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CME Accreditation

Statement of Need:  Continuing research into present and future methods of birth
control makes it important for clinicians to stay informed about the most up-to-date
findings concerning all forms of contraception.  Clinicians involved in reproductive health
care need to understand the factors that influence providing routine gynecologic care for
women with mental disabilities. They also need to understand new insights into how to
provide regular pelvic exams, menstrual hygiene education, sexuality counseling, and con-
traception to women with mental handicaps.  Clinicians should also know the benefits and
risks of sterilization or hysterectomy for such women, the ethical issues involved and the
current legal climate with regard to these procedures.

In addition, reproductive health care providers should be aware of the latest data on
mortality risks for women taking hormones after menopause and the potential for the
reduced risk of Alzheimer’s disease with replacement therapy. 

Goal:  The broad mission of the Editorial Board for The Contraception Report is to develop
patient education and professional communication materials that address the benefits and
risks of contraceptives, as well as other reproductive health-related issues, in a scientifically
balanced manner.

Educational Objectives: After reading this monograph, participants will be able to:
1)  identify three obstacles to providing routine gynecologic care to women with mental

handicaps; 
2)  state one counseling strategy that is helpful for preparing women with such handicaps 

for a pelvic exam;
3)  give two care alternatives to the standard pelvic exam for women with mental

disabilities; 
4)  describe one approach to helping persons with mental disabilities understand

appropriate private versus public behavior;
5)  explain the current approach to determining whether hysterectomy or sterilization is

appropriate for a woman with mental disabilities; 
6)  name one advantage of oral contraceptives as contraception for women with mental

handicaps; and,
7)  identify the approximate protection against cardiovascular mortality found in the 

Nurses’ Health Study for women taking hormone replacement therapy after menopause.

Educational Method:  The information is presented in a monograph, and the reader’s
knowledge is tested by the CME quiz.

Evaluation:  A course evaluation form will provide participants with the opportunity 
to review the content of the monograph, to identify future educational needs, and to 
comment on any perceived commercial or promotional bias in the presentation.

Evaluation Instrument:  The 10-question multiple-choice CME quiz is used as the
evaluation instrument.

Intended or Target Audience:  This monograph is intended for obstetricians and 
gynecologists, family physicians, pediatricians, adolescent medicine specialists, nurse 
practitioners, nurse midwives and others involved in reproductive health care.

Certifying Institution:  Dannemiller Memorial Educational Foundation is accredited 
by the Accreditation Council for Continuing Medical Education to sponsor Continuing
Medical Education for physicians.  

Dannemiller Memorial Educational Foundation designates this continuing medical
education activity for 1 credit hour in Category 1 of the Physician’s Recognition Award of
the American Medical Association.  

This CME activity was planned and produced in accordance with the ACCME Essentials.

Produced in cooperation with:
• Association of Reproductive Health Professionals    • Planned Parenthood ® Federation of America, Inc.

• The National Association of Nurse Practitioners in Reproductive Health
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Dear Colleague:

Women with mental handicaps are often frightened of the pelvic exam and have limited cognitive
and verbal skills, making regular gynecologic care difficult.  Over the past decade, improvements
in patient care approaches have made compassionate, reasonable gynecologic care more accessible
for these women.  This issue of The Contraception Report is based on a workshop presented by
Thomas Elkins, MD, at the North American Society for Pediatric and Adolescent Gynecology 11th
Annual meeting held in April 1997 in Cincinnati, Ohio.  During a follow-up interview, Dr. Elkins,
Director of the Division of Gynecologic Specialties at The Johns Hopkins University in Baltimore,
shared his expertise concerning this area of women’s reproductive health.  Dr. Elkins has a
personal interest in providing reproductive care for the mentally handicapped.  He has been
involved in the creation of innovative programs such as the University of Michigan’s Reproductive
Health Clinic for Persons with Mental Retardation and its sexuality counseling service. 

In addition, new data from the Nurses’ Health Study confirm decreased mortality among women
taking hormone replacement therapy after menopause.  The Baltimore Longitudinal Study on
Aging lends further support to the possibility that estrogen replacement therapy provides
protection against Alzheimer’s disease.  We highlight results from these two important studies.

Our Patient Update answers common questions your patients may have about what to expect
during their first pelvic exam.

We hope you find this information useful in your practice.

Sincerely yours,

David A. Grimes, MD
Executive Editor

The
CONTRACEPTION

Report



Routine gynecologic care is an im-
portant aspect of health care for all
women.  Adolescent and adult women
with Down syndrome or other mental
handicaps have special and diverse
needs with regard to gynecologic 
and reproductive health care.  These
needs vary depending on several
factors, including the individual’s
degree of mental and social disability,
her life circumstances, and her devel-
opmental stage.6 Some women with
mental handicaps have limited verbal
skills, which make them unable to
verbalize pain and discomfort or
express concerns about symptoms.2

Consequently, the mentally
handicapped woman’s caretaker and

clinician should monitor her health
on a regular basis.  Equally important
is the need for clinicians to recognize
special circumstances when addressing
the unique needs of these women.6

Several factors can cause patients
with mental handicaps to be resistant
and uncooperative with efforts to

provide gynecologic care.  Limita-
tions in cognitive ability or previous
difficult pelvic exams may undermine
attempts to provide care.  Patients
with severe mental retardation often
have physical disabilities, including
limb contracture and spasticity.
Such a physical disability may limit

Reproductive Health Care for the 
Mentally Handicapped
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Historical Perspective
Early in this century, Americans often confined

individuals with mental disabilities to institutions.
Physicians commonly performed hysterectomies on
these patients, as many states advocated compulsory
sterilization (not necessarily medically indicated) for
the mentally handicapped.1 Performing surgery early
in life limited the need for future gynecologic care.2
Efforts to provide gynecologic care frequently required
clinicians to resort to force, a traumatic experience 
for many women.  For example, several nurses would
restrain the patient so the clinician could perform 
a pelvic exam.  Therefore, many clinicians, rather 
than fighting the patient, chose not to perform the
pelvic exam. 

However, beginning in the 1970s, deinstitutional-
ization became the societal norm.1,3 Efforts to integrate
persons with mental retardation into society resulted in
the establishment of special education programs, group
homes, vocational training, and job opportunities for

the mentally handicapped.  Along with these changes
came an increasing recognition of human rights,
improvements in approaches to medical care, and
acknowledgment of the patient’s right to privacy.

During the last decade, the medical profession has
improved routine gynecologic care for women who are
mentally disabled.  Advocacy groups, including the
National Down Syndrome Congress and the American
Association of Mental Retardation (AAMR), have 
taken an active role in developing guidelines for
providing gynecologic care to these women.  In
addition, programs established by the University of
Michigan and Tennessee College of Medicine in
Memphis have addressed the many reproductive
concerns of persons with mental retardation.4-6 This
issue of The Contraception Report provides an
overview of issues involved in providing gynecologic
care for mentally handicapped women.  It also presents
approaches to patient care that have been successful.

Routine Gynecologic Care
INTRODUCTION

Adolescent and adult women with Down syndrome or other
mental handicaps have special and diverse needs with regard 

to gynecologic and reproductive health care.



mobility, which can further compli-
cate the evaluation.2 Thus, increased
time is often necessary in providing
routine gynecologic care.7

“Patients with mental impairments
are difficult to take care of because
many of them are unable to commu-
nicate and are frightened by the
exam,” explained Thomas Elkins, MD,
at a workshop on providing reproduc-
tive care for the mentally handicapped.
Dr. Elkins, Director of the Division of
Gynecologic Specialties at The Johns
Hopkins University in Baltimore,
elaborated during a presentation at
the North American Society for
Pediatric and Adolescent Gynecology
(NASPAG) meeting held in April of
1997 in Cincinnati, Ohio. 

“There is a pressing need to provide
good care for this population,” Dr.
Elkins stated during a follow-up
interview for this issue of The Contra-
ception Report.  “Several years ago, a
Massachusetts public health survey
suggested that routine gynecologic
care was not readily available to
persons with mental retardation.8

The survey found that less than 40%
of the mentally handicapped women
had received a routine gynecologic
examination within the prior 3 years.
The results seem to suggest that
clinicians care little for the needs of
the woman with mental handicaps.
I’d like to emphasize, however, that
doing a pelvic exam requires cooper-
ation from the patient.  It’s not like
listening to the heart or lungs,” he
added.  “Reproductive health care
clinicians need to do more extensive
examinations than other medical
specialists on patients who are often
frightened.  The reason some were
reluctant to provide care is that they
didn’t want to have to get almost 
into hand-to-hand combat and 
force patients. 

“However, in spite of the difficulties
in caring for these patients,” Dr. Elkins
assured workshop participants, “most
mildly and moderately mentally
disabled individuals can be provided
routine gynecologic care.”  Further-
more, in the majority of cases it 
is possible to provide this care to

mentally handicapped patients “with-
out subjecting them to unnecessary
physical and emotional trauma and
without the use of general anesthesia.”5

“It’s not enough to provide clini-
cians with information and strategies
for providing care to persons with
mental retardation,” Dr. Elkins noted.
“Compassion and a commitment 
to patient education are essential 
in caring for this population,” he
emphasized.

THE PELVIC EXAM
The pelvic examination is a routine

part of preventive health care in
women of reproductive age.  However,
for women with mental handicaps,

particularly those with limited verbal
and comprehension skills, the pelvic
exam can be a threatening experi-
ence.9 Patients may be uncooperative
out of extreme fear, especially if they
have experienced a previous trauma.
A woman may have endured a force-
ful pelvic exam, or been a victim of
sexual abuse.5 Even in the absence of
these prior experiences, patients can
be expected to display a broad range
of emotions in response to the
clinician’s attempt to examine her
genitals.  Common emotions range
from fear to anger, hostility and
aggression.2 Therefore, clinicians
should anticipate such reactions and
decrease patient anxiety about the
pelvic exam.  With careful planning,

a supportive caretaker, and patience,
however, a gynecologic exam can 
be accomplished in a remarkable
number of young women with
mental handicaps.

Patient Counseling
Patient education is important 

for persons with mental handicaps.
Information is most useful when
provided in clear, concise language
that can be easily understood.  One
strategy used at the University of
Michigan Reproductive Health Clinic
for Persons with Mental Retardation 
is scheduling one or more counseling
sessions before the pelvic exam.5 The
purpose is to explain to the patient
what will happen during her exam

and why the procedure is being done.
It also gives the woman the oppor-
tunity to ask any questions or express
concerns she might have about the
pelvic exam.  Providing this inform-
ation in advance helps to prepare 
the woman.  Including the woman 
in the process can give her a greater
sense of control.  This may reduce her
anxiety.  The counselor should adjust
his or her vocabulary according to
the patient’s educational capacity.  

A variety of materials can facilitate
the counseling session.  Examples 
of educational materials include
pictures and three-dimensional ana-
tomic models.7 For example, at the
University of Michigan, nurses use
photographs and slides of the external
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“In spite of the difficulties in caring 
for these patients, most mildly and
moderately mentally disabled individuals
can be provided routine gynecologic care,
without subjecting them to unnecessary
physical and emotional trauma and
without the use of general anesthesia.”

— Thomas Elkins, MD



and internal female anatomy to ex-
plain the pelvic exam to the mentally
disabled patient.5 Patients can be
given a hospital gown to take home
before the exam.  Sometimes this can
help ease discomfort, especially in
women who are extremely frightened
of the clinic setting.5

Another counseling technique
involves using an anatomically cor-
rect doll to demonstrate the breast,
abdominal and pelvic exams.2 The
patient should have an opportunity
to look at and hold the speculum.
This can help reduce her anxiety
about the instrument.  

“During the examination, clini-
cians should use a reassuring voice
and explain each step of the procedure
before it happens,” said Dr. Elkins.
The patient should also have the
opportunity to participate in the
examination.  Use of a modified
sitting position and a mirror can be
helpful.  Involving the patient will
not only help alleviate anxiety but
also teach her about her anatomy 
and physiology.  Education of this
type encourages the woman to 
feel comfortable with her body, 
an essential element of healthy
sexual development.7

A number of techniques can
decrease a patient’s discomfort during
the pelvic exam.  For example, run-
ning the speculum under warm water
for a few seconds before inserting 
it not only avoids the sensation of
cold metal, but eases insertion of the

speculum.  “Because lubri-
cants may interfere with
cytologic assessment of 
the Pap smear they should
be avoided during exams
including Pap smears,” 
said Dr. Elkins.  “Also, re-
member to use the smallest
appropriate speculum.”
Instructing the patient to
breathe deeply, or using
diversion tactics (riddles,
stories, songs) can also be
used during the pelvic exam
to help the patient relax.
Finally, the young woman
should have the option of

having a parent, other caretaker or
friend present during the examina-
tion.7 Adolescents often benefit
from bringing a favorite book or
stuffed animal.

When performing the pelvic
exam, the traditional supine exam-
ination position is adequate for 
most patients with mild to moder-
ate mental handicaps.  However, 
this position may be inappropriate 
in patients with physical disabilities,
including spasticity or deformity 
of the extremities.5 Modifications
include the frog leg, side-lying or
knee-chest position.2

ALTERNATIVES TO THE TRADITIONAL
PELVIC EXAM

Bimanual exam without speculum
In patients who are at low risk 

for gynecologic disorders clinicians
can perform a bimanual exam as an
alternative to using the speculum.2
A cotton-tipped swab can be effective
in obtaining a Pap smear.  The clini-
cian should locate the cervix with a
finger first and then insert the cotton
swab adjacent to the finger.  The
swab should be rotated several times
over the cervix to obtain a sample 
of cervical cells.  Preliminary data
support the efficacy of this method,
although the smears often lack endo-
cervical cells.  This use of a cotton
swab to obtain a Pap smear should
be reserved for patients who express
extreme fear toward the speculum.2

Despite the importance of regular
gynecologic care, nationwide debate
exists over the necessity of providing
annual Pap smears.  While some
states make annual Pap smears a
requirement, many physicians feel
that yearly tests are unnecessary in 
a patient whose previous Pap smear
was normal, who is asymptomatic
and has never been sexually active.2
However, for sexually active patients
who exhibit gynecologic symptoms
such as abnormal uterine bleeding,
annual Pap tests are advised.  Studies
examining the efficacy of the newer
human papillomavirus (HPV) detec-
tion tests are needed to see if this
additional form of screening might
aid in selection of patients who need
further visualization of the cervix 
and annual screening.

Ultrasound
Abdominal ultrasound represents

another alternative to the traditional
pelvic exam.  Since the procedure is
not invasive, it is less likely to cause
extreme fear and distress.  Conse-
quently, ultrasound can be performed
successfully in most patients who 
are unable to tolerate the traditional
pelvic exam.2 “For the patient who 
is virginal without any evidence of
sexual activity and no symptoms, a
pelvic ultrasonography, while not
ideal, is a method of identifying
various problems including uterine
fibroids or ovarian cysts.2 This
method eliminates the need to use
sedation and is particularly helpful 
to evaluate those patients who are
severely to profoundly mentally
retarded.  One advantage is that
many patients will sit still for the
evaluation,” Dr. Elkins explained.  

Sedation
In severely mentally disabled

women who cannot tolerate a
physical exam or a pelvic ultrasound,
sedation allows clinicians to perform
routine gynecologic exams.2,5 At 
the University of Michigan, an oral
dosage of 2-8 mg/kg of ketamine or
0.2-0.4 mg/kg midazolam (orange 
or chocolate flavored) has enabled
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Counseling Prior to the Pelvic Exam 
Can Help Alleviate the Patient’s Anxiety



physicians to accomplish pelvic
exams in mentally handicapped
patients.5 Although sedation pro-
vides an excellent alternative, Dr.
Elkins cautioned, “We don’t often
use sedation in an outpatient setting
unless we have a facility where we 
can provide good anesthesiology 
and emergency care backup.”

ISSUES RELATED TO MENSTRUATION
Women with mental handicaps

may experience a variety of diffi-
culties related to menstruation.
Premenstrual syndrome is common
among these women; symptoms can
be severe and even debilitating in
individuals with profound retard-
ation.6 Among the most common are
weight gain, cramping, and seizures,
which may appear up to 7 days prior
to menses.  These symptoms often
manifest as behavior problems, such
as aggression, tantrums, and crying
spells and are more common in non-
verbal patients.2 Some patients are
prone to self-abusive behavior and
should wear protective gear such as 
a football helmet and mittens to
prevent bodily harm.6

In addition, some women, parti-
cularly the severely to profoundly
affected, have difficulty performing
adequate menstrual hygiene.10 How-
ever, with instruction and behavior
modification training, most women
with mild and moderate mental dis-
abilities are able to learn menstrual
hygiene.4,9,11 Effective teaching
strategies include audiovisual aids
and repetition of instructions.  

Menstrual irregularities are also
common in women with mental
handicaps.  They include long,
irregular, heavy, or painful menses.
Despite the prevalence of menstrual
problems in the mentally handi-
capped, several treatment options
exist.  A mild diuretic can reduce
water retention.  Pyridoxine has a
natural sedating effect that can help
curb aggressive behavior.2 Use of 
low-dose oral contraceptives in
combination with nonsteroidal 
anti-inflammatory drugs has been
successful in reducing menstrual flow
in women with menorrhagia, as well
as alleviating dysmenorrhea.2,11 In
addition, progestational agents, such
as medroxyprogesterone acetate, can
be given either intramuscularly or
orally to suppress menstruation.2,9

DMPA and OCs also have the added
benefit of providing contraceptive
protection.  Menstrual suppression
offers a nonsurgical approach to man-
aging patients with severe mental
retardation who are incapable of
performing menstrual hygiene.2,11

STERILIZATION
In the past, many states advocated

involuntary sterilization of mentally
handicapped individuals.  Support 
for involuntary sterilization, or the
“eugenics” movement, derived from
the belief that persons with mental
retardation were incapable of giving
informed consent, and that the prac-
tice was necessary “to avoid genetic
transmission of mental retardation.”11

Eugenics proponents believed that

women with mental handicaps
always would give birth to a child
with equal or worse mental retard-
ation, a concept that has since been
challenged.1 Although these women
are more likely than the general
population to give birth to children
with mental handicaps, many have
children of normal intelligence.6

In 1942 the Supreme Court
challenged the law on mandatory
sterilization.  The court overturned 
its 1927 ruling in Buck vs. Bell and
declared eugenic sterilization uncon-
stitutional.  The court recognized 
the inherent right of procreation for
all individuals.  Since that ruling, a
heightened awareness of the civil
rights of the mentally handicapped
has emerged.  

Today, state laws vary widely.3,12

Many prohibit sterilization of
individuals with mental handicaps
altogether and others permit it under
special circumstances.12 States that
do not prohibit sterilization require
specific criteria to be met.13 First,
hysterectomy should be considered
only for women with inadequate
menstrual hygiene (or medical
indications such as malignancy).
Second, a recommendation from the
patient’s physician is required for
surgery.  Third, “informed consent
from the woman’s legal guardian
must include a review of the risks 
and benefits of and alternatives to 
the proposed surgery.”13 In many
jurisdictions, court approval is
required and guardians must show
that the procedure is in the best
interests of the patient.

Ethical Issues
Several ethical issues directly relate

to sterilization of the mentally handi-
capped.  They include informed con-
sent, the patient’s right of privacy,
and consideration of the woman’s best
interests.  Informed consent refers 
to “the patient’s understanding of
reasonable alternatives, risks and bene-
fits of the procedures, and the ability
to express her personal choice.”12

Most states now require that an
individual give informed consent 
for sterilization.  Consent from the

7

Tips for Conducting a Pelvic Exam in the 
Mentally Handicapped Patient
• Speak to the patient in a reassuring voice throughout the exam
• Explain each step of the procedure before it happens
• Warm the speculum
• Use the smallest speculum possible
• Have the patient do deep breathing exercises

Source:  Elkins TE, 1991 (see reference 2).



on our ethics committee had cerebral
palsy and had difficulty with verbal
communication; this person was able
to provide a unique perspective on
the issues affecting our patients.”

Today, hysterectomies are no
longer performed routinely in women
with mental disabilities.  Hysterectomy
is generally indicated in only a min-
ority of patients — usually those
persons with severe-to-profound
mental retardation — who stand to
benefit the from the procedure.13

For example, a hysterectomy may 
be performed in patients for whom
contraceptive alternatives to tubal
sterilization are inappropriate.12 Even
so, tubal sterilization may be more
appropriate than hysterectomy unless
menstrual hygiene is a problem. 

“Rather than looking at the mental
handicap as a determining factor, one
should attempt to make decisions
about sterilization in the same way
we’d make the decision for persons
not having mental handicaps,” said
Dr. Elkins.  Other reasons warranting
hysterectomy include gynecologic
disease (extensive fibroids, neoplasms),
severe anemia, or contraindications
to hormonal therapy.  A hysterec-
tomy may also be recommended for
the patient in whom management 

of menstrual hygiene is unsuccessful
despite repeated attempts at training
and behavior modification.  This
option may be particularly appro-
priate if the patient also has hepatitis
or other blood-borne disease and
could pose a health threat to her
caretakers and peers.5,11

Parental Requests for Sterilization
Parents commonly feel protective

of their mentally handicapped
daughters.  They may have concerns
and fears of their daughter being
vulnerable to sexual exploitation.
Often, such concerns lead parents to
inquire about or request sterilization
to prevent an unwanted pregnancy.
In addition, parents may request a
hysterectomy for their mentally
disabled daughter in an effort to
eliminate adverse effects associated
with menstruation (discomfort, diffi-
culties in hygiene, missing school 
for 5 to 7 days per month).13 In a
study conducted at the University of
Michigan, Patterson-Keels et al found
parents’ fears of unwanted pregnancy
outweighed reservations about steri-
lizing their mentally handicapped
daughters 54% of the time.3 However,
many parents are unaware of the
medical risks associated with surgery.11
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family or caretaker alone is deemed
insufficient in most cases.  Typically,
a doctor’s recommendation is required
for consideration of sterilization of a
mentally disabled patient.  However,
an evaluation of the individual’s
capacity to provide informed consent
is often necessary.  

The presence of a mental handicap
does not necessarily preclude a
patient’s ability to provide informed
consent.  However, several profession-
als should be consulted to assist in
determining her capacity to give
informed consent.  Among them 
are special educators, psychologists,
attorneys familiar with disability law,
and physicians who have expertise in
working with the mentally handi-
capped.  Although state laws vary, in
most jurisdictions a consensus among
these professionals that the patient 
is capable of giving informed consent
is considered sufficient to proceed
with sterilization.  

“Remember that a patient with
mental disabilities, if judged capable
of giving informed consent, has the
right to choose sterilization just as a
woman with no mental handicap.
Given the changing nature of the law
and the controversies surrounding
this issue, however, it’s best for
physicians and other health care
providers to become familiar with
the laws in their state,” Dr. Elkins
advised.  

If the individual’s capacity for
informed consent remains unclear,
many states will require a court deci-
sion regarding the patient’s mental
capacity.12 In other cases, an ethics/
advisory committee, comprised of 
a group of diverse medical and 
nonmedical individuals is often 
relied upon to make a decision that
reflects the patient’s best interests.
“Therefore, it is critical that an ethics
committee be comprised of indivi-
duals who have an interest and/or
expertise in mental retardation” said
Dr. Elkins.  “Ideally, the committee
should include individuals who have
handicaps themselves, who can best
understand the needs of persons with
handicaps.  For example, one person

Guidelines for Protecting the Best Interests of
Mentally Handicapped Patients When Considering
Sterilization
• The mental incapacity or incompetency should be a permanent

condition, and not one in which the functional capacity to choose 
or the capacity to be a parent would change.

• There should also be a reasonable likelihood that the patient is 
fertile and may experience sexual intercourse unless her social
freedom is restricted.

• It should be determined whether pregnancy represents a serious,
objective physical risk (eg, severe heart disease) to the patient.

• Even if no health risks would be incurred through pregnancy, the
burdens to the patient of childbearing, parenting, or menstrual
hygiene problems should be considered.

Source:  ACOG 1988 (see reference 12).



Use of general anesthesia is
associated with increased risks for
persons with Down syndrome because
of concomitant physical impairments.
For example, persons with Down
syndrome often have pulmonary and
cardiac abnormalities.  Postoperative
complications can include atelectasis,
pulmonary embolism, cardiac mal-
function and aspiration pneumonia.
Increased risk may also occur among
persons with mental handicaps not
caused by Down syndrome who have
other physical limitations.  On the
other hand, ineffective contraception
may lead to a high-risk pregnancy.
The risks and benefits of hysterec-
tomy, sterilization and/or possible
contraceptive failure need to be
considered.

Sterilization Guidelines
In an effort to protect the interests

of mentally disabled patients, the
American College of Obstetricians
and Gynecologists (ACOG) published
a policy statement in 1988 regarding
sterilization for persons with mental
handicaps.  Among the issues the
report addressed were informed con-
sent and providing care in the best
interests of the patient.  The burdens
to the patient in terms of menstrual
hygiene, medical and social risks of
pregnancy, as well as parenting
obligations should be considered.
Where burdens to caretakers become
a factor, review by an ethics commit-
tee may be appropriate.

The Michigan Medical Center 
also has developed guidelines for the
sterilization of persons with mental
retardation.  It requires patients meet
seven specific criteria before a steri-
lization is indicated.  This program
also routinely presents such cases to
an ethics/advisory committee for
review before the procedure.14

SEXUALITY AND SOCIALIZATION ISSUES
Women with mental disabilities

have a broad range of sexual and
reproductive needs.15,16 Among 
these are sex education, socialization
skills, knowledge of appropriate
“private” versus “public” behaviors,

and strategies to avoid sexual abuse.
Counseling concerning contracep-
tion, sterilization and sexually
transmitted diseases may also be
warranted.  While these socialization
and sexuality concerns are typical
among adolescents of normal intelli-
gence, various intellectual, social and
educational deficits complicate these
issues in women who are mentally
handicapped.7,16

All adolescents face a number of
challenges in dealing with social and
sexual development.  Those with
mental disabilities may require special
attention to help them deal with
physical changes and developing
sexuality.  Many also need help
understanding the difference between
inappropriate and appropriate inter-
actions with different people.  This
teaching forms a key strategy for
preventing sexual abuse.  

Women with mental handicaps
can be especially vulnerable to sexual
exploitation, particularly those who
are affectionate or may unknowingly
exhibit seductive behavior.9 Often,
these young women are socialized 
to be dependent and respectful of
authority, which may also increase
their vulnerability.  

Chamberlain et al reported that
the incidence of sexual abuse is
highest among mildly retarded
adolescents.10 The study of 87

women found that one third of
mildly retarded and one fourth of
moderately retarded adolescents 
had been victims of rape or incest.  
In most cases the assailant was a
family member or someone whom
the victim knew well.

Unfortunately, identifying women
who have become victims of sexual
abuse can be more difficult in those
with mental disabilities.  This is
especially true for individuals who
have impaired verbal skills.  However,
possible warning signs include behav-
ior changes and showing signs of
intense fear.9

To help address issues related to
sexuality and socialization, the
University of Michigan integrated 
a sexuality counseling program into
its clinic.  The counseling program
began in 1985.  The program’s
primary goals are to enhance 
socialization, normalization, and
self-advocacy skills in persons with
mental retardation.16 The program
relies on a variety of counseling
approaches that incorporate audio-
visual programs, role-playing and
group dramatizations.  Teaching
appropriate and inappropriate basic
social-sexual interactions is an
important element of counseling.  

The “Circles” program is one
approach the University of Michigan

9

Criteria for Sterilization in Patients with 
Mental Handicaps  
• The patient is of legal age or emancipated because of pregnancy.

• She is currently sexually active, has been in the past, or anticipates
such activity as a possibility.

• Her mental handicap is permanent.

• She is physically capable of pregnancy or has regular menses.

• Contraception is not considered a reasonable option.

• She gives evidence of having decision-making capacity.

• She is her own legal guardian.

Source:  Elkins TE, et al, 1988 (see reference 14).
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uses to help mentally handicapped
adolescents distinguish various
behaviors that are appropriate to a
specific context.16 The exercise uses
drawings of concentric circles to
represent levels of relationships.
Adolescents are taught that strangers
and acquaintances should remain in
outer circles, whereas inner circles
should be reserved for family mem-
bers and loved ones.  Behaviors such
as hugging and kissing are not
appropriate for strangers and others
who belong in the outer circles.
Adolescents are taught to respond to
encounters with persons posing as
strangers with a handshake or nod.
Other concerns addressed at the
program include contraception 
and pregnancy.

CONTRACEPTION
Women with mental handicaps

have unique needs for contracep-
tion.7,9,15 One obstacle to contraception
is the reluctance of parents, other care-
givers, or health care providers to
acknowledge the sexuality and sex-
ual needs of persons with mental
handicaps.9 Despite limitations of
cognitive development, mentally
handicapped adolescents reach sexual
maturation at about the same time as
other adolescents and often display
curiosity about sex and sexual feelings.  

Chamberlain et al studied adoles-
cent women with mental disabilities
and found that about 50% had had

sexual intercourse.10 Among the
moderately retarded adolescents, 32%
were sexually active.  Importantly, 
of the 14 young women who were
sexually active, 43% became pregnant.
The high rate of unintended preg-
nancy suggests a need for adequate
and appropriate sex education and
information about contraception.

Clinicians should assess several
factors before recommending a con-
traceptive method.  The woman’s
understanding and reasons for parti-
cipating in sexual intercourse need to
be evaluated.  Does she understand
what she is doing?  Is she a willing

participant?  Other considerations
include the predicted frequency of
intercourse, the patient’s ability to
comply with or monitor the method,
and the anticipated circumstances
under which intercourse is likely 
to occur.7

In general, oral contraceptives
represent a good method, provided
that compliance is not a concern 

and that the woman has no contra-
indicating medical problems.  Oral
contraceptives have the benefits 
of decreasing menstrual flow and
reducing dysmenorrhea.  Clinicians
prescribing oral contraceptives
should encourage the caretaker to
make sure the pill is taken every day.9

Coexisting disease needs to be
taken into account.7,15 For example,
low-dose oral contraceptives may be
less effective in patients who are
being treated for a seizure disorder.
Increased failure rates occur among
women taking certain entiepileptic
medications, including pheno-
barbital, phenytoin, primidone and
carbamazepine.17 One approach to
increase contraceptive efficacy is to
start with a dose of 50 mcg estrogen
and/or shorten the pill-free interval,
or use alternative methods.  Especi-
ally for women with other physical
problems, the benefits of effective
contraception must always be
weighed against the risks of preg-
nancy to both the woman and fetus.

Long-acting progestins, such as
subdermal implants and DMPA, are
convenient and highly effective.
However, breakthrough bleeding, a
frequent side effect, may be poorly
tolerated in women with mental
handicaps.9 This drawback may not

be important for women who are 
able to perform regular menstrual
hygiene.  Irregular bleeding with im-
plants often subsides within the first
year.  DMPA may result in amenorrhea
after 3 doses of 150 mg, a major
advantage for women unable to
perform routine menstrual hygiene.
If contraception is not needed
immediately, a 3-week trial of oral

Young Women with Mental Handicaps Can Be Taught 
Appropriate Affectionate Behavior for Family and Strangers

One obstacle to contraception is the reluctance of 
parents, other caregivers, or health care providers to

acknowledge the sexuality and sexual needs of 
persons with mental handicaps.



medroxyprogesterone 10 mg daily
(before a long-acting preparation is
given) is often helpful to assure that
an adolescent does not develop be-
havioral outbursts or mood changes
in response to progestin therapy. 

Although the intrauterine device
(IUD) has the advantage of being
compliance independent, this meth-
od is not routinely recommended 
in women with mental disabilities.
IUDs are associated with several
disadvantages, including increased
bleeding and cramping and unre-
cognized expulsion or perforation.
Women with mental handicaps may
not be able to verbalize complaints
of pain that could signal medical
complications.  

Barrier methods require planning
as well as a high degree of manual
dexterity.  Therefore, they are rarely
indicated, since many mentally handi-
capped individuals also have deficits
in motor skills.9 Major problems with
barrier methods include compliance
problems, improper use, and higher
failure rates.  Couples counseling,
however, can facilitate the use of
condoms among male partners.

CONCLUSION
Preventive gynecologic care is

important for women with mental
disabilities.  While providing routine
care to this population presents many
challenges to clinicians, it is possible.
“With compassion, dedication, and
commitment to educating these
women, clinicians can provide 
good care to women with mental 
disabilities,” said Dr. Elkins.
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Patient Care Guidelines for Women with 
Mental Handicaps
1. Clinicians must have a commitment to providing care that is in the

best interest of the patient.

2. Each patient should be treated as a unique individual with distinct
problems regardless of her level of mental retardation.

3. Each problem should be viewed as only one element of the patient’s
total reproductive health concerns.

4. Each therapeutic intervention should provide the “least restrictive
means” or “least harmful alternative” form of care whenever
reasonable.

5. Decisions should be made in a manner sensitive to widely shared
societal views and should be open to review by an advisory/ethics
committee composed of societal representatives who have an 
interest and expertise in mental retardation.

6. Certain procedures or therapies, such as surgical sterilization, should
require review by a committee because of the problem of informed
consent in the mentally handicapped.

Source:  Elkins TE, et al, 1986 (see reference 4).



The Nurses’ Health Study
indicates that, overall,
women taking hormones 
postmenopausally are at less
risk of dying than women not
using hormones.1 The Nurses’
Health Study is a large,
prospective cohort study of
female nurses.  Over 121,000
nurses enrolled in the study,
which began in 1976.
Researchers calculated
mortality risks based on
about 3,600 deaths occurring
among this cohort between
1976 and 1994.  

The risk of dying was about 40%
lower from all causes for women
taking hormones (adjusted RR=0.6;
95% confidence interval [95% CI],
0.6-0.7).  Researchers adjusted for
confounding factors such as age, age
at menopause, age at menarche, type
of menopause, body mass index,
diabetes, high blood pressure, high
cholesterol, cigarette smoking, past
oral contraceptive use, family history
of myocardial infarction, and family
history of breast cancer.  Additional
adjustment for dietary factors, alcohol
intake, vitamin or aspirin use, and
exercise did not substantially affect
the relative risk.  

Past use conferred no survival
benefit (RR=1.0; 95% CI, 0.9-1.1).
Recent use (<3 years ago) provided
protection against death from all
causes (RR=0.8; 95% CI, 0.7-0.9);

however, the protection disappeared
5 years after stopping use.

Hormones protected women from
dying of coronary heart disease
(Figure 1).  For women taking
hormones, the risk of dying from
coronary heart disease was signi-
ficantly lower — about half the risk
(RR=0.5; 95% CI, 0.3-0.7) of their
nonusing counterparts.  This estimate
remains in line with past research.2
The risk of dying from stroke was
about 30% less, although the protec-
tion did not reach statistical signi-
ficance (RR=0.7; 95% CI, 0.4-1.2),
possibly because there were few cases
among current users (n=28).

Cancer deaths were reduced as
well.  For all types of cancer, women
taking hormones had about a 30%
less chance of death.  For breast
cancer, the risk appeared lower as
well, although the result was of
borderline statistical significance
(RR=0.8; 95% CI, 0.6-1.0).  The
authors note that, “Part of the
decrease [in cancer deaths] may be
due to a causal relation between
hormones and some cancers (eg,
recent studies, [including the Nurses’
Health Study], have found a strong
inverse association between hormone
use and colon cancer).”  The authors
also noted no association between
hormone use and ovarian, pancreatic
or brain cancers.

The researchers examined data by
specific risk factors, including high
versus low cardiovascular risk, family
history of breast cancer and current
cigarette smoking.  Those in the high
cardiovascular risk group exhibited
one or more of the following charac-
teristics:  current cigarette smoking,
high cholesterol levels, high blood
pressure, diabetes, parental history of
premature myocardial infarction, and
a body mass index of 29 or greater.
Those at low risk had never smoked,

Lower Risk of Mortality for Women Taking
Postmenopausal Hormones
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Figure 1

Adjusted Relative Risk of Death Among Postmenopausal Hormone
Users vs. Never Users — Nurses’ Health Study, 1976-1994

Source:  Grodstein F, et al, 1997 (see reference 1). 
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had no high cholesterol or high
blood pressure, no history of parental
premature myocardial infarction and
a body mass index of less than 25.

Women at high cardiovascular risk
(69% of the population) had a signifi-
cantly lower risk of dying — half the
risk of women who had never taken
hormones (Figure 2).  On the other
hand, among women at low risk the
benefit was attenuated and did not
reach statistical significance (RR=0.9;
95% CI, 0.6-1.3).  Smokers and non-
smokers alike who used hormones
were about 40% to 45% less likely to
die from all causes.

Uncertainty remains about the risk
of breast cancer with postmenopausal
hormone use.  Consequently, the
investigators also looked at the risk 
of death from all causes among
women who did or did not have a
family history of the disease.  No

difference in mortality was seen
among women whose mother or
sister had had breast cancer. 

The researchers found less pro-
tection from death, however, with
increasing duration of hormone use.
Women were protected from death
from all causes by 37% with ever use;
after 10 years of use the protection
was weaker (RR=0.8; 95% CI, 0.7-1.0).
This effect was primarily due to the
researchers factoring in an increased
risk of breast cancer with long-term
use (≥10 years) of about 40% (RR=1.4)
calculated from their prior research
findings.  

Whether or not the substantial
benefit of cardiovascular protection 
is offset by an increased breast can-
cer risk, however, is controversial.
Although much research has been
done on the possible link between
postmenopausal hormone use and

breast cancer, with some data suggest-
ing a modest increase of 1.2 to 1.4 with
10 or more years of use,3 no definitive
conclusions have been reached.

This large, prospective investiga-
tion provides further support for the
benefits of hormone replacement
therapy.  It also suggests that women
at high risk of cardiovascular disease
receive the greatest benefit.  Although
the question of breast cancer risk re-
mains unanswered, this study found
deaths due to all cancers reduced
among hormone users.  Growing evi-
dence also suggests protection against
colorectal cancer and Alzheimer’s
disease (see article on page 14 for 
new evidence concerning hormone
replacement therapy and Alzheimer’s
disease).  Given these benefits and
the known protection against osteo-
porosis, women and their clinicians
need to weigh the benefits and risks
of therapy according to individual
risk factors and needs.
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Figure 2

Adjusted Relative Risk of Death from All Causes Among 
Current Users vs. Never Users of Postmenopausal Hormones 

According to Risk Factor Group

Source:  Grodstein F, et al, 1997 (see reference 1). 
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menarche, years of natural cyclic
estrogen exposure, menopause
duration, and surgical menopause.    

Duration of use, however, did not
result in increasing protection as might
be expected.  Although the relative
risks in all duration of use categories
were less than one (indicating a
reduced risk), none was statistically
significant (Figure 1).

The authors note that several lines
of investigation point to a positive
effect of estrogen on brain function.
For example, some studies of women
with Alzheimer’s disease have demon-
strated cognitive and affective improve-
ment,5,6 while another suggests that
estrogen may potentiate the effect of
tacrine in the treatment of the disease.7

According to the BLSA researchers,
“Possible biologic mechanisms for a

Growing evidence suggests that
estrogen replacement therapy may
help prevent Alzheimer’s disease
among women.  Although not all
studies agree, several have provided
evidence of such a benefit.1-3 The
latest data come from the Baltimore
Longitudinal Study of Aging (BLSA).4
The National Institute on Aging
began this prospective study of
normal aging in 1978.  The sample
included 472 post- or perimenopausal
women followed for up to 16 years.

The researchers found that women
who had ever used estrogen replace-
ment therapy compared with
nonusers had about a 55% reduced
risk of developing Alzheimer’s disease
(RR=0.5; 95% CI, 0.2-1.0).  These
results were unchanged by factors
such as age at menopause, age at

14

protective influence of estrogen on
cognitive function are suggested 
by investigations demonstrating
direct effects of estrogen on neuro-
transmitter activity and neuronal
development. …Estrogen-sensitive
neurons are present in both men and
women, particularly in the limbic
system, cerebral cortex, and basal
forebrain.  These neurons degenerate
in Alzheimer’s disease, causing a 
loss of cholinergic innervation.
…Recent observations of decreased
hippocampal volumes and memory
deficits in women with Turner’s syn-
drome,8 who do not produce normal
levels of estrogen and other gonadal
hormones, suggest that estrogen
affects human brain morphology.”

Despite the promising observations
the authors caution, “…the BLSA is
not representative of the general
population in terms of education,
socioeconomic status, and estrogen
usage.  Also, we cannot evaluate the
effect of individual estrogen compo-
nents, dosages, or routes of delivery
because subjects used a variety of oral
formulations and few subjects used
estrogen patches. …The potential
benefits of estrogen replacement
therapy in relation to Alzheimer’s
disease and cognitive loss require
further study, ideally in the setting 
of a randomized prevention trial.”
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Aging Study Supports a Benefit of Estrogen
Replacement Therapy in Preventing Alzheimer’s
Disease in Women

Figure 1

Adjusted Relative Risk of Alzheimer’s Disease in Women According
to Duration of Use of Estrogen Replacement Therapy — 

Baltimore Longitudinal Study of Aging

Source:  Kawas C, et al, 1997 (see reference 4). 
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CME Quiz Vol. 8, No. 4

The
CONTRACEPTION

Report

1. The “eugenics” movement advocated that persons
with mental retardation 
a. be institutionalized 
b. be allowed to marry
c. have compulsory sterilization
d. be cared for at home

2. In most states, consent from the caretaker or family 
of a woman with mental handicaps is considered 
a. sufficient for sterilization or hysterectomy
b. insufficient for sterilization or hysterectomy 
c. essential before sterilization or hysterectomy 
d. supersedes the woman’s individual consent

3. All of the following indications may warrant hysterec-
tomy in a woman with mental disabilities EXCEPT
a. parents fear of sexual abuse
b. inability to perform adequate menstrual hygiene
c. gynecologic disease
d. severe anemia

4. Patterson-Keels et al found that parents’ fears of
unwanted pregnancy outweighed their reservations
about sterilizing their mentally handicapped 
daughters about what percent of the time
a. 10%
b. 25%
c. 35%
d. 55%

5. Chamberlain et al found that the incidence of sexual
abuse is highest among 
a. mildly retarded adolescents
b. moderately retarded adolescents
c. severely retarded adolescents
d. those with the most severely impaired verbal skills

6. Educating young persons with mental handicaps to
prevent sexual abuse includes teaching about all of 
the following EXCEPT
a. private versus public behaviors 
b. how to greet acquaintances or strangers
c. how to perform routine menstrual hygiene
d. affectionate behaviors appropriate for family

members

7. Which of the following contraceptives is generally not
recommended for the woman with mental handicaps
a. oral contraceptives
b. intrauterine device
c. depot medroxyprogesterone acetate
d. subdermal implants

8. Chamberlain et al found that about what percentage 
of adolescent women with mental handicaps had 
had sexual intercourse
a. 15%
b. 40%
c. 50%
d. 65%

9. Data from the Nurses’ Health Study suggest that a
woman’s risk of dying from coronary heart disease 
is reduced by about how much if she uses hormone
replacement therapy after menopause
a. 25%
b. 35%
c. 45%
d. 50%

10. Data from the Nurses’ Health Study suggest that a
woman’s risk of dying from all types of cancer is
reduced by about how much if she uses hormone
replacement therapy after menopause
a. 10%
b. 15%
c. 20%
d. 30%

Please mark your answers on the CME Quiz Answer Form.
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