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I  WANT TO KNOW

I am entitled to good health care
To increase my knowledge and become more aware.

To know my body and what to expect
When something goes wrong, and I do get sick.

I want to know about my eyes and ears
And when to seek medical attention without any fears.

I want to know what makes my heart beat
And how to take care of my gums and teeth

I want to know about my nose and mouth
So I can understand without many doubts.

I want to know what makes me breathe
And what happens when I sneeze.

I want to know about my stomach and intestines
Of what I eat and of good nutrition.

I want to know what vaccinations I need
To help and protect me from a specific disease.

I want to know when to call my doctor
And what to tell him/her without any proctor.

I want to know about the medicines prescribed
Of what they do to help me inside.

I want to know about my glands and my nerves
I want to stay healthy, because it's what I deserve.

Irene Olsakowski
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PREFACE

The California Department of Development Services (DDS) has funded a series of 
activities to promote Wellness which will help ensure access to quality medical, dental, 
and mental health services with an emphasis on positive health outcomes.  Taking a 
leadership role in this statewide effort, DDS has conducted research, developedbest 
practice guidelines, and improved professional expertise for services for persons with 
developmental disabilities.  Accordingly, the mission of this effort is: 

To promote the health and well-being of  
all Californians with developmental disabilities.

The information herein does constitute, in any way, advise on health care issues.  
It does not reflect the opinion or policy of the Department of Developmental 
Services in any way.

Adapted from an on-line resource at the Department of Developmental Services 
website (http://www.dds.cahwnet.gov/).
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INTRODUCTION

IS THIS GUIDE FOR YOU?

Consider the following scenarios:

• You are a caregiver/service provider and new to your job.

• You are an administrator and want to start providing training to staff on the
special health care needs of people with developmental disabilities.

• You are a service provider and recently started providing residential services to
an individual who has Down Syndrome with medical needs.

• You are a caregiver who recently started providing services and supports to
someone who has digestive problems.

• You are a staff member working in a day program and want to find out more
about infectious diseases.

• You are a parent and want to find out what to expect when you go to the
doctor’s office regarding a son or daughter’s possible hearing problems.

• You are a caregiver and want to teach some of your residents/direct caregivers
about how the heart works and how to keep it healthy.

If you or someone you know has ever been in any of the above situations, this health
information guide is for you.

HOW IS IT ORGANIZED?

In this guide, you will find 10 modules representing various systems of the human body
(for example, Mouth & Teeth, Lungs & Breathing).  In each of the modules, you will
find two sections:

Health Information and
Resources for Caregivers In this section, you will find information in

understandable language about the common health
conditions facing people with developmental
disabilities.  In addition, you will find information
about risk factors, prevention, nutrition, planning a
successful visit to the doctor, published materials,
organizations, and Internet resources associated with
the topic of that module.
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Prevention Curriculum for
Instructors of Adults with
Developmental Disabilities This section is an instructional guide on healthy

living.  Each set of parallel pages provides: (1)
teaching tips for instructors on the left; and, (2)
easy-to-understand descriptions of basic body
systems for individuals with developmental
disabilities (along with tips on healthy living) on
the right.  Pages on the right can be pulled out
and photocopied as individual handouts or made
into transparencies for group instruction.

BUILDING A QUALITY HEALTH CARE TEAM

Parents and other caregivers can do several things to address the health needs of
individuals with developmental disabilities.  (It helps to begin with a broad concept of
health as not just the absence of disease, and to ask what can be done to promote good
health as well.)  Here are several tips.

Strengthen Certain Attitudes
Two attitudes, along with a number of skills and habits, are crucial in assisting
people to seek the health care they need:

• Believe that every person is entitled to quality health care and that
each person has a right to good care.

• Despite any obstacles and frustrations, believe that you can make a
positive difference in advancing the health of the person in your care.

Know the Person Well
It is important to learn as much as possible, directly from the person as well as
other health care professionals and the person’s circle of support.

• If able to communicate, ask the person about his/her experiences with
doctors and others over the years.

• Find out from people who know the person well (for example, parents)
what childhood illnesses and other health-related experiences the
person has had.  Ask about any on-going problems or issues, such as
fear of seeing a dentist.  Ask what, if anything, was tried in addressing
each issue, and with what results.

• If possible, put together a medication history, noting (a) when a
prescribed or over-the-counter medication was taken, (b) how much
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and how regularly it was taken, (c) whether it worked, and (d) whether it
had any adverse side-effects.

• Ask for copies of medical records and ask the person’s primary care
physician how, if at all, you can help him or her know about the person’s
health history.

• Listen to health care professionals for information as to their findings
(such as signs, symptoms, what they may mean), and make notes when you
get home, so that as time passes, the notes can refresh your memory.  Be
sure to ask questions, and to repeat or rephrase questions, until you get
informative answers to all of your questions.

• If a person you care for has one or more chronic conditions, such as
juvenile diabetes or complex partial seizures, learn as much as you can
about the condition and about treatment modalities.  There are several
sources of information, including (a) fellow parents or care providers; (b)
physicians who specialize in treating people with a particular condition
(e.g., at a Spina Bifida clinic); (c) support groups; (d) organizations (e.g.,
regional center; Down Syndrome League); (e) libraries; and (f ) the
Internet.

Find Out What is Available:  Services and Financial Assistance

• Learn what services (hospitals, programs) are available in your area to meet
the health needs of the person in your care.  Choose a primary care
physician who is knowledgeable, experienced, communicative,
understanding, and who provides quality services (timely, thorough,
comprehensive, collaborative).  Ask other parents or care-providers.  Talk
with doctors who have an interest in providing services to people with
developmental disabilities.

• Ask fellow parents or care providers for leads to others who may be in a
position to assist you in locating the service(s) you need, whether it’s a
therapist or a specialist (for example, registered dietitian or neurologist).

• Besides knowing what services and supports are potentially available to
meet a health need, learn about rights and entitlements.  Again, talk with
fellow parents and care providers who successfully get needs met, and ask
them how they do it.  Take advantage of trainings on the Individuals with
Disabilities Education Act (IDEA), the Americans with Disabilities Act
(ADA), and the Lanterman Developmental Services Act.  Ask for copies,
and read them.  Join a parent organization, such as TASK, Matrix, or
Parents Helping Parents.  Call your local Area Board for information and
support, when you need it.
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Learn How to Get Services, and How to Pay for Them

• Learn to read the ‘small print’ in insurance policies or regulations
about benefits.  Do not be bashful about asking questions.  Ask
questions in a way that the person you are speaking to has to say
something other than “Yes” or “No.”  Probe or seek to clarify
information that you do not understand.  If a person (e.g., an insurance
company clerk) says that a service you need is “not provided,” ask for
an explanation.  Find out who has the authority to make the rules, and
do not give up (or be put off ) by simple explanations (e.g., that “we
always, or never”).

In complex organizations, everyone has a policy and procedure guide
available.  If a policy/procedure is cited, ask for a copy of the policy/
procedure and for an explanation of why the service is (is not)
provided.  Ask whether there is a procedure for making exceptions to a
given policy/procedure.  If so, what circumstances would make an
exception likely.

• Be assertive.  That is, think through what it is that you want (for
example, information, a service), why you want it, and express your
want or need as clearly as possible.  Know your needs, interests, and
concerns.  Listen to what people say in response to gain an
understanding of their needs and interests.  Ask questions (such as the
meaning of key terms), so that you come away from the dialogue with
a shared understanding of what was discussed.  If follow-up is needed
(for example, a clerk needs to check with her supervisor to get an
answer), seek agreement on a date and time when the appropriate
person will get back to you.  Be accountable for promises you make,
and expect others to do likewise.

• Work effectively with others.  Collaboration and negotiation are
sometimes involved.  Negotiation involves parties working out
differences in a way that permits both to get their priority needs met.
This may call for creative solutions, some elements of which may be
suggested by the other side.  Hear each other out.  Ask questions to
clarify how much common ground (and what differences) exist.  Look
at pros and cons of suggested solutions from all vantage points.  Make
sure any agreement is the best possible, and better than no agreement
at all.

• Be persistent.  Many systems (such as managed care or insurance) have
several steps that need to be taken in order to use them.  These steps
dissuade some people from using services the system provides.  Some
steps become intended (or unintended) barriers to service, thereby



Introduction    Page XI

helping ration scarce resources to people who reveal a significant need by
being persistent.  Persistence pays!

• Express appreciation for good service.  A sincere verbal expression of
thanks can be important in cementing relationships with people.  Tell the
person what you liked about the services rendered.  Many professionals
field numerous complaints, but rarely experience the warmth and good
feelings we all have when people express gratitude for something we have
done.

• Keep good records of visits, telephone calls, or other communications with
health care providers.  Be sure to get the name of anyone you talk with by
telephone.  Make sure your notes are complete and dated.  Request a
written denial, if a service is not provided.  These records can become
important if a fair hearing or other conflict resolution processes become
necessary.
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Health Information
for Caregivers
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INTRODUCTION
The medical term for a health problem associated with the brain is neurological
impairment. People with developmental disabilities and neurological impairments
may have problems in any or all of the areas of learning, social behavior, and muscle
control.  Whether or not mentally retarded, some people with neurological
impairments need specialized services and supports from caregivers similar to those
available for other people with developmental disabilities.

COMMON NEUROLOGICAL
CONCERNS FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES

TYPICAL BRAIN FUNCTIONING
The brain works like a computer.  It collects information from various body parts,
analyzes and sends back messages through the nervous system. These messages might
have to do with walking, talking, seeing, hearing, remembering, learning, talking,
feeling, and so on.  If something happens to the brain or nervous system, it can affect
some or all of the things we need to do each day.  Some of the most common
neurological problems experienced by people with developmental disabilities include:

EPILEPSY
The brain typically sends messages to the body through the nervous system in
an organized pattern of small, electrical discharges.  However, people with
developmental disabilities who also have epilepsy produce patterns of
electrical discharges that are very unorganized.  These erratic patterns will
cause a seizure or convulsion.  This type of disability is known as epilepsy or
seizure disorder.  The three most common types of seizures are grand mal, petit
mal and simple or complex partial.

Grand Mal
Also known as generalized tonic clonic seizures, grand mal seizures can
last a few minutes or more and can occur from one or more times each day
to one or more times each year.  People who have a grand mal seizure lose
consciousness and have convulsive body movements.  Afterwards, the
individual is generally confused and drowsy and may want to sleep.

Petit Mal
This type of seizure may occur many times per hour, but only last from 5-
20 seconds.  It may be accompanied by staring or twitching of the eyelids
and a short loss of consciousness.  Individuals are seldom aware that they
have had this type of seizure.
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Simple or Complex Partial
These are seizures which affect only one part of the brain.  A simple partial
seizure may occur while someone is conscious and may cause involuntary
movements of arms or legs.  They may also cause unusual smells or feelings for
the person having the seizure.  A complex partial may include a variety of
symptoms such as lipsmacking, staring, confusion, head or stomach pains,
buzzing or ringing in the ears, changes in color perception, fear, anger, so on.
This type of seizure may last several minutes or several hours.

OTHER DISABILITY RELATED NEUROLOGICAL PROBLEMS
In addition to seizure disorders, there are other neurological problems that are
associated with people with developmental disabilities.

Down Syndrome
Individuals with Down Syndrome may also have two types of neurological
problems.  The first is a developmental problem which places them at risk for
spinal cord injury and can result in partial or complete paralysis.  The second
is that many older individuals with Down Syndrome have been diagnosed
with something very similar to Alzheimers, which is a deterioration of mental
capacity.

Cerebral Palsy
People with cerebral palsy have what is known as a nonprogressive
neurological impairment.  It is caused by an injury to the part of the brain that
controls and coordinates muscles and usually happens before or at birth.  In
some persons, cerebral palsy may not be noticeable while others may have
significant problems walking and talking.

Rett’s Syndrome
The cause of this syndrome is unknown and only seems to be present in
females (it may be lethal for males before birth).  It can result in a general lack
of coordination, an unusual walk, smaller than usual head size, constant hand
wringing, and behavior challenges.

Microcephaly and Hydrocephaly
Individuals with smaller or larger than usual head size usually have some type
of neurological problem as well. This can include mental retardation and
delayed motor development.

Tuberous Sclerosis
This is a hereditary disease and consists of a number of small tumors on the
surface of the brain.  It usually results in a decline in mental capacity and a
seizure disorder.
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Medication
Individuals with developmental disabilities who use psychotropic (drugs
that affect the mind) medication for long periods may contract a
neurological disorder.  These are typically called movement disorders and
symptoms often include unusual movements of the face.

Traumatic Brain Injury
Injuries to the brain after birth can result in a variety of neurological
problems (speech, memory, learning, walking) for people with
developmental disabilities.

Behavior Disorders
Erratic behavior that gets worse over time may indicate a neurological
problem.  This could be a symptom of a tumor, bleeding in the brain, or
migraine headaches.

Sleep Disorders
Unusual sleep patterns can also be the result of a neurological problem.
The causes are varied and  include night time only seizures, a mild form of
sleep apnea, or something similar to a night terror.

Other Nerve Disorders
Some individuals with developmental disabilities have what is known as a
peripheral nerve disorder.  This is a nerve problem that affects the
extremities (arms and legs), for example, carpal tunnel syndrome.

STROKE
The sudden rupture or blockage of a blood vessel in the brain which causes a
loss of blood supply.  A stroke can result in loss of consciousness, paralysis and
other symptoms depending on the location of the rupture or blockage.
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RISK FACTORS
Individuals with developmental disabilities are at risk for neurological problems for a
variety of reasons, which include:

• Traumatic injury to the head may result in injury to the
brain at any age.

• Trauma during birth, for example, lack of oxygen to the
brain.

• The use of certain medications for psychiatric or other
medical problems for long periods of time.

• Self-abusive behavior which involves the head, for example,
head banging.

 • The general aging process can include neurological
problems, especially for people with Down Syndrome.

• Tumorous growths on any part of the brain.

• A number of developmental disabilities can include
neurological issues, such as Down Syndrome, tuberous
sclerosis, cerebral palsy, and Rett’s Syndrome.
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PREVENTION
There are many ways to lower the risk of neurological problems for people with
developmental disabilities.  Suggestions for caregivers include:

• The use of protective helmets during certain active sports
such as bicycling and baseball.

• Monitoring of medication for side effects such as a rapid
change in behavior.

• Behavior analysis and intervention for self-abusive behaviors
which involve the head area.

• Observation of general behavior over time (for example,
aggression, memory loss) which may be due to specific
disabilities (such as Down Syndrome), the general aging
process, or growths on the brain.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR

A TYPICAL NEUROLOGICAL EXAMINATION
As a caregiver, if you see some signs of possible neurological problems (for example, rapid
changes in behavior, memory loss), it’s important to make an appointment with a primary
care physician as soon as possible.  He or she can complete a thorough examination,
provide some basic neurological screening tests and make a decision whether or not to
refer to a specialist, such as a neurologist.  The following are the major parts of a typical
neurological screening test that would be used for someone with a developmental
disability.  They can be completed in the physician’s office and are not painful.

Checking for Reflexes
The doctor will want to check for typical reflexes by tapping the knee or ankle
lightly with a special, rubber-tipped hammer.  He or she will also lightly touch the
underside of the foot which may produce some movement in the big toe and
suggest certain nervous system problems.

Muscle Strength and Tone
Checking for muscle strength and the ease of arm and leg motion can suggest the
presence and location of certain nervous system problems.

Coordination
The physician may ask the individual to stand, walk or move in a certain way to
see how the nervous system is controlling posture, coordination and balance.

Checking the Senses and Vision
Since the nervous system controls the senses, the doctor may also use a number of
sensory tests (for example, touching the skin with something cold or warm) or
may complete a vision test.

Mental Status
To check for memory loss or judgment, the physician may ask some questions of
the individual (for example, is it day or night? or, when is your birthday?).

SPECIAL NEUROLOGICAL EXAMS
If referred to a neurologist, an individual with a developmental disability may be asked to
complete an electroencephalogram (or EEG).  This is also a painless test which involves
attaching a series of electrodes to the scalp.  The doctor then measures the rate, height
and length of the brain waves to look for possible problems.
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PLANNING FOR A VISIT TO THE DOCTOR
Preparing someone for a visit to the doctor is important.  Caregivers should consider
the following suggestions:

• Before the visit, you can review the basic outline of the visit
(in the Instructor’s Guide at the end of this section) with the
individual and ask if there are questions or concerns.

• You might talk to the doctor about any challenges he
or she might face in examining the individual.

• Since neurological problems affect thinking, doctors rely on
information from sources other than the individual.  You
should be prepared to accompany the individual and to provide
information about such things as current and past behavior,
medication, and sleep patterns.

• You might also be asked to start keeping a diary or log certain
behaviors for a future follow-up appointment.
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ACCESS TO MEDICAL CARE
If you don't have a primary care physician, calling your local medical society is the best
way to find a doctor or who can serve people with special needs. Also, ask other
individuals with developmental disabilities, parents or caretakers what physicians they
prefer. For individuals with developmental disabilities who do not have medical insurance,
funding for medical services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs not provided by Medicare,
Medicaid, or a residential institution.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and specialized testing (for example,
electroencephalograms) if medically necessary.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not provided
by another agency (e.g., Medi-Cal), a regional center may purchase such health
and medical services as: assessment, diagnosis, and evaluation; physical, occupational,
and speech therapy; adaptive equipment and supplies; specialized medical and dental
care; and, transportation services necessary to ensure delivery of services  (excerpted
from the Lanterman Act).

NEUROLOGY CARE RESOURCES

INDIVIDUAL SUPPORTS AND ADAPTATIONS
People with developmental disabilities who also have significant neurological
problems will often need additional support from caregivers.  This is especially
true for individuals who have an onset later in life (for example, due to brain
injury or the aging process).  Many of the things that people were able to do
independently may now take require from others.  For example, bathing, dressing
and eating may require extra physical support as well as careful attention for safety.



Page 24    Health Information

Since neurological problems can affect coordination and balance, individuals
with developmental disabilities may need environmental adaptations.  For
example, special walkers, canes and standard accessibility features for
bathrooms (grab bars, shower seats) may be needed.  In addition, memory loss
may require special attention to the storage of toxic household products and
medication.

PUBLISHED MATERIALS

You can order most books through your local bookstore or if through an on-
line, Internet resource such as amazon.com.

Cerebral Palsy; A Complete Guide for Caregiving
Johns Hopkins Health Book (1995) ISBN: 0801850916

A guide for parents and caregivers of children and adults with cerebral palsy.
Part I provides an overview of cerebral palsy and explains the medical and
psychosocial implications of associated conditions, offering advice for
caregivers as  advocates.  Part II contains practical information on caregiving
and  medical procedures and Part III defines and describes medical terms and
diagnoses, surgical procedures, and assistive devices. It also includes a list of
resources and recommended reading.

Living Well With Epilepsy by Robert J. Gumnit, MD
Demos Publications

Learning to live with epilepsy requires many adjustments. Learning to live
well with epilepsy requires "extra thought, good planning and realistic self-
assessment." This book encourages individuals to take charge of their lives and
try new experiences to enrich life. Contains chapters by leading experts in
epilepsy.

A Guide to Understanding and Living with Epilepsy by Orrin Devinsky, MD
F.A.
Davis Company

Easy-to-understand resource for people with epilepsy and their families. It
covers a wide range of medical, social and legal issues. Topics include
explanation of seizures and epilepsy; information about medication, side
effects and risks; and, getting the best medical care.



Brain    Page 25

Alzheimer's Disease and Down Syndrome by I. Lott (1995)
National Down Syndrome Society. Available through the National Down
Syndrome Society, 666 Broadway, New York, NY 10012 (800) 221-4602

This booklet answers some of the most commonly asked questions about
Alzheimer's disease and Down syndrome. Included is information about
incidence, symptoms and diagnosis of Alzheimer’s disease in individuals with
Down syndrome.

Developmental Disabilities and Alzheimer’s Disease...What You Should Know
The Arc (1995)

Available through The Arc of the United States, National Headquarters, 500 East
Border Street, Suite 300, Arlington, TX 76010 (817) 261-6003. This booklet
provides an introduction to the risk factors, symptoms, diagnosis, and care for
Alzheimer’s disease in individuals with developmental disabilities, including
Down syndrome.

ORGANIZATIONS

The National Resource Center for Traumatic Brain Injury
P.O. Box 980542, Richmond, VA 23298-0542 (804) 828-9055

The mission of the National Resource Center for Traumatic Brain Injury is to
provide relevant, practical information for professionals, persons with brain injury,
and family members. This organization has more than 20 years of experience
developing intervention programs, assessment tools, and investigating the special
needs and problems of people with brain injury and their families.

The National Down Syndrome Society (NDSS)
666 Broadway, 8th Floor, New York, NY 10012-2317 (800)221-4602

Established in 1979 to increase public awareness about Down syndrome; to assist
families in addressing the needs of their children; and to sponsor and encourage
scientific research.   NDSS supports research seeking the causes of, and answers
to, many of the medical, genetic, behavioral and learning problems associated with
Down syndrome; sponsors internationally renowned scientific symposia; advocates
on behalf of families and individuals; provides information and referral services
through its toll-free number; and develops educational materials, many of which
are distributed free of charge.
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National Tuberous Sclerosis Association (NTSA)
8181 Professional Place, Suite 110, Landover MD 20785-2226 (800) 225-
6872

The is a voluntary, national, non-profit organization, which provides support
to individuals with tuberous sclerosis and their families, awards grants to
researchers and offers educational information to the public and professional
communities.

The Epilepsy Foundation of America
National Office, 4351 Garden City Drive, Landover, MD 20785-2267
(800) EFA-1000

Epilepsy Foundation of Northern California
1624 Franklin St., Suite 900,  Oakland, CA 94612-2124 (800) 632-3532

Epilepsy Foundation of Los Angeles and Orange County
3600 Wilshire Blvd, Suite 920, Los Angeles, CA 90010-2613 (800) 564-0445

An affiliation of service organizations nationwide which are committed to
finding a cure for epilepsy and a positive quality of life for all those affected by
seizures.  The Foundation provides a number of low cost books and videos for
caregivers.

CLINICS

There are a variety of specialized neurology clinics throughout California.
They are often associated with a major university or teaching hospital.  You
might ask your primary care physician or a local medical society for
information on a clinic in your area.  Here is one example:

The Stanford Comprehensive Epilepsy Center (SCEC)
The offers state-of-the-art medical and surgical management of epilepsy in
adults and children.  A full complement of advanced diagnostic tests is
available for diagnosis, seizure classification, and evaluation for surgical
treatment of epilepsy.  For more information please contact the SCEC at
(650) 725-6648 or to arrange an appointment call the clinic at (650) 723-
6469.
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INTERNET

You can find the following resources on the World Wide Web:

National Resource Center for Traumatic Brain Injury
http://www.neuro.pmr.vcu.edu/

National Down Syndrome Society
http://www.ndss.org/

National Tuberous Sclerosis Association
http://www.ntsa.org/

Epilepsy Foundation of Northern California
http://www.efnc.com/index.html

Epilepsy Foundation
http://www.efa.org/indexf.htm

Health Plan Shopping Guide
http://www.healthscope.org
If you are shopping for a health plan, California Consumer Health Scope is
a shopper's guide to HMOs and other health services.
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that indicate a need for immediate medical attention or first aid
include:

Unusual behavior (such as aggression), loss of memory, loss of
ability to do things (such as self care), problems with walking or
coordination, loss of muscle strength, loss of consciousness or
paralysis.  For any of these symptoms, it is critical to seek
immediate medical care.

SEIZURE FIRST AID
It is important to follow these general guidelines during a seizure
(adapted from the Epilepsy Foundation).

KEEP CALM
Seizures usually last only a few minutes and generally do not
require medical attention. Remember, the individual may be
unaware of their actions and may or may not hear you.

PROTECTION FROM FURTHER INJURY
If necessary, ease the person to the floor. Move any hard, sharp
or hot objects well away.  Protect the person's head and body
from injury. Loosen any tight neckwear.

DO NOT RESTRAIN THE PERSON
DO NOT INSERT ANYTHING INTO THE MOUTH

The individual is not going to swallow his or her tongue and
forcing open the mouth may break teeth or cause other injury.
Do not put a tongue blade between the teeth.

AFTER THE SEIZURE SUBSIDES, ROLL THE PERSON
ON THEIR SIDE

This enables saliva to flow from the mouth, helping to ensure
an open air passage.

IF A SEIZURE LASTS LONGER THAN 10 MINUTES, OR
REPEATS WITHOUT FULL RECOVERY~ SEEK
MEDICAL ASSISTANCE IMMEDIATELY.

Although this rarely occurs, status epilepticus is life-
threatening. It is a serious medical emergency.

TALK GENTLY TO THE PERSON
After any type of seizure, comfort and reassure the person to
assist them in reorienting themselves. If necessary, the person
should rest or sleep. If the person wanders, stay with them and
talk gently to them.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities



YOUR PLAN

Your Outline/Agenda:

Page 30  Prevention Curriculum

TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Neurology Care Checklist
Directions.  Before you use this workbook to teach someone about basic
neurology care, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the neurology health curriculum you want to emphasize.
For example, if the person you support takes medication for psychiatric
reasons, you will want to spend extra time talking about the effects of
medication.  You might also use the information to develop a goal for the
Individual Service P lan.

_________________________________           _______________________
Name of Person Date

         Independent      Needs Some      Needs Total

                            Support         Support

Wears a protective
helmet when riding
a bicycle or playing
baseball

Extends hands and
arms when falling

Tells someone if vision
is blurred

Tells someone if head
is injured

Tolerates general
physical
examinations

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Use a model (or a picture) of the brain and demonstrate how
messages come through the nervous system to the brain and
out to the body.

• Talk about how the brain controls most of the things we need
to do each day like walking, talking, eating.

• Here’s a chance to use a computer for a demonstration of how
the computer takes in information (type a message) and sends
it out again (through the printer).  You could also hook up to
the Internet and send and receive some e-mail as another
example.

• Talk about the importance of the brain in helping us do the
things we like to do.  Ask someone to mention a favorite
hobby, for example, bowling.  Explain how vision, muscle
coordination, strength, walking and math skills are all a part
of the game and are all controlled by the brain.

• You can use the page on the right as a handout or as an
overhead.
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Your brain works like a computer.

It takes in and sends out messages from
all over your body.

It helps make sure that you
talk, walk, see, hear, and all
of the things you need
to do to get through the day.

HOW DOES
YOUR BRAIN WORK?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Talk about different kinds of thinking problems, like memory
loss.  Ask if anyone has everyone forgotten where he or she put
something or forgotten a name.

• Talk about different ways that the brain can get injured, for
example, accident, drugs, or at birth.

• Mention how an injury to the brain (for example, getting hit
with a bat, a bicycle or car accident) can affect the things we do
each day like eating, walking, and getting dressed.

• Ask to imagine what it would be like not to smell, taste, or
touch since the senses can be affected by an injury to the brain.

• This would be an opportunity to try out some different
activities that call for a different way of thinking.  Ask people
who write or draw with their right hand, to do it with their left
hand.  Or, ask people who swing a bat from left to right, to
swing it right to left.  What is it like to think a different way?
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Some people with developmental
disabilities have a hard time walking and
talking from something that happened
before or at birth.

Sometimes, people with developmental
disabilities get hurt and cannot do the
things they used to do.

As people get older, they cannot
remember things as well.

Sometimes, taking too much of some
medicine can make it hard to
do the things we need to do each day.

SOME OF THE THINGS
THAT CAN HURT
YOUR BRAIN ARE ...
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• The discussion from the previous page is a natural lead-in to
talk about ways to keep the head and brain safe.

• Bring in a safety helmet (for example, bicycle, baseball,
motorcycle) and let everyone try it on.  Ask if people use
helmets when they play sports like baseball or ride a bike.  If
not, encourage people to purchase one.

• Mention the importance of only taking medicine that the
doctor tells you to take.  Emphasize staying away from the
medicine that belongs to someone else and illicit drug usage.

• Ask if there are other ways to keep your brain safe?
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TO KEEP YOUR BRAIN SAFE,
REMEMBER TO ...

Wear a safety helmet when riding a bike or
playing a game like baseball.

Take only the medicine given to you by a
doctor and take it when the doctor tells you
to take it.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• If it is possible to arrange a tour of the doctor’s office with the
doctor, or a nurse or technician before the appointment.  The
tour could include a brief explanation of the physical
examination process and a chance to sit on the examining
table or in the chair that will be used for the interview and
assessment.

• If a tour is not possible, review the basic outline of the
examination on the right-hand page.

• You can also demonstrate the different parts of the
examination (for example, demonstrate the reflex test by
gently tapping on the knee of a volunteer).  You can also talk
about how the electroencephalograph (EKG) machine works
by helping the doctor look at brain waves.

• During the appointment, make sure that the individual
knows what will be happening next.
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WHEN YOU GO TO
THE DOCTOR ...

First, the doctor will sit with you
and talk to you about  how your
are feeling.

The doctor might also ask you to do some
things like stand up and walk.   He or she
might also ask you some questions about
things that happen in your life.

The doctor might also gently tap on your
knee or ankle.  He or she might also use a
special machine which will tell
him or her more about your brain.

The doctor will then tell you how well
your brain is working and if  you can do
something to help you think better.  If  you
have any questions, remember to ask the
doctor.

?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• It is important to encourage people with developmental
disabilities to tell a caregiver when he or she starts having
problems thinking clearly.  For example, someone cannot
remember the names of close friends, or cannot remember
what happened yesterday or cannot remember how to use the
phone.

• You can also talk about certain events that people should
report, for example, getting hit in the head or falling off of a
bike, taking someone else’s medicine, or taking too much
medicine.

• You can also review  “to keep your brain safe, remember to ...”
and talk about those times when it is important to tell
someone right away.  You can point to the symbols (football
player gets hit in head, person has a hard time remembering,
the book is very blurry) if you are working with people who do
not read.
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You get hit in the head or your head hurts.

You cannot remember things like you
used to remember.

You fall down a lot or lose your balance.

Everything you see gets really blurry.

IT IS IMPORTANT TO TALK
TO SOMEONE WHEN  ...

?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers
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INTRODUCTION
The eyes take in light rays, turn them into electrical messages and then send those
messages through the nervous system to the brain.  That whole process is called vision.  It
has been suggested that up to 70% of the brain may have some role in the vision process.
In fact, some refer to the eye as an outpost of the brain.

Since the brain and the eye are so dependent on each other, there is a good chance that
any kind of injury to the brain will affect the vision process as well.  So, it should be no
surprise that vision problems are much more prevalent among individuals with
developmental disabilities.

COMMON VISION CONCERNS
FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES

UNDERSTANDING NORMAL VISION
To understand more about typical vision problems, it’s important to review normal vision.
Eyesight (or visual acuity) is usually measured with an eye chart (also named the Snellen
chart).   The eye chart consists of lines of letters which get progressively smaller in size.
Normal vision is 20/20.  That is, the person being tested can see the same line of letters at
20 feet that a person with normal vision can see.  20/40 vision means that the person
being tested can see at 20 feet what a person with normal vision can see from 40 feet
away.  Here are some functional examples of different levels of vision:

20/20 Necessary to read the numbers in a telephone directory.

20/40 Required to pass the vision test for a driver’s license.

20/80 What it takes to read an alarm clock at 10 feet.

20/200 Able to see the letters in a STOP sign.

While many individuals with developmental disabilities have normal vision, from 12 to
52% (depending on the type of disability, age, etc.) have some sort of vision problem.
Many of these vision problems can be corrected with glasses or contact lens.  However,
some are long-lasting and require special medical treatment or adaptive equipment.
People with developmental disabilities who also have a visual impairment present the
special caregiving challenges of a multiple disability disorder.
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VISION IMPAIRMENTS
The terms partially sighted, low vision, legally blind and totally blind are used to
describe individuals with developmental disabilities who also have visual impairments.
They are defined as follows:

Partially sighted
A visual problem that requires some specialized support by caregivers.  For
example,  reminding someone to listen as well as look for cars when crossing
the street.

Low vision
This term applies to all individuals who cannot read things at a normal view-
ing distance even with the aid of eyeglasses or contact lens.  This may require a
variety of special adaptations by caregivers such as purchasing large print
books or providing stronger lighting for reading or looking at pictures.

Legally blind
Indicates a visual acuity of 20/200 (or worse in the better eye with correction)
and a limited visual field.  Some people who are “legally blind” still have
considerable useful vision and are able to detect objects, define color, and
sometimes read large print texts.

Totally blind
People who are totally blind do not have light and dark perception.  They
require the use of other senses (for example, touch, smell, hearing) to move
about the environment.

Visual impairment among individuals with developmental disabilities may include
such problems as myopia (near sightedness), hyperopia (far sightedness), presbyopia
(the effects of aging on vision), amblyopia (dimness of vision), strabismus (crossed
eyes), and nystagmus (rapid eye movement).

Near and Farsightedness
Individuals with developmental disabilities who are nearsighted (or myopia)
can see things up close, but have trouble focusing on things far away.  Far-
sightedness (or hyperopia) is just the opposite.  People can see things far away
all right, but cannot focus on things up close.  Also, as individuals turn 40 and
older, eyesight starts to get worse (this is called presbyopia).  These common
eye problems have to do with the ability of the eye to focus and are caused by
the length or shape of the eye or lens.

Cataract
A cataract clouds up the lens of the eye and makes vision very blurry.  It can
be caused by injury, extreme heat, age, or it can be inherited.  Individuals
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whose mothers were exposed to rubella during pregnancy as well as those with
Down Syndrome have a more frequent occurrence of cataracts.

Glaucoma
People who have glaucoma complain of headaches, blurry vision and pain in the
eye.  Vision becomes blurry because of pressure which builds up within the eye.
Risk factors include: a family history of glaucoma; African-American descent;
diabetes or nearsightedness; and, the extensive use of some drugs (for example,
steroids).

Strabismus and Nystagmus
More commonly known as crossed eyes, strabismus is a misalignment of the eyes.
It is said to be very common among people with Down Syndrome and it is
thought that up to one-half of individuals with cerebral palsy have some degree of
strabismus.  Rapid eye movement is how nystagmus is defined and it is seen more
frequently in individuals who have an optic nerve disorder or congenital (present
at birth) cataracts.

Other Eye Problems
People who complain about watery eyes, blurry vision, headaches or eye pain, or a
sudden change in vision may have an eye problem or they may have some other
health problem.  For example, it may be the flu, or allergies, or it could be an early
sign of glaucoma or diabetes.  There are also several common infections that affect
the eye:

Sty
This is an infection of the eyelid and causes the eyelid to get very red and to
swell up.  There is often a small, visible bump on the eyelid which is tender to
the touch.  A sty can be caused by dirt or bacteria that is rubbed into the eye.

Conjunctivitis (or Pinkeye)
This is an eye infection which can be caused by bacteria, viruses, allergies and
pollution.  Common symptoms include: the eye itches; it is red; the eyelid is
red and swollen; the eye is sensitive to light; and, there may be green or yellow
material around the eyelid.
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RISK FACTORS
There are a variety of risk factors which can lead to an short-term or long-term eye
injury and/or a vision problem for people with developmental disabilities.

• Working around tools which produce flying debris
(for example, hammers, lawnmowers).

• Leaving eyes unprotected on bright, sunny days.

• Poor environmental conditions such as smog, or cigarette
smoke.

• Active sports such as swimming, racquetball, etc.

• Prolonged reading or use of a video display terminal.

• Lack of personal self-care around the eye area.

• Fumes or liquid forms of caustic chemicals.

• Self-injurious behaviors (eye poking, banging the head)
which include the eye.

• Injury to the eye area from a sharp object (for example,
pencil, fingernail, scissors).

• Improper application of eye or other facial make-up.

• Undiagnosed visual problems or refusal to wear glasses with
corrective lens.
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PREVENTION
There are many ways that caregivers can support individuals with developmental disabili-
ties in avoiding serious eye injury or vision problems.

• Wearing safety glasses when using tools (hammers, lawn
mowers) or playing active sports (swimming, racquetball).

• Wearing sunglasses on bright days.

• Avoiding second hand cigarette smoke and staying indoors
during a smog alert.

• Washing the face, hands and fingernails every day.

• Taking a break from reading, looking at pictures or using a
computer every hour.

• Keeping all chemicals and poisons stored safely.

• Making sure there is adequate light for reading or looking at
pictures.

• Redirecting someone when self-stimulation includes the eye.

• Safe storage of sharp objects from individuals who are known
to engage in self-injurious behavior.

• Support and training in the proper application of eye and
other facial make-ups.

• Scheduling an annual eye exam.  This is especially important
for individuals with Down syndrome and cerebral palsy who
are known to have an extremely high percentage of eye
disorders.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR

THREE TYPES OF DOCTORS
There are three types of doctors who can assist in determining the cause and treat-
ment of common eye problems:

GENERAL PRACTITIONER
Your regular doctor can help with many common eye problems like a stye or
pink eye.  In most health maintenance organizations, the general practitioner
provides a referral to another doctor if specialized eye treatment is needed.

OPTOMETRIST
This is a doctor who is trained to work with common vision problems such as
near or farsightedness.  An optometrist is a good choice for an annual eye
examination.

OPTHALMOLOGIST
A doctor who is trained to treat special eye problems like cataracts and glau-
coma.  This is also the doctor who can perform eye surgery if it is needed.

A ROUTINE EYE EXAMINATION
An eye examination for someone with a developmental disability is not very different
than a routine exam.  However, it may sometimes be necessary for the doctor to adapt
some of  his or her typical techniques.  A thorough eye examination includes testing
vision, eye muscle function and inspecting the internal structure of the eye.  This is
typically done with a Snellen eye chart, a penlight, an eye occluder (which allows
vision out of one eye at a time) and an opthalmoscope (a special flashlight used to
look into the interior of the eye).  In order to prepare someone for a visit to the
doctor, it is important to know the typical order of events, methods and equipment
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used.  During an eye exam, the individual is seated and presented with a variety of tests.
Here are the most common tests along with some adaptations that can be made for adults
with developmental disabilities:

Near and distance vision
This is measured using a Snellen chart.  The test is completed by covering the left
eye first and then the right eye.  For people with developmental disabilities who
cannot read, a special Snellen E chart (sometimes called the E game) is used.  This
chart consists of different sized letter Es and the individual is asked which way the
lines in the letter point.  This can be completed by responding left or right or
pointing with a finger.

Color perception
Typically, this test is completed by using cards with colored (red, green and blue)
dot patterns.  Individuals with color blindness cannot distinguish the patterns.
This may not be a necessary part of the eye examination for someone who toler-
ance for any kind of health testing is low.

Eye muscle function
This is most commonly tested by asking the person to look at a penlight in a
number of positions to the left and right.

Peripheral vision
The doctor will ask the individual to cover one eye and then the other and ask
him or her to stare at a specific object.

Eye inspection
This part of the examination includes looking at the eye and eyelid area and using
both a penlight and the special flashlight (opthalmoscope) to inspect the pupil,
iris, retina and other internal eye structures.  At this point in the examination, the
doctor may also gently touch the eyelids to check for swelling or tenderness.

Testing for glaucoma
This involves the use of eye drops (to dilate the eye) and a special machine which
gently touches the eye to measure pressure within the eyeball.  It can sting mo-
mentarily and longer if the individual does not keep his or her eye perfectly still.
The individual is asked to wear sun glasses for up to eight hours after the exami-
nation or until the eye drops wear off.

If someone cannot or will not respond to the typical tests listed above, it may be necessary
for the doctor to try different adaptations and to determine the vision needed for every-
day needs.  This information is typically provided by the caregiver.  Any testing proce-
dures should be as brief as possible.  If an individual is extremely uncooperative and a
serious eye disease is suspected, the doctor may have to suggest completing the necessary
tests under anesthesia.  However, this should only be used after other testing methods
have been tried.
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PREPARATION FOR A VISIT
Preparing an individual with a developmental disability for a visit to the doctor can be
a critical element in the success of both the eye examination and any needed medical
treatment.  Consider the following when planning for a visit.

• You should be prepared to accompany the individual and
make sure that he or she understands the examination process
before the visit.

• You can review the basic elements of the visit with the
individual found the Instructor’s Guide for this section.

• Other considerations might include:

> talking to the office receptionist about the individual
and any unique challenges for the doctor;

> requesting an appointment at a time assures a minimal
wait time (for example, the first appointment in the
morning; and,

> finding out what kinds of procedures will be used for
the examination.
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ACCESS TO EYE CARE
For individuals with developmental disabilities who do not have private health insurance,
funding for eye care services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs (eyeglasses, hearing aids,
etc.) not provided by Medicare, Medicaid.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and eyeglasses.

County Hospitals
County hospitals can provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not provided
by another agency (e.g., Medi-Cal), a regional center may purchase such health
and medical services as: assessment, diagnosis, and evaluation; physical, occupational,
and speech therapy; adaptive equipment and supplies; specialized medical and dental
care; and, transportation services necessary to ensure delivery of services  (excerpted
from the Lanterman Act).

FINDING AN EYE CARE PROFESSIONAL
(excerpted from the National Eye Institute)

When you are looking for eye care that cannot be provided by your regular
physician, consider the following:

• Ask other caregivers and friends about the eye care professionals they use.

• Ask your regular doctor for the name of a local eye care specialist.

• Call the department of ophthalmology or optometry at a nearby hospital,
university medical center or medical school.

• Contact a state or county association of ophthalmologists or optometrists.
They can usually be found through the local medical association.  These
groups, usually called academies or societies, may have lists of eye care
professionals with specific information on specialty and experience.
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• The American Academy of Ophthalmology coordinates FIND AN
OPHTHALMOLOGIST an on-line listing of member
ophthalmologists practicing in the United States and abroad. This
service is designed to help the general public locate ophthalmologists
within a specific region. Website: http://www.eyenet.org

• At a bookstore or library, check on available journals and books about
choosing a physician and medical treatment.

• Most large libraries have the reference set The ABMS Compendium of
Certified Medical Professionals, which lists board-certified
ophthalmologists, each with a small amount of biographical
information. A library reference specialist can also help you identify
other books on finding health care professionals or help you seek
additional information about local eye physicians using the Internet.

EYE CARE RESOURCES

INDIVIDUAL SUPPORTS AND ADAPTATIONS
For people with developmental disabilities, one of the best interventions for
eye problems is prevention.  As noted earlier, this group of individuals is more
at risk for visual impairment than the general population, so early detection
and treatment is important.  An annual eye exam by a doctor and more
frequent, informal observations by caregivers are critical.

An individual with a developmental disability and a vision impairment may be
unwilling or unable to do things without support and encouragement.  For
caregivers, this can make the facilitation of independence a difficult task.  It is
important to provide both individual support, environmental adaptations and
adaptive equipment as needed to help individuals with self-care and daily
living activities.  These might include:

Individual supports.  People with vision impairments and developmental
disabilities might require support in their activities of daily living.  For
example, helping people with low vision find clothes that match in color.
Or, for people who are totally blind, using special techniques like hand-
over-hand, physical demonstration when teaching new skills.

Environmental adaptations.  There are a variety of easy adaptations that
will help people with developmental disabilities and visual impairments
move around their home environment with greater independence.  For
example, keeping furniture in the same place for people who are totally
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blind.  Or, adjusting the lighting for people with low vision who want to
look at reading materials.

Adaptive equipment.  For people who have low vision, the use of large print
books is helpful.  Or, purchasing special goggles (with corrective lenses)
which are easier to keep on the head than traditional frames.  For people
with total blindness, learning how to use a special walking cane can be
helpful.  There are also a variety of new electronic devices for people with
all types of vision impairments.

PUBLISHED MATERIALS

Your Eyes... : An Owner’s Guide
by James F. Collins (Prentice Hall, 1995)

Everything you need to know for a lifetime of healthy vision. Answers just
about every conceivable question about caring for the eyes and eyesight.
Covers everything from wearing contacts to working with computer screens,
from treating irritations to blurred vision and vision-related headaches. Also
discusses all the latest advances and new products in the field.

Complete Guide to Eyecare, Eyeglasses and Contact
by Walter Zinn (Lifetime Books, 1995)

This is an in-depth guide to quality eye care which tells the basics of how to
guard against eye strain and how to ensure lasting good eyesight.  From eye
exams and handling bifocals and other types of glasses to injury prevention
and vision disorders, this covers the latest treatments and solutions.

ORGANIZATIONS

American Council of the Blind
1155 15th Street, N.W., Suite 720, Washington, DC 20005
Hotline: (800) 424-8666 (after 3 p.m. Eastern time)

The American Council of the Blind is a national membership organization
with state affiliates.  It advocates for civil rights and independence for persons
who are blind, and provides information and referral services.  The Braille
Forum is a free monthly national magazine which is produced in braille, large
print, cassette, and IBM-compatible computer disc and contains articles on
information of interest to blind and visually impaired people.
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California Council of the Blind
8700 Reseda Boulevard, #208, Northridge, CA 91324  (800) 221-6359

This organization is comprised primarily of blind and partially sighted people
from all parts of the state and all walks of life.  Its goal is to gain full
independence, equality of opportunity and acceptance for all blind people of
California.  Low-interest equipment loans, scholarship programs and a toll-
free number for individuals and their families to get peer counseling and
referrals to other programs are also available.

American Optometric Association
243 North Lindbergh Boulevard, St. Louis, MO 63141 (314) 991-4100
Internet mamoptnews@aol.com

The American Optometric Association (AOA) seeks to improve the quality
and availability of eye/vision care for all Americans. Publications for the
general public include Driving Tips for Older Adults; Your Vision, the Second 50
Years; Rites of Sight; Contact Lenses After 40; and Living With Low Vision.
Pamphlets or factsheets also are available on cataracts, glaucoma, presbyopia,
nearsightedness, farsightedness, floaters, macular degeneration, dilating the
eyes, medications and the eyes, and dry eye.

National Federation of the Blind
1800 Johnson Street, Baltimore, MD 21230  (410) 659-9314

The purpose of the National Federation of the Blind is to act as a vehicle for
collective self-expression by the blind.  Programs and services include:
advocacy and protection of civil rights; information and referral; literature and
materials about blindness; scholarships, aids and appliances; job opportunities
for the blind; development and evaluation of technology; and, support for
blind persons and their families. The Braille Monitor is a voice of the National
Federation of the Blind.  It is published monthly in Braille, in print, on record,
and on cassette, and is available without cost to the blind and the sighted alike
upon request.  The National Federation of the Blind of California is the state
affiliate and the mailing address is 3934 Kern Court, Pleasanton, CA 94588
and the phone number is (510) 846-6086.



Eyes    Page 59

Lions Clubs International Headquarters
300 22nd Street, Oak Brook, IL 60523-8842, USA. (630) 571-5466

Lions are members of community service clubs, dedicated to the idea that the
men and women who live in a community are in the best position to know who
needs help and why.  The association is both non-political and non-sectarian.  A
highlight of its early history was a speech at the 1925 convention, when the
legendary Helen Keller challenged the Lions to become “knights of the blind in
the crusade against darkness.”  They responded, and Lions are now best known
for their sight-related programs, including SightFirst, the world’s largest
blindness prevention program.

CALIFORNIA SCHOOLS OF OPTHAMOLOGY
AND EYE CARE INSTITUTES

There are several schools of opthamology attached to California public and
private universities.  Each typically has diagnostic and treatment resources
available through an outpatient clinic. Here are several listings from both
Southern and Northern California:

Doheny Eye Institute
Affiliated with the University of Southern California (USC) School of Medicine
in Los Angeles, California, the Doheny Eye Institute is recognized as a
preeminent center for patient care, vision research and physician education. The
Doheny Eye Institute is located on the Health Sciences Campus of USC. A
state-of-the-art facility is oriented toward providing patient-friendly care.
Physicians possess the clinical and surgical expertise to provide second opinions,
consultations and medical and surgical care for complex ophthalmic problems
that are labor intensive due to the severity of the patient’s medical condition. In
addition to offices at the Los Angeles facility, Doheny physicians have satellite
office locations in the cities of Orange, Palm Springs, Westlake Village and
Arcadia.

UCLA School of Medicine’s Department of Ophthalmology
The Jules Stein Eye Institute, including the Doris Stein Eye Research Center,
and the UCLA School of Medicine’s Department of Ophthalmology constitute a
comprehensive center dedicated to the preservation of vision and the prevention
of blindness through patient care, research, and education. A world-recognized
center for vision science, the Jules Stein Eye Institute each year records more than
60,000 visits for patients with all categories of eye disorders and visual system
diseases.
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Department of Ophthalmology at Stanford University Medical Center
300 Pasteur Drive, Stanford, CA 94305 (650) 723-4000
The Eye Clinics of Stanford University Medical Center and its affiliated
hospitals record roughly 25,000 out-patient visits and 1,300 surgical
procedures annually.  Ophthalmology facilities at the Stanford Medical Center
include the Eye Clinic, a conference room and library, the Eye Pathology
Laboratory and the Ophthalmology Research Laboratories. The clinic
includes 13 examining rooms, 2 visual field rooms, 2 laser areas, a minor
procedure room, large ophthalmic photography unit, clinical electrophysiology
unit, and ultrasonography facilities.   The eye clinic at the VA Medical Center
is fully equipped with facilities such as fluorescein angiography, laser
photocoagulation, and automated visual field analyzer.  The eye clinic at the
Santa Clara Medical Center is fully equipped, and is directed by two full-time
clinical faculty members, along with volunteer subspecialty clinical faculty.

INTERNET

You can find the following resources on the World Wide Web:

The American Council of the Blind
http://www.acb.org/index.html

Health Plan Shopping Guide
http://www.healthscope.org

If you are shopping for a health plan, California Consumer Health Scope is
a shopper's guide to HMOs and other health services.

Lions Clubs International Headquarters
http://www8.lionsclubs.org/Lion/

Doheny Eye Institute
http://www.usc.edu/hsc/doheny/

The National Federation of the Blind of California
http://nfbcal.org/

UCLA School of Medicine’s Department of Ophthalmology
http://www.medsch.ucla.edu/som/jsei/jseihome.html

Stanford School of Medicine
http://www-med.stanford.edu/school/eye/index.html
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The National Eye Institute (NEI)
http://www.nei.nih.gov/

A part of the National Institutes of Health, is the Federal Government’s principal
agency for conducting and supporting research on the prevention, diagnosis,
treatment, and rehabilitation of eye diseases and disorders of the visual system.

OTHER RESOURCES

Alphatek
1223 Wilshire Blvd., Suite 494, Santa Monica, CA 90403, (310) 393-7780
Distributors of talking watches, clocks and calculators.

Innovative Rehabilitation Technology, Inc. (IRTI)
1411 West El Camino Real,  Mountain View, CA 94040, (800) 322-4784
Distributes calculators, watches, tapes and recorders, radios, talking products,
compasses, etc.

The Lighthouse, Inc. Product Center
3602 Northern Boulevard, Long Island City, NY 11101, (800) 829-0500 Carries
a variety of products, including watches, household and kitchen items, personal
products, recreational products, medical devices, tools and more.

Recording for the Blind and Dyslexic
20 Roszel Road, Princeton, NJ 08540, (800) 221-4792, http://www.rfbd.org
In addition to lending recorded books and selling e-text (computer disk) books,
sells modified four track players/recorders.
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A QUICK REVIEW OF WHEN TO
SEEK MEDICAL HELP FOR EYE PROBLEMS

In An Emergency!
It is important to see a doctor right away under any of the
following conditions:

• a foreign object is in the eye;

• the eye or the head area near the eye is hit; or,

• a sudden loss of vision.

If someone has splashed a chemical in the eye,  call
Poison Control Center at:

1-800-476-4766 or
1-800-972-3323 (TDD)

and ask for emergency first aid information.

It may be difficult for many people with developmental
disabilities to describe what is wrong with their eyes.  Signs and
symptoms that indicate a need for medical attention include:

• A sudden change in vision such as the individual
has difficulty doing something that he or she once did
independently like buttoning a shirt, finding something in
plain sight, or crossing the street safely.

• A changes in behavior such as rubbing the eye, closing one
eye to see, squinting, or holding a picture, book or magazine
farther away or closer than usual.

• A headache, for example, someone reports a one after
looking at pictures or reading.
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INTRODUCTION
In both hospital or community-based clinics for people with developmental
disabilities, the majority of ENT (ear, nose and throat) problems are typically related
to the ear.  In one study, about 90% of the individuals were seen for problems such as
chronic infections or wax buildup.  Since hearing and balance are the two important
functions of the ear, it’s important to remedy such problems as soon as possible.

COMMON HEARING CONCERNS
FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES

UNDERSTANDING NORMAL HEARING
The most typical way to test the hearing of an individual with a developmental
disability is to present him or her with a series of tones.  Each tone is different in its
loudness (or decibel level) and the individual responds if he or she hears it.  Here are
some everyday examples of hearing situations and decibel levels:

20 decibels Ticking watch
30 decibels Soft whisper at 16 feet away
50 decibels Typical conversation
100 decibels Rock concert

Individuals with developmental disabilities who have normal hearing can hear all of
the sounds above.  Those who cannot hear one or more of them, typically have some
level of hearing loss.  It is known that heredity, accident, illness, poor self care, and
self-abusive behavior can all lead to a temporary or permanent hearing loss for
individuals with developmental disabilities.

For individuals who have a mild or significant hearing loss, caregiver support is
critical.  Medical treatment (for example, surgery) and nonmedical interventions (for
example, a hearing aid) can correct a hearing loss for some individuals with
developmental disabilities.  However, caregivers must learn alternative methods of
communicating (for example, sign language) in order to talk to and understand the
those whose hearing cannot be corrected.

HEARING IMPAIRMENTS
While hearing problems turn up in about 10% of all adults, some individuals with
developmental disabilities appear to be more at risk.  For example, two thirds of
individuals with Down Syndrome are said to have some sort of temporary or
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permanent hearing loss.  Since individuals with developmental disabilities typically
learn slower than others, a hearing loss creates an additional barrier to learning.

Individuals with developmental disabilities may have a variety of temporary hearing
losses which can be caused by an ear infection, sinus condition or constant, loud
noise.  These temporary losses can often be treated and will typically clear up with
time.  However, there are also a number of conditions which are considered to be
permanent hearing losses.  There are four types of hearing losses that people with
developmental disabilities might have:

Conductive hearing loss
This kind of hearing impairment can be caused by ear infection, ear wax
buildup, a foreign object in the ear or some problem in the way the ear
develops.  This type of hearing loss generally requires only the use of a hearing
aid.

Sensorineural hearing loss
This type of hearing loss can be caused by a serious illness in the first
trimester of pregnancy, or a serious illness or high fever in childhood, or injury
to the ear.  Any of these can cause damage to the nerve that connects the ear
and the brain.  This creates a permanent hearing loss and it is sometimes so
severe that hearing aids will not help.

Mixed hearing loss
This is a combination of both of the above.  In some individuals, this type of
hearing loss can be partially or fully restored by medical intervention (for
example, surgery).

Central auditory problems
This is a rare type of a hearing loss which may be caused by a tumor, a lesion
on the brain, a stroke or some type of abnormal brain development.
Individuals with developmental disabilities who have this type of hearing
impairment can actually hear sounds, however, the brain does not attach a
meaning to them.

The most common hearing problems among people with developmental disabilities
are said to be chronic middle ear disease and ceruminosis (or ear wax buildup).

Chronic Middle Ear Disease
A number of things can create a chronic middle ear problem, which is both
painful and typically causes a hearing loss.  For example, small sharp objects,
cotton swabs, or ear infections can injure the ear drum.  Also, objects such as
seeds, earplugs, or insects can get lodged in the middle ear.  Any untreated
infections of the middle ear can lead to a permanent hearing losses.
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Ceruminosis
The outer ear is lined with hair and wax producing glands which work together to
keep dust and other particles from entering the ear.  Ear wax usually falls out of
the ear or is washed away during bathing.  However, some people (especially
individuals with Down Syndrome) produce excessive amounts of wax which can
cause a temporary hearing loss, earache or ringing.

Other Common Ear Problems
People with developmental disabilities who are exposed to very loud noises (such
as music, power tools, airplane engines) can experience temporary or permanent
hearing losses.   Also, a severe ear infection can cause a loss of balance (called
vertigo) which can include a feeling of spinning, nausea, vomiting, and a hearing
loss.  Swimmer’s ear (external otitis) is another type of ear infection which can be
caused by hair spray, hair dye or swimming in polluted water.  Symptoms include
itching, flaking skin inside the ear or an earache.

People with developmental disabilities over sixty-five often experience a hearing
loss (presbycusis) which is caused by a breakdown in the nervous system that
carries electrical signals from the ear to the brain. Also, hearing can be affected by
harmless cysts and tumors which grow large enough to block the ear.  A ringing
or buzzing in the ears (also called tinnitus) can be caused by a number of things
(such as loud noise, ear obstructions, infections) and can result in a temporary or
permanent hearing loss.
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RISK FACTORS
There are a number of environmental and hereditary risk factors which can cause a
temporary or permanent hearing loss for an individual with a developmental
disability:

• A viral infection such as a cold, measles, or mumps.

• A long period of exposure to a high volume sound
(for example, music, lawn care equipment, power tools,
airplane engines, motorcycles).

• A family history of hearing loss.

• Certain prenatal conditions, for example, exposure to rubella.

• A sudden and traumatic sound such as fireworks, a gunshots,
or an explosion.

• An injury to the ear area of the head.

• Lack of personal self-care or certain disabilities (such as
individuals with Down Syndrome who have small ear
canals) which leads to excessive ear wax buildup.

• Self-stimulatory behaviors such as ear poking with sharp
objects or banging the head.
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PREVENTION
There are many ways to avoid the special ear problems of people with developmental
disabilities.  Suggestions for caregivers include:

• Treating high fevers as soon as they occur with
over-the-counter or prescribed drugs as recommended
by a doctor.

• Wearing ear plugs when using loud tools (lawn mower,
leaf blower) or staying away from them (airplane or diesel
engines) all together.

• Turning down the volume on televisions or stereos,
especially when using headphones.

• Staying away from areas of loud and traumatic sounds like
fireworks, airport.

• Taking a break from long periods of listening to loud sounds
loud video games, rock concerts.

• Checking the ear for wax buildup.

• Regular examinations for hearing (especially for individuals
with Down Syndrome) and when an ear infection is
suspected.

• Protecting the ears from extreme cold with ear muffs.

• Redirecting someone when self-stimulation or self-abuse
includes the ear.
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PLANNING FOR A SUCCESSFUL
VISIT TO THE DOCTOR

A ROUTINE EAR EXAMINATION
Since people with developmental disabilities are often fearful of the examining room,
doctors suggest that a caregiver accompany him or her.  It is also a good idea for the
doctor to show the individual the types of instruments (for example, the otoscope or
flashlight) before using them.  Also, the doctor might consider allowing the person to
sit in a chair rather than on the examining table.  One clinic has reported that only
about 10% of its patients with developmental disabilities were provided with a limited
examination because of uncooperative behavior.

For a person with a developmental disability, a routine ear examination starts with the
doctor looking at the ears for redness, small lumps, foreign objects or wax buildup in
the ear,  pus or blood.  Next, the doctor will gently tug on the ear to test for
tenderness.  At this time, the doctor will decide if it is safe to use the otoscope to look
at the inner part of the ear.  Again, the doctor is looking for signs of swelling, foreign
objects, wax buildup, or injury.  If a hearing loss is suspected, the doctor (or an
audiologist) might also complete a hearing test.  There are several basic types of
hearing tests that doctors might use with an individual who has a developmental
disability:

Pure tone
This is a basic type of screening for a suspected hearing loss.  It requires the
individual being tested to tell the doctor whether or not a tone is heard
through a speaker or earphone.  Some individuals with developmental
disabilities can be tested in this way.  However, there are two methods of
testing described below that can be used for individuals with developmental
disabilities who do not communicate with words or signs.

Brainstem response
This is a method of testing for response to sound for individuals with
developmental disabilities who cannot communicate a response to tone
testing.  A series of electrodes are attached to the individual’s head which
sends information about brain activity to a computer.  This type of testing
typically requires sedation of the individual, so it should be considered
carefully.

Otocoustic testing and impedance audiometry
These are two other methods which do not require the active participation of
the individual with a developmental disability and do not require sedation.
These tests help determine both inner ear and  middle ear problems.  They
require some attachment of equipment, but do not cause pain.
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PREPARATION FOR A VISIT
As previously stated, the caregiver should be prepared to accompany the individual and
make sure that he or she understands the examination process.

• You can review the basic elements of the visit with the
individual found the Instructor’s Guide for this section.

• You might also consider:

> talking to the doctor ahead of time about the basic
problem and any unique challenges the doctor might
experience during the examination;

> requesting an appointment at a time assures a minimal
wait time (for example, the first appointment in the
morning or the last one in the afternoon); and,

> if a hearing test is scheduled, finding out whether or
not it will require active participation or sedation.
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ACCESS TO EAR CARE
For individuals with developmental disabilities who do not have private health insur-
ance, funding for ear care services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs (hearing aids) not
provided by Medicare, Medicaid.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and hearing aids.

County Hospitals
County hospitals can provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not pro-
vided by another agency (e.g., Medi-Cal), a regional center may purchase such
health and medical services as: assessment, diagnosis, and evaluation; physical,
occupational, and speech therapy; adaptive equipment and supplies; specialized
medical and dental care; and, transportation services necessary to ensure delivery of
services  (excerpted from the Lanterman Act).

FINDING AN EAR CARE PROFESSIONAL
When you are looking for a hearing assessment or treatment, consider the
following:

• Ask your regular doctor for the name of a local ear specialist.

• Ask other caregivers and friends for the names of hearing specialists
that they have used.

• Call the a nearby hospital, university medical center or medical school
and ask if there is a hearing clinic available to the public.

• Contact a state or county association of audiologist, or speech and
hearing pathologists, or physicians.  These groups typically have lists
of ear care and hearing professionals with specific information on
specialty and experience.
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• Most large libraries have the reference set The ABMS Compendium of
Certified Medical Professionals, which lists various types of health
professionals.  A library reference specialist can also help you identify other
books on finding health care professionals or help you seek additional
information about local ear specialists using the Internet.

• If you are unable to find a someone, the American Speech and Hearing
Association maintains a database of certified speech-language pathologists
and audiologists. They can be contacted at:  ASHA Action Center, 10801
Rockville Pike, Rockville, MD 20852, 1-800-638-TALK (1-800-638-
8255) or website actioncenter@asha.org.

EAR CARE RESOURCES

INDIVIDUAL SUPPORTS AND ADAPTATIONS
As caregivers of people with developmental disabilities, it is important to pay
attention to complaints about the ear and to act on them ass soon as possible.  For
people who cannot communicate with words or signs, a constant tugging at the
ear or suddenly falling down would be nonverbal examples that something may be
wrong with the ear.  Early detection and treatment of ear infections can prevent
temporary or permanent hearing loss.  As stated earlier, people with Down
Syndrome have a tendency for certain ear problems.  So, it is especially important
to schedule an annual ear examination and hearing test if recommended by the
doctor.

Since hearing is a major part of communication,  the loss of hearing can make
language very difficult for individual with a developmental disabilities.  Caregivers
can support individuals who have a hearing loss in a number of ways which will
improve their ability to communicate:

Individual supports.  People with developmental disabilities who have a
significant hearing loss or who are deaf can use a variety of ways to receive and
express information.  Manual communication (for example, American Sign
Language, fingerspelling, manual English) provides an individual with a way
to spell out letters, words or phrases using the fingers and hand movement.
Some individuals can be taught to understand speech by looking at the lips,
body and hand gestures.

Environmental adaptations.  For individuals who use speechreading, it is
important that he or she is positioned to see the face and gestures of the
person speaking.  Individuals who use and understand sign need adequate
lighting to see the hand movements of others.
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Adaptive equipment.  Individuals with developmental disabilities who have
a significant hearing loss or who are deaf can benefit from closed caption
programs on television.  The captions can be read by a caregiver or by the
individual.  In addition to hearing aids, there are a variety of adaptive
devices for hearing (for example, alerting and signaling devices,
telecommunication devices that connect to a phone, fax machines, and
computers) which can be purchased to improve an individual
communication system.

PUBLISHED MATERIALS

American Sign Language : A Teacher’s Resource Text on Curriculum,
Methods, and Evaluation
by Dennis Cokely, Charlotte Baker-Shenk (Gallaudet University Press, 1991)

Beyond Words : Great Stories for Hand and Voice
by Valerie Marsh, Patrick K. Luzadder (Highsmith Company, 1995)

Presents a collection of twenty folk tales and original stories accompanied by
sign language diagrams. Includes information for teachers and parents about
storytelling and sign language.

Coping With Hearing Loss : A Guide for Adults and Their Families
by Susan V. Rezen, Carl Hausman (Barricade Books, 1993)

Updated with the most recent information and technology, this
comprehensive book sensitively examines the physical, psychological, and
emotional effects of hearing loss. A valuable resource for anyone, young or old,
with hearing problems and the people who live with, work with, and treat
them.

The Better Hearing Institute (see address and phone number under
Organizations) offers the following publications:

Help Through Hearing Aids—A Guide to Today’s Hearing Instruments!

This guide provides prospective consumers with important information about
hearing loss and the hearing instruments that can help them.

Tinnitus or Head Noises

This booklet explores tinnitus  and also describes available treatments and
offers hope for those who suffer from this disorder.
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Answers to Common Questions about Assistive Technology

It provides an overview of assistive listening devices available to those with
communication difficulties.

ORGANIZATIONS

Better Hearing Institute (BHI)
5021B Backlick Road, Annandale, VA 22003
800-EAR WELL or (703)642-0580

Better Hearing Institute is a nonprofit organization that implements national
public information programs on hearing loss and available medical, surgical,
hearing aid, and rehabilitation assistance .

National Institute on Deafness and Other Communication Disorders (NIDCD)
Clearinghouse
P.O. Box 37777, Washington, DC 20013-1777
800-241-1044 or 800-241-1055 TDD/TT

The NIDCD Clearinghouse is a national resource center for information about
hearing, balance, smell, taste, voice, speech, and language for health professionals,
patients, industry, and the public.  The Clearinghouse provides the following
services:  an information service; materials development and distribution; and a
computerized database.

California Relay System
6600 College Blvd., Overland Park, KS 66211-1522
800-735-2922 or (415) 476-7600 TDD

This statewide service enables people who are deaf to communicate with others
using the telephone.

American Speech-Language-Hearing Association (ASHA)
10801 Rockville Pike, Rockville, MD 20852
800-638-8255 V/TDD

A professional organization which provides general information on all
communication disorders and referrals to audiologists.
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CALIFORNIA PUBLIC AND PRIVATE HEARING CLINICS
There are number of public (attached to universities or other non-profit
agencies) and private speech and hearing clinics throughout California.  Here
are two typical listings for both Northern and Southern parts of the state.

The House Ear Institute and Clinic
2100 West Third Street, Los Angeles, CA 90057 (213) 483-4431

The House Ear Institute is a private, non-profit organization, dedicated to
improving the lives of all with any degree of hearing loss.  The House Ear
Institute philosophy is to actively share the knowledge gained through
research with other professionals so that more people with hearing disorders
may be helped.

Maryjane Rees Language, Speech, and Hearing Center
Department of Speech Pathology and Audiology, CSU, Sacramento
6000 J Street, Sacramento, CA 95819-6071   (916) 278-6601

More than 500 individuals receive speech, language and hearing services from
the center each year.  The Center provides services for many disorders such as
stuttering, cleft palate, laryngectomy, cerebral palsy, deafness, and speech and
language disorders.

INTERNET

You can find the following resources on the World Wide Web:

The House Hearing Institute
http://www.hei.org/hei/novrev1.htm

American Speech-Language-Hearing Association
http://www.btg.com/ASHA/

California Speech-Language-Hearing Association (CSHA)
http://www.CASpeechHearing.org/

Better Hearing Institute’s Hearing On Line Help
http://www.betterhearing.org/index.htm

American Academy of Audiology
http://www.audiology.com/aaahome.htm

Children’s Hospital and Health Center at San Diego, CA
http://www.chsd.org/index.htm
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Maryjane Rees Language, Speech, and Hearing Center at California State
University at Sacramento
http://www.hhs.csus.edu/SPA/clinic_info.html

The Alexander Graham Bell Association for the Deaf
http://www.agbell.org/

A nonprofit membership organization that was established in 1890 to empower
persons who are hearing impaired to function independently.

California Chapter Alexander Graham Bell Association for the Deaf
http://home.earthlink.net/~califagbell/agbell.html

Health Plan Shopping Guide
http://www.healthscope.org

If you are shopping for a health plan, California Consumer Health Scope is
a shopper's guide to HMOs and other health services.

OTHER INFORMATION

Captioning Fact Sheet
(excerpted from an NIDCD Internet resource)

Captioning is the text display of spoken words presented on the television screen.
Captioning allows the viewer to follow the dialogue and the action of a program
simultaneously.  Captioning is useful to deaf individuals as well as hard of hearing
people.  You can get more information on captioning from:

The Caption Center
125 Western Avenue Boston, Massachusetts 02134
(617) 492-9225 (Voice/TTY)

Department of Television, Film and Photography - Gallaudet University
800 Florida Avenue, NE, Washington, D.C. 20002
(202) 651-5115 (Voice/TTY)

National Captioning Institute
5203 Leesburg Pike, 15th Floor, Falls Church, Virginia 22043
(703) 998-2400 (Voice/TTY)

National Association of the Deaf (NAD)
814 Thayer Avenue, Silver Spring, Maryland 20910-4500
(301) 587-7730 (Voice)
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that indicate a need for medical attention or first aid for
individuals with developmental disabilities include:

In An Emergency!
It is important to see a doctor right away under  any of the
following conditions:

• a foreign object is in the ear;

• the ear or the head area near the ear is hit;

• frequent periods of dizziness; or,

• a high fever and earache.

It may be difficult for many people with developmental disabilities
to describe what is wrong with their ears.  Signs and symptoms
that indicate a need for medical attention include:

• A sudden change in hearing, for example, if you notice that
an individual has difficulty hearing something that he or she
usually hears (doorbell, phone), or if he or she complains of
hearing a ringing or buzzing sound.

• Changes in behavior such as tugging at the ear, crying,
scratching the ear, complaints of earache or dizziness,
or falling down frequently.

• Changes in the ear, for example, redness, tenderness,
flaky skin in the outer ear, a yellow discharge, a foul smell
in the ear, or a small lump on the outer ear.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities
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Eye Care Checklist
Directions.  Before you use this workbook to teach someone about basic eye
care, here are some things to consider.  After going through the checklist
(photocopy extras if you’re working with a group), you can decide which
elements of the eye care curriculum you want to emphasize.  For example, if
the person you are working with does not practice good self care (washing
face and hands regularly), you will want to spend extra time in that area.
You might also use the information to develop a goal for the Individual
Service P lan.

_________________________________           _______________________
Name of Person Date

         Independent      Needs Some      Needs Total

                            Support         Support

Wears glasses if needed

Wears sunglasses on
bright days

Wears safety goggles
when working with tools

Turns on a light for
reading if needed

Washes face and hands
daily

Stays away from harmful
chemicals

Tells someone if vision is
blurred or reduced

Tells someone if eye is
injured

Tolerates eye
examinations

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Use a model (or a picture) of the eye and a camera to
demonstrate how the eye works.

• Compare the camera lens to the pupil.

• Open up the camera to show where the film is loaded. Talk
about how pictures are taken and film is developed in the
brain. Compare it to how the eye sends signals to the brain
which turns those signals into pictures.

• If you do not have a model, you can use a mirror and a camera
to demonstrate.  Use the mirror to look at the eye up close
while talking about how a camera works.

• You can also use a phone book to talk about vision.  That is, if
someone can hold it at a normal reading distance and read the
letters and/or numbers without glasses, they likely have
normal vision.

• You can use the page on the right as a handout or as an
overhead.
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HOW DO YOUR EYES WORK?

Your eye is like a camera.

Your eye works like a camera. It takes
a picture and sends it to your brain.

Your brain tells you what you are
seeing.  This is called vision.

Hold a phone book in front of you and
about 18 inches away from your eyes.  If
you can read the numbers in the
phone book without glasses, you have
what is called normal vision.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Here is a chance to have fun by trying out some practical
experiments.  For example, ask people to close their eyes and
listen for sounds to describe what is going on around them.

• Or, ask everyone to close their eyes and try to walk to
someplace familiar.  For example, walk from the front room to
the kitchen.

• You can purchase an inexpensive pair of reading glasses to
show how they help magnify printed words and pictures.

• Go to the local library and check out a book in Braille or a
book on tape to share.

• Talk about adaptations that can help people get around the
community without sight (for example, braille on the elevator
panel or cross walk signals that chirp).
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WE ALL SEE THINGS
DIFFERENTLY

Some people with developmental
disabilities need special help to see

Glasses or large print can help
by making things easier to see

Some people with developmental
disabilities cannot see at all.

They learn by touch and sound.

Some people use a cane to touch their way
from one place to another.

A seeing eye dog may also help guide
someone from place to place.



YOUR PLAN

Your Outline/Agenda:

Page 84  Prevention Curriculum

TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Here is an opportunity to use things around the house and
community for teaching.

• Gather up a stick, pencil, hand saw, hammer, and household
chemicals (like Chlorox) to talk about the different ways the
eyes can get injured.

• If it is a smoggy day, go outside to look at it and talk about
how it burns the eyes.

• Display a lawnmower, weed trimmer, or other power tools
around the house (or pictures of them) to talk about the
different kinds of flying debris that can enter the eye.

• This discussion will lead into talking about different ways that
the eyes can be protected against injury.
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SOME OF THE THINGS THAT
CAN HURT YOUR EYES ARE ...

Things in the air like smoke from
cigarettes, fires, cars and factories.

Something sharp like a stick, pencil,
fingernail, or scissors.

The dust from using a vacuum cleaner.

Poison or something that burns when it
 gets splashed in the eye.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• The discussion from the previous page is a natural lead-in to
talk about ways to keep the eyes safe.

• You can use all of the same materials that you have gathered
(stick, pencil) to demonstrate what not to do.

• You can use a table lamp to talk about when the light might
be too dim to read or look at pictures.

• In addition, you can wear a pair of sunglasses and talk about
the importance of protecting your eyes from the bright sun.

• You can also demonstrate how to thoroughly wash your face,
hands and fingernails in the bathroom.

• Finally, you can also point to the symbols (sun, lamp, glasses,
etc.) to talk to people who do not read.
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TO KEEP YOUR EYES SAFE,
REMEMBER TO ...

Wear safety glasses when you use tools.

Stay out of smoky and smoggy air.

Wear sunglasses on a bright day.

Turn on a light if it is hard to read.

Wash your face and hands each day.

Keep sharp things out of your eye.

Stay away from things that might be poison

SOAPSOAP
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• If it is possible to arrange a tour of the doctor’s office with the
doctor, or a nurse or technician, this would be ideal.

• The tour could include a brief explanation of the process, the
medical equipment that might be used, and a chance to sit in
the chair used for eye examinations.

• If this is not possible, you can gather up some of the materials
(penlight, index card, Snellen E chart) and demonstrate how
the examination will be completed.

• For example, asking the person to place the index card over
the left eye and then the right eye to read the chart.
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WHEN YOU GO TO
THE DOCTOR ...

First, the doctor will sit with you and
talk to you about  your eyes.

The doctor might put drops in your eyes
and this might sting a little.   Next, the
doctor will use a special flashlight to look
into your eyes.

The doctor will then tell you about how
well your eyes are working and if  you can
do something to make your eyesight better.

It is important to do what the doctor tells
you do like taking medicine or wearing
glasses.  Tell the doctor if things do not get
better.

If you have any questions, remember to ask
the doctor. ?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• It is important to encourage people with developmental
disabilities to tell a caregiver when he or she has an eye
problem.

• You can start the conversation by asking when it might be
important to report an eye problem.  Give some hints to get
things going if needed.

• You can point to the symbols (eye, pencil) to talk to people
who do not read.

• You can review the “to keep your eyes safe, remember to ...”
and then talk about those times when it is important to tell
someone right away.

• You can practice with people by role playing.  Ask someone to
pretend that something has splashed into his or her eye and it
burns.  Ask “what will you do first?” and ask “what will you
tell someone?”



Eye  Page 91

Your eye is red, or it hurts, or it is always
watery.  Or, you have a small bump on
your eyelid that hurts.

You get a headache when you read or look
at things.  Or, you have to hold things very
close or very far away to see them well.

Something sticks you in the eye.  Or,
you get hit in the head or the eye.

You cannot see anything around you.  Or,
everything gets really blurry.

Something gets splashed into your eye that
burns.

IT IS IMPORTANT TO TALK
TO SOMEONE ABOUT
YOUR EYES WHEN  ...
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Hearing Needs Checklist
Directions.  Before you use this workbook to teach someone about basic ear
care, here are some things to consider.  After going through the checklist
(photocopy extras if you’re working with a group), you can decide which
elements of the ear care health curriculum you want to emphasize.  For
example, if someone you are working with likes to turn up the stereo very
loud, you will want to stress how noise can affect hearing.  You might also
use the information to develop a goal for the Individual Service P lan.

_________________________________     ________________________
Name of Person     Date

       Independent      Needs Some      Needs Total

     Support         Support

Wears ear plugs when
using loud tools or
machines

Keeps stereo or radio
within an acceptable
volume

Stays away from
excessively loud noises

Covers ears when hears
excessively loud noises

Tells someone if hearing
is less than usual

Tells someone if has a
high fever

Tells someone if ear is
injured

Tolerates ear
examinations

Tolerates hearing tests

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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Materials/Supplies/Equipment Needed:

• Use a model (or a picture) of the ear and a small drum to show
how the ear works.

• If you talk very close to a drum surface, it will make the drum
surface vibrate.

• You can explain that the ear turns those vibrations into signals
that are sent to the brain.

• This is also a good time to talk about noise levels.  For
example, ask how is the noise at McDonalds different than in a
person’s front room.

• Or, turn on a radio or tape deck and ask each person to turn it
to the volume level they like the best.

• Ask people to identify what are the softest and loudest noises
they hear every day.
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Your ears work like drums.

Inside each ear is something called
an ear drum.

Sounds come into the ear and beat
on the ear drum.

The ear drum sends those beats to your
brain.

Your brain tells you what you are hearing.

If you can hear someone whispering to you
from across the room, you have what is called
normal hearing.

HOW DO YOUR EARS WORK?

whisper
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Materials/Supplies/Equipment Needed:

• Here is an opportunity to talk about the different types of
support that some people with developmental disabilities
need to hear.

• You can clip an advertisement out of the newspaper from a
hearing center.  You can talk about how a hearing aid
magnifies the sound waves that enter the ear.

• You can also talk about what it might be like to be deaf and
what you would have to do to figure out what is going on
around you.

• As a demonstration, you can show the American Sign
Language chart and practice a few common phrases like “I
love you.”

• Of course, the ideal would be to ask someone who is deaf to
visit with you.
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WE ALL HEAR THINGS
DIFFERENTLY

Some people with developmental
disabilities can hear very well.

Some people with developmental
disabilities need special help to hear.

A hearing aid can help make
things louder.

Some people with developmental
disabilities cannot hear at all.

Sign language can help people talk to
each other.

A hearing guide dog can help someone
know when the door bell or fire
alarm rings.
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Materials/Supplies/Equipment Needed:

• One of the best ways to talk about different noise levels is to
use a decibel meter.  You can purchase one at an electronics
store for about $30.

• You can use it to show the noise levels of different places
(street, front room, restaurant, airport), different household
items (tv, stereo), and different tools (lawnmower, leaf blower).

• Use different situations to show when sound is too loud.  For
example, turn on the stereo loud enough that you cannot talk
to someone without raising your voice.

• This is also a chance to talk about keeping things away from
your ears (like sharp objects).

• To get an idea of what it is like not to hear well, ask what it is
like when you get a bad cold and your ears plug up.
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Very loud sounds that you hear every day.

A radio or tv turned way up loud.
A gun shot or when something blows ups.

Something that is sharp and pokes you
in the ear.

A pencil, stick, Q-tips or fingernail will
hurt your ear.

Very loud sounds from tools or machines
around the house.

A lawn mower or a leaf blower are both
very loud.

Getting an infection like a cold,
measles or mumps.

SOME OF THE THINGS
THAT CAN HURT
YOUR EARS ARE ...
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Materials/Supplies/Equipment Needed:

• The discussion from the last page provides a basis for talking
about ways to keep the ears safe.

• You can use a decibel counter to show safe and unsafe levels
of sound.

• Experiment with a stereo, radio or cassette player, holding a
conversation while the one of the items is turned on.

• You could also purchase some ear plugs for around five
dollars at most drug stores.  You can show how to insert them
and let people learn what difference it makes by wearing
them.

• You can also ask people where the loud places are around the
community or what to do when a noise gets too loud.

• Finally, you can remind people to tell a caregiver or go to a
doctor if they have a cold that affects their hearing or a high
fever for more than several hours.
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TO KEEP YOUR EARS SAFE,
REMEMBER TO . . .

Keep the radio and tv turned down so you
can still talk to someone when it is turned
on.

Keep sharp things away from your ears.

Do not put anything in your ears.

Wear ear plugs when you are using loud
tools or machines.

Cover your ears when you hear something
really loud.
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Materials/Supplies/Equipment Needed:

• As with other types of health examinations, it would be ideal
if it is possible to arrange a tour of the doctor’s office with the
doctor, nurse, or an audiometrist

• The tour could include a brief explanation of the ear
examination and a chance to look at an otoscope.

• If this is not possible, you can go through the steps and use a
speculum (looks like a tongue depressor) to gently touch the
outside of the ear as in an ear examination.

• You could also use a small xylophone to show how a tone test
works with softer and louder sounds.
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WHEN YOU GO TO
THE DOCTOR . . .

First, the doctor will sit with you and talk
to you about  your ears.

Next, the doctor will use a special tool that
looks like a small flashlight to look into
your ears.

The doctor will then tell you about how
well your ears are working and if you can do
something to make your hearing better.

It is important to do what the doctor tells
you.  If the doctor gives you medicine,
remember to take it.   Also, please tell the
doctor if things do not get better.

If you have any questions about what
is happening with your ears, ask
the doctor. ?
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Materials/Supplies/Equipment Needed:

• It is important to encourage people to talk to someone about
an ear problem before it gets worse.

• Here is a chance to use concrete examples (pain, itch,
dizziness) of a possible hearing problem and to act them out.

• For example, everyone loves to act out how it feels to be dizzy
or when you have an ear ache.

• You can also use a small bell or xylophone to demonstrate a
ringing noise.

• You can also review the things to do to keep your ears safe and
then talk about these six times when it is important to tell
someone right away.

• You can practice with people by role playing.  Ask someone to
pretend that he or she has a painful earache.  Ask “what will
you tell someone about how you feel and what hurts?”
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Your ear itches all the time.

Blood or liquid comes out of your ear.

You ear hurts all the time.

You cannot hear things that you can
usually hear.

You get dizzy all the time.

You hear ringing or buzzing in your ears
even when it is quiet.

You get poked or hit by something
in the ear.

IT IS IMPORTANT TO TALK
TO SOMEONE ABOUT
YOUR EARS WHEN  . . .
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Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers



Page 108    Health Information



Lungs/Breathing    Page 109

TABLE OF CONTENTS

Introduction ................................................................................98

Common Respiratory Concerns of

Adults with Developmental Disabilities ........................................98

Risk Factors .............................................................................. 101

Prevention................................................................................. 102

Planning for a Successful Visit to the Doctor ............................... 103

Access to Medical Care .............................................................. 104

Respiratory Care Resources........................................................ 104

A Quick Review of When to Seek Medical Help ......................... 106

Prevention Curriculum for Instructors ....................................... 107



Page 110    Health Information

INTRODUCTION
Of the health problems which require medical attention, people with developmental
disabilities have relatively few problems related to the lungs and breathing (or the
respiratory system).  However, there are certain genetic and environmental conditions
which create a higher risk for people with developmental disabilities for having
respiratory problems.

COMMON RESPIRATORY
CONCERNS FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES

TYPICAL BREATHING
The nose and mouth bring air from the outside into the lungs about 12-15 times per
minute.  The lungs provide oxygen to the blood which is pumped out to the body’s
cells by the heart.  In addition, the lungs work to remove carbon dioxide from the
body by exhaling it from the nose.  Any obstruction of that basic process can create a
breathing problem.

TYPICAL BREATHING PROBLEMS
Individuals with developmental disabilities may experience any of the following
breathing problems.

Nose and Sinus
An obstruction of the nose or sinus can create a very common form of
breathing problem.  For example, a typical obstruction can be the result of a
long-lasting cold or allergy.  Or, it can also be caused by a foreign object or
small growth (polyp) within the nose.  The sinus can become obstructed by an
infection caused by bacteria, virus or fungus which can create a painful sinus
headache.  Sinusitis can be either acute (brief ) or chronic (long-lasting) and
must be treated by antibiotics in addition to the typical methods of treating a
cold.

Lungs
Diseases of the lungs can be caused by a variety of things including a bacterial
or viral infection, cancer and certain environmental or genetic conditions.  The
following are some of the most common lung diseases experienced by people
with developmental disabilities.  If the symptoms of any of these diseases on
the following pages are observed by caregivers, a medical assessment should
be sought immediately.
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Bronchitis
A common viral infection which is marked by shortness of breath, a feeling of
tightness in the chest, wheezing, cough, chills and a slight fever.

Pneumonia
An inflammation of the lung tissue which produces symptoms of pain in the
chest, chills, shortness of breath, coughing up blood, and a very high fever.
This can be a life-threatening condition.

Lung Abscess
This can occur if dental disease is left untreated.  That is, the infectious
material (or pus) is aspirated and starts to fill the lungs.  Symptoms of a lung
abscess include high fever, chills, shortness of breath, chest pain and loss of
appetite.

Emphysema
A breakdown of the small air sacs in the lungs, it is most typically caused by
smoking over a long period of time.  Shortness of breath, cough and weight
loss are common symptoms.

Asthma
A narrowing of the tubes that carry air into your lungs makes breathing more
difficult.  Also, individuals with asthma experience wheezing, cough and a
tightness in the chest.

Lung Cancer
One of the leading causes of cancer-related deaths, it is typically attributed to
smoking.  Shortness of breath is accompanied by a fever, chest pain,
hoarseness, cough, and loss of appetite and weight.

OTHER DISABILITY AND ENVIRONMENT
RELATED BREATHING PROBLEMS
In addition to the previously stated respiratory diseases, people with
developmental disabilities are at risk because of certain additional genetic, medical
and environmental conditions.

Group Living
People with developmental disabilities often live and work in group situations
where supervision needs make it difficult to stay away from others who have
colds and other common illnesses which affect the nose, sinuses and lungs.
Also, individuals with significant disabilities who are not able to initiate self-
care or indicate the early symptoms of a cold, may be more prone to sinus
infections.
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Down Syndrome
People with Down Syndrome may experience greater respiratory illness
than others with developmental disabilities.  This is primarily because they
have a lower immune system and are more prone to infectious diseases
which, in turn, may lead to respiratory problems.  For example, obstructive
airway disease (or collapse of the airway) occurs more frequently as does
sinusitis, chronic stuffy nose and rhinitis (inflammation of the lining of the
nose).

Prader-Willi Syndrome
People with Prader-Willi Syndrome (who sometimes have mental
retardation as well) cannot distinguish hunger from fullness and have a
continuous urge to eat.  In addition, they require fewer calories to
maintain an appropriate weight.   So, individuals with Prader-Willi
Syndrome are often very overweight and subject to respiratory difficulties.

HIV and AIDS
Individuals with developmental disabilities and HIV or AIDS are
significantly more vulnerable to infection and lung disease.  In fact, some
of these diseases (such as specific strains of pneumonia) are considered to
be indicators of risk in the presence of HIV or AIDS.

General Fitness
Close to one-half of all Americans with developmental disabilities are
overweight.   This places them at a higher risk for many diseases, including
respiratory disease.

Cerebral Palsy
People with cerebral palsy have diminished muscle control which, in turn,
compromises their breathing and places them at high risk for respiratory
disease.  In fact, in a recent study by the National Center of Health
Statistics, respiratory disease (primarily pneumonia, flu) was found to be
the leading cause of death among people with cerebral palsy.

Dually Diagnosed
In a recent study of adults with both a developmental and mental health
disabilities, about twenty percent reported that they currently smoked
cigarettes.  Of those individuals studied who had mild or borderline
mental retardation, smokers were closer to forty percent.  Those who
smoke were also more likely than nonsmokers to report alcohol and drug
use.
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RISK FACTORS
Individuals with developmental disabilities are exposed to a number of risk factors which
can increase the chances for respiratory problems:

• Exposure to others with colds, flu or other bacterial or viral
infections in group living and working situations.

• Exposure to indoor and outdoor air pollution, for example,
ozone, radon, second hand smoke, and asbestos.

• Chronic hay fever, allergies, colds or other viral or bacterial
infections which are not treated.

• An inability or refusal to independently complete self-care
(such as hand washing).

 • An inability or refusal to use medicine when prescribed.

• A small, foreign object which obstructs the nasal cavity or
sinus, for example, small toys, or pills.

• Smoking cigarettes, cigars, or pipes for an extended period of
time.

• Persons with specific disabilities including Down Syndrome,
Prader-Willi, HIV/AIDS, and Cerebral Palsy are at
greater risk.



Page 114    Health Information

PREVENTION
While congenital conditions may not be prevented, there are a number of
environmental precautions that can be taken to reduce the risk of chronic respiratory
problems for people with developmental disabilities:

• Limiting exposure to people who do not practice the
common techniques used to avoid spreading germs.  For
example, use of a kleenex or hand over mouth or nose when
sneezing.

• Limiting exposure to man-made or natural air pollutants
such as second-hand smoke, smog,  and radon.

• Training and support for independent self-care, for example,
washing hands or blowing nose.

• Treating hay fever,  allergies or other bacterial or viral
infections with prescribed medication.

• Treating colds with rest, increased liquids and medication as
prescribed.

• Keeping small objects away from individuals who are known
to swallow them or place in their nose or ears.

• Providing access to dental treatment for infections and
several dental decay.

• Access to smoking cessation classes and support group.

• Flu and pneumonia vaccinations for people with
developmental disabilities who are seniors or who have
chronic respiratory conditions (such as asthma).
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR

A TYPICAL PHYSICAL EXAMINATION
An assessment of respiratory problems for an adult with a developmental disability
consists of:

Nose and Sinus
The doctor will look at the nose and face for signs of swelling and touch the nose
and sinus area lightly for signs of tenderness.  He or she may ask the individual to
tilt his or her head back so that the inside of the nose can be viewed for swelling
or infection.  The doctor might also hold one nostril at a time and ask the person
to exhale, listening for signs of nasal obstruction.

Lungs
The primary method for determining possible lung diseases is listening to the
breathing of the individual.  This can be completed while both the individual and
the doctor are seated.  The doctor will also need to know information from the
individual or a caregiver about other symptoms such as coughing, typical and
current physical activity and eating habits.  He or she may also decide to take a
chest x-ray in order to complete the assessment of possible respiratory problems
and causes.

PREPARATION FOR THE VISIT
Most individuals with developmental disabilities can be examined for possible respiratory
problems using typical medical assessment procedures.  However, if someone is afraid or
uncooperative during the doctor’s office or a physical examination, caregivers and doctors
should consider the following:

1. Caregivers should alert the doctor if an individual does not
like to be touched.

2. Discuss with the receptionist how best to schedule the
appointment to minimize the wait.

3. You may need to transition the person into and out of the
examination room. Tell the individual when any movements of
the chair or light are anticipated.  Ask the doctor to show the
individual any medical equipment (for example, stethoscope)
before using it.
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ACCESS TO MEDICAL CARE
If you do not have a primary care physician, calling your local medical society is the
best way to find a doctor who can serve people with special needs. Also, ask other
individuals with developmental disabilities, parents or caretakers what physicians they
prefer. For individuals with developmental disabilities who do not have medical
insurance, funding for medical services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs not provided by
Medicare, Medicaid, or a residential institution.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits, health assessments and treatment if
medically necessary.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not pro-
vided by another agency (e.g., Medi-Cal), a regional center may purchase such
health and medical services as: assessment, diagnosis, and evaluation; physical,
occupational, and speech therapy; adaptive equipment and supplies; specialized
medical and dental care; and, transportation services necessary to ensure delivery of
services  (excerpted from the Lanterman Act).

Otorhinolarynologists or Pulmonary Specialists
These are the medical terms for an ear, nose and throat specialist and a
respiratory disease specialist.  For names of local specialists, look up these
terms in the Yellow Pages under Physicians.

RESPIRATORY CARE RESOURCES

INDIVIDUAL SUPPORTS
As caregivers, it is important to pay attention to and act on signs (runny nose,
sneezing, shortness of breath, wheezing) or symptoms (complaints of
headaches, tightness of chest) of a cold, flu, or other bacterial or viral infection
which can affect breathing.  Early identification and treatment can often
prevent chronic infections and potentially life-threatening respiratory
problems.
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Individuals who cannot or who are unwilling to perform self-care when sick (such
as washing hands frequently, increasing liquids, getting rest) or take medication
independently will need considerable support during the course of a cold or other
bacterial or viral infection.  Also, long-lasting infections often require methods of
draining (facial packs, inhaling steam) in addition to medication and will
necessitate increased personal assistance.

PUBLISHED MATERIALS
If you someone you support wants to quit smoking and needs help, contact one of
the following organizations.  They will provide you with current information,
advice, and suggestions:

American Cancer Society
      1-800-ACS-2345

National Cancer Institute
      1-800-4-CANCER

American Lung Association
      1-800-586-4872

You Can Stop Smoking by Jacquelyn Rogers, Mass Market Paperback (1995)

The easy, smoker-friendly way to quit from the founder of Smokenders.
Completely revised and updated, this book provides all the information necessary
to guide smokers through the quitting process with sections on weight gain,
addiction, nicotine patches, and avoiding relapses.

The American Cancer Society's 'Freshstart': 21 Days to Stop Smoking/Cassette
by American Cancer Society, Simon & Schuster Audio (1986)

A 21 day  program that shows smokers how to conquer smoking addiction in a
day-by-day technique that gets them through the critical first three weeks.
Promotes the use of  four techniques to combat cigarette craving, withdrawal
symptoms to expect and how to cope, the physical and psychological benefits of
kicking the habit, and more.

ORGANIZATIONS

American Lung Association
1740 Broadway, New York, New York 10019-4374

American Lung Association of California
424 Pendleton Way , Oakland, CA 94621-2189  (510) 638-5864 (LUNG)
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A state affiliate of the national American Lung Association.  For information
on lung health, programs, and special events, call your local American Lung
Association at 1-800-LUNG-USA (1-800-586-4872).

American Cancer Society
1599 Clifton Road, NE, Atlanta, GA 30329-4251 1-800-ACS-2345

Check the phone book to contact your local Division or Unit.  The American
Cancer Society is the nationwide community-based voluntary health
organization dedicated to eliminating cancer as a major health problem by
preventing cancer, saving lives and promoting research, education, advocacy
and services.

INTERNET

You can find the following resources on the World Wide Web:

American Lung Association
http://www.lungusa.org/noframes/index.html

American Cancer Society
http://www.cancer.org/bottom.html

Health Plan Shopping Guide
http://www.healthscope.org

If you are shopping for a health plan, California Consumer Health Scope is a
shopper's guide to HMOs and other health services.

A QUICK REVIEW OF WHEN
TO SEEK MEDICAL HELP
Signs and symptoms that indicate a need for immediate medical attention for possible
respiratory problems include:

• The nose and face are swollen and tender along with
complaints of a headache.

• A high fever, runny nose and lack of appetite or physical
activity.

• Any observed difficulty in breathing or complaint of
shortness of breath, chest tightness or pain.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Lung Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
respiratory health, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the lung health curriculum you want to emphasize.  For
example, if someone you are working with smokes, you will want to spend
extra time in talking about the effects of smoking.  You might also use the
information to develop a goal for the Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

Independent      Needs Some      Needs Total

       Support           Support

Eats a healthy diet

Does not smoke

Is physically active

Is within the weight
range for height

Tells someone if feels
breathing is difficult

Takes medicine for
colds, flu or allergies
if prescribed

Takes care of self if
has a cold or flu

Demonstrates good
personal care when
has a cold or flu

Tolerates a typical
physical examination

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• To demonstrate breathing, ask someone to volunteer to hold a
mirror up to his or her face and note how the breath fogs up
the glass.

• Mention how the air is warmed by the inside of the nose so
that it is not too cold when it enters your lungs.

• You can use a timer and see how many breaths people take in a
minute (usually 12-15).

• You can talk about the sense of smell.  Bring in different
smells (e.g., candy, salt, pepper, pickles), ask people to close
their eyes and talk about how smell can work even without
sight.

• Use a model (or picture) to talk about how the heart and lungs
work together like a pump - taking blood from different parts
of the body, giving it oxygen from the lungs and then pumping
it out again through arteries and veins.
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Your nose takes in air and
helps you smell things.

Your nose takes in air
12-15 times each minute
of the day and night.

Your lungs take in air and mix it with your
blood.  Your heart pumps out the blood to
your body.

Your lungs and heart work
together to keep you alive.

WHAT DO YOUR NOSE
AND LUNGS DO FOR YOU?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Here is a chance to talk about how colds can be passed
between people by coughing, sneezing, and physical contact.

• If you can find a slow motion picture of a person sneezing, this
is a great way to show how germs spread.

• Or, you can use a spray bottle of water to demonstrate an
uncovered sneeze.

• Ask if there are things that make people sneeze (like fresh cut
grass, or certain flowers).  This can lead to a discussion about
allergies and hay fever and different kinds of allergies.
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Most people with developmental
disabilities can breath well almost all
of the time.

Once in a while, everyone has trouble
breathing.

For example, if you catch a bad cold that
plugs up your nose.

Or, if you are around things that make you
sneeze and plug up your nose.  Some
things that make people sneeze are
dogs and cats,  fresh cut grass,
flowers, and dust.

Some people with developmental
disabilities have trouble breathing
all of the time because they are overweight,
or smoke cigarettes or are born with
breathing problems.

THINGS THAT CAN MAKE IT
HARD FOR YOU TO BREATH



YOUR PLAN

Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Demonstrate with a kleenex or handkerchief how to cover the
nose or mouth while sneezing or coughing.

• Ask what kinds of things make people sneeze and how to stay
away from those things.

• Talk about the effects of smoking on lungs, nose, heart and
other people.

• Ask what kinds of physical activities people like to do and
how often they actually do them.  Encourage new ideas for
people who do not get much physical activity.
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Stay away from people who
have a cold.

Get plenty of rest and drink plenty of water
and juice if you have a cold.  If the doctor
tells you to take medicine for a cold or flu,
make sure that you take it.

Stay away from things that make
you sneeze.

Do not smoke cigarettes, cigars or
pipes.  If you do smoke, then get some
help to stop.

Try to get plenty of exercise, eat healthy
and keep a healthy weight.

TO KEEP YOUR BREATHING
IN GOOD SHAPE,
REMEMBER TO . . .



YOUR PLAN

Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Examinations for problems associated with breathing are
fairly straight forward and do not typically require additional
medical equipment.

• This is an easy examination process to demonstrate using
yourself as a model or someone else who might volunteer.

• You can ask someone to volunteer and gently touch the nose,
hold one nostril at a time, and look into the nose.

• You can borrow a stethoscope and give people a chance to
listen to their own breathing pattern.

• You can talk about the x-ray machine and how it takes a
picture of the lungs.
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WHEN YOU GO TO
THE DOCTOR . . .

First, the doctor will sit with you and talk
to you about  your breathing.

Next, the doctor will look at your nose and
face and the doctor may touch it to see if it
hurts you.

The doctor will use a special tool to listen
to your breathing.  The doctor might take
an x-ray of your chest.  This does not hurt.

The doctor will then tell you if there is
something you can do to make your
breathing better.   It is important to do
what the doctor tells you to get better.

Take medicine if you need to and tell the
doctor if things do not get better.  If you
have any questions about your breathing,
ask the doctor.



YOUR PLAN

Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Changes in breathing can quickly turn into an emergency
medical situation.

• To demonstrate a breathing problem, ask someone to hold
their nose and try to breath.

• It should be stressed that the following three conditions need
to be identified to a caregiver as soon as possible: (1) can’t
breath well and it feels like something is in the nose; (2) can’t
breath well and forehead is hot or head hurts; and, (3) can’t
breath well and don’t want to eat or are tired)

• After reviewing several times, ask “when are three times you
should tell someone right away about your breathing?”
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Your can’t breathe very well and it feels like
there is something in your nose.

Your can’t breathe very well
and you forehead is hot or
your head hurts.

You can’t breathe very well and you do not
want to eat and you are very tired.

IT IS IMPORTANT TO TALK TO
SOMEONE ABOUT YOUR
BREATHING WHEN  . . .



YOUR PLAN

Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers
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INTRODUCTION
Individuals with developmental disabilities often have special dental care needs.  In
both the prevention and treatment of oral health problems, the individual and his or
her caregiver are an important first line of defense.  Also, the dentist, hygienist and
other health professionals are important members of a dental care team.

Note: A major resource for the content of this module was Volume 1, Number 1 of
the Wellness Letter, published by the California State Department of
Developmental Services.

COMMON DENTAL HEALTH
CONCERNS FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES
The dental problems that affect the general population also affect individuals with
special needs. However, there are often additional dental concerns related to persons
with developmental and/or physical disabilities.

Gum (periodontal) Disease
Gum disease affects the tissues and structures surrounding and supporting the
teeth. Most dentists and hygienists will agree that gum disease occurs at an
earlier age in individuals with developmental disabilities. It is not unusual to
find advanced gum disease - swollen, bleeding gums, loose teeth due to bone
loss, and gum infection - in a young adults with special needs. Malformed or
poorly arranged teeth, tooth grinding, poor health and some medications
contribute to development of gum disease. It is very important to brush, floss
and clean the teeth, gums and tongue.

Tube Feeding
Individuals who are tube-fed (for example, a gastrointestinal tube) can build
up deposits on their teeth more than those who chew food. The reasons for
this are not clearly understood. It is very important to brush, rinse and
stimulate the mouth area of people who are being tube fed in order to
maintain good oral health. Brushing bacteria from the tongue is still necessary
to prevent infections such as thrush. Thrush is a fungus infection that causes a
whitish growth and sores in the mouth.
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Effects of Medications
Individuals with special needs are frequently prescribed medications to be taken
over a long period of time. Some medications reduce the flow of saliva leading to a
dry mouth that promotes tooth decay and cracks in lips. Rinsing the mouth with
water after each dose is advised.

Aspirin dissolved in the mouth before swallowing provides an acid
environment that can lead to decay.

Dilantin®, (generic: phenytoin sodium) is widely used to control seizure
disorders. Many individuals who receive this drug over an extended period
of time will develop enlarged and overgrown gum tissues which makes
brushing and flossing more difficult and less effective. Reports show
between 36% to 63% of persons taking Dilantin® experience gum
enlargement. The onset of gum overgrowth most often occurs within the
first year of using phenytoin therapy.

Sugar Content of Medications
Liquid medications contain up to 84% sucrose with most having more than 40%
sugar content. These are often given before a rest time or at bedtime. When
asleep, the decrease in salivary flow does not allow the liquid to wash away. The
sugary solution stays in the mouth, leading to tooth decay. If possible, give the
medication while the individual is awake and have him or her rinse the mouth or
brush immediately after a dose.  Also, ask your pharmacist if a sugar-free
medication is available.

Dry Mouth
Dry mouth may occur from mouth breathing and medications. Mouthwash
containing alcohol may lead to dehydration of an already dry mouth. Offering lots
of water is a good practice.  This will help to insure adequate hydration of the
body.

Bruxism (grinding of teeth)
Grinding or gnashing of teeth can result in tooth abrasion and loss of tooth
structure. With permanent teeth, it can lead to bone loss and/or
temporomandibular joint disorder (TMJ) disorder (headaches, facial pain, etc.)
Treatment may include bite adjustments or a bite guard appliance. Sometimes the
habit is outgrown and no treatment is necessary. Bruxism is especially prevalent in
persons with cerebral palsy or severe mental retardation. Specific positive support
plans may be needed to reduce this behavior.
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Drooling
Excessive drooling is often seen in persons with disabilities with poor oral
muscular control, not necessarily because of an excessive amount of saliva
production. Facial chapping may occur.  Occupational therapy to achieve lip
closure in young children may reduce the incidence of drooling.

Pouching (food retention in the mouth)
Pouching is a habit found in some persons with developmental disabilities.
Storing of food in the cheek or palate may be done to prolong the taste of
food or medicine or because of oral muscular dysfunction. Help avoid
pouching by:

• Inspecting the mouth after giving food or medications to
remove any remaining material.

• Giving liquid medication rather than pills.

• Giving medications with fluids to encourage swallowing.

• When medication can be crushed without adversely affecting
the drug's absorption, it can be given with artificially sweetened
applesauce or pudding.

Self Injurious Behavior
Lip biting after taking a local oral anesthetic may occur in individuals who do
not understand the sensation of local anesthesia. Prevention is not always
possible and caregivers or parents are required to closely watch these
individuals.

Chronic lip biting can result in large sores requiring use of antibiotic therapy
to prevent secondary infection. If this persists, the dental provider may
recommend an appliance or even tooth extraction(s) as a remedy. Severe root
exposure due to scraping the gum tissue with a fingernail may come from a
behavior developed by some individuals. Prevention of the behavior using
behavior modification using positive reinforcement, or a physical approach like
using a mouth guard to cover the teeth may be needed.

Dental Implications of Down Syndrome
In Down Syndrome, the tongue appears large, giving an "open mouth"
appearance. There is evidence that the tongue is actually of normal size but
appears large and protruding due to a narrow nasopharynx and enlarged
tonsils and adenoids. A high palate becomes a place to pocket food and may
be difficult for the individual or caregiver to keep clean. Proper care of this
area includes frequent rinsing or swabbing.
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Individuals with Down Syndrome have a decreased immunological response
(ability to fight infection). Good oral hygiene is necessary to prevent gum disease.
Cardiac abnormalities may require preventative antibiotic treatment before dental
treatment.

Dental Implications of Cerebral Palsy
Individuals with cerebral palsy may have increased periodontal problems due to
poor oral hygiene, bruxism, or the use of Dilantin® to treat convulsive disorders.
Also, abnormal tongue movements and difficulty in swallowing can complicate
oral health and dental service delivery.  Many individuals with cerebral palsy will
have poor tooth/jaw relationships (malocclusions) due to abnormal muscle
functioning such as facial grimacing, unusual chewing and swallowing patterns,
and tongue thrusting.

Canker Sores
Injuries to the mouth, infection, female hormones, or stress can also cause
individuals with developmental disabilities to have canker sores.  These are
painful, open sores in the mouth and cheek that can take 7-10 days to heal.  The
dentist (or doctor) can provide a topical medication (or these can be obtained
over-the-counter) to ease the pain.  It is recommended that people who are prone
to have canker sores, should chew their food slowly and use a soft bristle
toothbrush to avoid any injury to the inside of the mouth.
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RISK FACTORS
There are a variety of risk factors which can lead to a mouth, teeth, or throat problem
for any person. There are also some additional risk factors for some people with
developmental disabilities, which call for close observation by caregivers and frequent
regular check-ups.

• Poor habits or techniques of oral hygiene, for example, not
brushing or flossing the teeth correctly or adequately.

• A poor diet, for example, not eating well-balanced and
nutritious meals, or frequent snacking on sweets.

• Not seeing a dentist regularly for check-ups and professional
teeth cleaning.

• Smoking or drinking alcohol to excess, which can damage
teeth, gums, and other tissues of the mouth.

• Motor impairments which limit ability to chew or swallow
properly and/or to care for one’s teeth.

• Insensitivity to pain, or inability to identify it to a caregiver.

• The side effects of medications, such as gums growing up
onto the teeth (a condition called hyperplasia of the gingiva).

• A fear of dentists or doctors or the dental examination process.

• Taking liquid medicines (high in sugar content) without
brushing or rinsing afterwards.
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PREVENTION
There are many ways to avoid the special dental concerns of people with developmental
disabilities.  Suggestions for caregivers include:

• Good dental hygiene, for example, brushing and flossing at least
twice daily.

• A proper diet, and avoiding sugary snacks.

• Use of fluoride (toothpaste, mouthwash) and sealants (plastic
covers typically applied to the molars).

• A dental check-up or cleaning, at regular (6 or 12 month)
intervals.

• Keep  an accurate and complete health history (heart
problems, allergies to medications, current medications) for the
dentist.

• Follow/encourage good eating habits, avoiding sugary and
starchy snacks without brushing (or at least rinsing) afterwards.

• Deal effectively with anxiety about dental and medical
services, where it interferes with being seen and treated properly.

• Prompt or assist eating or modify (cut-up, mash) food, if the
person is prone to eating too quickly, not chewing properly, or
has a poor gag reflex.

As previously stated, people with disabilities sometimes hold foods in the mouth longer,
creating an environment for bacteria or other microorganisms to cause tooth decay and
gum disease. Chewing activity benefits teeth, gum tissues and oral muscles, so chewing
activity should be encouraged even when soft foods are eaten. It is very important to
brush, floss, rinse and stimulate the mouth area in order to maintain good oral health.
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PLANNING FOR A SUCCESSFUL
VISIT TO THE DENTIST
Most individuals with developmental disabilities can receive dental care under routine
circumstances in a typical dental environment.  However, if someone is afraid or
uncooperative regarding dentistry, there are ways for both caregivers and dentists to
ensure a successful visit:

• The caregiver should begin preparing the person for the dental
visit several days before the appointment.  For example, practice
opening the mouth and using a mouth mirror.

• Avoid sitting for long periods in the reception area. Discuss with
the receptionist how best to schedule to minimize the wait.

• Bring something familiar to the individual which may act to
lessen anxiety. For example, Walkmans with head phones are great
for covering the equipment noise while providing favorite music.

• Keep a familiar person in sight of the individual during the
procedures. If appropriate and requested, the caregiver might hold
the person's hand during the procedure.

• You may need to provide verbal support to the person as he or she
gets into and out of the dental chair. Tell the individual when any
movements of the chair or light are anticipated.

• Show the individual the dental instruments before inserting them
into the mouth.

• Use language that is developmentally appropriate, but not
condescending. For example, speak in terms of "cleaning" and
"fixing a broken tooth" rather than "scraping" and "composites".

• Don't promise “this won’t hurt” when it may hurt.  Give a time
frame for how long the procedure will last.

• Try to anticipate the tolerance threshold of the individual. It is
much better to have two short successful visits than one long visit
which results in trauma.
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There are a variety of individual management techniques in dental care which include
(from least to most restrictive):

• Asking for cooperation

• Mild Restraint

• Nitrous Oxide (may sometimes be difficult to administer to
individuals incapable of adequate nose breathing)

• Oral Premedication

• Advanced Restraint (Papoose Board, Mouth Props, etc.)

• Intravenous Sedation (conscious)

• General Anesthesia (unconscious)

• Includes intubation (life support)

The medical professional, the individual, and the caregiver must weigh the alternatives
carefully. Restraint can be as mild as simply pushing an individual's hand away or as
extensive as complete body immobility.  The use of restraint should only be used when
absolutely necessary, should not cause injury or trauma, and it is not to be used as
punishment or for the convenience of the staff. Informed consent and documentation
of the use of restraints are required. Not all dental providers have been trained in all
types of special needs patient management.
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ACCESS TO DENTAL CARE
If you don't have a dentist, calling your local dental society is the best way to find a
dentist who can serve special needs patients. You may call the California Dental
Association at 1-800-736-8702 if you do not know your local dental society name or
telephone number. Also, ask other individuals with developmental disabilities, parents
or caretakers what dental provider they prefer. Be sure to explain the special needs
very frankly to the receptionist and/or dentist prior to making an appointment.

For individuals with developmental disabilities who do not have dental insurance,
funding for dental services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs and dental care not
provided by Medicare, Medicaid, or a residential institution.

Dental-Cal
Department of Health Services • 800/322-6384 for referrals to Dental-Cal
providers in your area.

Dental-Cal is the Medi-Cal equivalent for dental services.

County hospitals
County hospitals can also provide emergency dental services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not pro-
vided by another agency (e.g., Medi-Cal), a regional center may purchase such
health and medical services as: assessment, diagnosis, and evaluation; physical,
occupational, and speech therapy; adaptive equipment and supplies; specialized
medical and dental care; and, transportation services necessary to ensure delivery of
services  (excerpted from the Lanterman Act).

DENTAL CARE RESOURCES
Special Athletes/Special Smiles
Special Olympic participants or attendees can receive oral hygiene instruction,
non-invasive dental screening, and referrals to local dentists experienced in
treating individuals with special needs.  For information about Special
Athletes, Special Smiles contact Special Olympics at (617) 638-4891.
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Special Smiles Guide
A Guide to Good Oral Health for Persons with Special Needs was developed by
Special Olympics Special Athletes/Special Smiles and Boston University.   For
information about obtaining a copy, call your local Special Olympics affiliate.

Northern California Dental Program
The Rural Northern California Dental Program for Persons with Disabilities provides
for: dental screening, community-wide triage and referral services using a
consortium of agencies and hospital dental facilities to provide in-hospital care for
individuals with severe disabilities who require dental treatment under general
anesthesia. This project was implemented in a number of communities in rural
Northern California. Participating regional centers were Far Northern Regional
Center, North Bay Regional Center, and Redwood Coast Regional Center.
Another outcome of the project was the development of a preventive dentistry
training program for caretakers of persons with disabilities.  For information
about the program, call (415) 929-6426 or write to the UOP School of Dentistry,
2155 Webster Street, San Francisco, CA 94115.

PUBLISHED MATERIALS

Overcoming Obstacles to Dental Health; a training program for caregivers of people
with  disabilities (1995)

Faculty members from the University of the Pacific School of Dentistry and
regional center staff developed this set of training materials that can be used by a
variety of health professions, home managers, caregivers, and persons with
developmental disabilities. For information contact The University of the Pacific
(UOP) School of Dentistry, Department of Dental Practice, at (415) 929-6428 or
write to the department at 2155 Webster St., San Francisco, CA 94115.

Patients with Physical and Mental Disabilities, Dental Management; 1991,
American Dental Association; Council on Community Health, Hospital, Institutional
and Medical Affairs. Order from the ADA at 1 (800) 947-4746; Item number
J097. Price: ADA member $7.00; non- member $10.50 plus shipping and
handling.

DECOD, Dental Education in Care of the Disabled. The University of Washington
has training materials and self-directed modules available. For more information
contact School of Dentistry, Box 356370, University of Washington, Seattle, WA
98195-6370. Telephone (206) 685-8412.
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Rutkauskas, J.S., editor. Practical Considerations in Special Patient Care. Dental Clinics
of North America. 38(3); July 1994. Order from W. B. Saunders Publishing Co., 1
(800) 654-2452; single issue price $38.00 plus state tax. May be available in some
public, university or medical libraries.

ORGANIZATIONS
Federation of Special Care Organizations in Dentistry (American Association of
Hospital Dentists, Academy of Dentistry for Persons with Disabilities, American
Society for Geriatric Dentistry)

211 East Chicago Avenue, Suite 948, Chicago, IL 60611-2678  (312) 440-2660
No referral services available.

The California Foundation of Dentistry for the Handicapped
Donated Dental Services Program
P.O. Box 13749, Sacramento, CA 95853-9981  (916) 498-6176
Approximate catchment area: Redding to Merced

CALIFORNIA SCHOOLS OF DENTISTRY
There are five dental schools in California and each one has specific resources
available for special needs patients. Aside from direct patient services, these
institutions are centers for current information and referrals.

Loma Linda University, School of Dentistry
Loma Linda, CA 92350
(909) 824-4222

University of California Los Angeles, School of Dentistry
10833 Le Conte Ave., Rm. 13-089 CHS Box 951668
Los Angeles, CA 90095-1668 (310) 206-3904

University of California San Francisco, School of Dentistry
707 Parnassus, San Francisco, CA 94143-0752  (415) 476-1891

University of the Pacific (UOP), School of Dentistry
2155 Webster Street, San Francisco, CA 94115
Clinic Information: (415) 929-6501

University of Southern California, School of Dentistry
Norris Dental Science Center, Los Angeles, CA 90089-0641  (213) 740-8140
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INTERNET
You can find the following resources on the World Wide Web:

American Dental Association (ADA)
http://www.ada.org

California Dental Association (CDA)
http://www.cda.org

University of California Los Angeles School of Dentistry
http://www.dent.ucla.edu

University of California San Francisco School of Dentistry
http://www.ucsf.edu

University of the Pacific, School of Dentistry
http://www.dental.uop.edu/

University of Southern California School of Dentistry
http://www.usc.edu/hsc/

California Dental Hygienists' Association
http://www.cdha.org

Health Plan Shopping Guide
http://www.healthscope.org

If you are shopping for a health plan, California Consumer Health Scope is a
shopper's guide to HMOs and other health services.
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A QUICK REVIEW OF
WHEN TO SEEK DENTAL
OR MEDICAL HELP
Signs and symptoms that indicate a need for dental or medical attention or first aid
include:

• Tooth ache or sensitivity to cold or hot.  Usually indicates
tooth decay.

• Soft, swollen, and bleeding gums.  Use a warm mouth rinse
(water and salt).  If problem persists (or a tooth is loose), get an
appointment with your dentist.

• Spots, wounds, sores, ‘hairy tongue,’ discoloration or
enlargement of the tongue, bad breath or foul taste in the
mouth.  These conditions often signal a bacterial, viral, or
fungus infection.  See your doctor or dentist.

• Difficulty chewing, swallowing, recurrent regurgitation or
gagging.  If eating is an on-going problem, an interdisciplinary
approach (eating clinic) can be helpful.

• Inability to breath.  If something is stuck in the throat and you
have not been trained in using the Heimlich Maneuver, you
must seek emergency help immediately.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:
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ORAL HEALTH NEEDS CHECKLIST
Directions.  Before you use this workbook to teach someone about basic oral
health, here are some things to consider.  After going through the checklist
(photocopy extras if you’re working with a group), you can decide which elements
of the oral health curriculum you want to emphasize.  For example, if the person
you are working with does not brush his or her teeth correctly, you will want to
spend extra time in that area.  You might also use the information to develop a
goal for the Individual Service Plan.

_____________________________________     ________________________
Name of Person     Date

      Independent      Needs Some       Needs Total

  Support        Support

Brushes teeth correctly

Brushes teeth at least
twice a day

Flosses teeth at least
once a day

Rinses mouth out after
sugary snacks or desserts

Tells someone if teeth hurt

Goes to the dentist at least
once a year

Tolerates dental examinations
and procedures

Eats healthy fruits and
vegetables

Chews food and swallows

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Use a model or drawing of the head and mouth, showing the
position of the various parts (mouth, teeth, gums, throat) and
the job of each part.

• Talk about how we take in air through our mouth as well as
our nose.

• Mention how the digestive process starts by drinking liquids
or chewing food and then swallowing.

• You could use a model (for example, a transparent doll), show
how water moves from the mouth to the stomach.

• Be prepared to answer any questions about how the mouth ,
teeth, and throat work.
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Your Mouth and Teeth are Important for -

Taking in food and drink;

Talking, singing, or making noise;

Eating; and,

Breathing.

Your Mouth and Teeth are Working Well
When -

You have no cavities;

Your gums are pink;

You can breath, talk, sing; and,

You can drink, chew and swallow food.

WHAT DO YOUR MOUTH
AND TEETH DO FOR YOU?
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Ask someone to describe what happened, and how they felt, at
their last visit to the dentist’s office.

• Talk about what the dentist and the hygienist did to work on
different dental problems (for example, teeth cleaning,
cavities).

• Bring in and demonstrate how various adapted toothbrushes
(available at the drug store) can help some people.

• Show a videotape on tooth brushing (often available from a
local dentist or healthcare organization).

• If possible, invite a dental hygienist in to talk about the
importance of proper care of teeth.
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THINGS THAT CAN GO
WRONG WITH YOUR
MOUTH AND TEETH

Some people with developmental
disabilities do not brush their teeth.

If you do not brush your teeth -

You can get a cavity and your
tooth will hurt;

Your teeth can crack;

Your gums might bleed;

You will have trouble chewing food.
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Discuss why it is so important to brush at least twice a day,
especially before going to bed (the mouth produces less saliva
to wash plaque away).

• Talk about the effects of smoking on the teeth, breath, and
lungs.

• Go through old magazines, identify and cut out pictures of
foods that are good (fruits and vegetables), foods to avoid
(sweets), cigarette ads, and things to do to take care of your
teeth (toothpaste or mouthwash ads).

• Using the pictures that you have cut out, you can group
together foods that good and foods to avoid and paste them on
poster sized paper.  You can use a marker to title the poster
Healthy Living or Eating Right.
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Snacks and desserts with
lots of sugar.

Drinking too much alcohol.

Smoking.

Not brushing or flossing
your teeth.

SOME OF THE THINGS THAT
CAN HURT YOUR MOUTH
AND TEETH ARE . . .
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Demonstrate how to floss your teeth and give everyone a
packet of dental floss.

• Using a soft-bristled brush, floss, and a [hinged] model of a
full set of teeth, describe and show how teeth should be
brushed.

• Give everyone a new toothbrush and a chance to practice.

• Talk about how plaque forms and what it feels like (rough, if
not washed away by brushing).

• Or, standing facing each other, or standing side-by-side in
front of a mirror, demonstrate proper technique, and at each
step ask the learner to do what you are doing.

• Coach, and prompt (physically or verbally, or both) as needed.

• Where appropriate, gently stabilize head and practice using a
mouth prop (e.g., tongue depressor wrapped and taped).
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TO KEEP YOUR MOUTH AND
TEETH IN GOOD HEALTH,
REMEMBER TO . . .

Brush your teeth and floss at least
twice a day.

See you dentist at least once a year.

Eat lots of healthy foods like
fruits and vegetables.

Brush your teeth or rinse out your mouth
after eating sugar snacks or desserts.
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Ask your dentist for an opportunity to come by his or her
office to see what people are doing and what equipment is
used.  If asked, allow an opportunity to sit in the dental chair.

• Be careful that your words and behavior do not show any of
your own fears.

• When teaching dental self-care at home, make oral hygiene a
fun time.  Practice opening the mouth, and using a mouth
mirror.

• Pretend being at the dentist’s office and have fun with
simulated procedures.

• Be as honest as possible about the different kinds of
procedures and the possibility for pain.

• Talk about how dentists work hard to make sure that people
do not feel pain or discomfort.

• Stress that a dentist is a professional and should be the only
person sticking equipment and sharp instruments into the
mouth or on the teeth.
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First, the dentist will sit and talk with you
about your teeth.

Next, the dentist will use some special
tools to look inside your mouth.

The dentist may use a special machine to
look at your teeth called an x-ray.

The dentist may use a special tool to
clean your teeth.

If you have a cavity, the dentist may
work on it.

Tell the dentist if anything he or she does
makes your mouth or teeth hurt.

If you have any questions, ask the dentist.

WHEN YOU GO TO
THE DENTIST . . .

?
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Encourage people to identify mouth, teeth and eating
problems and to get help from someone (parent or other
caregiver).  Ask when it is important to tell someone that
something is not right.  Give some hints, or talk about your
own experiences.

• You can also point to the some of the symbols and ask Yes/No
questions to include in the conversation for people who do
not talk or who use very few words.

• Ask how long one can go without air before fainting.  Explain
why it’s important to learn about the Heimlich Maneuver.
Recommend that participants take a class from the Red Cross
to learn how to use it.

• Ask whether anyone has ever lost a tooth because of a fall or
hit.  Talk about the importance of getting immediate dental
or medical attention.
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Your teeth hurt.

Your mouth or gums are bleeding.

You have trouble chewing
or swallowing food.

IT IS IMPORTANT TO TALK TO
SOMEONE ABOUT YOUR
MOUTH OR TEETH WHEN  . . .
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers
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INTRODUCTION
Some adults with developmental disabilities have heart disease throughout their lives.
If detected, however, it can typically be treated through a combination of medicine,
diet, exercise, and (in some cases) surgery.  Others acquire it later in life through
lifestyle choices such as poor diet, lack of exercise, smoking.  Whenever it is detected,
caregiver support and supervision is often a critical aspect of a successful outcome.

COMMON HEART CONCERNS
FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES

BASIC HEART HEALTH
The heart of a healthy adult with a developmental disability: (1) weighs about a
pound; (2) beats about once each second; and, (3) pumps about 2,000 gallons of blood
each day.  While most individuals with developmental disabilities are born with a
healthy heart, a number of potential heart problems can occur later in life.  Some of
these problems may occur before birth and are related to the development of the heart
while other problems occur after birth and are caused by environmental factors (for
example, infection, stress, poor nutrition).

COMMON PROBLEMS
It is estimated that up to two-thirds of people with Down Syndrome have congenital
(present at birth) heart disease which may require surgery at some time in their lives.
Others individuals with developmental disabilities who have heart disease include, but
are not limited to:

• Individuals whose mothers were exposed to rubella (or German measles)
during pregnancy;

• Individuals whose mothers used alcohol during pregnancy resulting in fetal
alcohol syndrome;

• Individuals born with an inherited disease called PKU (Phenylketonuria) and
who are not treated with a special diet.

In addition, research has shown that individuals with developmental disabilities
typically have lower levels of physical endurance, strength and overall physical fitness
than those without developmental disabilities.  Perhaps an even more alarming
statistic, is that close to one half are overweight as compared to about a third of all
Americans.
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Of course, all of these factors mean that individuals with developmental disabilities have a
higher risk for heart disease such as:

Cardiomyopathy
This is the most frequent heart disease for which adults with developmental
disabilities are referred to heart specialists. It is typically the result of a weakened
or damaged heart and it means that the heart is no longer able to pump hard
enough to deliver blood to the body.  This disease is often associated with
irregular heart beats (faster or slower) and enlargements.  It can sometimes be
detected during a physical examination.

Other Heart Problems
There are a variety of other heart diseases that adults with developmental
disabilities might have:

Arteriosclerosis
Also called hardening of the arteries, the walls of the arteries thicken which
decreases the flow of blood.

Bacterial Endocarditis
An infection of the inner lining of the heart muscle or valves will weaken the
heart and affects it’s ability to pump.

Congenital heart Disease
This is any heart disease that is present at birth.  It may affect the heart rate
(such as a heart murmur) or result in damaged heart valves or arteries which
lead to or away from the heart.  If it is not detected in childhood, it may go
undetected in an adult with developmental disabilities until he or she shows
some symptoms.

Heart attack
A clot or hardening of the arteries that blocks the flow of blood to the heart
and weakens the heart.

Hypertension
The heart pumps with increased pressure.  This creates excessive pressure on
the walls of the arteries.

Rheumatic Fever
A fever which can attack the heart by damaging the heart valves.  (This is not
as frequent in adulthood.)
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RISK FACTORS
There are a variety of risk factors which can lead to heart disease for people with
developmental disabilities.  Some cannot be changed, while others are related to
lifestyle choices which can be altered.

Risk Factors for Adults with Developmental Disabilities
Which Cannot Be Changed

• A history of heart disease in the family.

• Prenatal problems which occur before or at birth (for
example, a mother exposed to rubella).

• Certain disabilities such as Down Syndrome and Fetal
Alcohol Syndrome.

• Getting older increases risk as well.

Risk Factors for Adults with Developmental Disabilities
Which Can  Be Changed

• Smoking,  high cholesterol, high blood pressure, stress and
diabetes are thought to be contributing factors as well.
However, some things (for example, diet, medication, quitting
smoking) can lower these risks.

• A tendency to be less physically fit and more overweight
than the average American is also a contributing factor which
can be changed.
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PREVENTION
There are many ways to lower the risk of heart disease for people with developmental
disabilities.  Suggestions for caregivers include:

• Help people stop smoking cigarettes, cigars or using chewing
tobacco.

• Provide physical activity daily depending on the
age, health, and current physical condition of the individual.

• Plan diets that include foods with lower cholesterol,
saturated fats and less caloric intake if overweight.

• Help individuals lower their blood pressure by implementing
a physician’s suggestions (for example, losing weight, lowering
salt intake).

• Teach people how to manage stress, for example, through
exercise or relaxation techniques.

• Help individuals with diabetes control it by following an
approved medical and nutritional plan.

• Schedule regular medical examinations which include heart
monitoring (taking the pulse, measuring blood pressure).
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR
A ROUTINE PHYSICAL EXAMINATION
A regular physical examination for an individual with a developmental disability will
typically include heart monitoring.  The doctor will check the pulse by lightly
touching the wrist or use a stethoscope on the wrist or chest.  He or she will also
measure the blood pressure by wrapping a cuff around the arm which is inflated with
air.

ADDITIONAL HEART EXAMINATIONS
If either the pulse or blood pressure are out of the ordinary, the doctor may decide to
use more specialized tests.  First, the doctor will ask the caregiver for information that
will help establish a history (for example, recent exercise levels, any symptoms of
dizziness, chest pain or fatigue).  If other tests are needed, they may include:

Electrocardiogram
This is a painless procedure that involves attaching electrodes to different parts
of the body in a resting position.  The result is called an EKG and gives the
doctor a graphic picture of heart rhythms over time.

Blood tests
To check for high cholesterol, blood sugar and thyroid hormone levels.

Chest X-Ray
To produce a complete picture of the heart and blood vessel system.

Exercise Test
Used to compare the pulse and blood pressure after resting and periods of
exercise.
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PREPARATION FOR A VISIT
Preparing someone with a developmental disability for a visit to the doctor is important.
Some individuals are unsure of themselves in new situations or have had a bad experience
with a doctor or may be frightened by the equipment used in a physical or heart
examination.  Caregivers should consider the following suggestions:

• You should be prepared to accompany the individual and
make sure that you understand the examination process
before the visit.

• Before the visit, you can review the basic outline of the visit
(in the Instructor’s Guide at the end of this section) with the
individual and ask if there are questions or concerns.

• You might also talk to the doctor about any challenges he
or she might face in examining the individual and about
the kinds of procedures (for example, blood tests) that will
be used.
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ACCESS TO MEDICAL CARE

If you don't have a primary care physician, calling your local medical society is the
best way to find a doctor who can serve people with special needs . Also, ask other
individuals with developmental disabilities, parents or caretakers what physicians they
prefer.  For individuals with developmental disabilities who do not have medical
insurance, funding for medical services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs not provided by
Medicare, Medicaid, or a residential facility.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and specialized testing (for example,
electrocardiograms) if medically necessary.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not pro-
vided by another agency (e.g., Medi-Cal), a regional center may purchase such
health and medical services as: assessment, diagnosis, and evaluation; physical,
occupational, and speech therapy; adaptive equipment and supplies; specialized
medical and dental care; and, transportation services necessary to ensure delivery of
services  (excerpted from the Lanterman Act).
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HEART CARE RESOURCES

EARLY WARNING SIGNS

According to the American Heart Association, the following are
warning signs of a heart attack:

• Uncomfortable pressure, fullness, squeezing or pain in the
center of the chest lasting for more than a few minutes.

• Pain spreading to the shoulders, neck or arms.

• Chest discomfort with light-headedness, fainting, sweating,
nausea or shortness of breath.

The following are warning signs of a stroke:

• Sudden weakness or numbness of the face, arm or leg on
one side of the body.

• Sudden dimness or loss of vision, particularly in one eye.

• Loss of speech, or trouble talking or understanding speech.

• Sudden, severe headaches with no known or apparent cause.

• Unexplained dizziness, unsteadiness or sudden falls,
especially along with any of the other stroke symptoms.

All of the above warning signs require immediate medical
attention.  Do not wait, call emergency medical services and
get the person to a hospital right away.
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NUTRITION
One of the most powerful interventions for decreasing the risk of heart
disease in individuals with developmental disabilities is to follow a healthy
diet.  If you are a caregiver, here are some easy tips (adapted from the
University of California Extension) to remember when providing meals for the
people you support as well as you and your family.

PLAN MEALS USING A VARIETY OF FOODS
• No single food can supply all nutrients.

PLAN MEALS LOW IN FAT, SATURATED FAT AND
CHOLESTEROL
• Buy foods that people like, but choose low-fat or nonfat

products.
• Limit the use of oil, shortening, and margarine when

preparing foods.
• Trim fat from meat; remove skin from poultry.
• Boil, bake, roast and broil foods instead of frying.

MAKE SURE DAILY DIETARY INTAKE INCLUDES
VEGETABLES, FRUITS,  AND GRAIN PRODUCTS

USE SUGARS IN MODERATION IN COOKING
(ESPECIALLY IF EXCESSIVE WEIGHT IS A PROBLEM)

USE SALT AND SODIUM IN MODERATION
• Flavor foods with lemons, herbs, garlic, pepper and other

spices.

• Use salt sparingly, if at all, in cooking and at the table.

• Fresh meats, vegetables and dairy products are lower in sodium
than canned, processed, or frozen foods.

READ FOOD LABELS FOR CHOLESTEROL, FAT, AND
SODIUM CONTENT PER SERVING.
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PLAN MENUS WITH FEWER FRIED FOODS
AND DESSERTS

PROVIDE HEALTHY SNACKS (LIKE FRESH FRUITS,
DRIED FRUITS, WHOLE GRAIN CRACKERS,
MUFFINS, FRESH VEGETABLES, UNSALTED
POPCORN, MIXED NUTS)

WHEN EATING OUT, ENCOURAGE THE SELECTION
OF ITEMS DESIGNATED ON THE MENU AS HEART
HEALTHY, OR ITEMS LOWER IN FAT CONTENT

EXERCISE
Cardiologists (doctors who are heart specialists) suggest that three to five, 20-45
minute workouts per week (jogging, swimming, rigorous exercise) will reduce the
risk of heart disease.  However, as a caregiver, it is often difficult to schedule
workouts or join a health club.  An easy alternative to consider is walking.  It
requires no special athletic skills and no equipment other than comfortable
walking shoes.  To realize the benefits of walking, an individual must walk briskly
for at least 20 to 30 minutes without interruption at least three days each week.  If
the people you support are not physically active, or are overweight, or have health
problems, consult your physician before starting this or any kind of regularly
scheduled exercise.

PUBLISHED MATERIALS

American Heart Association Low-Fat, Low-Cholesterol Cookbook
Published by Times Books, a division of Random House, Inc.

This cookbook contains more than 200 delicious, heart-healthy recipes. Each
recipe includes a nutritional analysis to help you keep track of saturated and
unsaturated fats, cholesterol, calories, and sodium.  (Softcover, ISBN 0-8129-
1982-3, $14.00/C$19.50 - Pocket size, ISBN 0-8129-2475-4, $5.99/C$7.99)

American Heart Association QUICK AND EASY (Reduced Reading Level)
For more information or to order the brochures listed below, contact your local
American Heart Association or call 1-800-AHA-USA1.
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Doctors Answer Your Questions About Blood Pressure
This ten page pamphlet gives basic information on blood pressure. It answers
questions such as: What is blood pressure? What is high blood pressure? How
do I know if I have high blood pressure, and what can be done to control it?

Signs of a Heart Attack
Easy-to-read summary of heart attack and risk factors.

Smoking and Heart Disease
A 12 page pamphlet that narrates the benefits of not smoking.

Signs of a Stroke
Provides an overview of stroke, risk factors and ways to reduce these.

Get in on the Action
This six page pamphlet explains why people should exercise. It suggests
different types of exercises and tips on how to begin.

Your Heart and Cholesterol
This six page pamphlet gives basic information on cholesterol. It answers the
questions: What is cholesterol? How can you lower bad cholesterol? What
must I know about cholesterol?

Managing Your Weight
This brief, easy-to-read pamphlet gives the AHA's recommendation for
reducing weight on a fat-controlled, nutritious eating pattern.

Easy Food Tips for Heart Healthy Eating
This brochure offers 9 heart healthy eating tips as well as information on the
new food label.

ORGANIZATIONS

American Heart Association (AHA) California Affiliate
1710 Gilbreth Road, Burlingame, CA 94010 (415) 259-6700

A national organization with affiliates throughout California.  The goal of
AHA is to help people adopt heart-healthy habits.  Among their activities is
an Information and Referral service open to the public that responds to
questions on the prevention and treatment of heart disease.  For the number
of the local office, look under the business pages of the telephone directory.
The local offices provide information and referral services.
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The American Dietetic Association
216 West Jackson Boulevard, Chicago, Illinois 60606-6995 (312) 899-0040

A national organization whose members include clinical and community dietetics
professionals, food service managers, educators, researchers, dietetic technicians
and students. Their mission is to serve the public through the promotion of
optimal nutrition, health and well-being.

California Dietetic Association
7740 Manchester Boulevard, Suite 103, Playa del Rey, CA 90293
(213) 822-0177

The California affiliate of the national organization which provides easy to
understand, public information on a number of health topics, including the
prevention of heart disease.

CALIFORNIA HEART SPECIALTY CLINICS
There are a number of public and private heart speciality clinics throughout
California.  Below, you will find several university clinic listings and for
information about other clinics, call your local American Heart Association
affiliate.

UC Davis Medical Center
Cardiac Risk Reduction Clinic
2521 Stockton Blvd. 4th Floor, Sacramento CA 95817 (916) 734-3761

Stanford University
Preventive Cardiology Clinic
1000 Welch Road, Palo Alto CA 94304 (415) 723-6145

University of California - Irvine
Cholesterol Center
5901 E. Seventh Street (111GE), Long Beach CA 90822  (310) 494-5953

University of Southern California
Ambulatory Health Center
1355 San Pablo Avenue, Los Angeles CA 90033 (213) 342-5575
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INTERNET
You can find the following resources on the World Wide Web:

The American Heart Association
http://www.amhrt.org/

The American Dietetic Association
http://scrtec.org/track/tracks/c00109af.html

The California Dietetic Association
http://www.dietitian.org/dietitian/default.htm

Nutrition Navigator
http://www.navigator.tufts.edu/

Heart Info is an independent, educational website.
http://www.heartinfo.org/

President’s Council on Fitness and Health
http://phs.os.dhhs.gov/progorg/ophs/pcpfs.htm
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that indicate a need for immediate medical attention or first aid
include:

In An Emergency!
It is important to call for emergency medical services if
someone displays any of the following symptoms:

Chest pain or discomfort, light-headedness, fainting,
sweating, nausea, shortness of breath, pain spreading to the
shoulders, neck or arms, sudden weakness or numbness in
an area of the body, sudden dimness or loss of vision,
sudden loss of speech, or trouble talking or understanding
speech, sudden, severe headaches with no known or apparent
cause, unexplained dizziness, unsteadiness or sudden falls.

First aid steps you need to take if you observe any of the
above symptoms:

• Sit or lay the person down.

• Loosen clothing around neck.

• If prescribed, administer heart medication, unless the
person is unconscious.

• Call 911 for an ambulance equipped with oxygen.

• If the heart stops, perform CPR if you have been trained.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:
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Heart Health Checklist
Directions.  Before you use this workbook to teach someone about basic heart
health, here are some things to consider.  After going through the checklist (pho-
tocopy extras if you’re working with a group), you can decide which elements of
the heart health curriculum you want to emphasize.  For example, if the person
you are working with has a high fat diet, you will want to spend extra time in that
area.  You might also use the information to develop a goal for the Individual
Service Plan.

_____________________________________     ________________________
Name of Person     Date

       Independent      Needs Some      Needs Total

               Support       Support

Eats a healthy diet

Does not smoke

Drinks alcohol in moderation

Is physically active

Is within the weight range
for height

Tells someone if feels dizzy,
has chest pain

Tolerates a typical
physical examination

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Use a model (or picture) to talk about how the heart works like
a pump - taking blood from different parts of the body, giving
it oxygen from the lungs and then pumping it out again
through arteries and veins.

• You can show how the valves of the heart work by
demonstrating how a door opens in only one direction.

• Show people how to find their pulse (below the thumb on the
wrist) and use a stopwatch to calculate each person’s pulse rate
(count the beats for 30 seconds and double that number).

• For fun, exercise (for example, jumping jacks) for a few
minutes and then take it again.  Talk about how the heart
works harder when you exercise.

• Mention that the heart is a muscle and when it works hard
during exercise, it strengthens the heart muscle.
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Your heart works like a pump.

It takes in blood from all over the body,
cleans it and pumps it out again.

When you are sitting down and resting,
your heart pumps 60-75 times each minute.

HOW DOES YOUR
HEART WORK?
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• This first section on the heart, provides an opportunity to
start a discussion of healthy living habits that you can build on
throughout this training series.

• You can start by talking about the how the healthy heart beats
60-75 times per minute, but that sometimes people have heart
problems.  For example, the heart may not beat regularly.  It
may beat too fast, or it may beat too slow.  Or, the heart is not
strong enough to pump blood everywhere in the body.
Mention that people who have heart problems can be helped
by a doctor.

• It is important to start making the distinction between
problems that people are born with (for example, problems
with heart valves) and those problems that people create for
themselves by unhealthy living  (for example, smoking, lack of
exercise, poor diet).

• It’s also a chance to start talking about healthy living
alternatives (better eating habits, easy exercise plans).
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Some people with developmental
disabilities are born with heart problems.

For example, the heart is not strong
enough to do its job.   Or, it beats too fast
or it beats too slow.  A doctor can help
work on this kind of heart problem.

Some people with developmental
disabilities have heart problems when
they get older.

For example, people who do not
exercise enough, do not eat right,
smoke or drink too much.

SOME TIMES, THE HEART
DOES NOT WORK WELL  . . .
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Here is a chance to get more specific about the kinds of things
that people do to themselves and that result in heart disease.

• Ask if anyone smokes or knows someone who smokes.  Talk
about the kinds of problems that smoking can cause in
addition to heart disease (breathing, lung cancer).

• You can also discuss healthy eating by asking people to talk
about a typical day of meals.  Ask each person if he or she
would say that they eat a lot of fat, some fat, or not much fat in
their diet each day.

• Discuss exercise by asking people to talk about a typical day of
exercise and physical activity.  Ask each person if he or she
would say that they are very active, somewhat active or not
very active.

• Present examples of ways to increase your daily activity (take
the stairs instead of the elevator, walk around the block several
times).
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Smoking can hurt your lungs
and your heart.

Eating food that is full of fat.

Not getting enough exercise each day.

SOME OF THE THINGS
THAT CAN HURT
YOUR HEART ARE . . .
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• The discussion about some of the causes of heart disease on
the previous page provides a basis for talking about the kinds
of things you can do to prevent it.

• If there are people who smoke and want to quit, help them
find a stop smoking program in the phone book or
newspaper.

• Talk about the dangers of various kinds of drugs, including
alcohol.

• Ask about the kinds of activities that people like to do and
places where they can do them around your community.  If
interested, you can help each person set up a schedule of
exercise (if there are known health problems, suggest that the
individual talk to his or her doctor).

• If interested, help each person set up a list of healthy foods
to eat each day.  Also, consider starting a support group or
joining a local Weight Watchers.
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Do not smoke or chew tobacco
or take drugs.

Eat healthy foods like vegetables, fruits,
fish and chicken.  Eat less food like
french fries, butter, and ice cream.

Try to exercise every day.  You can do
things like walk, jog, swim, or ride a bike.

TO KEEP YOUR HEAT
HEALTHY, REMEMBER . . .



Page 194  Prevention Curriculum

TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• The most ideal situation is to arrange a tour of the doctor’s
office with the doctor or nurse.

• The tour should include a brief explanation of the process,
the medical equipment that might be used, and a chance to
look at the examination room.

• If this is not possible, you might be able to borrow a
stethoscope and cuff pressure monitor from the local Red
Cross or American heart Association.  You can demonstrate
how the examination will be completed and that it does not
hurt in any way.

• You can also review the list to the right and address any
concerns or fears.
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The doctor will listen to your heart and
check how strong your heart is pumping.

The doctor will tell you about how
well your heart is working and if  you
can do something to make it work better .

It is important to do what the doctor tells
you.  Take medicine if you need to and tell
the doctor if things do not get better.

If you have any questions about your
heart, ask the doctor. ?

WHEN YOU GO TO
THE DOCTOR . . .
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:

• Since the warning signs of a heart attack or stroke can be fatal
if ignored, it is critical to encourage people with
developmental disabilities to tell a caregiver when he or she
has any of these common heart disease symptoms.

• You will want to emphasize that these symptoms can happen
suddenly.

• Go through each of the symptoms and demonstrate whenever
possible (for example, shortness of breath).

• Encourage people to look out for each other and tell a
caregiver is they see a friend with any of these symptoms.  It is
important to say that this is an emergency situation and that
if people cannot tell a caregiver, they need to call 911 and
report an emergency medical need.

• This is a good opportunity to review when it is okay and not
okay to use 911.  You might also want to role play an
emergency call to get people used to the kinds of questions
that will be asked by the 911 operator (for example, telling
someone what is wrong, stating name and address).
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Your chest hurts for more than a few
minutes.

You have a pain in your shoulders, neck
or arms that gets worse.

You feel dizzy, sweaty and you can
not catch your breath.

You feel weak and fall down.

All of a sudden, you cannot talk
or see very well.

All of a sudden, your face, arms or legs feel
tingly.

IT IS IMPORTANT TO
TELL SOMEONE
RIGHT AWAY WHEN . . .
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TIPS ON TEACHING

YOUR PLAN

Your Outline/Agenda:

Materials/Supplies/Equipment Needed:



Abdomen    Page 199

Health Information
for Caregivers
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INTRODUCTION
Two major systems are involved in the abdominal area of the body: the digestive (or
gastrointestinal) system from the esophagus down to the stomach and intestines,
including the liver, pancreas, and gallbladder; and the genitourinary system which
involves the kidneys, bladder, and the urinary tract, in addition to male and female
reproductive organs.  This section of Expressions of Wellness focuses primarily on the
digestive system.

People with developmental disabilities, especially those with a congenital origin, are
more likely than the general population to experience certain digestive problems.  The
most serious of digestive problems include: chronic heartburn or gastroesophageal
reflux and chronic hepatitis.  Obesity is also quite common and can have long-term
effects on health.  Among people diagnosed with severe and profound mental
retardation, chronic rumination, difficulty chewing and swallowing, and having food
linger in the stomach are not uncommon (5 - 15%).  Other difficulties with the
digestive tract include pica (which is the swallowing of nonfood items such as nails,
tacks, paper, keys), ulcers, and bowel problems such as constipation and
Hirschsprung’s disease.

COMMON ABDOMINAL
CONCERNS FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES
TYPICAL DIGESTIVE FUNCTIONING
Food and drink are taken in through the mouth, with teeth playing a role in cutting,
grinding, and mixing the food with saliva.  Muscles of the mouth and tongue move
the food to the back of the mouth, where it is swallowed, moving down the esophagus
to the stomach.  In the stomach, enzymes break down the material, so that nutrients
can be absorbed by the body.  Some rather common, and other especially serious
problems faced by individuals with developmental disabilities include the following:

Swallowing Difficulties
Some people with developmental disabilities have trouble swallowing.  Central
nervous system dysfunction and cerebral palsy are common causes.  Other
causes include cleft palate, teeth that do not fit together for effective chewing
(malocclusion), an enlarged tongue (for example, with Down Syndrome), and
problems with the flap of soft tissue that covers the larynx.  Also, tumors,
ulcers, pouches that trap food and certain diseases can cause swallowing
problems.  Some of these difficulties can be treated successfully through
surgery, training (for example, to control tongue movement), and dentistry.
Diet, medication, and changes in physical activity can sometimes help.



Abdomen    Page 203

Gastroesophageal Relfux (GER)
Also known as indigestion, or heartburn, GER occurs when stomach acids and
partially digested food back up into the esophagus (also called regurgitation).  At
the bottom of the esophagus is a valve-like muscle that opens to let food and
liquid pass into the stomach.  GER occurs because of muscle weakness allowing
food and water pass by.  GER may be accompanied by vomiting and
gastrointestinal bleeding, and is both common and serious for adults with
developmental disabilities.

Hepatitis
There are several kinds of hepatitis that are common in people with
developmental disabilities.

Hepatitis A
A fairly common viral infection among all adults.  In fact, across the United
States, two of every five adults have been exposed to the virus.  In one study of
people with developmental disabilities living in state developmental centers,
three of every four were exposed.  Hepatitis A is spread through contaminated
water or food and fortunately, the infection is typically not serious. Individuals
can be vaccinated for protection and is recommended if an outbreak occurs.

Hepatitis B
A related and more serious viral infection, Hepatitis B is spread through
contact with infected blood (or sexual contact).  In the general U.S. population
only 5 to 11% have been exposed, but it is thought that exposure for
individuals with developmental disabilities is anywhere from 32% to 66%.
Also, for reasons that are unclear, persons with Down Syndrome are more
likely to be carriers of the virus.  The long-term effects cause life-threatening
liver damage.  About one third of those exposed have no symptoms at all;
others have symptoms well after exposure (2 to 5 months), which include
vomiting, abdominal pain, loss of appetite, and jaundice (yellow tint to eyes
and skin).  A vaccine against hepatitis B is recommended, especially where
there may be an increased risk of contracting the disease (developmental
centers and care homes).

Hepatitis C
This strain of the virus is associated with blood transfusions.  Recently, a blood
test was developed to identify it.  If the individual has no symptoms, the
Hepatitis C virus is often picked up in routine blood work.  This virus can
lead to cirrhosis (scarring of the liver) or other liver damage.  (Other hepatitis
viruses are relatively rare in the United States.)
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Rumination and Regurgitation
Occasional vomiting is not considered a serious problem.  It is a way for the
body to rid itself of material that is irritating the stomach.  However, chronic
rumination (bringing up food to the mouth) and vomiting is a serious
problem.  (It often results in poor nutrition, dehydration, and the aspiration of
food and other particles into the lungs.)  If not addressed in time, dehydration
(marked by dry mouth, sticky saliva, reduced urine output) can lead to collapse
of blood vessels and death.

Pica
The ingestion of non-food items such as buttons, pins, coins, rubber bands,
and cigarette butts.  Such behavior is not uncommon among individuals with
severe disabilities living in congregate care facilities.  Ten to twenty percent of
the time, the object becomes lodged at the gastroesophageal junction to the
stomach and can be removed nonsurgically.  Perforation of the throat or
stomach by the foreign body happens in about one percent of the time.
Surgical removal may be required if other techniques such as suctioning,
extracting, or dissolving the non-food item are unsuccessful.

Ulcers
If the delicate balance between acid and the lining of the stomach or small
intestine is upset, gastritis or peptic ulcer can result.  These are small openings
in the lining of the stomach, the upper portion of the small intestine, or even
the esophagus.  Recent research has shown that the Helicobacter pylori, a
bacteria which is present in the stomach, is also often the cause of ulcers.  In
addition to antacids and other medicine, antibiotics can help solve this
problem.

Obesity
Obesity generally means that a man has more than 25% body fat, and a
woman more than 30%.  Obesity is a growing problem in the United States,
and is more common among adults with developmental disabilities than the
general population.  Obesity increases the chance of gallbladder disease or
gallstones, osteoarthritis, gout, and breathing problems.  In the diagnosis of
several conditions, most notably Prader-Willi Syndrome (PWS), obesity is a
key characteristic.  Obesity is also common among adults with Down
Syndrome.  Certain medications (such a Mellaril and Thorazine) can result in
weight gain as well.  The basic problem in obesity (in 99 out of 100 cases) is
the imbalance between energy output and food (caloric) intake.  While obesity
is difficult to treat, there is much that can be done to prevent (and reverse)
obesity in people with developmental disabilities, including proper diet and
eating habits, regular exercise, reducing the use of food rewards as reinforcers,
and developing alternative ways for people to comfort themselves.
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RISK FACTORS
There are a variety of risk factors that can lead to digestive and related problems.  Many
of these risk factors are more common among individuals with developmental
disabilities than other people.

• Problems before or after birth with the head and face, such as
cleft palate, teeth that do not meet well for grinding food
(malocclusion) and salivary glands that do not work.

• Several foods (e.g., chocolate, peppermint, caffeine, alcohol,
citrus and tomato juice, fatty or fried foods) relax the lower
esophageal muscle and allow food and other stomach
contents to flow back into the esophagus.

• Poor eating habits, for example, eating too much of the wrong
foods (high fatty or spicy), eating too quickly,  and too close to
bedtime to allow for proper digestion.

• Smoking can irritate the lining of the throat and digestive
tract, increase the risk of tumors, and affect absorption of
nutrients.

• Poor personal hygiene, including failure to wash one’s hands
after using the bathroom and before touching food can result
in various infections, including hepatitis.

• Blood transfusions, especially before identifying markers were
added to blood tests for viral infections such as AIDS or
hepatitis C.

• Psychosocial factors, such as enjoying the feeling or attention
from others when regurgitating food, or comforting oneself by
eating to excess or drinking heavily when encountering
loneliness, depression, or other mental/emotional states.

• Certain conditions, such as Prader-Willi Syndrome and
obesity.

• Central nervous system dysfunction, and related motor and
skeletal muscular impairments.

• A family history of certain kinds of problems, such as diabetes,
hypertension, cancer, or heart disease.
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PREVENTION
There are several ways that caregivers can help avoid (or minimize) digestive
problems.

• Seek medical and surgical interventions to repair the effects
of various genetic problems (for example, cleft palate) that can
be corrected.

• Establish and maintain good eating habits, including
nutritious, well-balanced meals of reasonable size, eaten slowly,
with the last meal of the day two to three hours before going to
bed.  Include lots of fresh fruits and vegetables, bran or other
fiber, and avoid fatty foods.

• Prompt or assist in feeding or using behavior modification
techniques (for example, cut-up, or mash) food, if the person is
prone to eating too quickly, not chewing properly, or has a poor
gag reflex.

• If ordered by a physician, continue to offer food by mouth,
because the action of chewing and swallowing has beneficial
effects even when most nourishment is taken through an
alternative channel (for example, a G-tube).

• Schedule physical activity (unless a doctor recommends
otherwise) on a regular basis, with attention to each person’s
interests and capacity to exercise without pain or other distress.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR
Most individuals with developmental disabilities will be seen, initially, by a general
practitioner (family doctor; internist), and may be referred to one or more specialists for
further diagnostic work and treatment.  Sometimes, difficulties are so severe that the
individual may be referred to a specialist.  Some hospitals and HMOs offer specialty
clinics for people with disabilities who experience eating problems.  There, physicians,
psychologists, dietitians, and therapists can develop changes in medical, testing, and
observational strategies to help with eating problems.  Here are some tips for caregivers
which will make a successful visit.

• Keep track of symptoms and make notes.  One or more symptoms
may occur (for example, pain, bloating, vomiting, diarrhea, gas,
changes in appetite).  Look for patterns and antecedents, and note
symptoms over a period of time.

• Find a doctor who has had experience and who feels comfortable
and confident in his/her ability to provide medical services to
people with developmental disabilities.

• Use models, pictures, and words to explain to the person what is
likely to happen at the doctor’s office, and the importance of seeing
the doctor.  Be calm, truthful, and confident.

• Arrange with the doctor or his or her staff a time when waiting
room time and distractions are minimal.

• Bring preferred activities to do while waiting to see the doctor.
This might include a Walkman with head phones,  a favorite
magazine or puzzle that is familiar and comforting.

• Suggest to the doctor the possibility of a prescribed medication
before coming to the office or clinic next time, if you believe this
would help reduce anxiety.

• If the processes outlined above are not successful, find a doctor or
nurse practitioner who will make house calls.
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ACCESS TO MEDICAL CARE
If you do not have a regular doctor, here are ways to find one:

• Ask other individuals, families, or residential service providers who they use,
and what they look for in a family doctor.  Mention whether or not you have
health insurance, and if so, what kind.

• Check your telephone directory — (1) look up Health Care in the front of
your telephone book, on the pages labeled “Community Services” and call the
Medi-Cal number listed there; or (2) look under Associations in the Yellow
Pages, for your local medical society and call that office for a referral.

• Get a list of primary care physicians or relevant specialists from your health
plan.

• Ask your regional center for assistance in locating a physician.

• Go to the California Medical Association’s web site (http://cmanet.org)
called “CA Doctor Finder.”  Follow the directions to get a list of doctors in
your area with the specialty training you need.  If you know a doctor’s name
(only first or last), you can look that up too.  And, if you need directions to his
office, you can print out a map and get directions on how to get there.

When calling a doctor to set up an initial visit, explain the medical need (for example,
routine check-up; frequent vomiting and diarrhea) and any special needs, in terms of
accommodations and support.  Be straight-forward, truthful, and reassuring.  Indicate
your willingness to make the visit go well.  If you do not have Medi-Cal insurance,
know what insurance you do have (such as Medicare; CHAMPUS), if any, and have
evidence of coverage with you when you set up an initial appointment.  If you do not
have health insurance, here are other possibilities:

Low-Cost or Free Medical Clinics
Again, look up Health Care in the front of your telephone book, on the pages
labeled “Community Services” and see if such a clinic is listed there.  Or, call
the community hospital, and tell them about your need and the absence of
health insurance.  They may be able to refer you to someone who can help.
Community hospitals and clinics that have accepted federal or state funds are
typically obligated to provide some services for medically indigent persons.

Supplemental Security Income (SSI)
Social Security Administration  •  800-772-1212 (General Information)

SSI benefits can be used to pay for medical needs and dental care not
provided by Medicare, Medi-Cal, or a residential facility where you may
reside.
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Medi-Cal
California Department of Health Services  •  916-323-1945

Call for information and referral to Medi-Cal providers or Medi-Cal Health
Maintenance Organizations (HMOs) in your area.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not provided
by another agency (e.g., Medi-Cal), a regional center may purchase such health
and medical services as: assessment, diagnosis, and evaluation; physical, occupational,
and speech therapy; adaptive equipment and supplies; specialized medical and dental
care; and, transportation services necessary to ensure delivery of services  (excerpted
from the Lanterman Act).

United Way
Many United Way agencies provide information and referral services.  Look under
“United Way” in the Business Section of your telephone book.  Many have toll-
free numbers.

ABDOMINAL CARE RESOURCES
INDIVIDUAL SUPPORTS

CANDIDATES FOR VACCINATION (Hepatitis A & B)
Hepatitis A Vaccination. High-risk includes: homosexual or bisexual men; users
of illegal injection drugs; recipients of clotting factor concentrates; and, people
with chronic liver disease.  Immune globulin is more than 85% effective in
prevention when given within 2 weeks of exposure to hepatitis A virus.

Hepatitis B Vaccination. High-risk includes: individuals and staff in residential
settings for people with developmental disabilities; sex partners; people with
multiple sex partners; those who have been recently diagnosed with a sexually
transmitted disease; intravenous drug users; people with occupational exposure
to blood or body fluids; patients with chronic renal failure; and patients
receiving clotting factor concentrates.  Immune globulin for B, hepatitis B
vaccine, or a combination can be effective prevention.
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ULCERS
Call 1-888-MY-ULCER.  This is a service of the H. pylori Education
Campaign, Division of Bacterial and Mycotic Diseases, National Center
for Infectious Diseases, Center for Disease Control and Prevention, 1600
Clifton Road, MS:  CO9, Atlanta, GA  30333.

GENERAL HEALTH QUESTIONS
Call 1-800-336-4797.  This is the National Health Information Center,
sponsored by the U.S. Department of Health and Human Services.
Depending on your question, they will seek to link you up with an
organization in your community.  Address:  P.O. Box 1133, Washington,
D.C.  20013-1133.

PUBLISHED MATERIALS

The following brochures are available from the U.S. Departments of Health
and Human Services,  Agriculture, or Food and Drug Administration.  For
copies, consult the Government section of the phone book for your closest
agency representative.

Dietary Guidelines for Americans
A pamphlet from the U.S. Departments of Agriculture and Health and
Human Services (1990).

Understanding Adult Obesity
U.S. Department of Health and Human Services, National Institutes of
Health, NIH Publication No. 94-3680.

A burning question:  When do you need an antacid
Cramer, T. (1992), FDA Consumer, 26(1), 19-22.

Mayo Clinic Family Health Book
D.E. Larson, editor.  (1990) William Morrow and Company

This is a thorough compilation of health information in language that is easy-
to-understand.  It is available on CD and includes descriptions of the major
body systems as well as prevention information.



Abdomen    Page 211

CALIFORNIA COLLEGES AND UNIVERSITIES
Several California medical schools have units that specialize in the diagnosis,
study, and treatment of digestive diseases.   Here are two from Northern and
Southern California.

University of California, San Francisco, Division of Gastroenterology
The Division of Gastroenterology at UCSF has a number of clinical programs at
four UC-affiliated teaching hospitals, Moffitt-Long, San Francisco General
Hospital, and Mount Zion Hospitals as well as the Veterans Affairs Medical
Center.  Two of those clinics include:

Viral Hepatitis  -  This clinic specializes in the diagnosis and treatment of
chronic viral hepatitis. (415) 476-4780 or 476-2398

General Gastroenterology  - This clinic offers diagnosis and treatment of all
types of gastrointestinal disorders.  (415) 476-4780 or 476-2398

University of California at Los Angeles, School of Medicine,
Digestive Diseases Division
200 UCLA Medical Plaza Building, Los Angeles

HIV Gastrointestinal Clinical and Research Center
(310) 206-0196

Liver Disease Center
(310) 825-1597

General Gastroenterology Center
(310) 825-1597

UCLA Colorectal Cancer Prevention Program
(310) 794-1663

UCLA Gastrointestinal Cancer Center
(310) 794-1663

OTHER ORGANIZATIONS

American Gastroenterological Association
7910 Woodmont Avenue, Seventh Floor, Bethesda, MD  20814 (301) 654-2055

A national organization of physicians and researchers.  The organization
maintains a yellow page database which will help you locate a local physician.
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National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK)
National Institutes of Health, Building 31, Room 9A-52, Bethesda, MD
20892 (301) 496-5877

A part of the National Institutes of Health in Bethesda, Maryland. Supports
research, and oversees the National Task Force on Prevention and Treatment of
Obesity.  Provides public information upon request.

National Digestive Diseases Information Clearinghouse (NDDIC)
2 Information Way, Bethesda, MD  20892-3570
Email: nddic@info.niddk.nih.gov

NDDIC provides information about digestive diseases to people with
digestive diseases and their families, health care professionals, and the public.
The NDDIC answers inquiries; develops, reviews, and distributes
publications; and works closely with professional and patient organizations
and government agencies to coordinate resources about digestive diseases.

INTERNET
You can find the following resources on the World Wide Web (www):

Centers for Disease Control
http://www.cdc.gov

California Department of Health Services
http://www.dhs.cahwnet.gov

National Health Information Center
http://nhic-nt.health.org

Will seek to link you with an organization in your community that can
answer your health question.  Sponsored by the U.S. Department of Health
and Human Services

Alliance to Fight Eating Disorders
http://www.fsci.umn.edu/~AFED/

The International Research Foundation for Helicobacter
and Intestinal Immunology
http://www.helico.com/

Provides information, including Spice of Life Cookbook, with recipes for those
who enjoy spicy foods, but have ulcers or sensitive stomachs.
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that require getting in touch with your doctor, obtaining first aid,
and/or calling 911, include:

• Choking (unable to breathe). — Use the Heimlich Maneuver,
if and only if the person cannot breathe or is there is
discoloration and cannot speak.  CALL 911 if the person
loses consciousness or you cannot dislodge the object.

• Rapid pulse, low blood pressure, cold and clammy skin,
rigid or tender abdomen, bleeding. —  These are signs of
shock, CALL 911, or take person to emergency room.

• If an individual has nausea or vomiting, watch for (and
guard against) dehydration, which can be life-threatening.  If
symptoms of dehydration occur (e.g., dry mouth; sticky saliva;
reduced output of dark yellow urine), CALL 911, or take
person to emergency room.

• Pain or tenderness in the lower right abdomen with nausea,
vomiting, and fever.  This could mean appendicitis or a
urinary tract infection.  Call your doctor.

• Stomach pain could be a sign of indigestion or some other
problem.  If severe or persistent, or if it increases over several
hours, call your doctor.

• A burning or discomfort just below the breastbone.  These
are common symptoms of heartburn or ulcers.  If reoccurring
frequently, despite adjustments in your eating, drinking or
smoking habits, call your doctor.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities



YOUR PLAN

Your Outline/Agenda:

Page 216  Prevention Curriculum

TIPS ON TEACHING

Materials/Supplies/Equipment Needed:



Abdomen  Page 217

Digestive Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
digestive health, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the abdominal health curriculum you want to emphasize.
For example, if someone you are working with smokes, you will want to
spend extra time in talking about the effects of smoking on the throat and
digestion.  You might also use the information to develop a goal for the
Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

         Independent      Needs Some      Needs Total

                 Support         Support

Eats a healthy diet

Does not smoke

Chews food well
and swallows

Does not eat close
to bed time

Does not regurgitate
food frequently

Is within the weight
range for height

Washes hands after
bathroom, before
meals and cooking

Tolerates a typical
physical examination

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Use a model or drawing of the body, showing the mouth,
throat,  esophagus, stomach, and lower intestine, and point
out  how food moves through the system.

• Talk about the Lower Esophageal Sphincter (a valve-like
muscle) and call it LES for short.  Discuss how important it is
for LES to stay closed, so that the acid in the stomach does not
back up into the esophagus, causing indigestion and
heartburn.

• Using a model of the torso and abdomen, point out the
location, typical size, and function of the liver, gallbladder,
and pancreas.

• Talk about the role of saliva, enzymes (like amylase), and other
things (bile from liver) in the digestive process.

• Be prepared to answer any questions about the digestive
process.



Abdomen  Page 219

Digestion starts with your teeth which
chew up the food.

The food moves down your
throat to your stomach.

Your stomach breaks down the food and
sends it to your intestines.

Your digestive system is working
well when . . .

You can easily swallow food and drink.

You do not get heartburn.

You do not get stomach aches.

You do not throw up all the time.

HOW DOES YOUR DIGESTIVE
SYSTEM WORK FOR YOU?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask volunteers to describe what indigestion or heartburn feels
like.  Talk about preventing it through good nutrition,
focusing on modest size meals, 8-10 glasses of water or other
liquid a day, not eating 2-3 hours before bedtime.

• If someone has frequent heartburn (or, difficulty swallowing),
talk about the importance of making lifestyle changes and
talking with the doctor.  Lifestyle changes include: not eating
as much chocolate, caffeine, peppermint, citrus juices, tomato
juice;  eating smaller meals at more frequent intervals;  losing
a few pounds if overweight;  wearing looser clothing around
the middle;  avoiding or limiting alcohol and smoking; and,
not eating 2-3 hours before bedtime.

• Talk about how being overweight can affect a person’s health
over the years, by increasing the risk of diabetes, high blood
pressure, cancer, and heart disease.  Discuss good eating habits
to feel better and to be healthier.  Explain the relationship
between “calories in” and “calories out (energy used),”
indicating how excess calories are stored and used for energy.
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THINGS THAT CAN GO
WRONG WITH YOUR
STOMACH AND DIGESTION

If you eat too close to bedtime . . .

You can have indigestion or heartburn.

You may not be able to sleep soundly.

Your throat or esophagus may be damaged.

If you eat too much and exercise
too little . . .

You will gain weight.

You may not be able to do some things you
enjoy.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask volunteers what they eat for breakfast, and why.  Write it
down on flip chart, and summarize at the end.

• Talk about what a “nutritious breakfast” would look like, and
have the group suggest easy-to-prepare combinations of food
that would make up nutritious breakfasts.

• Ask for ideas of other foods individuals might consider.

• Talk about the importance of adequate fiber in the diet (not
digestible; absorbs water; keeps stools soft; avoids
constipation).

• Talk about how much time the food that enters the stomach
needs to break down and pass on to the lower intestine
(2-3 hours, minimum).



Abdomen  Page 223

TO KEEP YOUR STOMACH
AND DIGESTION IN GOOD
SHAPE, REMEMBER TO . . .

Eat a nutritious breakfast.

For example, a bowl of cereal, bran muffin,
and fruit or juice.  Or one egg, a piece of
whole wheat toast, and fruit or juice.

Eat at least two other, regular size meals.

Only take seconds on fruit and vegetables.
Be sure that the last meal of the day is 2-3
hours before you go to bed.

Eat lots of healthy foods.

Eat fruits and vegetables every day and
eat whole grains like wheat bread.

Do not eat foods that can cause indigestion
or heartburn.

Do not eat food with lots of fat (potato
chips), or chocolate, caffeine, peppermint,
or citrus.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask your doctor (or nurse, or receptionist) for the best time
for an appointment, so that: the doctor is not rushed;  there is
no (or minimum) wait; and, there are few if any distractions
(for example, noisy children).

• Be matter-of-fact and confident, and avoid showing any fear
or undue concern.

• If available, bring a stethoscope and blood pressure kit, pair
up and practice using these tools, under supervision to avoid
injury or discomfort.  Alternatively, model how these tools
work.
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WHEN YOU GO TO
THE DOCTOR . . .

The first thing the doctor will do is ask
you what problems you are having with
your stomach and digestion.

Next, the doctor (or nurse) will check your
blood pressure, pulse, and temperature.

The doctor will examine you further by
looking into your mouth, listening to your
chest with a special tool called a
stethoscope, and tapping your stomach
area.

Your doctor may ask you to come back and
take some special tests to look at your
stomach.  If you have any questions about
your stomach or digestion, be sure to ask.

If your doctor asks you to take medicine or
follow special instructions to make your
stomach feel better, make sure you do it.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Discuss situations where emergency aid (for example, the
Heimlich Maneuver) should be used.  If participants are
interested in learning more, direct them towards an
organization like Red Cross for training.

• Bring in unplugged telephones, pair off, and practice dialing
911, and staying on the line until the operator says you can
hang up.

• Ask for volunteers who have had any of the listed problems,
and have them talk about what they did or didn’t do.  Discuss
other, useful possibilities.
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Your stomach really hurts a lot.

You have trouble swallowing food.

You have heartburn or indigestion
every day.

You have black or bloody bowel
movement(s).

You throw up a lot every day.

You have diarrhea for more than one day.

You have constipation all
of the time.

You choke and cannot breathe or talk.

IT IS IMPORTANT TO TALK TO
SOMEONE ABOUT STOMACH
PROBLEMS WHEN  . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers



Page 230    Health Information



Bowel & Bladder    Page 231

TABLE OF CONTENTS

Introduction .............................................................................. 220

Common Bowel & Bladder Concerns of

Adults with Developmental Disabilities ...................................... 220

Risk Factors .............................................................................. 224

Prevention................................................................................. 225

Planning for a Successful Visit to the Doctor ............................... 226

Access to Medical Care .............................................................. 227

Bowel & Bladder Care Resources ............................................... 228

A Quick Review of When to Seek Medical Help ......................... 232

Prevention Curriculum for Instructors ....................................... 233



Page 232    Health Information

INTRODUCTION
Bowel and bladder problems are not uncommon for people with developmental
disabilities, especially those with limited physical movement or who have grown up in
large, congregate care.  Some difficulties are genetic, others are the result of
nutritional and other factors (for example, stress and chronic constipation).  Kidney
problems are not uncommon for some individuals with specific developmental
disabilities (for example, three-fifths of those who have Turner Syndrome are said to
have kidney problems).  This section of Expressions of Wellness relates to the
elimination process, and some of the common (and unusual) problems that some
individuals with developmental disabilities face.

COMMON BOWEL AND BLADDER
CONCERNS FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES

TYPICAL BOWEL AND BLADDER FUNCTIONING
Once food has been broken down, its nutritional value is absorbed into the
bloodstream.  As it passes through the small intestine, waste products move on to the
large intestine (or colon) to the outside.  As the blood circulates throughout the body,
waste products are filtered by the kidneys, passed on to the bladder and from there are
passed through the urethra.  This results in urination.

COMMON PROBLEMS

Bowel Problems

Appendicitis
The appendix is a small sac extending from the large intestine, which is
self-cleaning and typically does not cause problems.  However, if the
opening to the appendix becomes blocked, bacteria can build up and the
appendix can become infected and inflamed.  This is called appendicitis.  If
the appendix ruptures, it will spread infection to other abdominal organs,
which can be life-threatening.  Symptoms of appendicitis may include
pain beginning near or above the naval and moving to the lower right
abdomen; nausea, vomiting, loss of appetite, and constipation; and low-
grade fever (100o to 101o).  However, rarely will the appendix rupture
within the first 24 hours of an infection.  So, the pain in severity and
location can be tracked  for 8 to 12 hours safely, before seeking medical
help.
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Diarrhea
Diarrhea is the body’s way of flushing away bacteria, viruses, or parasites in the
digestive tract.  Salmonella, shigella, infections, and some medications (for
example, antibiotics) can be causes.  If allowed to continue, diarrhea (like
persistent vomiting) can lead to severe dehydration (marked by dry mouth,
sticky saliva, reduced and dark yellow urine output), which can lead to collapse
of blood vessels and death.

Chronic Constipation
Chronic constipation refers to a condition where the waste matter in the
bowels is too hard to pass easily, or when bowel movements are so infrequent
(less than three times a week) that discomfort or uncomfortable symptoms
(for example, abdominal bloating) develop.  Some people believe, incorrectly,
that everyone should have a bowel movement every day.  There is considerable
variation in the frequency with which stools are passed, and the variation
depends on habits or custom, food and fluid intake, level of activity, and other
factors.  Prolonged constipation is called obstipation.  Laxatives should not be
relied on long-term, as they can create a dependence.  Several things will help,
including: drinking at least 6-8 glasses of liquid every day; eating more fruits
and vegetables to increase fiber in the diet; regular physical exercise; adding
vegetable fiber to the diet; setting aside a specific time each day for trying to
have a bowel movement; not resisting the urge to move one’s bowels; and,
adding fiber or bran to the diet.  The occasional use of milk of magnesia,
mineral oil or enemas is okay, but the regular use can be problem as well.

Megacolon and Hirschprung’s Disease
A person’s colon can become so enlarged that it becomes unable (or very
difficult) to move feces.  There are congenital and acquired causes, for
example, Hirschprung’s Disease.  It is also common in persons with Down
Syndrome.  Typically, it affects the lower colon and surgical resectioning is
required.  Beyond that, treatment involves establishment of good habits along
the lines of addressing chronic constipation.

Inflammatory Bowel Diseases
There are two major inflammatory bowel diseases, one is call Crohn’s Disease
and the other is ulcerative colitis.  Both involve inflammation and ulcers, run
in families, and are associated with other problems, such as the malabsorption
of nutrition and minerals, bleeding, and intestinal blockages.

Diverticulosis and Diverticulitis
Diverticulosis involves small pouches developing and projecting out from the
wall of the colon.  If these pouches become inflamed, the resulting disease is
called diverticulitis.  Sometimes, an inflamed pouch will rupture, causing a
medical emergency.  Treatment for diverticulitis ranges from bed rest and stool
softeners, liquid diet, to antibiotics and, in a few instances, surgery.
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Malabsorption Problems
Celiac disease (sensitivity to wheat products), scleroderma (atrophy of the
muscle walls of the intestine),  Whipple Disease, Amyloidosis, AIDS,
Lactose intolerance, and other problems (for example, short-bowel
syndrome) can cause malabsorption.  Low blood levels of B12 and folic acid
are a sign of malabsorption.  Changes in the diet such as eliminating
wheat and dairy products, antibiotics, and other approaches are taken to
clear up the problem.

Hemorrhoids and Anal Itch
These are common disorders of the rectum and anus for people with
developmental disabilities.  Hemorrhoids are clusters of veins, just inside
the anus, that become swollen or inflamed.  Bleeding, pain, and itching
can result.  If not further irritated, hemorrhoids tend to recede,  but
surgery may sometimes be needed.  Another common problem is anal itch,
which has many possible causes.  Anal itch responds well to cold packs,
hydrocortisone cream, nonirritating pads, keeping the area clean, avoid
harsh soaps and rubbing, and perhaps using an antihistamine at night.

Bladder

Kidney Diseases and Disorders
Nephritis (or inflammation of the kidneys) can stem from an infectious
disease, such as streptococci, typhoid fever, or malaria.  These
inflammations can sometimes cause the scarring of the mechanism by
which the kidneys remove salt and other toxins from the blood stream.
Steroid treatment , surgery (for tumors), and other approaches often slow
the progress of chronic kidney disease.  In a few instances, kidney
problems progress to the point where dialysis (or a kidney transplant) is
needed to sustain life.

End-Stage Renal Disease
Kidneys screen toxins from the blood and pass those toxins on through the
ureter to the bladder.  Acute renal (or kidney) failure is usually reversible,
however, chronic failure usually leads to what is called an end-stage renal
disease.  The causes of renal failure are many and include problems with
blood vessels, infections, trauma, and allergies.  The treatment for kidney
disease involves correcting the body’s chemical imbalances and fluid status.
Neurological problems and hypertension left untreated can lead to severe
kidney disease and possible renal failure.  Renal failure is managed through
dialysis, or through transplantation of a kidney from a living donor or a
cadaver.
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Incontinence
Most urinary incontinence occurs at night (bed-wetting) while fecal
incontinence is less common than urinary both at night and when awake.
Communication and physical limitations are often associated with
incontinence in adults with developmental disabilities.  For example, those
who have trouble communicating may not be able to tell a caregiver that he or
she needs to go to the bathroom.  A person with cerebral palsy may not be
able to get to the bathroom and remove his or her clothing.  Other factors
include infections, use of certain medications (for example, lithium), deep
sleep patterns which interfere with the body signaling that the bladder is full,
emotional problems, the eating of certain foods, urinary tract lesions, and
kidney disease.  The treatments for incontinence vary from psychotherapy, diet
(for example, eliminating food such as eggs, chocolate, or colas), positive
reinforcement (such as a reward for a dry bed), and “bladder training” (for
example, increasing the time interval between going to the bathroom).
Sometimes, medications such as Imiprimine (an antidepressant) or herbal
remedies are used.

Urinary Tract Infections (UTI)
An estimated 5% of the general population have urinary tract problems which
include infections of the kidney, bladder, or of the tube that takes urine from
the bladder to the outside.  Bladder infections are much more common among
women than men, because the urethra is much shorter, and closer to the anus.
The prevalence rate is as much as three times higher among people with
developmental disabilities, because of physical characteristics and nerve-
related bladder dysfunction.  Other reasons include: poor hygiene; chronic
vaginitis; chronic constipation (which affects urine flow as well); and, an
increased exposure to infectious diseases in a group living and working
situations.  Also, individuals who use catheters have an extremely high risk.
The symptoms of UTI are typically increased frequency, increased urgency,
and painful or difficult urination.  Treatment involves antibiotics of one kind
or another, depending on what bacterium is present.  Vitamin C and dietary
modifications are helpful when there is a history of repeated infections.  Also,
controlling constipation, improving hygiene, treatment of chronic vaginitis,
and decreasing urinary retention are important strategies.
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RISK FACTORS

There are a variety of risk factors that can lead to bowel and bladder problems:

• Insulin-dependent diabetes (Type I) leads to kidney failure
in 50%-60% of all cases.

• Certain genetic syndromes (for example, Turner Syndrome,
Down Syndrome) have higher rates of kidney problems.

• A poor diet (e.g., too much fat; inadequate fiber and fluid; not
enough fruits and vegetables), especially combined with a lack
of exercise can lead to constipation.

• Family history/inheritance, for example, ulcerative colitis
and hypertension, are more likely to occur among people
whose parents and grandparents experienced such conditions.

• Infectious diseases, such as streptococcus, typhoid fever,
and malaria increase the risk of inflammation of the kidneys,
and in a few cases, complete loss of kidney function.

• Some medications (such as lithium) can cause incontinence.

• Poor hygiene in and around the vagina  can result in urinary
tract infections.

• Hypertension (high blood pressure) can increase the
likelihood of kidney failure.
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PREVENTION
There are several ways that caregivers can help avoid (or minimize) bowel and bladder
problems:

• Drink plenty of water, eat a high-fiber diet, moderate
exercise, and avoid stress and emotional tension.

• Establish and maintain good bowel habits, including sitting
comfortably on the toilet at a certain time each day and
taking sufficient time to move the bowels, without straining.

• Management of urinary problems will prevent infection
(for example, cranberry juice can help).

• Eat nutritious, well-balanced meals to help prevent (or
delay) the onset of problems, such as constipation.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR
Most individuals with developmental disabilities will be seen, initially, by a general
practitioner (family doctor; internist), they may then be referred to one or more
specialists for further diagnostic procedures and treatment.  Some hospitals and
HMOs offer specialty clinics for people who experience bowel and bladder problems.
Here are some tips for caregivers which will make a successful visit.

• Keep track of symptoms and make notes.  There may be several
symptoms (for example, pain, bloating, vomiting, diarrhea, gas,
changes in appetite).  Look for patterns and antecedents, and
note symptoms over a period of time.

• Find a doctor who has had experience and who feels
comfortable and confident in his/her ability to provide medical
services to people with developmental disabilities.

• With models, pictures, and words, explain to the person what is
likely to happen at the doctor’s office, and the importance of
seeing the doctor.  Be calm, truthful, and confident.

• Arrange with the doctor or her staff a time when waiting room
time and distractions are minimal.

• Bring familiar things to do while waiting to see the doctor.
This might include a Walkman with head phones or something
else (for example, a favorite magazine) that is familiar and
comforting.

• Suggest to the doctor the possibility of a prescribed medication
before coming to the office or clinic next time, if you believe
that this would help the person to be relaxed.

• If the processes outlined above are not successful in getting the
person you care about proper medical care, find a doctor or
nurse practitioner who will make house calls.
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ACCESS TO MEDICAL CARE
If you do not have a regular doctor, here are ways to find one:

• Ask other individuals, families, or residential service providers about who
they use, and what they look for in a family doctor.  Mention whether you
have health insurance, and if so, what kind.

• Check your telephone directory — (1) look up Health Care in the front of
your telephone book, on the pages labeled “Community Services” and call
the Medi-Cal number listed there; or (2) look under Associations in the
Yellow Pages, for your local medical society and call that office for a
referral.

• Get a list of primary care physicians or relevant specialists from your
health plan;

• Go to the California Medical Association’s web site (http://cmanet.org)
and double-click on the button called “CA Doctor Finder.”  Follow the
directions to get a list of doctors in your area with the specialty training
you need.  If you know a doctor’s name (only first or last), you can look
that up too.  And, if you need directions to his office, you can print out a
map and get directions on how to get there.

When calling a doctor to set up an initial visit, explain the medical need (for
example, routine check-up; frequent vomiting and diarrhea) and any special
needs, in terms of accommodations and support.  Be straight-forward, truthful,
and reassuring.  Indicate your willingness to make the visit go well.  If you do not
have Medi-Cal insurance, know what insurance you do have (such as Medicare,
CHAMPUS), if any, and have evidence of coverage with you when you set up an
initial appointment.  If you do not have health insurance, or it does not cover
what you seek, here are other possibilities:

Low-Cost or Free Medical Clinics
Again, look up Health Care in the front of your telephone book, on the pages
labeled “Community Services” and see if such a clinic is listed there.  Or, call the
community hospital, and tell them about your need and the absence of health
insurance.  They may be able to refer you to someone who can help.  Community
hospitals and clinics that have accepted federal or state funds (say, for building
construction) are typically obligated to provide some services for medically
indigent persons.
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Supplemental Security Income (SSI)
Social Security Administration  •  800-772-1212 (General Information)

SSI benefits can be used to pay for medical needs and dental care not provided
by Medicare, Medi-Cal, or a residential institution where you may reside.

Medi-Cal
California Department of Health Services  •  916-323-1945 for information
and referral to Medi-Cal providers or Medi-Cal Health Maintenance
Organizations (HMOs) in your area.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not pro-
vided by another agency (e.g., Medi-Cal), a regional center may purchase such
health and medical services as: assessment, diagnosis, and evaluation; physical,
occupational, and speech therapy; adaptive equipment and supplies; specialized
medical and dental care; and, transportation services necessary to ensure delivery of
services  (excerpted from the Lanterman Act).

United Way
Many United Way agencies provide information and referral services.  Look
under “United Way” in the Business Section of your telephone book.  Many
have toll-free numbers.

BOWEL AND BLADDER CARE RESOURCES

Have a health question?  Looking for an answer?

Call 1-800-336-4797.  This is the National Health Information Center,
sponsored by the U.S. Department of Health and Human Services.
Depending on your question, they will seek to link you up with an
organization in your community.  Address:  P.O. Box 1133, Washington, D.C.
20013-1133.
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PUBLISHED MATERIALS

Your Gut Feelings:  A Complete Guide to Living Better With Intestinal
Problems
by Henry D. Janowitz, M.D.  (1994)

Written by one of the world’s leading experts in gastroenterology, this up-to-
date edition focuses on the most common problems of the lower intestinal
tract — the “gut” — offering new ways of coping plus reliable prevention
techniques.

Put Hemorrhoids and Constipation Behind You:  New Treatment and
Technology for 2 of Todays Most Common Yet Least Talked-About Problems
by Kenneth Yasney  (1997)   Safe Goods

Views on why poor colon health and hemorrhoids exist and methods to
prevent colon problems.

Irritable Bladder and Incontinence:  A Natural Approach
by Jennifer Hunt    Soho Press

Because of imagined cultural taboos, bladder problems are widely
misunderstood and often left untreated.  This book details methods and
techniques to help sufferers feel better, increase their sense of control, and
alleviate symptoms.

Overcoming Bladder Disorders:  Compassionate, Authoritative Medical and
Self-Help Solutions for Incontinence, Cystitis,. . . .
by Rebecca Chalker, Kristene E. Whitmore, and Suzann Gage  (1991)
Harper  Collins

A practical guide for the millions who suffer from chronic urological
disorders.  This fact-filled guide draws on the latest research, surveys, and
first-person accounts to provide the most up-to-date information available on
the diagnosis, treatment, and prevention of these widespread by often
misunderstood conditions.

Your Body’s Many Cries for Water
by F. Batmanghelidj, M.D.   (1995) Global Health Solutions

This book explains a new discovery about the cause and cure of many painful
conditions and degenerative diseases.  As a result of extensive research into
the role of water in the body, the author has found that chronic dehydration is
the cause of many conditions including asthma, allergies, arthritis, angina,
migraine headaches, hypertension, raised cholesterol, chronic fatigue
syndrome, multiple sclerosis, depression, and diabetes in the elderly.
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CALIFORNIA COLLEGES AND UNIVERSITIES
Several California medical schools have units that specialize in the diagnosis,
study, and treatment of bowel and bladder problems.   Here are two from
Northern and Southern California.

University of California, San Francisco, Division of Gastroenterology
The Division of Gastroenterology at UCSF has a number of clinical programs
at four UC-affiliated teaching hospitals, Moffitt-Long, San Francisco General
Hospital, and Mount Zion Hospitals as well as the Veterans Affairs Medical
Center.  Two of those clinics include:

Viral Hepatitis  -  This clinic specializes in the diagnosis and treatment of
chronic viral hepatitis.  (415) 476-4780 or 476-2398

General Gastroenterology  - This clinic offers diagnosis and treatment of all
types of gastrointestinal disorders.  (415) 476-4780 or 476-2398

University of California at Los Angeles, School of Medicine,
Digestive Diseases Division
200 UCLA Medical Plaza Building, Los Angeles

Center for Functional Bowel Disorders and Abdominal Pain
(310) 794-7696

Inflammatory Bowel Disease Clinical and Research Center
(310) 206-0196

ORGANIZATIONS

American Gastroenterological Association
7910 Woodmont Avenue, Seventh Floor, Bethesda, MD  20814 (301) 654-
2055

A national organization of physicians and researchers.  The organization
maintains a yellow page database which will help you locate a local physician.

National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK)
National Institutes of Health, Building 31, Room 9A-52, Bethesda, MD
20892 (301) 496-5877

A part of the National Institutes of Health in Bethesda, Maryland. Supports
research, and oversees the National Task Force on Prevention and Treatment of
Obesity.  Provides public information upon request.
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National Digestive Diseases Information Clearinghouse (NDDIC)
2 Information Way, Bethesda, MD  20892-3570
Email: nddic@info.niddk.nih.gov

NDDIC provides information about digestive diseases to people with digestive
diseases and their families, health care professionals, and the public. The NDDIC
answers inquiries; develops, reviews, and distributes publications; and works
closely with professional and patient organizations and government agencies to
coordinate resources about digestive diseases.

National Kidney Foundation
30 East 33rd Street, New York, NY  10016  (800) 622-9010

The National Kidney Foundation, Inc. seeks to improve the care and treatment
of those individuals with diseases of the kidney and urinary tract through
advances in disease detection, diagnosis and treatment. The Foundation has 51
affiliates and over 200 chapters nationwide.

American Pseudo-obstruction and Hirschsprung’s Disease Society
158 Pleasant Street, North Andover, MA 01845-2797  (978) 685-4477

The American Pseudo-obstruction and Hirschsprung's Disease Society, Inc.
(APHS), was formed to answer the needs of families, patients and healthcare
professionals facing the challenges posed by these diseases.  APHS had been
developing various programs to address its organizational objectives of research,
education and family support.

INTERNET
You can find the following resources on the World Wide Web (www):

Centers for Disease Control
http://www.cdc.gov

National Health Information Center
Provides links to health organizations in local communities.
http://nhic-nt.health.org

National Kidney Foundation
http://www.kidney.org/

Health World Online
Offers easy-to-read articles on common health problems.
http://www.healthy.net/index.html
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that require getting in touch with your doctor, administer first
aid, and/or calling 911, include:

• Blood in the urine.  The urine may be slightly blood-tinged, or
grossly bloody, or a smoky brown color.  Blood in the urine is a
sign of disease or injury to the urinary system.  It may be a
bladder tumor, cystitis, urethritis, a kidney stone, a vascular
disease, a kidney disorder or injury.

• Fever, anorexia, pain on urination, urinary frequency, urinary
urgency, or a change in urine odor or color.  These symptoms
may be a sign of urinary tract infection (UTI).

• Incontinence.  If more than one incident, or if the individual
is not able to empty the bladder completely.

• Bloating with diarrhea, constipation, or both.  These are
suggestive of irritable bowel syndrome.

• Nausea, vomiting, and or diarrhea.  Watch for (and guard
against) dehydration, which can be life-threatening.  If
symptoms of severe dehydration occur (for example, dry
mouth; sticky saliva; reduced output of dark yellow urine),
CALL 911, or take person to emergency room.

• Pain or tenderness in the lower right abdomen with nausea,
vomiting, and fever.  This could mean appendicitis or a
urinary tract infection.

• Stomach pain.  This could be a sign of indigestion or, if severe
or persistent, some other digestive problem such as food
poisoning.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities



YOUR PLAN

Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Bowel & Bladder Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
bowel and bladder health, here are some things to consider.  After going
through the checklist (photocopy extras if you’re working with a group), you
can decide which elements of the bowel and bladder health curriculum you
want to emphasize.  For example, if someone you are working has poor
personal hygiene, you will want to spend extra time in talking about urinary
tract problems.  You might also use the information to develop a goal for the
Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

         Independent      Needs Some      Needs Total

                  Support         Support

Eats a healthy diet

Is physically active

Is within the weight
range for height

Tells someone if has
bowel or bladder
problems

Demonstrates good
personal care

Bathes daily

Tolerates a typical
physical examination

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Use a model or drawing of the body, showing the stomach,
small intestine, and large intestine and point out how stomach
contents move through the intestines, are digested (broken
down for absorption of nutrients) and that which is not
digested moves to the rectum and eventually eliminated.

• Compare and contrast regular and comfortable bowel movements
with constipation (for example, fewer than 3 per week;
abdominal swelling; straining; hard stool).

• Use a model of the abdomen, point out the location, size, and
function of the kidneys, ureter, bladder, and urethra.  Explain
how blood passes through (and is cleaned by) the kidneys, with
toxins and waste products moving on to the bladder.

• Show, by a drawing, how much longer the urethra is in a man
than a woman, and explain how bacteria more often travel up
the urethra in a woman, causing bladder infections.

• Stress the importance of women wiping front to back.

• Be prepared to answer any questions about the elimination
process.
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Your bowel, bladder, and kidneys are
important for helping the body get rid of
waste when you go to the bathroom.

Your bowel, bladder, and kidneys are
working well if it does not hurt when you
go to the bathroom.

HOW DO YOUR BOWEL,
BLADDER AND KIDNEYS
WORK FOR YOU?
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Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask volunteers to describe what it feels like when you can not
go to the bathroom (constipation) and when it hurts to go to
the bathroom (urinary tract infections).  Discuss the usual
causes of constipation, including: not drinking enough fluids;
not eating enough fiber; not being active enough; using
laxatives over a long period of time; taking certain
medications, such as antacids, anti-depressants; not going to
the bathroom when you have the urge to go; and, medical
problems, such as hemorrhoids.

• Discuss the importance of good hygiene, and drinking
cranberry juice occasionally, to keep from getting an infection
which makes it hard to go to the bathroom.

• Go through old magazines, cutting out pictures of foods and
drinks.  Arrange the pictures in groups for breakfast, lunch,
and dinner.  Discuss substitutions, and emphasize the
importance of fresh fruits and vegetables for a healthy
digestive system.  Talk about the value of 8 glasses of water a
day.  Explain that fiber absorbs water and helps keep stools
soft, because fiber is not digestible.
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THINGS THAT CAN GO
WRONG WITH YOUR BOWEL,
BLADDER  AND KIDNEYS

Some people with developmental
disabilities have bowel, bladder and
kidney problems.

For example, if you eat food with too
much fat and not enough vegetables or
fruits, you will get constipated.  It will be
hard to go to the bathroom.

If you do not keep your private parts clean
or if you get sick or do not take care of
yourself, you can get an bowel or bladder
infection.  If you do, it will
hurt to go to the bathroom.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask individuals to write down (or to get someone else to write
down) what he or she ate and drank over one recent full day.
Discuss in terms of adequate fruits and vegetables, whole
grains, dietary fiber, and adequate hydration.

• Ask each person to describe how much walking and other
exercise they get each week.  Emphasize the importance of
physical activity at least 3 times per week for 30-45 minutes
each time.

• Talk about the importance of personal hygiene, and ways to
avoid (and minimize) bladder infections, and other
infections.
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Eat lots of fruits and vegetables each day.

Drink 8 glasses of water every day.

Exercise at least 3 times per week, for
30-45 minutes each time.

Wash your hands after going to the toilet,
and before touching food of any kind.

Drink cranberry juice from time to time.

Make sure you go to the bathroom
when you feel like you have to go,
do not try to hold it in.

SOAPSOAP

TO KEEP YOUR BOWEL,
BLADDER AND KIDNEYS
HEALTHY,  REMEMBER TO . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Bring a stethoscope and blood pressure kit, pair up and
practice using these tools, under supervision to avoid injury
or discomfort.  Alternatively, model how these tools work.

• Give examples of how to describe in words what to tell the
doctor if  having problems going to the bathroom.
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WHEN YOU GO TO
THE DOCTOR . . .

The first thing the doctor will do is ask
you what problems you are having with
going to the bathroom.

Next, the doctor (or nurse) will check your
blood pressure, pulse, and temperature.

The doctor will examine you further by
listening to your chest with a special tool
called a stethoscope, and tapping your
stomach area.

Your doctor may ask you to come back and
take some special tests to look closer at
your bowel and bladder.  If you have any
questions about it, be sure to ask.

If your doctor asks you to take medicine or
follow special instructions to make you
feel better, make sure you do it.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask if anyone has had any of the listed problems, and have
them talk about what they did or did not do.  Discuss other,
useful possibilities when you have these kinds of problems.

• After reviewing the list of problems, ask again what types of
things should they report to a caregiver.

• Based on what people say, ask as a follow-up what questions
they would ask the doctor.
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You have diarrhea for more than one day.

Your stomach hurts when you
go to the bathroom.

You do not have the urge to urinate.

You have a change in how often
you have a bowel movement.

You have bright red blood in the toilet or
on the toilet paper.

Your urine is very dark yellow,
or smells unpleasant or fruity, or it burns
or hurts when you urinate.

IT IS IMPORTANT TO TALK
TO SOMEONE WHEN  . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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INTRODUCTION
While there are a number of glands in the body, many of them are generally thought
of as organs (for example, the liver, ovaries and the testicles) and they are reported in
other modules of this resource guide.  This section will look at the more common
glands and the complications for individuals with developmental disabilities that arise
or if certain conditions are left untreated.

COMMON GLAND
CONCERNS FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES
THE GLANDS
The endocrine glands function as a control system for the human body.  Hormones
are the key mechanism of the system and different types of hormones are secreted by
different glands.  Through the bloodstream, hormones deliver instructions to certain
organs and tissues throughout the body.  Here, we will describe some common
problems with the pancreas (which secretes insulin and regulates the amount of sugar
in the bloodstream), the pituitary (which controls growth), and the thyroid (which
regulates the body’s metabolism).  We will present them primarily by those gland
disorders which cause developmental disabilities and those which are associated with
them.

GLAND DISORDERS THAT CAUSE
DEVELOPMENTAL DISABILITIES

Congenital Hypothyroidism
Occurs as a result of insufficient thyroid hormone from birth.  Without
treatment by the age 1 to 2 months, hypothermia, poor weight gain,
constipation, and prolonged jaundice will occur.  Irreversible mental
retardation can occur if untreated or not treated in time.

Acquired Hypothyroidism
Generally thought to occur after the second year of life.  It is thought to
cause short stature.  Although there may be some decrease of cognitive
abilities as well, these can reverse with treatment.

Hypoglycemia
Symptoms are varied and not specific, such as seizures, lethargy, confusion,
and stroke-like symptoms in people who are elderly.  Prolonged or
recurrent hypoglycemia can lead to significant neurological deficits.
Hypoglycemia can be detected and successfully treated.
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GLAND DISORDERS THAT ARE ASSOCIATED WITH
DEVELOPMENTAL DISABILITIES
There are a number of syndromes (some are genetic disorders) associated with
thyroid, pituitary, and pancreatic gland problems.  The most common include:

Down Syndrome (Genetic Disorder)
Several endocrine gland problems occur more often in individuals with Down
Syndrome than in the general population.  For example, hypothyroidism,
diabetes mellitus, short statue, sterility in most males, and nonovulation in
females.

Klinefelter Syndrome (Genetic Disorder)
Occurs only in males and is characterized by small testes, tall stature and
breasts.  It is treated with testosterone replacement throughout adulthood.  In
addition, most of these men are sterile, have a greater incidence of diabetes
mellitus, breast cancer and germ cell tumors.

Turner Syndrome  (Genetic Disorder)
Most women who are diagnosed with Turner Syndrome are infertile, although
a few have had children.  They tend to be short in stature, have webbing at the
neck and an absence of secondary sexual characteristics.  The great majority of
women with this syndrome need estrogen and progesterone replacement at
puberty to begin and sustain sexual maturation.  Individuals with Turner
Syndrome should also be screened for potential thyroid problems.

Poly X-Syndromes  (Genetic Disorder)
Women with poly X-syndromes show many of the facial characteristics of
individuals with Down Syndrome.   In addition to mental retardation, they
may or may not have menses, some have short stature and most tend to be
sterile.

Noonan Syndrome
Similar to Turner Syndrome, it is characterized by short stature, webbing of
the neck, and occasional kidney and thyroid problems.  It is seen in both sexes
and individuals are typically mildly retarded.

Prader-Willi Syndrome
There is some speculation that a hypothalamic-pituitary problem is the cause
of a voracious appetite, inability to sense fullness, and a lack of muscle tone.
The resulting obesity from this syndrome can lead to non-insulin-dependent
diabetes, which can be controlled by diet.  Also, sexual development is often
incomplete.
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Tuberous Sclerosis
This is a hereditary disease that consists of a number of small tumors on
the surface of the brain.  It usually results in a decline in mental capacity, a
seizure disorder and often includes thyroid problems.

Williams Syndrome
Characterized by mental retardation and an elf-like face, that is, flared
eyebrows, flattened nasal bridge, and a prominent.  Persons with Williams
Syndrome should have their blood pressure monitored and it should be
measured at least once in all extremities.

Growth and Maturation Problems
These are common features of many developmental disabilities and are often
caused by major chromosomal abnormalities.  Other reasons for slow growth
and maturation include poor maternal health (for example,  poor nutrition,
smoking, infections, and drug use), prematurity, and malnutrition.

Effects of Medication
Medications commonly used to treat seizures can cause the growth of
excessive hair (particularly in women) and bone problems if taken for long
periods of time.  Drugs such as Phenytoin, which inhibits the secretion of
insulin from the pancreas, and major tranquilizers (such as phenothiazines and
lithium carbonate) can affect the thyroid gland if used long-term.

Diabetes
In adults with developmental disabilities and diabetes, the pancreas (which
helps the body absorb glucose) either produces little or no insulin .  As a result,
the body loses its main source of fuel.

There are two major types of diabetes.

Insulin-Dependent
Individuals who need injections of insulin each day.  Symptoms include
increased thirst and urination, constant hunger, weight loss, blurred vision,
and extreme tiredness. If not diagnosed and treated with insulin, a person
can lapse into a life-threatening coma.

Non-Insulin Dependent
Usually develops after the age of 40 in persons who are typically
overweight.  Symptoms include tiredness, increased thirst and urination,
weight loss, blurred vision, frequent infections, and slow healing of sores.
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RISK FACTORS
There are a variety of factors which can place people with developmental disabilities at
greater risk to problems caused by or associated with the glands.

• Mothers who do not receive adequate maternal health

• Mothers who smoke, drink, and do not eat a proper diet
during pregnancy.

• Certain disabilities such as Tuberous Sclerosis, Williams,
Turner, Prader-Willi, Klinefelter and Down Syndromes.

• Long-term and untreated hypoglycemia.

• The long-term use of psychiatric medications.

• Individuals who are over 40, overweight, Hispanic, African
American and Native American tend to be more at risk for
diabetes.
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PREVENTION
There are several ways to lower the risk or monitor the effects of common problems
associated with the glands:

• Be alert to symptoms such as increased thirst and urination,
constant hunger, weight loss, blurred vision, and extreme
tiredness.

• Be alert to symptoms such as tiredness and confusion.

• Monitor the effects of psychiatric medication through
frequent blood tests.

• Monitor pituitary, thyroid, adrenal and pancreatic functions
for persons who have disabilities commonly associated with
gland problems (such as Down, Turner, Klinefelter and
Williams Syndrome).

• Monitor blood sugar levels and provide appropriate
intervention as needed for people with diabetes.

• If over forty, maintain healthy eating habits and maintain
ideal body weight.

• Exercise each day.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR
Unless already diagnosed with a gland problem, most individuals with developmental
disabilities will be seen, initially, by a general practitioner (family doctor; internist).  Here
are some tips for caregivers which will make a successful visit.

• Keep track of symptoms and (such as fatigue, increased
tiredness) make notes.

• Find a doctor who is experienced in providing medical
services to people with developmental disabilities.

• If possible, talk to the doctor ahead of time about: any
unique challenges that the doctor might face in the
examination of the individual (for example, fear of touch);
and, what types of tests might be needed (for example, urine
or blood tests).  This will allow you explain the examination
to the individual and plan for the kinds of support he or she
will need.

• With models, pictures, and words, explain to the person
what is likely to happen at the doctor’s office (see the
Instructor’s Guide at the end of this module).

• Schedule medical appointments for times when waiting
room times and distractions may be minimal (for example,
the first appointment in the morning).  Bring familiar
things to do while waiting to see the doctor.
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ACCESS TO MEDICAL CARE
If you don't have a primary care physician, calling your local medical society is the
best way to find a doctor who can serve patients with special needs . Also, ask other
individuals with developmental disabilities, parents or caretakers what physicians they
prefer.

Also, the CMA’s web site (http://cmanet.org) has a great resource called the  “CA
Doctor Finder.”  Follow the directions to get a list of doctors in your area who are
endocrinologists.  If you know a doctor’s name (only first or last), you can look that
up too.  And, if you need directions to his office, you can print out a map and get
directions on how to get there.

For individuals with developmental disabilities who do not have medical insurance,
funding for medical services can be provided through:

Low-Cost or Free Medical Clinics
Again, look up Health Care in the front of your telephone book, on the pages
labeled “Community Services” and see if such a clinic is listed there.  Or, call
the community hospital, and tell them about your need and the absence of
health insurance.  They may be able to refer you to someone who can help.
Community hospitals and clinics that have accepted federal or state funds
(say, for building construction) are typically obligated to provide some services
for medically indigent persons.

Supplemental Security Income (SSI)
Social Security Administration  •  800-772-1212 (General Information)

SSI benefits can be used to pay for medical needs and dental care not
provided by Medicare, Medi-Cal, or a residential institution where you may
reside.

Medi-Cal
California Department of Health Services  •  916-323-1945

Call for information and referral to Medi-Cal providers or Medi-Cal Health
Maintenance Organizations (HMOs) in your area.

County Hospitals
County hospitals can also provide emergency medical services.
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Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not provided
by another agency (e.g., Medi-Cal), a regional center may purchase such health
and medical services as: assessment, diagnosis, and evaluation; physical, occupational,
and speech therapy; adaptive equipment and supplies; specialized medical and dental
care; and, transportation services necessary to ensure delivery of services  (excerpted
from the Lanterman Act).

United Way
Many United Way agencies provide information and referral services.  Look under
“United Way” in the Business Section of your telephone book.  Many have toll-
free numbers.

GLAND CARE RESOURCES

INDIVIDUAL SUPPORTS

Management of Diabetes

Daily injections of insulin are the basic therapy for individuals who have
insulin-dependent diabetes. These injections must be balanced with meals and
daily activities, and glucose levels must be closely monitored through frequent
blood sugar testing.  Diet, exercise, and blood testing for glucose are also the
basis for management of non-insulin dependent diabetes. In addition, some
people take oral drugs or insulin to lower their blood glucose levels.

Much of the daily care involves trying to keep blood sugar levels from going
too low or too high. When blood sugar levels drop too low--a condition
known as hypoglycemia--a person can become nervous, shaky, and confused
and judgment can be impaired. Eventually, the person could pass out. The
treatment for low blood sugar is to eat or drink something with sugar in it.

On the other hand, a person can become very ill if blood sugar levels rise too
high, a condition known as hyperglycemia. Hypoglycemia and hyperglycemia,
can occur in people with diabetes, and both are both potentially life-
threatening emergencies.

People with diabetes should be treated by a doctor and monitored for
complications. Doctors who specialize in diabetes are called endocrinologists.
In addition, people with diabetes often see ophthalmologists for eye
examinations, podiatrists for routine foot care, dietitians for help in planning
meals, and diabetes educators for instruction in day-to-day care.
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PUBLISHED MATERIALS

Developmental Disabilities: Delivery of Care for Children and Adults
by I. Leslie Rubin, M.D., and Allen C. Crocker, M.D.
Published by Lea and Febiger, Philadelphia (1989)

This excellent, out-of-print text was a major resource for this section.

Your Thyroid : A Home Reference
by Lawrence C. Wood, David S. Cooper, E. Chester Ridgway
Published by Ballantine Books (1996) ISBN: 0345410068

Do you feel sluggish or depressed? Do you tire easily? Do you feel swollen or
overweight? An overactive or underactive thyroid could be the hidden cause
behind many of these common symptoms. Left untreated, a malfunctioning
thyroid may lead to serious complications. Once diagnosed, however, it can
usually be treated safely, easily and without anxiety.

American Diabetes Association Complete Guide to Diabetes : The Ultimate
Home Diabetes Reference
Published by American Diabetes Association (1996) ISBN: 0945448643

When people with diabetes want information on diabetes self-care they
usually have to turn to several books, each covering a different topic:
nutrition, blood sugar, exercise, complications, etc. Finally, all areas of self-
care are covered in the pages of one masterful book from the American
Diabetes Association, the diabetes experts.

American Heart Association Low-Fat, Low-Cholesterol Cookbook
Published by Times Books, a division of Random House, Inc.

This cookbook contains more than 200 delicious, heart-healthy recipes. Each
recipe includes a nutritional analysis to help you keep track of saturated and
unsaturated fats, cholesterol, calories, and sodium.  (Softcover, ISBN 0-8129-
1982-3, $14.00/C$19.50 - Pocket size, ISBN 0-8129-2475-4, $5.99/C$7.99)

50 Essential Things to Do When the Doctor Says It's Diabetes
by Diana Tonnessen
Published by Plume (1996)  ISBN: 0452276209

Diabetes need not be debilitating if an individual or caregiver takes a few
simple precautions and organizes a care strategy and sticks to it. According to
the author, most precautions given to newly diagnosed diabetics (for example,
eat a sensible diet, keep a medication record, control stress) are good ideas for
nondiabetics, too.
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ORGANIZATIONS

American Association of Diabetes Educators (AADE)
444 North Michigan Ave., Suite 1240, Chicago, IL 60611-3901
(312)644-2233 or 1-800-338-3633
Diabetes Educator Access Line: 800TEAMUP4 (800-832-6874)

The American Association of Diabetes Educators is a non-profit,
multidisciplinary organization representing professionals who provide diabetes
education and care. Its mission is to advance the role of the diabetes educator and
improve the quality of diabetes education and care.

American Diabetes Association (ADA)
1660 Duke Street,  Alexandria, VA 22314   (703) 549-1500 or 800-DIABETES

If you dial (800) 342-2383, it reaches affiliate office in the state in which call is
placed.  The American Diabetes Association is a multidisciplinary, non-profit
organization that seeks to improve the lives of people with diabetes and to find a
cure for diabetes. It stresses education of the public on early detection and  the
importance of continuing medical intervention. Numerous publications target
both the patient and the professional.

The American Dietetic Association
216 West Jackson Boulevard, Chicago, Illinois 60606-6995 (312) 899-0040

A national organization whose members include clinical and community dietetics
professionals, food service managers, educators, researchers, dietetic technicians
and students. Their mission is to serve the public through the promotion of
optimal nutrition, health and well-being.

California Dietetic Association
7740 Manchester Boulevard, Suite 103, Playa del Rey, CA 90293
(213) 822-0177

The California affiliate of the national organization which provides easy to
understand, public information on a number of health topics.

National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK)

The information on diabetes in this module was adapted from the Institute which
is a part of the National Institutes of Health (NIH).  NIDDK is the
Government's lead agency for diabetes research. It operates several information
clearinghouses such as the National Diabetes Information Clearinghouse
(NDIC), 1 Information Way, Bethesda, MD 20892-3560 (301) 654-3327 and the
Weight-Control Information Network,  1 WIN Way, Bethesda, MD 20892-3665
(800) 946-8098 or (301) 570-2177.
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CALIFORNIA DIABETES OR ENDOCRINOLOGY CLINICS
There are a number of public and private diabetes and endocrinology clinics
throughout California.  Below, you will find two university clinic listings.  For
information about others, call your local American Diabetes Association
affiliate at (800) 342-2383.

University of California, San Francisco, Mount Zion Medical Center
Diabetes Education and Treatment Center (415) 885-7760

The Diabetes Center at UCSF/Mount Zion Medical Center offers a variety
of services to enable the person with diabetes to achieve an independent
lifestyle. Self-management techniques are presented by a multidisciplinary
staff of dietitians, nurses, exercise therapists, psychologists and others, all
under the supervision of medical diabetes specialists.

The Whittier Institute for Diabetes
9894 Genesee Avenue, La Jolla, CA 92037  (619) 450-1280

The Institute is the diabetes research and patient care arm of ScrippsHealth,
one of the major hospital groups in San Diego County, California. Since 1994,
The Whittier Institute has operated a joint program with the University of
California, San Diego. ScrippsHealth and UCSD physicians, nurses and other
health care professionals provide services in sites throughout San Diego
County.

INTERNET
You can find the following resources on the World Wide Web:

National Institute of Diabetes and Digestive and Kidney Diseases
http://www.niddk.nih.gov/

The American Diabetes Association
http://www.diabetes.org/default.htm

Juvenile Diabetes Foundation
http://www.jdfcure.com/index.html

American Association of Diabetes Educators (AADE)
http://www.aadenet.org

The American Dietetic Association
http://scrtec.org/track/tracks/c00109af.html

The California Dietetic Association
http://www.dietitian.org/dietitian/default.htm
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP

Signs and symptoms that indicate a need for medical attention include:

• Increased thirst;

• Increased urination;

• Constant hunger,

• Weight loss for no apparent reason;

• Blurred vision; and,

• Extreme tiredness.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities



YOUR PLAN

Your Outline/Agenda:

Page 276  Prevention Curriculum

TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Gland Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
gland health, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the gland health curriculum you want to emphasize.  For
example, if someone you are working with has diabetes, you will want to
spend extra time in talking about the importance of diet.  You might also use
the information to develop a goal for the Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

         Independent      Needs Some      Needs Total

               Support         Support

Eats a healthy diet

Is within the weight
range for height

Reports painful
urination

Reports always
thirsty

Reports always
hungry

Reports tired all
the time

Reports blurry vision

Tolerates a typical
physical examination

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Use a model (or picture) to show the major glands and talk
about how they send messages to the body about growth
(pituitary), how much energy you need (pancreas), and how
the body’s metabolism is regulated (thyroid).

• Talk about how glands send these messages by sending a small
amount of liquid (a hormone) through the blood to different
parts of the body.
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Your glands send messages to different
parts of your body.

These messages tell the body -

how much to grow;

how fast to go;

how much energy
you need.

WHAT DO YOUR GLANDS
DO FOR YOU?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Here is a chance to talk about how individual differences have
a lot to do with how our glands work.  You can also talk about
how we inherit those differences in what our glands tell our
bodies from our parents.  Basic differences in height and
weight and even some personality characteristics are due to
the different messages given to our bodies by our glands.

• Begin a discussion about diabetes and how it affects us.

• Mention that one of our gland (the pancreas) does not
produce a strong enough message (insulin) and that affects
how much energy our body gets from the food that we eat.

• Ask if anyone has diabetes and how they manage it.
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THINGS THAT CAN GO
WRONG WITH THE GLANDS

People are born with certain differences
due to their glands.

For example, if they are very tall
or very short.

Or, they are very skinny or very heavy.

Some people with developmental
disabilities have problems with their
glands some time in their life.

For example, their body will not give
them enough energy and they are tired
all of the time.

Or, they grow at a slower rate
than other people.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• This is a another opportunity to talk about healthy life style
choices regarding diet and exercise.  Discuss what men and
women
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TO KEEP YOUR GLANDS
IN GOOD SHAPE,
REMEMBER TO . . .

If you take medicine for diabetes or other
gland problems, take it just like the doctor
tells you.

Try to get plenty of exercise, eat healthy
and stay at a weight that is good for you.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Examinations for problems associated with the glands are
fairly straight forward and do not typically require additional
medical equipment.

• This is an easy examination process to demonstrate using
yourself as a model or someone else who might volunteer.

• You can talk about the blood test and the urine tests and what
is expected of people.
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WHEN YOU GO TO
THE DOCTOR . . .

First, the doctor will sit with you and talk
to you about  your health problems.  Make
sure to tell him or her everything that you
know is going on with your body.

Next, the doctor might take some special
blood tests or ask you to go to the
bathroom and fill up a cup with
urine.

The doctor will then tell you if there is
something you can do to stay healthy.
He or she might also ask you to come back
for more tests.

It is important to do what the doctor tells
you.  Take medicine if you need to and tell
the doctor if things do not get better.  If you
have any questions, ask the doctor.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• The basic signs and symptoms of diabetes are on the right
and should be discussed.

• Ask if anyone has had any of the listed problems, and have
them talk about what they did or did not do.

• After reviewing the list of problems, ask again what types of
things should they report to a caregiver.

• Based on what people say, ask as a follow-up what they would
tell the doctor when he or she asks “what is the problem you
are having?”
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You are always thirsty.

You are always going to the bathroom.

You are always tired.

You are always hungry.

Your eyesight is very blurry.

IT IS IMPORTANT TO TALK
TO SOMEONE ABOUT YOUR
HEALTH WHEN  . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers
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INTRODUCTION
On average, men with and without developmental disabilities live fewer years than
women.  They have more accidents, more heart disease, eat more cholesterol, smoke
more, are more likely to be overweight, are less likely to seek help for emotional problems,
and drink more alcohol than women.  However, good nutrition, adequate rest, and a
reduction of these risk factors can result in a longer, healthier life for men.

COMMON HEALTH
CONCERNS OF MEN  WITH
DEVELOPMENTAL DISABILITIES
Men with developmental disabilities are likely to have the following common health
problems due primarily to gender rather than the type or severity of disability.

Hernia
A hernia occurs when part of the intestine bulges out through a weak spot in the
abdominal wall.  They commonly occur in the groin area and may bulge into the
scrotum as well.  Hernias are often caused from lifting heavy weights, coughing or
straining during a bowel movement.  Sometimes, a weak spot in the abdominal
wall is present at birth.  Symptoms may include: a feeling of weakness, pressure,
burning or pain in the groin or scrotum; a bulge or lump in the groin or scrotum;
and, pain in the groin when straining, lifting or coughing.  Some hernias will
require surgery if they interfere with daily life, cause a lot of pain or have a high
risk of causing additional intestinal problems.

Prostate Problems
The three most common types of prostate problems are infection, prostate
enlargement and prostate cancer.

Infection
Prostate infections occur suddenly and have some or all of the following
symptoms: fever and chills; pain and burning when urinating or ejaculating; a
strong and frequent urge to urinate but passing only a small volume of urine;
lower back or abdominal pain; and, occasionally, blood in the urine. This type
of infection is often related to stress or anxiety.  A prostate infection usually
responds well to antibiotics.
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Enlargement
Enlargement of the prostate is a natural process that typically occurs with
age and not disease.  The enlargement will cause urinary problems due to
the gland squeezing the urethra. The individual may also experience
difficulty getting urine started and completely stopped, having the urge to
urinate frequently or being wakened to urinate, painful urination, and
decreased force of the urine stream.  These symptoms sometimes stabilize
or clear up on their own.  There are drugs available that will relieve
symptoms in some men.  It is also important to know that some drugs
such as diuretics, tranquilizers, antihistamines, decongestants and
antidepressants can aggravate urinary problems.

Prostate Cancer
The most common cancer and the second leading cause of cancer deaths
in all men.  It becomes more common with age as most cases occur after
the age of sixty-five.  There have been rapid advances in the early
identification of prostate cancer.  If detected early enough, it can be treated
and cured.  There are no specific symptoms of prostate cancer, but with
some men it may cause urinary symptoms similar to prostate enlargement.
In advanced cases it can spread to other organs.  It appears to run in
families and is more common in African-American men and those who
eat a high-fat diet.

Sexually Transmitted Diseases
A description of these diseases can be found in the Women’s Health section
that follows.

.
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RISK FACTORS
Men with developmental disabilities who choose to engage in risky life styles will
typically experience more general health problems.  Attention to the following risk factors
can help decrease those risks.

• A family history for testicular cancer.

• Eating a poor diet, including high fat, alcohol and caffeine.

• Unnoticed or unreported penile discharges or unusual
lumps or sores in the groin area.

• Poor hygiene practices, such as incomplete hand washing
and less than daily washing of the penis.

• Engaging in unprotected sex.

• Excessive smoking or the use of illicit drugs.

• Taking certain medicines (for example, diuretics, tranquilizers,
antihistamines, decongestants, antidepressants) which may
increase the chances of urinary problems.
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PREVENTION
There are many non-intrusive ways to insure a healthy life.  Men with developmental
disabilities and caregivers can actively participate in making sure they remain healthy
in the following ways:

• A monthly examination of the testicles for any changes in the
size and consistency.

• Eating a well-balanced diet that is low in fat and cholesterol.

• Avoid smoking, excessive use of alcohol and illicit drugs.

• When receiving a new prescription, make sure to tell the
doctor about other current medications.

• Report to a caregiver or doctor any unusual changes in the
penis, such as discharges, pain during urination or inter-
course.

• Promote the use of a condom for men who are sexually active.

• Bathe or shower each day.

• Wash hands after toileting and before food preparation.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR
Most men with developmental disabilities can receive medical care in a typical health care
setting.  They may, however, feel shy or embarrassed to discuss problems about their
genitals.  They may want a trusted caregiver or staff person to accompany them to the
doctor to help discuss their symptoms.  It might be helpful to practice at home, telling the
doctor what is wrong.

• Ask for all the symptoms that are troubling the individual.
You may need to prompt with questions such as asking if he is
experiencing pain during urination.

• The caregiver can prepare the individual for the visit by
having him make the appointment or assist him in
scheduling it and putting it on the calendar.  Remind him
what the waiting room and the examination room look like.

• Talk about how he will be weighed, and how his blood
pressure and temperature will be taken.  Remind him that
he will be asked to take off his clothes in the examination
room and will wait for the doctor.

• The doctor will ask him to describe his symptoms and will
examine him by looking at his groin region, penis, scrotum
and testes, checking for anything unusual, such as sores,
lesions, discharge or lumps, depending on what the doctor
knows of the problem.

• Upon arrival for the appointment, ask the receptionist if the
wait will be long.  A walkman with earphones or something
to look at will make the time go faster.  If the wait is lengthy,
consider going for a walk, but let the receptionist know you
are leaving only temporarily.

• If requested, keep a trusted person in sight during the
examination and procedures.  Assisting the individual on
and off the examination table may be necessary.

• Ask the doctor to explain what he or she is looking for and
what will happen next.  After the doctor has determined the
nature of the problem, discuss ways to prevent the problem
from reoccurring.  Also, be sure to tell the doctor about all
current medications.
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ACCESS TO MEDICAL CARE
If you don't have a primary care physician, calling your local medical society is the
best way to find a doctor who can serve patients with special needs.  Also, ask other
individuals with developmental disabilities, parents or caretakers what physicians they
prefer.  If the usual family practice doctor is not the first choice for resolution of the
problem, a local men’s clinic may be preferred (you can call the local Public Health
office for resources).  If there are any special needs of the individual in terms of the
exam, let health personnel know beforehand.  For individuals with developmental
disabilities who do not have medical insurance, funding for medical services can be
provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs not provided by
Medicare, Medicaid, or a residential institution.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and specialized testing if medically
necessary.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not
provided by another agency (e.g., Medi-Cal), a regional center may purchase
such health and medical services as: assessment, diagnosis, and evaluation;
physical, occupational, and speech therapy; adaptive equipment and supplies;
specialized medical and dental care; and, transportation services necessary to ensure
delivery of services  (excerpted from the Lanterman Act).
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MEN’S HEALTH CARE RESOURCES

INDIVIDUAL SUPPORTS
It is very important for caregivers to be good observers of  problem symptoms.
Some men with developmental disabilities may not be able to report pain or
problems of the genital region, either because of poor communication or
because of shyness.  For example, what may appear to be excessive or
inappropriate masturbation may be an indication of an irritation.

A testicular examination should be completed by or for men with
developmental disabilities who have a family history of  testicular cancer or
have undescended testicles. It should be completed once a month.  It is rare
and highly curable when detected early.  A good time to do the exam is
following a warm bath or shower when the scrotal skin is relaxed.  Here is a
suggested way for a self or caregiver examination.

Stand and place the right leg on the side of the tub or on the
toilet seat.  Roll the right testicle by gently rolling it between
the thumb and fingers of both hands.  Feel for any hard
lumps or nodules.  The testicle should feel round and
smooth.  Notice any enlargement of the testicle or a change
in its consistency.  It is normal for one testicle to be slightly
larger than the other.  Repeat the examination to the left
testicle.

Call the doctor if there are any unusual lumps in the testes, an unexplained
pain or swelling in the testes or scrotum or if there is any penile discharge or
sores on the penis.

PUBLISHED MATERIALS

The ABC's of Prostate Cancer: The Book That Could Save Your Life
by Joseph A. Oesterling, Mark A. Moyad, Joseph E. Oesterling
Published by Madison Books (1997) ISBN: 1568330979

In The ABCs of Prostate Cancer, two experts explain the facts every man
needs to know about this disease. In addition, the book contains testimonials
of hope and inspiration from more than 50 well-known survivors of prostate
cancer, including Bob Dole, Jerry Lewis, and Sidney Poitier.
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American Heart Association Low-Fat, Low-Cholesterol Cookbook
Published by Times Books, a division of Random House, Inc.

This cookbook contains more than 200 delicious and healthy recipes. Each
recipe includes a nutritional analysis to help you keep track of saturated and
unsaturated fats, cholesterol, calories, and sodium.  (Softcover, ISBN 0-8129-
1982-3, $14.00/C$19.50 - Pocket size, ISBN 0-8129-2475-4, $5.99/C$7.99)

ORGANIZATIONS

US TOO International, Inc. Prostate Cancer Support Groups
930 N. York Road, Suite 50, Hinsdale, Illinois 60521  (800) 80-US TOO

US TOO is an independent network of support group chapters for men with
prostate cancer and their families. US TOO groups offer fellowship, peer
counseling, education about treatment options, and discussion of medical
alternatives without bias.  One of the goals of the group is to foster public
awareness of prostate disease.  For more information on the organization,
please call or write.        

American Cancer Society
1599 Clifton Road, NE, Atlanta, GA 30329-4251 (800) ACS-2345

Check the phone book to contact your local Division or Unit.  The American
Cancer Society is the nationwide, community-based voluntary health
organization dedicated to eliminating cancer as a major health problem by
preventing cancer, saving lives from cancer and diminishing suffering from
cancer through research, education, advocacy and services.

INTERNET

You can find the following resources on the World Wide Web:

US TOO, INTERNATIONAL
http://www.ustoo.com/index.html

Virgil’s Prostate On-Line
http://prostate-online.com/

American Cancer Society
http://www.cancer.org/bottom.html
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that indicate a need for medical attention include:

• Complaints of pain when urinating or during sexual
intercourse.

• A discharge from the penis.

• Behavior that may indicate pain in the genital region such
as rocking or what may look like masturbation, or unusual
signs of distress.

• Reports or observation of sores on the genitals.

• A pain after lifting or after a bowel movement.

• A sudden onset of fever, chills, swollen lymph glands.

• Exposure to Hepatitis B, HIV, or any sexually transmitted
disease.
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INTRODUCTION
A significant focus of sex education is on pregnancy, sexually transmitted diseases,
exploitation, and abuse.  So, it is easy to see why many women with developmental
disabilities may learn to fear their own bodies and see any kind of physical examination as
a negative or dangerous experience.  In addition, their uneasiness can prevent them from
noticing changes that may point to a treatable condition and one that could worsen
without medical attention.  The more a woman knows about how her body works and
what needs to be done to keep it healthy, the more in charge she will be of her own health
care and sexuality.

COMMON HEALTH
CONCERNS OF WOMEN WITH
DEVELOPMENTAL DISABILITIES
Women with developmental disabilities have some added gynecological concerns due to
fear of pain from examination, poorly documented histories of menstruation and lack of
experience in detailing physical changes to others.  The most common reasons for referral
are:

Irregular Periods
Common reasons for irregular periods in women with developmental disabilities
are: central nervous system problems; women with cerebral palsy; women with
nutrition problems; and, women with chromosomal or congenital problems which
affect their ovaries.  Irregular periods can also be caused by stress, significant
weight gain or loss and chronic illness.  In addition, missed periods can be caused
by hormone imbalance and from medications such as steroids, tranquilizers and
thyroid hormone replacement.

Spotting (minor bleeding) is common during ovulation and during the first three
months of using birth control pills.  If the bleeding is occasional and not heavy, it
is probably normal.  Aspirin may prolong the bleeding, so other pain medication
is recommended if needed.  For women between the ages of 45 and 55 irregular
periods may signify the beginning of menopause, especially if accompanied by hot
flashes, vaginal dryness and changes in mood.

Premenstrual Syndrome (PMS)
Some women have PMS for a week or two before their period, but the symptoms
usually disappear once their bleeding starts.  Symptoms can be nervousness,
bloating, breast soreness, feeling hungry, tired, and crankiness.
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Menstrual Cramps
It is prostaglandin , the hormone produced during the menstrual cycle, that
causes the uterus to contract and cause cramping.  Not all women suffer from
menstrual cramps but many do. Symptoms included mild to severe cramping
in the lower abdomen, back or thighs, headaches, diarrhea, constipation,
nausea, dizziness and fainting.  For women with developmental disabilities
who have limited verbal skills, painful periods may be expressed by withdrawn
behavior, rocking motions, distressed vocalizations, aggression or self injurious
behavior.

Vaginitis
The most common types of vaginitis for women with developmental
disabilities include the following:

Yeast Vaginitis
Yeast vaginitis (or moniliasis) is a common inflammation caused by an
overabundance of yeast in the vagina.  It can be triggered by antibiotics,
strong soaps, wearing tight jeans, bicycling, intercourse, stress, pregnancy,
diabetes and birth control pills.  Symptoms include a thick, white vaginal
discharge, itching, swelling, redness, painful urination and painful
intercourse.  Treatment for yeast vaginitis includes anti-fungal cream,
anti-fungal vaginal suppository, or oral medication.  These can be
purchased over-the counter.  Make sure a doctor has diagnosed the yeast
infection prior to using over-the-counter treatments or medications.  If
detected early, some yeast infections respond to a cup of yogurt eaten each
day, or applying yogurt with active acidophilus culture directly to the
vagina.

Bacterial Vaginosis
This is a common infection that can be passed between partners during
sexual intercourse.  The symptoms include a white, gray or yellow
discharge with a strong, fishy odor, sometimes pain and swelling of the
vulva and sometimes a burning feeling.  A diagnosis needs to be made by a
health care professional who can prescribe an antibiotic for treatment.
There should be no sexual intercourse during treatment and no
consumption of alcohol.  As always, when a drug is being prescribed, be
sure to tell the doctor of all medications currently being used.

Women with yeast infections should be encouraged to use
a condom during sexual intercourse and to follow the
advise listed above.
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Sexually Transmitted Diseases
These diseases can be diagnosed by a doctor from a blood test.  Most of them can
be prevented by using a condom with spermicide.  Education which emphasizes
assertiveness in dealing with unwanted or risky sexual requests is also helpful.

Note: While this information has been placed in the Women’s Health  section,
these diseases affect men as well.

Chlamydia
A bacterial infection that can be difficult to detect as there are no symptoms in
about 80% of women who have it.  If symptoms do show up, they occur two to
four weeks after exposure.  For women, these may include vaginal discharge or
irregular menstrual bleeding, painful urination, genital itching or lower
abdominal pain.  If left untreated, chlamydia can cause pelvic inflammatory
disease which in turn can lead to sterility.

Genital warts
Caused by the human papillomavirus (HPV), which is spread by sexual
contact.  These warts generally appear as small fleshy bumps or flat white
patches on the lips around or in the vagina (labia), or around the anus.  This
virus can be detected by a Pap smear.   The doctor will put a liquid or cream
on the warts.  They do not usually cause pain, but if they are bothersome, they
can be removed by freezing.

Gonorrhea
A bacterial infection spread through sexual contact.  If left untreated, it can
cause infections in the cervix, tubes and urethra. It can also cause pelvic
inflammatory disease, sterility or spread to the joints and cause arthritis.
Symptoms are not always evident, but may include painful urination, vaginal
discharge, irregular menstrual bleeding or a thick penile discharge. It is treated
with an antibiotic.  A follow-up appointment will be needed to insure the
gonorrhea is gone.

Hepatitis B
A viral infection is spread through sexual contact or contact with infected
blood.  Symptoms appear two to five months after exposure and include
vomiting, abdominal pain, loss of appetite and yellow tint to the eye and skin,
called jaundice.  There can be permanent and life-threatening liver damage.  A
vaccine is recommended for people in high risk groups including those living
in congregate care, those who share needles using illicit drugs, homosexual
men, household contacts of those infected or carriers, patients of hemodialysis
units and immigrants from Southeast Asia, Tropical Africa or Australia. There
is no treatment except for the relief of symptoms.
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Herpes simplex II
A viral infection resulting in clusters of small blisters which usually occur
below the waist.  It is easily spread through sexual and other direct skin
contact.  Symptoms appear two to thirty days after exposure and it remains
infectious for five days.  In fact, a person may be contagious when there are
no visible lesions.  Sometimes, a first episode of genital herpes, may be
quite severe with painful and burning blisters, fever, swollen glands and
other flu-like symptoms.  There may also be pain with urination or a
vaginal discharge.  It is also possible to have no symptoms.  This is a
lifetime infection.

HIV/AIDS
Also known as Human Immunode ficienc y Virus and Acquir ed Immune
Deficienc y Syndr ome .  AIDS is the last phase in HIV disease, when the
body is no longer able to fight off disease or infection.  HIV is spread only
when blood, semen or vaginal fluids from an infected person enters
someone else’s body.  The HIV antibodies can be detected about six
months after infection.  A blood test will determine if the virus has been
contracted.  For some people, there are promising medications for the
suppression of the virus.  At this time, there is no vaccine or cure for
AIDS.   It is a fatal disease.  Symptoms can include: unexplained tiredness
with headaches, dizziness or light-headedness; rapid unexplained weight
loss; persistent unexplained fever and night sweats; persistent severe
fatigue; persistent diarrhea; swollen glands in the neck, armpits and groin;
unexplained heavy, dry cough; unusual sores on the skin or in the mouth;
white patches in the mouth; increased outbreaks of cold sores; numbness
or pain in the hands and feet; personality change; and mental
deterioration.

Syphilis
A bacterial infection spread through sexual contact or sharing
contaminated needles.  Symptoms appear two weeks to one month after
exposure.  It is a four stage infection which begins with the appearance of
a small blister or sore on the genitals, rectal area or mouth.  This sore is
painless and may go unnoticed.  If left untreated, stage two symptoms will
include skin rash, patch hair loss, fever, swollen lymph glands and flu-like
symptoms.  The third phase may go unnoticed for 10 to 20 years with the
bacteria invading the internal organs.  The last stage will be determined by
the extent of the damage sustained internally, including the heart and
brain. Antibiotics can be prescribed following a positive blood test.

Cancer
Women with developmental disabilities can be affected by ovarian, uterine,
cervical and breast cancer.  All of which can be detected and, if early enough,
treated successfully.  Regular Pap tests and breast exams are a critical part of
women’s health care.
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RISK FACTORS
There are a variety of risk factors which can lead to a greater risk of health problems for
women with developmental disabilities:

• Engaging in unprotected sex.

• Poor nutrition and poor hygiene.

• Not reported or unobserved pain, burning when urinating or
vaginal discharge.

• A positive family history for cancer of the breast or of the
reproductive organs.

.
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PREVENTION
There are many ways to lower the risk of health problems for women with
developmental disabilities.  Suggestions for caregivers include:

• Purchase only cotton underwear and encourage the
wearing of correctly fitted (not too tight) clothes.

• Keep the vaginal and anal area clean and dry.

• Promote the use of a condom for women who are sexually
active.

• Eat a well-balanced diet which includes yogurt and keep
sugar to a minimum.

• Drink the recommended eight glasses of water each day.

• Regular exercise lessens the severity of cramps.  Ibuprofen
and naproxen (Aleve) help ease cramps better than aspirin or
acetaminophen.  Heating pads, hot water bottles and hot
baths are relaxing and relieve cramping; chamomile, mint,
raspberry and blackberry teas are also soothing.

• Things that can be done to lessen the effects of PMS include
getting more exercise, using less salt, sugar and caffeine and
drinking lots of water.



Women’s Health    Page 309

PLANNING FOR A
SUCCESSFUL VISIT TO THE GYNECOLOGIST

A ROUTINE PHYSICAL EXAMINATION
 Most women do not look forward to these visits and women with developmental
disabilities may be especially apprehensive and fearful.  To promote a positive experience,
a caregiver can prepare the woman by:

• Talking about the upcoming visit in a reassuring manner,
answering questions and explaining the need for the visit.  It
will be helpful to review step by step what the woman will be
asked to do, beginning with the wait in the waiting room.
She may want to bring along headphones or something to
look while she waits.  Assure her that she can have the
support person of her choice in the exam room with her if
she so chooses.

• In the week before the appointment, the caregiver can talk
about what takes place in an exam.  The woman will be
asked some questions by the nurse, she will probably be
weighed, her pulse and blood pressure taken, she will be
asked to remove her clothes, including her bra and
underwear and will sit on an exam table with stirrups where
she will place her feet.

• Use language that is understandable and go over beforehand
where the pelvis is, where the vagina is located and that the
doctor is looking for signs infection or other problems.
Emphasize that all women do this, starting at about age 20.

• It may be useful to practice relaxation techniques such as
deep breathing and visualization in the week before the visit
to use during the actual exam.

• The health care provider may be willing to meet with the
woman before the actual visit to show her the exam room,
the table, specula and other equipment.  A practice exam
with a speculum and plastic model might be helpful.
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The standard annual exam will include:

> A breast exam where the doctor will press down on the
breast tissue with his or her fingers, feeling for any lumps
or abnormalities.

> The pelvic exam where the doctor examines the vulva, the
vagina and rectum.  The doctor will touch the vulva
gently and will insert the speculum to see inside the
vagina and make sure it is healthy.  Staying relaxed and
letting the knees drop to the side helps the doctor and
makes the exam go quicker.

> A Pap test which checks for cancer of the  cervix.  If a
woman is not sexually active and has two or three
negative Pap tests, an annual exam will probably not be
done every year.  It should be done each year if a woman
is sexually active.

> A bimanual exam which is when the doctor takes the
speculum out and places one or two fingers in the vagina
and uses his or her other hand to press down of the
abdomen to feel the uterus and the ovaries.

> A rectal exam where the doctor will put one finger in the
rectum to check for abnormalities.

> A mammogram after the age of 40 or when a doctor
thinks it is necessary.  This is an x-ray of each breast from
different angles.  The breast is gently squeezed between
two pieces of glass and photographed.  (If the woman is
unable to stand or hold still, that information should be
provided to the doctor.)
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VISITING A GYNECOLOGIST ABOUT GYNECOLOGICAL PROBLEMS
Additional suggestions for the caregiver which will help make for a successful visit.

• Bring a detailed medical history to the physician’s office,
including menstrual history, type of disability, and any
symptoms noticed by the woman or support staff (odor,
scratching, discharge, distress).

• Bring a list of all the medications that are being used in her
general health care.  In addition, any history of weight gain
or loss should be related to the doctor.

• The woman may need assistance getting on and off the table
and may want to hold someone’s hand to reassure her she
won’t fall off.  She may need help in placing her feet in the
stirrups.  Some tables can be elevated at the head and are
more comfortable, if this is an option, ask for it.

• Show the woman each instrument before it is inserted and
review how it will be used.  Use the strategy previously
described - breathe deeply, visualize a tranquil scene, sing a
favorite song.  Remind her how brief the exam will be.
Some woman appreciate the offer of a mirror to view the
procedure.

• Some women find that their anxiety or physical limitations
due to inflexibility of their legs may prevent the use of the
standard examination table.  The examination can be
achieved by using a table with a removed or flexed lower end
and with attendants supporting the woman’s legs in the
conventional position with the knees bent.

• Women with severe developmental disabilities and are not
sexually active have intact hymen and narrow vaginas which
can make viewing the cervix difficult.  A variety of specula
should be available for the comfort of the woman and for a
successful exam.  If a pelvic mass is suspected and an exam
seems unlikely, good results can be obtained using pelvic
ultrasonography.

• Once in a while a woman requires an examination and has
had a negative past experience and is unlikely to  be
agreeable to another exam.  Occasionally a woman must be
sedated.  The usual sedation is oral chloral hydrate or
diazepam valium.
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ACCESS TO MEDICAL CARE
If you don't have a primary care physician, calling your local medical society is the
best way to find a doctor who can serve patients with special needs . Also, ask other
individuals with developmental disabilities, parents or caretakers what physicians they
prefer. For individuals with developmental disabilities who do not have medical
insurance, funding for medical services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs not provided by
Medicare, Medicaid, or a residential institution.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and specialized testing (for example,
mammograms) if medically necessary.  Women with Medi-Cal are entitled to
visit a doctor for an annual examination once each year and for treatment for
gynecological problems.  Other programs, such as Planned Parenthood, whose
services vary by region, offer services on a pay-as-you-go or sliding scale basis.

County Hospitals
County hospitals can also provide emergency medical services.

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not pro-
vided by another agency (e.g., Medi-Cal), a regional center may purchase such
health and medical services as: assessment, diagnosis, and evaluation; physical,
occupational, and speech therapy; adaptive equipment and supplies; specialized
medical and dental care; and, transportation services necessary to ensure delivery of
services  (excerpted from the Lanterman Act).

WOMEN’S HEALTH CARE RESOURCES

INDIVIDUAL SUPPORTS
Some women with developmental disabilities need the extra support of
caregivers to make their gynecological health care an understandable,
controlled and, at least, an annual experience.  Not only can the caregiver help
in providing the doctor with the woman’s pertinent health history, but she can



Women’s Health    Page 313

also help provide current data, such as the menstrual pattern, the average duration
of her period, any noticeable changes in her breasts or reproductive organs and
help the individual voice her concerns about birth control or fertility.   The
woman, her caregiver and the health clinician combine to form a team to promote
a regular gynecological program to assist her in preventing infection, detecting
possible problems and treating complications such as PMS, irregular periods,
changes in vaginal discharge, planning for and following through with annual
pelvic exams, monthly breast exams, and any necessary mammograms.

A caregiver who accompanies a woman to her physician can be instrumental in
providing details and encouragement.  When an examination is necessary, the
support and preparation from trusted care providers or advocates can mean the
difference between an unsuccessful, stressful and painful experience and an
empowering one.

It is important to provide women with a menstrual calendar which can be used to
predict and record periods and will give valuable information when visiting the
doctor.  If PMS is a concern, a diary recording moods and behavior and her period
can be useful.

SPECIAL CONSIDERATIONS FOR WOMEN’S HEALTH PROBLEMS
There are a number of special considerations that caregivers can use in support of
women with developmental disabilities.

Special considerations regarding yeast infections include: encourage wearing
of cotton underpants; wiping from front to back after using the toilet to avoid
spreading bacteria into the vagina; washing the genital area once a day; and,
avoid douching and using feminine deodorant sprays.  Some women with
developmental disabilities may not complain of vaginal discharge.  It may be
the caregiver who notices an odor while the woman has not reported any
discomfort or discharge.  Some women who place foreign objects into their
vaginas or rectums can cause scarring where bacteria can live.

Special consideration for those persons with hepatitis B are:  good hand
washing; wearing gloves when handling the body excretions of an infected
person or known carrier; disinfect contaminated articles with bleach; and, no
sharing of personal articles, including toothbrushes, razors or utensils.
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PUBLISHED MATERIALS

Let’s Talk About Health - What Every Woman Should Know: Workbook
Prepared by The ARC of New Jersey and Distributed by The ARC of the
United States (1996)

A major resource for this section of the guide, this excellent workbook was
prepared with the assistance of women with developmental disabilities about
women’s health issues.  It is written in very understandable language and
covers topics including healthy living habits, menstruation, sexually
transmitted diseases, common medical problems, marriage, menopause, pelvic
exams, contraception, and cancer.  It also includes an excellent videotape about
the doctor’s examination.

American Heart Association Low-Fat, Low-Cholesterol Cookbook
Published by Times Books, a division of Random House, Inc.

This cookbook contains more than 200 delicious, heart-healthy recipes. Each
recipe includes a nutritional analysis to help you keep track of saturated and
unsaturated fats, cholesterol, calories, and sodium.  (Softcover, ISBN 0-8129-
1982-3, $14.00/C$19.50 - Pocket size, ISBN 0-8129-2475-4, $5.99/C$7.99)

Straight Talk About Sexually Transmitted Diseases
by Michael, M.D. Brodman, John Thacker, Rachel
Published by Facts on File (1994) ISBN: 0816028648

The authors address three questions: What are sexually transmitted diseases?
How does one get them? How can one keep from getting them? The first two
questions are covered extensively in understandable but nonpatronizing
language. STDs are discussed in general, and then the most common are
presented individually in more detail, including the ways they are contracted,
symptoms, possible consequences, and treatment.

Straight Talk With Your Gynecologist:
How to Get Answers That Can Save Your Life
by Sara J. Steinberg, Eddie C. Sollie
Published by Beyond Words Publishing (1993) ISBN: 0941831833

Straight Talk With Your Gynecolog ist was written to help women understand
that they must become partners with their doctors in order to get the health
care they need and deserve.
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 Ask the Doctor : Breast Cancer (Ask the Doctor Series)
by Vincent E. Friedewald, Aman U. Buzdar, Michael Bokulich
Published by Andrews and McMed (1997) ISBN: 0836227107

The Doctor series demystifies breast cancer and details the steps involved in a
thorough diagnosis, proven medical treatments, and what the patient (and her
family and friends) can do to aid her recovery. Ask the Doctor series presents
accessible medical information in an easy-to-read format.

ORGANIZATIONS

American Cancer Society
1599 Clifton Road, NE, Atlanta, GA 30329-4251 (800) ACS-2345

Check the phone book to contact your local Division or Unit.  The American
Cancer Society is the nationwide, community-based voluntary health organization
dedicated to eliminating cancer as a major health problem by preventing cancer,
saving lives from cancer and diminishing suffering from cancer through research,
education, advocacy and services.

Planned Parenthood Federation of America
810 Seventh Avenue, New York, NY 10019 (212) 261-4647
Look in phone book for the local chapter.

Planned Parenthood health centers provide affordable reproductive health care
and sexual health information. Planned Parenthood welcomes everyone regardless
of race, age, sexuality, disability, or income.  Each Planned Parenthood affiliate is a
unique, locally governed health service organization that reflects the diverse needs
of its community.  Planned Parenthood health centers offer a wide range of
services that may include: family planning counseling and birth control; pregnancy
testing and counseling; gynecological care, Pap tests, breast exams; HIV testing
and counseling; and, screening and treatment for sexually transmitted infections.

The National Alliance of Breast Cancer Organizations
(800) 719-9154.

A non-profit central resource for information about breast cancer and a network
of more than 370 organizations that provide detection, treatment and care to
hundreds of thousands of American women.  They will provide you with current
information about breast cancer, updates on breast cancer-related events and
activities, and links to Internet sites. For information about local resources, call the
800 number listed above.
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP
Signs and symptoms that indicate a need for medical attention include:

• Burning or itching in or around the vagina, a discharge
in underwear, or an unpleasant odor from the vaginal
area.

• Periods have become irregular, are unusually heavy or
prolonged.

• Menstrual cramping does not respond to typical home
treatment.

• Menses has not been established by age 16.

• Menopause may be beginning (ages between 45 and 55).

• It is time for the regular annual pelvic exam and Pap
test, mammogram, or birth control is sought.

INTERNET
You can find the following resources on the World Wide Web:

American Medical Women’s Association
An organization which provides free information about women’s health issues.
http://www.amwa-doc.org

The National Alliance of Breast Cancer Organizations
http://www.nabco.org/mission.html

Planned Parenthood
http://www.plannedparenthood.org/

American Cancer Society
http://www.cancer.org/bottom.html
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities



Page 318  Prevention Curriculm



Men’s Health  Page 319

Men’s Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
men’s health, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the men’s health curriculum you want to emphasize.  For
example, if someone you are working with does not have good personal care,
you will want to spend extra time talking about that area.  You might also
use the information to develop a goal for the Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

         Independent      Needs Some      Needs Total

                 Support         Support

Bathes daily,
includes genitals

Washes hands after
toileting

Washes hands before
food preparation

Does not share
personal items
(razor, toothbrush)

Eats healthy and
balanced diet

Does not have
multiple sex partners

Always uses a
condom

Reports health
problems

Tolerates doctor
visits

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

❐ ❐ ❐

 ❐ ❐ ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Talk about how men have their sexual organs on the outside
of their bodies and women’s sexual organs are on the inside.

• Talk about how men use the penis to urinate and to have sex.

• Use a picture or model of male genitalia.  Review the penis,
urethra, prostate and the testes.  You can decide how technical
to get with the description according to your group.

• Mention how some men have undescended testicles; and how
men have different size penises, but how they are all normal.
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WHAT DO YOUR
PENIS AND TESTICLES
DO FOR YOU?

The penis is used to urinate.

The penis and testicles
are used for sex and
to make babies.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Be prepared to discuss different myths about sexual organs
and gently correct any misperceptions.

• If possible, invite a nursing student or practitioner or a worker
from a local men’s clinic to speak about men’s health issues.

• Planned Parenthood has speakers available to talk about
sexually transmitted diseases and other men’s health issues.
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There is no pain or
burning when you urinate.

When you feel your testicles,
you do not feel any lumps.

There are no sores, blisters, or
discharge fluid on your penis
or testicles.

When you have sex, you always use a
condom.

HOW DO YOU KNOW IF
YOUR PENIS AND TESTICLES
ARE HEALTHY?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• This is a chance to talk about how washing hands and bathing
can help stop the spread of germs and disease.  You can
demonstrate how to wash hands thoroughly.

• If you decide to talk about safe sex, you can use a plastic model
to demonstrate the correct way to put on a condom.  Talk
about where condoms may be purchased and how much they
cost.

• Bring a variety of condoms in their boxes and have each man
find the word “latex” on the box.  Discuss why it is important
to use latex condoms (“natural” or sheepskin may break,
exposing both partners to the other’s secretions).

• Explain why condoms don’t always protect a man’s partner if
he has herpes on his testicles or scrotum or inner thighs.

• Explain why men should not have sex if they have genital
warts, herpes, gonorrhea, syphilis and have not been treated.

• Using a model, demonstrate how to perform a testicular
examination.  Describe what to look for during this
examination.
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THINGS THAT CAN KEEP
YOUR PENIS AND TESTICLES
FROM BEING HEALTHY ...

Not washing your body every day,
including your penis.

Not washing your hands after using
the bathroom.

Not washing your hands before
preparing or eating food.

Not using a condom during sex.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• This is a chance to talk about healthy life style choices from
diet and exercise to sexual relationships.  Discuss what men
can do to stay healthy, such as: bathe or shower every day; eat
healthy foods, like fruits and vegetables; cut down on sugar,
fat; avoid alcohol and caffeine; avoid smoking; wear seat
belts; always use a condom when you have sex; not sharing
personal items such as razors, toothbrushes and towels;
exercise regularly; and, reducing stress.

• Ask how each man can improve his lifestyle. Have each man
identify how he can reduce his lifestyle risk by adopting one
or more of the group-generated ideas.  He may want to write
or have it written on a large reminder strip of paper that can
be taped in his room.
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TO KEEP YOUR PENIS AND
TESTICLES HEALTHY,
REMEMBER TO . . .

Take a bath or a shower
every day and wash all of
your body.

Try to get plenty of exercise, eat healthy
and do not smoke or drink too much.

Always wear a condom during sex.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask someone to discuss the last time they went to the doctor
and how they felt.

• Ask someone to discuss what happens during a visit to the
doctor.

• Discuss the kinds of reasons why men go to the doctor.

• Ask what kind of problems men can experience from sexual
activity.

• Talk about the things that men might have to discuss (for
example, problems going to the bathroom or sores on the
penis) with their doctor if they have problems with their penis
or testicles.

• If you decide, discuss the importance of safe and healthy sex
(e.g., condoms, abstinence).
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First, a nurse may want to weigh you, take
your temperature and blood pressure.  You
will be asked to take off your clothes and
sit on a table and put a paper covering over
your lap.

The doctor will come in and talk about
your body and problems you might be
having with your penis or testicles.

The doctor will look at your penis
and testicles and may touch them.

Tell the doctor if you feel any pain and ask
the doctor any questions you have about
your penis and testicles.

Remember to follow what the doctor says
about medicine and things to do while you
are sick.  This will help you get better.

WHEN YOU GO TO
THE DOCTOR . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Many men with and without developmental disabilities feel
uncomfortable talking about these types of  health problems.

• Assure everyone that all men may experience problems from
time to time.

• These points are mentioned (for example, using a condom)
several times throughout this section and need to be repeated
until easily remembered.

• If interested, you can tell people how to perform a testicular
self-examination for lumps.  That is:

Stand and place the right leg on the side of the tub or on the
toilet seat.  Roll the right testicle by gently rolling it between
the thumb and fingers of both hands.  Feel for any hard lumps
or nodules.  The testicle should feel round and smooth.
Notice any enlargement of the testicle or a change in its
consistency.  It is normal for one testicle to be slightly larger
than the other.  Repeat the examination to the left testicle.
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There is pain or burning when
you urinate.

You feel lumps on your testicles.

There are sores or blisters on
your penis or testicles.

There is discharge or pus coming from your
penis.

You have sex and you do not use a condom.

IT IS IMPORTANT TO TALK
TO SOMEONE WHEN  . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Women’s Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
women’s health, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the women’s health curriculum you want to emphasize.
For example, if someone you are working with does not check her breasts
every month, you will want to spend extra time in that area.  You might also
use the information to develop a goal for the Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

         Independent      Needs Some      Needs Total

                 Support         Support

Eats a healthy diet

Drinks lots of water

Keeps track of period

Reports cramps or PMS

Uses sanitary napkins
or tampons

Uses birth control

Checks breast monthly

Goes to the
gynecologist once a year

Reports vaginal
discharge/odor

Tolerates annual pelvic
and breast exams

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Talk about how men have their sexual organs on the outside of
their bodies and women’ s sexual organs are on the inside.

• Use a model or drawing of the inside of women’s bodies.  Have
the learner point to the uterus, ovaries, fallopian tubes, vagina,
and vulva.

• Explain the function of each one and how the uterus is s
usually the size of a fist and when a woman is pregnant,
expands to the size of a baby.
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The female organs help
women have babies.

The female organs help
women go to the bathroom.

The female organs are used for sex
and making babies.

WHAT DO YOUR FEMALE
ORGANS DO FOR YOU?
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Talk about what happens during menstrual cycle and how the
uterus gets ready each month for an egg that will be released
from one of the ovaries.  If the egg is not fertilized and the
woman does not have sex at the time the egg travels along the
fallopian tube, the uterus has to clean itself.

• Define menstruation as the time when the uterus bleeds.  The
bleeding is accompanied by shedding of tissue from the
uterus.  The menstrual flow average 4-5 days in length.  The
menstrual fluid may vary in color from bright red to dark red.

• In general, menstrual blood does not clot (gel or become
solid), but the passage of occasional clots in not unusual.

• Discuss how the menstrual flow may be light, medium, or
heavy.  The sanitary napkin or tampon will need to be changed
more often if the menstrual flow is heavy.

• Introduce a menstrual cycle calendar and show each woman
how to fill it out so she can predict when her next period will
begin.
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HOW DO YOU KNOW IF
YOUR FEMALE ORGANS ARE
HEALTHY?

You have normal periods, about
every 28 days.

You do not have anything different
(like a discharge or fluid) coming
out of your vagina.

Your private parts are not
itchy and do not have
a bad odor.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• This is a chance to talk about healthy life style choices from
diet and exercise to sexual relationships.

• Discuss what women can do to stay healthy, such as: bathe or
shower every day; eat healthy foods, like fruits and vegetables;
cut down on sugar, fat; avoid alcohol and caffeine; avoid smok-
ing; wear seat belts; wear only cotton underwear;  always use a
condom when you have sex; do not share personal items such as
toothbrushes and towels; exercise regularly; and, reduce stress.
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THINGS THAT CAN KEEP
YOUR FEMALE ORGANS
FROM BEING HEALTHY ...

Not keeping the area around the
vagina and anus clean and dry.

Eating a diet that is not healthy.

Having sex without the man using a
condom.

If you do not tell anyone you have a white,
gray or yellow stain on your underwear.

If you do not tell anyone you have
itch or pain in the area of your
vagina, you can get very sick.

If you do not tell anyone you
have a lump in your breast,
you can get very sick.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Show a video on how to examine one’s breasts.  Stop it to
answer any questions and to emphasize learning points.

• Demonstrate two ways to examine one’s breasts (in a circular
motion or up and down using the pads of the fingers.)  Also
check under the armpit.  When examining the right breast,
the right arm should be placed under the head, just the
opposite when the left breast is being examined.

• Talk about a good time to examine one’s breasts is a couple of
days after a woman’s period.  It should also be done in one’s
bedroom when the learner is feeling relaxed and can
concentrate on herself.



Women’s Health  Page 341

Take a bath or a shower
every day and wash all of
your body.

Try to get plenty of exercise, eat healthy,
drink plenty of water and do not smoke or
drink too much.

Check you breasts for lumps every month.

See a doctor for a check-up
once a year.

Always use a condom during sex.

TO KEEP YOUR FEMALE
ORGANS HEALTHY,
REMEMBER TO . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask someone to describe what happened, and how they felt,
at their last visit to the doctor for a gynecological exam.

• Talk about what the doctor is looking for - to help keep us
healthy and to be on the look-out for any infection and for
cancer.

• Show a video tape of a woman having a pelvic and breast
exam.  Stop it to answer any questions and to emphasize
important points.

• If possible, demonstrate with a plastic model and speculum
how the exam is done.  Let each woman hold the speculum
and explore the model.
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WHEN YOU GO TO
THE DOCTOR . . .

Someone will weigh you, take your pulse,
temperature and blood pressure.  You will be
asked the date of your, how long it lasted, and if
you use birth control.

You will be asked to take off all your clothes,
put on a gown and lie on your back.  Next, the
doctor will give you a breast exam.

The doctor will open your vagina and look at
your cervix.  This may cause a little discomfort.
You can ask for a mirror to look for yourself.

The doctor will put one or two fingers in your
vagina and press down on your abdomen to feel
your ovaries and your uterus.  The last part of
the exam will be the rectal exam.

If you have an infection, the doctor will tell you
how to make it better.  Tell the doctor if any
part of the exam hurts. If you have any
questions, ask the doctor.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Encourage women to identify breast, vaginal and rectal
problems and to get help from someone (parent or caregiver)
if they discover they have one of these problems.

• Ask when it is important to tell someone when something is
not right.  Give some hints, or talk about your own
experiences.

• Ask how they would help a friend who has told them that they
have a female health problem.  Break into pairs and role play
this situation.

• Ask if the group can identify where the nearest emergency
room is and where their doctor’s office is located.
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You feel pain in the area of your vagina.

You notice yellow, white or
gray stains on your underwear.

You find a lump in your
breast or around your vagina.

You smell a bad odor coming
from your vagina.

You have had sex and have
missed a period or did not use a condom.

You have heavy flow during your
period that is longer than 10 days.

Your cramps keep you from doing things
that you like to do.

IT IS IMPORTANT TO TALK
TO SOMEONE WHEN  . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Health Information
for Caregivers
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INTRODUCTION
Persons with developmental disabilities often have more infections than the general
population.  For example, individuals who have Down Syndrome have more frequent
respiratory infections, while those with spina bifida have more urinary tract infections.
Anytime people congregate in group settings at home, work or for recreation, there
will be a greater risk of contracting illness.  There are five general ways infectious
diseases are transmitted to others:

• Sneezing, coughing (for example, colds, measles, pneumonia);
• Fecal to oral (for example, hepatitis A, shigella);
• Body to body (for example, conjunctivitis, herpes simplex I, impetigo

mononucleosis, lice, pinworm, ringworm, rubella, scabies, strep throat);
• Sexual (for example, chlamydia, gonorrhea, hepatitis B, herpes simplex II,

HIV, syphilis); and,
• Environmental (for example, athlete’s foot, lyme disease, salmonella).

COMMON INFECTIOUS
DISEASES FOR PEOPLE WITH
DEVELOPMENTAL DISABILITIES
Specific infection control procedures in homes, community residences and program
settings can greatly reduce their spread.  The following common infectious diseases
among people with developmental disabilities are grouped according to their
transmission.

Sneezing, Coughing

Colds
Highly contagious symptoms can show up from one to seven days
following exposure.  They are spread by direct contact or by breathing in
contaminated air.  Symptoms include stuffy nose, sore throat, sneezing,
cough, headache, muscle aches, chills and low fever.  Colds are less
prevalent in the summer.  Those with compromised immunity are at
greater risk.

Influenza (Flu)
A viral infection of the respiratory tract.  The symptoms are fever, chills,
headache, sore throat, muscles pain, a dry cough and nasal discharge.
They will appear suddenly and last about one to two weeks, with the fever
lasting about 3 days.  A vaccine is available, although it does not always
protect you from all viruses.
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Measles
A viral disease resulting in fever, rash and upper respiratory symptoms.  While
it is usually contracted by children, it can affect adults who have not been
vaccinated.  It’s symptoms are far more serious among adults.

Pneumonia
This is a lung infection caused by a bacteria or virus.  It may follow a cold, flu
or bronchitis.  Symptoms include fever, chills a cough that produces greenish-
yellow or reddish-brown sputum, chest pain, fatigue and loss of appetite.

Tuberculosis (TB)
TB is a chronic bacterial disease resulting in primarily respiratory symptoms,
showing up about 4-6 weeks after exposure.

Fecal to oral

Hepatitis A
A viral infection which causes inflammation of the liver.  Symptoms appear in
15-50 days (usually 28-30 days) following exposure.  Fever will suddenly
appear, there will be fatigue and loss of appetite, nausea, abdominal discomfort
and yellow jaundice.  Those at high risk for acquiring hepatitis A are persons
living with someone carrying the virus, those living in places that are highly
congested and have poor sanitation, caregivers who are in contact with stool
from diapers, incontinence, fecal smearing, etc. and those persons living in
group settings with fecal contamination.

Shigella (or Bacillary Dysentery)
This is a contagious disease of the intestines caused by a bacteria, usually
transmitted from contaminated food or water.  There is fever and abdominal
cramps followed by large watery stools.  As the fever decreases, an increase in
the number of stools with smaller volume develops.  Those at risk are persons
who live in crowded conditions with poor sanitation.  Careful handwashing
reduces the risk of transmission.

Body to body

Conjunctivitis
An inflammation of the eye caused by a variety of bacteria.  The eyes are teary,
red, swollen, itchy and sensitive to light.  Persons with Down Syndrome and
children under five are more at risk.  Good personal hygiene is important to
reduce transmission, especially hand washing.
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Herpes simplex I
A common viral infection resulting in clusters of small blisters, sometimes
called cold sores or fever blisters.  It is transmitted by direct contact with
saliva or indirectly from articles contaminated with saliva.  Symptoms
emerge 2-10 days after exposure and may include fever, listlessness,
generalized muscle aches and swollen lymph glands.  There is tingling or
burning pain before eruption of the blisters, then small grouped blisters
appear and crust within 48 hours.

Impetigo
An infectious condition of the skin caused by a staph or strep bacterial
infection.  Symptoms occur 1-5 days after exposure and include itching
and the appearance of superficial, inflamed leaking lesions covered by a
light yellowish crust.

Lice (Crabs)
Tiny, white, wingless insects that may live on the skin, hair or clothing and
feed by biting and sucking blood.  The lice lay tiny eggs, called nits.  They
may infest the head, body or pubic area.  They spread from person to
person by close personal contact or contact with clothing, beddings,
brushes or combs.  Pubic lice can be spread by sexual contact.  Itching and
inflammation of scalp, body or groin will show up 1-2 weeks after
exposure.

Mononucleosis
Caused by the Epstein-Barr virus, spread by saliva.  It is sometimes known
as the “kissing disease.”  Symptoms are fever (101-104 degrees), sore
throat, fatigue, headache, chills, aches, enlarged lymph glands, abdominal
pain and diarrhea.  These symptoms develop gradually and last 7-28 days.

Ringworm (Tinea)
A fungal infection of the scalp or body.  It is not a worm infestation.  It is
highly contagious for as long as the fungus is visible.  The scalp is itchy
and there is patchy hair loss.  On the body there are round, oval or semi-
circular, red, scaly patches that itch.  It is spread by direct body contact.

Rubella
Also called German Measles, it is a mild viral infection that causes a skin
rash and swollen lymph glands.  Symptoms usually occur after 14 -21 days
after exposure.  It is highly contagious from one week before the rash
appears until 7 days after the rash disappears.
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Scabies
A highly contagious skin disease caused by a tiny mite that burrows under the
skin to lay eggs.  This causes intense itching, especially at night.  They are
often found between skin folds on the fingers and toes, wrists, underarms and
groin.

Strep throat
A sore throat caused by the streptococcal bacteria and is passed through direct
or intimate contact.  It is more common in children age 4 to 11 and is less
common in older children and adults.  Symptoms may include fever of 101
degrees (lower in adults); white or yellow coating on the tonsils; and, swollen
glands in the neck.

Sexual (See Men’s and Women’s Health section)

Environmental

Athlete’s foot
A common foot infection caused by a fungus which can live in damp areas
such as shower stalls and bathroom floors.  The fungus causes feet to become
cracked and blistered.  It also results in a peeling of the skin areas between the
toes, redness and scaling on the soles with intense itching.  It often reoccurs.

Lyme Disease
A bacterial infection spread by tiny deer ticks.  People are at risk when they
hike in the woods.  Early symptoms of Lyme Disease is a distinctive red “bull’s
eye” rash with a white center around the bite.  The rash develops four days to
three weeks after the bite, followed by flu-like symptoms.

Salmonella
An intestinal infection from eating bacteria in a food contaminated by
infected feces or by eating contaminated eggs, meat, poultry, raw milk or dairy
products.  It can also spread by direct contact, or by using utensils or food
preparation surfaces that have had contact with contaminated food.
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RISK FACTORS
Infectious diseases range from mildly irritating to life-threatening and most can be
prevented by consistently practicing good personal and household hygiene.  There
are some risk factors which must be addressed by caregivers which can keep
individuals with developmental disabilities from staying healthy:

• Poor personal hygiene, for example, not bathing daily or
thoroughly washing hands before preparing food, eating and
after toileting.

• Untrimmed fingernails and toenails which can harbor
parasites, bacteria and feces.

• Sharing of personal articles, such as combs, brushes,
toothbrushes, towels, razors and underwear.

• Not seeing a doctor at least once a year or when symptoms
appear.

• Living or working in a poorly ventilated, overcrowded
space.

• Poor household or workplace hygiene, for example,
inadequate cleaning and disposing of stool and urine, and
contaminated food.

• Inability to communicate pain or the appearance of
symptoms.

• Inadequate cleaning and disinfectant supplies, including
soap, bleach and gloves.
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PREVENTION
The care giver can do many things to greatly reduce the risk of infectious disease for
individuals with developmental disabilities.  Prevention is easier, cheaper and less
intrusive than the treatment of the many common infectious agents.

• Bathing or showering every day with soap and shampoo for
the hair.

• Thorough hand washing before preparing food, eating,
and after toileting.

• Follow the universal precautions for infectious disease,
such as:
- Wash hands before and after contact with blood or

body fluids.
- Wear gloves if contact with blood and body fluids

is possible.
- Treat the blood of all individuals as potentially infectious.
- Treat all linen and clothes soiled with blood or body

secretions as potentially infectious.
- Wear a mask if there is risk of infection by TB or other

respiratory organisms.

• If prescribed, complete the course of antibiotic
medications.

• Keep all vaccinations current.

• Keep fingernails kept short and clean.

• Use sanitary precautions (for example, clean utensils with
soap and water before and after using) when preparing
food.

• Do not share personal items (for example, combs and
brushes or tooth brush).

• Properly dispose of feces and urine.

• Seek immediate medical care following exposure to any
infectious disease.
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PLANNING FOR A
SUCCESSFUL VISIT TO THE DOCTOR
Most individuals with developmental disabilities can receive medical attention for
infectious diseases in their doctor’s office or at the health department.  If someone is
especially fearful or uncooperative, there are ways for both caregivers and health
professionals to ensure a successful visit:

• Most office visits for treatment of infectious diseases take
place the same day, so there may not be time to prepare an
individual for the visit.  Sometimes just the reassurance of
relief from symptoms will facilitate cooperation.

• Remind the individual of other visits and what the office
looks like.  Be prepared that he or she may not be seeing his
or her regular doctor.

• Tell the individual if a stool or urine sample might be
needed and how that will be taken.

• If the individual is anxious, bring something to listen to or
look at while waiting for the doctor may be helpful.  If the
individual wants a familiar person in the room during the
examination, assure the person that they will be
accompanied.

• Encourage the individual to tell the doctor all the symptoms
he/she can; the caregiver may need to supplement the
information.  It will be helpful to tell the doctor if this is a
first-time or recurrent infection.

• Tell the doctor all the medications the individual is taking.

• Use understandable language when explaining the
examination and what will come next.

• Ask the doctor how this infection could be prevented in the
future.
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ACCESS TO MEDICAL CARE

If you don't have a primary care physician, calling your local medical society is the best
way to find a doctor who can serve people with special needs.  Also, ask other individuals
with developmental disabilities, parents or caretakers what physicians they prefer. For
individuals with developmental disabilities who do not have medical insurance, funding
for medical services can be provided through:

Supplemental Security Income (SSI)
Social Security Administration • 800-772-1213 General Information

SSI benefits can also be used to pay for medical needs not provided by Medicare,
Medicaid, or a residential institution.

Medi-Cal
Department of Health Services • 916/657-5173 (General Information)

Medi-Cal pays for physicians' visits and treatment if medically necessary.

County Hospitals
County hospitals can also provide emergency medical services and local public
health clinics can often provide treatment for infectious diseases..

Regional Centers
If identified in the Individual Program Plan (IPP) as needed and if not provided
by another agency (e.g., Medi-Cal), a regional center may purchase such health
and medical services as: assessment, diagnosis, and evaluation; physical, occupational,
and speech therapy; adaptive equipment and supplies; specialized medical and dental
care; and, transportation services necessary to ensure delivery of services  (excerpted
from the Lanterman Act).

INFECTIOUS DISEASE RESOURCES

INDIVIDUAL SUPPORTS
There are a variety of special considerations, instructional ideas and home
treatments for people with developmental disabilities who have contacted some of
the more common infectious diseases.

Colds
A general prevention strategy includes instruction in personal hygiene, proper
disposal of tissues; covering the mouth when sneezing or coughing; and, hand
washing.



Page 358    Health Information

Flu
Individuals with the flu should stay home from work and other programs
until the symptoms have cleared.  Those persons with chronic heart, lung,
kidney or are over 65 should consider being vaccinated each year. Home
treatment includes bed rest, increased fluids and pain relief medications
for aches and fever.  Encourage good hygiene practices to reduce the
spread of respiratory secretions. Those who face a higher risk for
contracting the virus are those persons who have chronic heart, lung,
kidney or other serious diseases.

Pneumonia
Individuals with reduced mobility (such as those who use a wheelchair,
those with chest deformities (including scoliosis or kyphosis), those with
muscular problems (such as cerebral palsy or muscular dystrophy), those
with low resistance or immune systems, and the elderly face an increased
risk of contracting pneumonia.

Shigella
Individuals who are infected should reduce activity and increase rest and
fluids.  They should also stay home until all symptoms subside.
Transmission can also occur among people with poor personal hygiene
and rectal digging, fecal smearing or pica behavior.

Conjunctivitis
If infected, persons should remain at home until the symptoms have
cleared.  (Encourage personal use only of eye medications or personal
articles, such as towels, washcloths or makeup.)

Ring Worm
An ointment will be prescribed and should be applied to all of the affected
areas.  Avoid sharing towels, bed linens, hats and clothing.  Group living
can increase the risk.  Encourage hand washing and good general hygiene
practices.

Scabies
Usually treated with a prescription medication that is applied over the
entire body and left on overnight.  The itching may persist for several
weeks after treatment.  All bedding and towels need to be washed in hot
water.  Participants in day programs should have at least one treatment
before returning.  People in residential programs should use prescribed
medications for underwear, sheets, blankets and pillows.  Follow directions
closely for use of pesticides and lotions to eradicate scabies.
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Athlete’s foot
Treated with over-the-counter sprays, ointments, powder or soaks applied
to the feet and may take two to six weeks to work.  Prevention includes
keeping the feet dry, wearing clean socks and allowing shoes to dry
between wearings.  Sandals should be worn in public showers.  Persons
living in group homes are at higher risk for catching the fungus.  Shared
bathrooms should be cleaned regularly.

Strep Throat
If left untreated, rheumatic fever or kidney disease may develop.  Strep
throat is treated with antibiotics and the full course of medication must be
taken.  Since it is very contagious, make sure that individuals who are
infected stay home until medication had been taken for 48 hours.

Lyme Disease
Antibiotics are used to prevent later symptoms such as arthritis and heart
problems.  When on outings or hiking, wear light-colored clothing and
tuck pant legs into socks.  Use a product like DEET on exposed skin and
to clothing when in high-risk areas.  Wash off the insect repellent after
being in wooded areas.  Follow directions completely and do not apply
around the eyes or mouth.  It should not be applied to the hands of anyone
who may put their hands in their mouths.

Salmonella
After contact with salmonella there will be sudden abdominal pain,
diarrhea, nausea, vomiting and fever.  When someone is diagnosed with
salmonella, all household contacts must be cultured.  The source of the
infection must be identified.  Two to three clear stool samples are
necessary before an infected person can resume food preparation. There
are no medications for salmonella except for fluids to prevent dehydration.
A soft, bland, low fiber diet may help.  To prevent salmonella from
infecting a household, it is critical to instruct and monitor hand washing
of all food handlers before food preparation, and after toileting. All meat,
poultry and eggs must be thoroughly cooked and properly refrigerated.

Herpes simplex
Individuals with developmental disabilities who have increased risk for
contacting the virus include those who drool, mouth, bite or those who are
sexually active.  Antiviral ointments may be prescribed by the doctor, but
often no treatment is needed.  Home treatment to relieve pain can include
cold foods, mouthwashes and avoidance of acidic juices.  External blisters
may be relieved by witch hazel, alcohol or lotions.
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Impetigo
Individuals living in overcrowded conditions or those with frequent skin
breaks are at greater risk. Treatment may include a prescribed antibiotic
ointment.  Good hygiene is important to reduce the chance of reinfection.
This includes nail trimming, hand washing, no sharing of personal articles,
including clothing and avoidance of intimate contact with infected
persons.  Insect bites should be controlled with insect repellant.

Lice
At least one treatment should be applied before returning to work or day
program.  Residential programs should insure all clothing and bedding
used within one month, are washed in hot water or dry cleaned.  Carefully
follow all directions on pesticides and lotions.  Objects that cannot be
washed should be kept in closed containers for at least two weeks.
Products such as Nix and RID can be purchased without a prescription
and a fine tooth comb can be used to remove eggs.  Special insecticide
sprays may be used on furniture or rugs.  All lice and nits need to be
destroyed.

Mononucleosis
Bed rest during fever and increased fluid intake is recommended and
individuals who are infected should remain at home while symptoms
persist.  If there is pain, medication may be recommended.  Complications
are ruptured spleen and secondary infection.

PUBLISHED MATERIALS

Staff Guide to Control of Infectious Disease for the Special Needs Population in
Residential Sites and Day Programs
Prepared and published by The Arc of the United States (1992)
(817) 261-6003

This guide was a major resource for this chapter.  It is easy to follow workbook
was developed by nurses who work in community-based day and residential
programs for people with developmental disabilities.  It describes the basic
types of infectious disease, symptoms, treatment, and prevention, as well as
special considerations for people with developmental disabilities who become
infected.
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Everything You Need to Know About STD (Sexually Transmitted Diseases)
Published by Rosen Pub (1994)  ISBN: 0823910105

Describes sexually transmitted diseases, including AIDS, syphilis, gonorrhea, and
genital herpes, and discusses their medical dangers and where to get help.

201 Things You Should Know About  AIDS
and Other Sexually Transmitted Diseases  by Jeffrey S. Nevid, Fern Gotfried
Published by Allyn & Bacon (1993) ISBN: 0205148735

Includes chapters on what you should know about sexually transmitted diseases,
the AIDS epidemic, women and AIDS, HIV testing and treatment of HIV/
AIDS, gonorrhea, syphilis, chlamydia, vaginal infections, herpes, viral hepatitis
and genital warts, safer sex, condoms, and sexual health resources.

NATIONAL ORGANIZATIONS

National Centers for Infectious Disease (NCID)
Centers for Disease Control and Prevention
1600 Clifton Road, NE Atlanta, GA 30333 USA

The mission of NCID is to prevent illness, disability, and death caused by
infectious diseases in the United States and around the world.  NCID
accomplishes its mission by conducting surveillance, epidemic investigations,
epidemiologic and laboratory research, training, and public education programs to
develop, evaluate, and promote prevention and control strategies for infectious
diseases.

LOCAL AGENCIES
Most major urban areas in the state of California have an AIDS resource and
support center.  Some are connected with universities, others are nonprofit
agencies.  You can look up local services by checking the Community Services
section in the front of most phone books.  Here are two examples from Northern
and Southern California:

AIDS Project Los Angeles (APLA)
1313 N. Vine St., Los Angeles CA 90028 (213) 993-1600 
California HIV/AIDS Hotline: (800) 367-AIDS

AIDS Project Los Angeles is a non-profit, community-based organization which
is a direct provider of, and resource for, HIV/AIDS services and information; and
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an advocate at all levels of government for people with HIV/AIDS.  APLA is
committed to serving all people infected by, affected by, and at risk for HIV/
AIDS in Los Angeles County.

UCSF AIDS Health Project
1930 Market Street, San Francisco, CA 94102 (415) 476-3902

The mission of the UCSF AIDS Health Project (AHP) is to provide
culturally sensitive counseling and education to stop the spread of HIV
infection, and to help people face the emotional, psychological and social
challenges of living with HIV disease. AHP is affiliated with the University of
California San Francisco and San Francisco General Hospital. They provide
direct mental health services to people with HIV disease, seronegative people,
friends, family members, and partners of people with HIV disease, and
caregivers. They have also developed an extensive education program for
mental health providers.

INTERNET
You can find the following resources on the World Wide Web:

UCSF Aids Health Project
http://www.ucsf-ahp.org/index.html

The Body: A Multimedia AIDS and HIV Information Resource
http://www.thebody.com/cgi-bin/body.cgi

The Centers for Disease Control and Prevention
http://www.cdc.gov/

National Centers for Infectious Disease
http://www.cdc.gov/ncidod/ncid.htm

Harvard AIDS Institute
http://www.hsph.harvard.edu/Organizations/hai/home_pg.html
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A QUICK REVIEW OF
WHEN TO SEEK MEDICAL HELP

Signs and symptoms that may indicate a contagious disease and the need for immediate
medical attention include:

• Sudden onset of fever, chills, diarrhea, vomiting, of pain
in the abdominal area.

• A suspected tick bite.

• Exposure to persons who have hepatitis.

• Itching of the scalp, body, genitals, accompanying redness,
exposure to pinworms, lice or scabies

• Unprotected sex with persons who are HIV positive.

• Itching of the scalp, patchy hair loss, white ovals on the body.

• Individuals with itchy, red teary eyes

• A sore throat, especially if there is exposure to individuals
with strep.

• A cough which produces green sputum.
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Prevention
Curriculum
for Instructors of
Adults with
Developmental
Disabilities



YOUR PLAN

Your Outline/Agenda:

Page 366  Prevention Curriculum

TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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Infectious Disease Health Needs Checklist
Directions.  Before you use this workbook to teach someone about basic
infectious disease, here are some things to consider.  After going through the
checklist (photocopy extras if you’re working with a group), you can decide
which elements of the infectious disease curriculum you want to emphasize.
For example, if someone you are working with does not have good personal
hygiene, you will want to spend extra time in that area.  You might also use
the information to develop a goal for the Individual Service Plan.

___________________________________           ____________________
Name of Person     Date

         Independent      Needs Some      Needs Total

                 Support           Support

Eats a healthy diet

Bathes or showers daily

Washes hands correctly

Washes hands after
using the toilet, before
eating, preparing food

Does not have
pica, rectal digging

Keeps hands from mouth

Washes dishes correctly

Handles food properly

Lives and works in
a place with adequate
space and ventilation

Tolerates a typical
physical examination

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐

 ❐    ❐      ❐
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Hand washing is probably the most critical aspect in
preventing infection.  Talk about when it is important to wash
hands.  Here is a good description of how to wash hands
(adapted from the Arc Staff Guide to Control of . . .) which can
be demonstrated.
1. Wet hands.  Using a generous amount of soap, work up a

lather.
2. Wash for a minimum of 10 seconds.  Wash around the nails,

between the fingers and the backs of the hands.
3. Point the fingers down towards the sink, rinse well with

warm, running water.
4. Dry with disposable paper towel.  Use the towel to turn off

the water.  This protects clean hands from a dirty fixture.
5. Use dry skin lotion if hands are rough or dry.  Cover any

open areas with a bandage. A pump dispenser will help
prevent transmission of disease.

• Use a spray bottle to show how an uncovered sneeze spreads
germs on everyone.



Infectious Disease  Page 369

Wash your hands before you eat, before
you cook, and after using the toilet

Take a bath or a shower every day.

Keep your finger and toe nails trimmed.

Keep your hands out of your mouth.

Stay away from people who are
sick until they get better.

Do not share things (like food, or a glass)
with someone who is sick.

If you have a cut, wear a band-aid.

HOW  YOU CAN KEEP
FROM GETTING SICK . . .
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Your Outline/Agenda:
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Ask someone to discuss what happens during a visit to the
doctor.

• Review the basic outline of the examination on the right-
hand page.

• Make sure that everyone knows they can count on a friend or
a caregiver to go with them if needed.

• During the appointment, make sure that the individual
knows what will be happening next.  It is very important to
emphasize that if anything in the examination should hurt,
tell the doctor.



Infectious Disease  Page 371

WHEN YOU GO TO
THE DOCTOR . . .

First, the doctor will sit with you and talk
to you about  how you are feeling.

Next, the doctor check you
where you have a pain or
where you think something
is wrong with you.

The doctor will then tell you if there is
something you can do to get better.   It is
important to do what the doctor tells you.

Take prescribed medicine if you need to
and tell the doctor if things do not get
better.  If you have any questions, ask the
doctor.
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:

• Encourage everyone to get help from someone (parent or
caregiver) if they discover they have one of these problems.

• Ask when is it important to tell someone when something is
not right.  Give some hints, or talk about your own
experiences.

• Ask if anyone wants to talk more about how to be safe or safe
sex.

• Also, consider talking about other infectious diseases (for
example, Lyme Disease) if people are interested.
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All of a sudden, you get a fever, or throw
up, or your stomach hurts.

You get bitten by a bug or a rodent.

Your head or your body itches all over.

Your eyes are itchy, red, and teary.

You have a sore throat.

You have a cough and what you
cough up is green.

Someone touches you where you do not
want to be touched.

You have sex with someone and
do not use a condom.

IT IS IMPORTANT TO TALK
TO SOMEONE WHEN  . . .
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TIPS ON TEACHING

Materials/Supplies/Equipment Needed:
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