agency — lA

C. Is each client's sexual needs and growth
discussed in annual staffinos?

If necessary/ when problems occur/ not routinely
A 6 8 10 lA 15

No, but are discussed annually at sex education
event for clients where communication is
encouraged - 2

Not always, but more and more frequently — 3
No - 5 11

Yes - 7 9 16

Yes, as needed - 12

99



100

D. If you have been doing systematic sexuality
assessment, describe the affect such assess
ment has had on your sex education and coun
seling program.

Better able to provide services appropriate to each
individual - 10 11

E. If you are not presently doing systematic
sesuality assessment, do you think such
assessment would enable your agency to provide
better sex education and counseling to your
c 1 ien ts?

Yes - 2 3 5 6 8 12 14 15 16

Qualified yes - 1 4 7
Unsure - 9

Difficult to assess needs of severe/profound - 2 4 9

11. What methods could professionals use to sensitize
parents, staff, and board members to the sexual
needs and rights of children/clients?

A. Does your agency have a written policy
concerning the sexuality of the clients?

No - 1 3 5 6 8 13 14 15 16
Yes - 2 10 11

Yes, through adult rights - 7 9
Working on one - 12
Professional did not know - 4

If so, are staff and parents aware of the policy?

Staff - Yes, Parents - No - 2
Yes-10 11
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B. Has your agency provided an in-service training
event for the entire staff which centered on
client sexuality?

Yes - 1 2 3 5 6 7 11 12 13 16
No, though individual staff have attended events
elsewhere 8 lA' 15

Not yet, but are planning such an event - 8 9 10

If so, in what ways did the event enable the agency
to provide better sexuality programming?

Sensitization to retarded persons as whole, sexual
people - 1 369 11 12

Emotional desensitization, establish comfort in
dealing with subject - 1 11

Learning practical approaches to specific
s i tua tions/inf orma tion - 5 10

Establish understanding, team approach - 9

C. How does your agency deal with client sexuality
issues in the orientation of new staff persons?

Very little - 1 3 8 10 12 1^
Through references to individual situations/

problems and how to handle them - 2 5 6 15
Through clients' rights - 7 12 13 14 16
Developing - 9
Read policies and procedures - 11
Train staff to be sensitive and open to clients'
sexual needs and questions - 5
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When and how do parents have an opportunity to
discuss their child's sexual needs, desires,
problems?

In response to problems—can bring it up at anytime
-  1 2 ̂  5 a 9 10 11 1^

Annual staffings, if desired - 3 ̂  5 8 9 lA 16
Social workers communicate re. problems - 3
Parent group which meets monthly - 6
8-week staffing - 9
Orientation for new clients/families - 11 13

E. What has been the reaction of parents to any
agency-initiated discussions of sexuality-
issues in the past?

Mixed/individual - 1 A 10
Usually willing to work through problems - 1 3 5
Basically positive reaction - 2 9 11 16
Denial/"eternal child" viewpoint - 1 2 6 8 10 15
Uncomfortable, reluctant to discuss, threatened - 7
8 12 lA 15

Minimal parental involvement (some clients are wards
of DHS) - 12 13 16

Parents are not routinely involved if client is
competent adult - 3 5 11 12

Parents are generally aware that teen-age children
have normal, sexual feelings - 5

Parents rely heavily on staff to handle problems -
12
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Can you identify parents and board mefflbers who might
be willing to serve as advocates for the sexual
needs and rights of retarded persons?

No - 1 3 5 7 10

Yes -2^689 11 12 13 1^ 15 16
Board involvement would not be helpful - 12

How could such advocacy enable your agency to
provide better services to meet your clients'
sexual needs?

Education/sensitization to client sexuality - 2 9 12
19

Support/pressure agency to provide services - 3 13
16

Public education re. client sexuality - 9 6 10 19
Support/en1ighten/invoIve other'parents -6 10 11 15
Assist clients by giving them "permission"' to be

normal -7

Serve as role models for clients, take them on dates
-  12

III. What resources do professionals need to provide
better sex education and counseling for their
clients?

A. Does your agency maintain an up-to-date
library of resources pertinent to sex
education and counseling with retarded
clients?

Yes - 3 9 15

No - 6 a 10

Developing - 9 11
Individual staff have materials or access to
materials - 1 2 5 7 10 12 19 16

How does or could such a library facilitate sex
education and counseling with your clients?

Staff probably wouldn't have time to use - 1 9 5
Client education - 3
Staff development - 13 16
Resource for responses to individual situations - 3
8 11 15

Engender openness about the topic - 12
Keep up with current thinking, practice - 9
Materials for clients would help them be open - 10
Expense a problem - 7
Probably not used unless there is a program - 19
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B. Are you aware of persons knowledgeable in the field
of sex education and counseling with retarded people
whom you could use as resource persons?

Yes - 1 E 3 ̂  5 6 8 9 10 12 13 15 16

How have you are could you resource such persons to
enable your agency to better meet the sexual needs
of your clients?

Programs/ Inservices - 1 2^5689 11 1^ 16
Individual counseling with or concerning clients - 3
^ 6 15(writes BlPs for agency)

Guidance in program development - 3
Written information/resources -hi
Phone consultation -hi

A1ter/develop public perceptions - 12

C. Does your agency's budget allocate money for sex
education and counseling?

Not specifically - 8 9 10 11 15
No - 1 3 5 6 7 13 1^

Budgeted indirectly under "staff development",
"resource materials", etc. - 2 ̂  12 16

How does or could such an allocation enable your
agency to provide sex education and counseling?

Wouldn't matter because lack of funds is not a major
problem - 1 2 3 ̂  5 6 8 9 10 11 12 13 15

More money = more systematic program - 6
Would help - 1^
Could develop grant for pilot program in sex

education - 3

Many materials are available at no cost - 7
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IV. What staff position within each facility
researched can best be assigned the major
responsibility for sex education and counseling?

Is there a staff position presently designated
within your agency as having primary responsibility
for overseeing sex education and counseling?

Yes - 1 (health/recreation instructor) 8 (social

workers, house managers) 13 (house managers) 16
(house managers) No - 4 5 6 11 1^ 15

Informally - E 3 7 9 10 18

If so, is adequate time provided within the job
duties of that position so that a quality sex
education and counseling program can be pursued?

No - 1 E 3

Yes - 8 13 16

If not, do you think such a staff designation would
enable the agency to provide a better sexuality
program?

Yes - E 3 ̂  5 9 10 IS 1^

More likely to accomplish - E
Probably - 6 15
No - 7 11

Perhaps need coordinator in addition to above - 16
Medical person would be best, use clinical approach
-

Team approach important - 9 11 IE
Must be person who is comfortable - 7



APPENDIX H

COMPOSITE OF INDIRECT DATA

COMMENTS, QUALIFICATIONS AND ANECDOTAL INFORMATION
CLASSIFIED ACCORDING TO THE FIVE SUB-QUESTIONS AND
AN ADDITIONAL CATEGORY SIX FOR "OTHER MATERIAL"

Agency code numbers used in tallying responses as
reported below

I. What methods and evaluative tools could pro
fessionals use to assess the sexual needs of
the individual client at least annually?

A. Programs must be/are sensitive to individual needs,
levels, etc. - 1 2 3 5 6-9 10 15 16

B. Assessment may not be necessary for every single
client- depends on functioning level - ̂

C. During sex education experiences, clients
(adolescents) are embarrassed, giggly, have difficulty
talking about their feelings. Sex education, therefore,
needs to be on-going, long term, ideally done by staff
who are there in group home. When clients ask questions
about sexuality, staff should be ready to take the time
to answer and discuss. Should be a mixture of formal
and informal experiences. Should be "fami ly-1 ike" - 5

D. Much assessment is done "on-the-job" - 6 7

E. Individual situations can be very frustrating; what
works with one person may not work with another - 8

F. Sexuality-related matters are usually a private
matter for clients - 10

G. Clients need to be counseled as to right and wrono —
10 ^ y

H. Competent adult clients have choice of whether or
not to attend classes re. sexuality - 10

I. Sexuality is discussed in lEP under "social goals" -
16

106
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J. AIDS and sexually transmitted diseases (STD)
education for clients is extremely important, especially
for clients living in independent or semi-independent
living situations - 3 ̂  5 7 11 12 l^

K. Efforts to support male adolescent clients in
developing social relationships have not been highly
successful. Difficult for clients to form friendships,
especially with girls. Even when male-female
*"6 la tionship exists at school, invitations of outsiders
to come to parties at group home are rarely accepted.
Perhaps it is the stigma of the group home.
Consequently, there are very few opportunities for
intimacy. Higher functioning clients actively pursue
girls, often talking of "going" with someone. Then they
might say, "1 don't want her anymore. You can have
her." - 5

L. Dealing with sexuality may deal with seemingly
unrelated behavior problems - 6 8

M. Stress responsibility, control over own body,
importance of saying no, very important part of sex ed.
- 7

N. Relationship between supportive employment and
sexuality—retarded people relating to non-retarded co-
workers - 8 12

0. Have identified RMS through individual assessment —
10

P. Emphasis upon social appropriateness - 7 10

Q. Relationships are the most important aspect of sex
education and counseling that clients need. Clients
are so institutionalized that many of them don't know
how to love - 12

R. Increasing expressions of sexuality in residences so
it must be addressed - 7

S- I's. AIDS and STD education—"This Csex education] is
not a luxury item, but a matter of life and death." -
1^

T. Lack of opportunity for social and sexual
relationships denies clients of their rights - 12

U. Adolescents have right to call house meeting
whenever they wish - 16



108

V. Programs must be sensitive to the needs of the
individual - 1 S 3 5 6 9 10 15 1^>

W. Don't want to stir up unnecessary problems through
assessment - 1

X. Advising clients "not the proper time, not the
proper place" is a cop-out if no appropriate situations
are ever available to them - 8 4

Y. Dual-diagnosed folks have special problems in the
area of sexuality - 9

Z. Policy of no dating between workshop employees/
clients yet this is not normal — policy needs updating -
10

a. Masturbation acceptance and instruction can be a
cop-out if no other type of sexual expression is allowed
- 12

b. Female client became involved with married man and
when confronted responded, "But he said his wife treats
him awfu11"- lA

c. Possible "Bible belt" influence is an inhibiting
factor with sex education and counseling - 1 ^8 1^

d. Approach must be political, "walk gently," offer
appropriate role models, deal with widely-accepted
family/social concerns - 14

II. What methods could professionals use to sensitize
parents, staff, and board members to the sexual
needs and rights of their chiIdren/c1ients?

A. Initially, parents use a lot of denial when
confronted with the sexuality of their child, but as
time goes on and they listen to us more, and we relate
details more to them and they begin to trust us more, I
think they do accept it and ask us what to do about it.
Then we give them g.uidance on how we handle particular
issues with a lot of sensitivity to how they feel. . .
The feelings of the parents play an important part in
how we will respond to a certain situation.
Our clients are all adults and have individual rights
beyond their parents telling them what to do. Occa
sionally, we will elect not to relate an incident to the
parents. If we feel it would create problems between
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the parent and the adult client, we just deal with it
here. There is a lot of judgment involved—extended
discussion by the team before a decision is made.

For clients who are declared mentally incompetent and
have family who are legal guardians, we feel obligated
to report any incident to the family. Parents are
informed when clients enter the program that unless
client has been legally declared incompetent, client
will be allowed to make his/her own decisions. Some
times parents are appalled at this. In all circum
stances, we try to inform parents, build trust. If
there is a conflict, however, the agency must side with
the competent adult client. - 3

B. Normalization and adult right mandate sex education,
counseling and rights for mentally retarded adolescents
and adults - 2 3 ̂  7 9 10 11 12 16

C. On-the-job client behavior problems related to
sexuality mandate sex education and counseling - 2 8

D. Some parents are more limited mentally than their
children - 2 5

E. Sex education is not an issue in which either board
members or parents want to be involved - 5

F. Many parents do not want to encourage sex education
or social relationships and friendships, thinking such
relationships will only cause problems - 6 7

2• Parents would deal with incidents as they occur than
deal with the matter comprehensively - A- 8

H. Parents are biggest problem - 8

I. Parents are not a problem - 9

J. Parents object most strongly to birth control,
thinking that by providing birth control, the agency is
encouraging sexual activity/intercourse - 11

K. 80-yeai—old sister of client is advocate for
clients' sexual rights - 12

L. Classic parental response—"Get it stopped!" - 15

M. Asking for problems if we don't communicate with
parents - 2
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N. Parents and board members saying "This is ok" would
carry a lot of weight with those who are unsure about
sex education and counseling with retarded persons - 2 5

0. Even the most liberal parents are pretty conserva
tive on the issue of sexuality of their child - 3

P. Agency staff do well dealing with problems - 1

Q. There is a wi 11 ingness/openness among professionals
to deal with sexuality issue - 8

R. "We haven't ignored sexuality because we see the
clients as whole human beings. It just isn't addressed
directly until it is a problem." - 9

S. Staff who don't view clients as sexual and don't
feel that they have sexual rights usually don't last
long in this field. Usually, their attitude towards
client sexuality carries over into other areas - 3

T. Most staff feel inadequate and are professiona lly
unprepared to deal with sexuality issues - 5

U. Graphic presentation, language, need to be accepted,
but are a major stumbling block for many staff - 5 6 7 8

V. "I don't understand it [client sexuality] yet. In
all of my training—undergraduate and graduate—it was
not taught." - 9

W. Staff turn-over a serious problem - 7 16

X. Parents object to agency raising issue, say "That's
my job", but then neglect it - 10

III. What resources do professionals need to provide
better sex education and counseling to their
c 1 ien ts?

A. Many resource persons in sex education are not
effective with retarded persons - 1 3

B. Have used resources of other agencies concerning
sexuality issues (Planned Parenthood, Red Cross, local
mental health agency) - 2 3 5 6 8 10 12
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IV. What staff position within each facility researched
can best be assigned the major responsibility for
sex education and counseling?

If no one at agency feels adequate to do sex education
and counseling, get an outside agency to do it; not an
ideal arrangement, but better than nothing - 7

V. In what ways could interagency cooperation enable
individual agencies to provide better sex education
and counseling programs to their clients?

Suggestion - discuss sexuality topic at ARC meeting - 1^

VI. Other material from responses which do not relate
directly to the research sub-questions.

A. Group home stigma - sex crimes will result - 6

B. Public perception about sex education is that "If
you tell them about it, they'll want to do it" - 6

C. Clients need to be encouraged to speak out - 8 12

D. Sexual preference should be accepted - 12

E. "If you start sex education, it's amazing what other
things come up just because clients feel they can talk
to you. It's a special time. We're saying that we see
them as adults and as whole people." - 7

F. Difficult to respond to workshop situations because
sometimes that is the only opportunity for male and
female clients to see each other - U

G. Other basic client welfare needs overshadow sex
education although sex education is important - 2 14
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ITEMS AND ISSUES CITED BY RESPONDENTS IN STRUCTURED
INTERVIEW VALUED ACCORDING TO NUMBER OF CITATIONS

Va lue Item or Issue

of vital concern

(8-9 citations)

programs must be sensitive to the
needs of the individual

normalization and clients' rights
mandate sex education & counseling

important to consider
(5-7 c itations)

AIDS and sexually transmitted dis-
seases mandate sex education &

counseling, especially for clients
living somewhat independently

there is a lack of social oppportu-
nities, times for intimacy, build-
re lationships

appropr iate/inappropr iate masturba
tion is common issue and frequent
ly addressed with new staff

have used resources of other agen
cies concerning sexuality issues

worthy of consideration
(B-'f citations)

graphic presentation/language need
to be accepted when providing sex
education, but are major stumbling
block for many staff

on-the-job problems r£,. sexuality
mandate sex education & counseling

dealing with sexuality may deal with
seemingly unrelated behaviors

clients need to be encouraged to
speak for themselves

parents/bd. members saying, "This
is ok" would carry a lot of weight
with those unsure about sex ed. &

couns. for retarded persons
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I tvffi or Issue

worthy of consideration some parents are more limited men-
2-4 citations) tally than their children

much assessment is done on-the-job

many parents do not want to en

courage sex ed. or social rela
tionships, thinking such rela
tionships will only cause problems

advising clients "not the proper
time, not the proper place" is a
cop-out if no appropriate situa
tions are ever available to them

parents would rather deal with inci
dents as they occur than deal with
sexuality systematically

staff turn-over is a serious problem

strong relationship between suppor
tive employment and sexuality—
retarded people relating to non-
retarded people

must be emphasis in sex ed. & couns.
upon social appropriateness

moral and ethical dimensions must be

included in sex ed. & couns.

many resource persons in mainstream
sex ed. agencies are ineffective
with retarded persons
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