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Introduction

Welcome to Continuing to Live Well with a Disability.  This is a "refresher course" for Living Well with a Disability.  It provides additional information to empower you. 

Continuing to Live Well with a Disability brings you back together so that, through mutual support, you can add to the long-term health benefits you learned about during the earlier training. Continuing to Live Well with a Disability can help you reach the goals you recorded in your Living Well with a Disability workbook.  These goals promote health and wellness.  Following a short break between sessions, you can continue to find ways to improve the quality of your life.

In this part of your training, you are going to identify the beliefs, personal habits, and disability-related realities that prevent you from reaching your goals.  You will begin with a review of the main points learned previously.  This includes refocusing on your personal goals.

This training will run for two hours a month for four months.  It will emphasize  "peer support."  That means that you will be getting mutual support and information from each other, as well as from the training facilitators.  Your experience as a person living with disabilities is important to share with others.  In Continuing to Live Well with a Disability, you will concentrate on:

Ways to deal with the realities of having disabilities that help you reach your goals

Ways to prevent secondary conditions (more disabilities) from occurring

Information about resources that you can use to get better healthcare and other services

By now, a sense of trust has probably developed among the members of your group.  You are glad to see each other and look forward to being with your group.  You may have exchanged phone numbers and e-mail addresses.  Maybe some of you have gone for coffee after a training session, or met to chat at the mall.  We encourage your group to continue getting together when the training is done.  Your training facilitator can help you arrange this.


Chapter 1 - Improving the Quality of Your Life

Quality of life is the degree of enjoyment and satisfaction in everyday life.

What is meant by "quality of life"? In the simplest terms, it means being happy with who you are, your accomplishments, and your choices. 

Researchers are often asked to measure "quality of life."  They have come up with many different tools to define this concept. For example, people are asked if they have a lot of stress in their lives.  They are asked if they are satisfied with their personal and professional lives. Do they have supportive relationships with family and friends?  Do they have a sense of spiritual well being? Other questions are asked as well.

Not so long ago, many believed that people with disabilities could not have a good quality of life.  The disability community has challenged that stereotype.  Today, we expect people with disabilities to have the same opportunities for a good life as other Americans.

Like accomplishing your personal goals, having a good quality of life is something that must be worked at. It doesn't just happen. First, identify the "indicators" that are important to you.  These indicators are sometimes called "non-negotiable."  They are things that you don't want to live without: your routines, your traditions, and your valued belongings.  Each person has a different set of quality of life indicators.

For example, a 50-year-old woman with CP loves her computer. It has opened up the world to her through the Internet and e-mail. She would feel lost without it. For her, two key indicators of a good quality of life include: 

Having contact with family and friends  

Having access to information through the Internet


Exercise #1 Think about your quality of life.
Identify your own quality of life indicators. List at least five things that are important to you.  These are things that you need in your life to feel good.  Be specific.

What are your quality of life indicators?  1.  2.  3.  4.  5.

It is well known that having a disability can be very stressful. This is especially true when the disability is new. It is true when a condition is in an acute phase.  Dealing with daily activities can wear a person down. In addition, people with disabilities have the frustration of dealing with a complex service delivery system.  

When people have a poor quality of life it is often because they are not in control of their lives.  Disability-related issues may limit their choices.  They may not be in good health.  They may lack services, transportation, or assistive technologies.  They may be dependent on others, or have restrictive living situations. They may lack money. Sometimes these limitations are hard to overcome.  That is the reality of living with a disability.  Despite this, many people with disabilities have a great quality of life.


Exercise #2 Think about this question.

How does your disability influence your quality of life? 

At least some of your personal goals should feed into your quality of life indicators.  They may not match exactly, but they should be related.  For example, one non-negotiable indicator for you may be travel.  So, one of your goals will probably relate to traveling. If one of your indicators is having access to the Internet, a goal might be to purchase a new computer every two years. 

The indicators that you identify as crucial to a good quality of life should drive your personal goals.  Likewise, your resources - time, money, energy, etc. - should be used to do the things that are important to you.

On a scale of 1 to 1 0, how would you rate your overall quality of life, if one indicates it is really bad, and ten indicates it is really good?
What would it take to improve your quality of life?

Many times, we simply forget to focus on the things that are really important to us.

Over time, your goals may change.  What was important three months ago may no longer seem so important.  Sometimes, life's problems may take priority and your personal goals may be put on a back burner.

It is important to evaluate the progress you've made.  Review your personal goals every couple of months.  Ask yourself if the goals are still the same.  These goals are not set in stone.  It is OK to make changes to them.  Strategies may need to be adjusted.  Steps may need to be added.  Sometimes, people get so busy they forget to focus on the things that are important.  As time goes by, commitment can fade.  This is especially true if you don't see immediate progress.  By frequently reminding yourself of your goals, you can remember to take action.


Exercise #3 Re-assess your goals.

Pull out the goals sheet from Living Well with a Disability.  Write down three of the goals from that exercise.  Then answer the questions below for each goal.

A brief description of your goal:


What problems do you need to solve to reach this goal? 
   

How do you need to change this goal to make it work in your life?

It is important to talk to people you trust about the problems you have in working towards your goals. They can share their experiences to help you solve the problems. Peer support and support groups are successful because people who have had similar experiences can share solutions that really work.

In Living Well with a Disability you can find many techniques to help you reach your goals:

Problem-solving techniques  

Communication skills  

How to find resources and accurate information

Dealing with depression  

Positive self-talk 

Increasing activities  

Doing advocacy

These techniques are all about taking action.  Taking action can be risky.  It is scary for some people.  But doing nothing gets you nowhere.  Taking action increases your chances of reaching your goals.  And this increases the chances of improving the quality of your life.

Many times, people add new goals after they have had a chance to think about the goal setting process for a while.  Sometimes the goal remains, but the steps need to change.  It could be that you hit a roadblock that needs a solution.  Or that certain steps didn't occur to you until you actually began to work on your goal. You may get a new idea from a trusted friend.  New information may mean new challenges - and these may change the steps needed to reach the goal.

Consider the example of the woman with CP who wanted to buy a new computer every two years.  Let's say her SSDI was cut by $100 per month.  How might she change her goal?  If the goal stays the same, what changes might she make in the steps to accomplish the goal?  Should she just give up on that goal?  What are her options?

Do you want to change any part of your goals?  It's easy to do, using the blue sheet from Living Well with a Disability. 

Remember, these are your goals.  As you grow and change, you will probably want to revise them.  If a goal is no longer important to you, you can simply cross it off.


Exercise #4 Think about this question.

What actions have you taken (or tasks have you completed) to help you reach your goals?


Exercise #5 Changing your goals.

Look at the goals sheet from Living Well 
with a Disability.  Ask yourself if each goal is still valid for your life.  If your goals have changed, note these changes on the sheet.  To add a new goal, just add it to your sheet.  If you write a new goal, share this new goal with the people in your life who will be affected.

To summarize, people with disabilities have the right to set their own goals based on their personal interests.  You can improve the quality of your life by figuring out what is truly important to you, and by working towards and achieving your personal goals.

The next chapter deals with staying healthy by taking charge of your health.  This chapter is about promoting good health. You will look at typical wellness activities and safety issues from a disability perspective.  Then you will link that information to your personal goals.


Chapter 2 - Promoting Healthy Lifestyles

In order to reach your goals, no matter what they are, you must be as healthy as possible.  This is true for the general public.  And it is true for people with disabilities. 

Promoting healthy lifestyles helps prevent unhealthy conditions.  How you do this is an individualized process.  Each type of disability creates different concerns.  Each individual has a unique set of issues.  But when you are connected to the disability community, you can learn from the experiences of others who have dealt with similar concerns.

Although each of us has a unique set of issues, we can learn from others who share similar experiences.

For example, weight control can be difficult for many reasons.  For some people with disabilities, exercise increases pain or spasticity.  For others, inactivity causes pain.  For some, medications increase or decrease appetite, and make it next to impossible to maintain weight.  Limited personal assistance services (PAS), lack of transportation, or lack of money can make it hard to take part in health or recreation programs. 

Everyone is unique, but you can learn from the experiences of others who have solved similar problems in "real life."

One way to promote your own health is to get an annual physical.  There are some regular health screenings that everyone should have.  This is especially true for people with disabilities.  Your doctor does most of these screenings, but some can be done at wellness events like "health fairs" at the mall.  Sometimes they are even available on the Internet.


Exercise #1 Complete these worksheets and brainstorm solutions to barriers.

The following pages ask you questions about your health.  They ask about wellness screenings.  They also ask you to identify barriers you face to getting basic health and screening information. 

You will also find some general information that may be useful.  Work with your doctor or health care provider on your care options and treatment plans.  These need to be designed specifically for you.  This is especially important for people with significant disabilities and complex medical needs.

Most people with disabilities find barriers to getting screenings and health care in general.  Barriers may include:

Screening locations that aren't accessible

Lack of personal assistance services (PAS)

Transportation problems

Lack of funds for screening and follow-up services

Despite these barriers, you have the right to routine screenings and health care.  As a person with disabilities, you will probably need to make a plan to ensure that you get this care.  You may have to be creative.  You may have to be a good self-advocate.

"Motivation for maintaining good health practices has to come from within me!"

Remember: Most health screenings do not consider the impact of a disability.  The information in the next few pages is for general reference only.  It is not a substitute for professional medical advice or a medical exam.  Always consult with your physician or other health professional before starting a new treatment.  

Medical knowledge can change rapidly.  Don't use this information to diagnose, treat, cure, or prevent any disease without consulting your doctor. 

The Annual Physical

Check here if you need a comprehensive physical examination by your doctor.

Most agree that people should have a routine physical exam each year.  People with disabilities may see their doctor more often, but may not get a complete physical exam.  This is especially true for people who see many different doctors.

What barriers do you face to getting a complete physical exam every year?  Write down the best solutions to this problem.

Immunizations

Barrier

Solution

Check here if you need an annual flu shot. Flu shots are recommended for those over age 65 and anyone with a compromised immune system. 

Check here if you need a tetanus shot (recommended every 10 years).

Check here if you need a pneumonia shot (one time only).

Weight

Check here if you need to have your weight monitored by your doctor.

Many people with disabilities find it hard to maintain a healthy weight.  It is especially hard for people who have problems with walking or movement.  People who use wheelchairs may not regularly monitor their weight because few doctor's offices have accessible scales.  If you have a prosthesis, this can make it hard to measure your true weight.

What barriers do you face related to weight management? 

Write down the best solution to this problem.

Barrier

Solution

Is your weight within an "acceptable range" for you?   Yes   No

Do you need to see a dietitian or nutritionist?  Yes  No

Being overweight - obesity - is the #1 health concern for Americans with and without disabilities.  Weight that is too high or too low can signal serious health problems.  Unintended weight loss or gain can signal a serious problem. 

Cholesterol

Check here if you need to have your cholesterol checked. 

Most people should have a total cholesterol reading of less than 200.  A total cholesterol reading between 200 and 239 is borderline high.  A total cholesterol reading of over 240 is considered high in most people.  People on certain medications should have much lower cholesterol levels.

There are two kinds of cholesterol: LDL (bad or "lousy" cholesterol) and HDL (good or "happy" cholesterol).  These are given as percentages of total cholesterol.  Doctors screen both LDL and HDL cholesterol levels.  They also look at other risk factors.  These might include diabetes, the use of certain medications, heart disease, or certain metabolic conditions.  Only your doctor can interpret your cholesterol levels and what they mean to your health.

What is your total cholesterol level?

Does your doctor think your cholesterol level is OK for you?  Yes   No

What barriers do you face related to your cholesterol levels? 

Write down the best solutions to this problem.

Barrier

Solution

Ask your doctor how often your cholesterol should be checked. Usually cholesterol levels are checked every three to five years, unless you are at risk or problems are noted.

Here are some of the major risk factors for high cholesterol. Some you can control. Others, you cannot.  These factors are:

Smoking  

High blood pressure 

Lack of physical exercise, which is associated with decreased HDL

Obesity - Losing just 5 or 10 pounds can improve your cholesterol levels

Two or more risk factors for chronic heart disease 

Diabetes - Keep your weight and blood sugar under control (you may not be able to control this risk factor) 

Family history, gender, and age - Until age 45, men generally have higher cholesterol levels than women. However, 
women's cholesterol levels generally rise after menopause. As you age, LDL cholesterol levels usually increase. 

Heredity plays a key role.

If your cholesterol is too high, your doctor can suggest a course of action that is right for you.  This might include:

Changing your diet to lessen the amount of high-fat foods you eat

Medications

Other lifestyle changes, such as increased exercise or quitting smoking

Blood Pressure

Check here if you need your blood pressure checked.

Ask your doctor how often your blood pressure should be checked.  It is usually checked every two to three years.  

Generally accepted measures of blood pressure are:

Normal = less than 130/85, recheck in two years

Borderline = 130/85 to 139/89, recheck in one year

High Blood Pressure = over 140/90, see your doctor

What is your average blood pressure?

If your blood pressure is high or borderline, does your doctor monitor it?  Yes  No

What barriers do you face related to your blood pressure? 

Write down the best solution to this problem.

Barrier

Solution

High blood pressure can cause serious health concerns.  Many factors affect blood pressure.  Factors you can control include:

Obesity 


Lack of exercise (inactivity)


Tobacco use

Salt - Use of table salt; foods high in sodium (sodium sensitivity)

Low potassium 


Excessive use of alcohol

Stress 

Other factors that affect blood pressure are:

Age - Blood pressure increases as you get older.

Race - High blood pressure is more common in blacks than in whites. 

Gender - Young men have high blood pressure more often than women.  Men and women ages 55 to 64 have similar rates of high blood pressure.  At 65 and older, rates for women surpass those for men.

Family history - High blood pressure tends to run in families.

You may also be at increased risk for high blood pressure with certain chronic illnesses (for example, diabetes) or disabilities.

Depression

Check here if you are at risk for depression.

If you are depressed, have you sought out counseling or treatment from your doctor or a mental health professional?  Yes   No

What barriers do you face related to depression? 

Write down the best solution to this problem.

Barrier

Solution

If you have the "blues" for more than two weeks at a time, you should get help.  Here are the symptoms of depression:

Persistent sad, anxious, or "empty" mood 

Feelings of hopelessness, pessimism 

Feelings of guilt, worthlessness, helplessness

Restlessness, irritability  

Loss of interest or pleasure in hobbies and activities that were once enjoyed, including sex 

Decreased energy, fatigue, being "slowed down" 

Difficulty concentrating, remembering, making decisions 

Insomnia, early-morning awakening, or oversleeping 

Appetite and/or weight loss or overeating and weight gain

Substance abuse

Thoughts of death or suicide; suicide attempts 

Persistent physical symptoms that do not respond to treatment, such as headaches, digestive disorders, and chronic pain 

(National Institute of Mental Health)

Living with a disability can lead to depression. In addition to professional help, peer counseling or support groups can help with depression that is linked to disability.

IT'S A FACT:  Research done in Iowa for this project shows that Iowans with disabilities have a higher incidence of depression than the general population.  Iowans with mobility disabilities are at special risk for depression. 

Stress

Check here if your stress level is high.  High stress levels can lead to depression, high blood pressure, and a host of other serious illnesses.

The general questions below will help you decide if you have high levels of stress in your life.  Have you recently faced:

The death or serious illness of a family member or close friend?

A serious personal injury or illness?

Major changes at home, such as moving to a new location or changing roommates?

Changes at work, such as a new job, new boss, or more work than usual?

Major changes in personal relationships, such as a divorce, or separation from family or friends?

Financial problems or legal concerns?

These disability-related questions can also help you decide if you have high stress in your life.  Have you recently had:

A reduction in the services you receive?

Frustrations in dealing with services, such as eligibility requirements, paperwork, waiting lists?

New personal attendants or direct care staff?  
New case manager?  
New providers? 
 A new doctor or health care technician?

Difficulty in managing health care related to your disability, such as finding doctors who specialize in your disability, dealing with chronic pain, spasms, fatigue?

Trouble with finding transportation?

Trouble getting assistive technology?

Difficulty finding funding for what you need?

Discrimination directed at you when in the community?

Difficulty getting job accommodations? 

Difficulty finding housing? 

What do you do to lower the levels of stress in your life?

1.  2.  3.  4.  5.

WOMEN ONLY*

Do you do a monthly breast self-exam?  Yes  No

As soon as you reach puberty, you should begin doing a breast self-exam once a month.  If you find an "abnormality" - 
a lump - you should report this to your doctor right away. 

Check here if you need a mammogram.

Ask your doctor how often you should have a mammogram. 

You should have a "baseline" mammogram when you are between the ages of 35 and 40. At age 50, you should have a mammogram once a year.  If you have a family history of cancer, your doctor may recommend earlier or more frequent mammograms.

(*Some men who are at-risk may also need mammograms and self-exams.)

Check here if you need a routine Pap smear and pelvic exam.

Ask your doctor how often you should have a pelvic exam and Pap smear. Women older than 18 should have a Pap smear and pelvic exam every one to three years.  Ask your doctor how often you need these important exams. 

What barriers do you face related to regular exams for women? 

Write down the best solution to this problem.

Barrier
Solution

MEN ONLY*

Check here if you need a digital rectal examination (DRE). 

Check here if you need to have a prostate-specific antigen (PSA) blood test.

Ask your doctor how often you should have a PSA and a DRE. When you reach the age of 50, the American Cancer Society recommends that you have these tests once each year:

Prostate-specific antigen (PSA) blood test 

Digital rectal examination (DRE)

Younger men may also need these tests if they are at risk for cancer.  

Do you do a monthly testicle self-exam?   Yes  No

Once you reach puberty, at about age 13, you should do a self-exam of your testicles once a month.  If you find any "abnormalities" - lumps - you should report this right away to your doctor.

What barriers do you face related to regular exams for men? 

Write down the best solution to this problem.

Barrier
Solution

Diabetes

Check here if you are at risk for diabetes.

If you are at risk for diabetes, have you had a glucose (blood) test?  Yes  No

Classic symptoms of diabetes are: 

Frequent urination, with large volumes of urine

Excessive thirst

Hunger

Weight loss

Other symptoms might include: 

Fatigue

Blurred vision

Dry or itchy skin

Impotence (in men), or vaginal yeast infections (in women)

Poor healing of cuts and scrapes

Repeated or unusual infections

Heredity and obesity are two of the main risk factors for diabetes. 

It is managed by a careful diet, exercise, and sometimes medication. 

Osteoporosis

Check here if you are at risk for osteoporosis.

If you are at risk for osteoporosis, have you had a bone density test?  Yes  No

Do you get enough calcium in your diet?  Yes  No

Milk and other dairy products are a good source of calcium.

Risk factors related to osteoporosis, or "brittle bones," include:

Thyroid diseases

Immobilization - Lack of exercise or weight-bearing activities

Smoking

Low body weight

Heavy alcohol consumption

Menopause - lower levels of estrogen

White women over age 60 with a family history of osteoporosis are at highest risk, but anyone can develop osteoporosis.

Adverse Drug Reactions

Check here if you use medications prescribed by one or more doctors.

Check here if you need to have possible interactions among your medications checked.

People with disabilities often see several different doctors.  Each doctor may prescribe medications.  Sometimes this can lead to "adverse drug reactions" that cause serious problems, and even death.  An adverse drug interaction can happen when two or more medications are prescribed.

Over-the-counter medicines can also cause adverse reactions when used at the same time as prescription medicines.  These medicines include things like:

Allergy medicines

Aspirin and other pain relievers

Cold and flu medicines

Nose sprays

Vitamins

Even some foods, caffeine, herbs, and alcohol (even in small amounts) cause drug interactions.  So can illegal (street) drugs.

Whenever you get a new prescription, ask your doctor or pharmacist:  

Can I take this with my other prescription medicines? 

With over-the-counter products?

Should I avoid certain foods, beverages, or other products?

What are the possible side effects of this medicine?

Can you give me more information to read about this medication?

IT'S A FACT:  Research done in Iowa for this project shows that Iowans with mobility disabilities are at increased risk for adverse drug reactions.

If, after reading the medicine label, you are still unsure about your medicines, contact your pharmacist or doctor with your questions.

The label on a prescription bottle tells you:

How many pills to take at one time

When to take them

How to take them

How many refills you have

How to avoid drug interactions

(Graphic medicine bottle; not available in Braille.)

Sample Label for over-the-counter (OTC) medicine:

(Sample label for OTC medications: not available in Braille.)

Vision

Check here if you need your vision checked.

Did they check for glaucoma and other eye diseases?  Yes  No

Do you need new glasses?  Yes  No

Vision loss. Vision changes can sometimes be early warning signs of eye disease.  Most adults younger than 40 should be tested every two years.  If you are 40 or older, you should have your vision checked once a year.

(Graphic of doctor pointing to eye chart; not available in Braille.)

Some signs that may warn of vision loss are listed below.  If you wear glasses, these signs are present even when you have your glasses on.

Do you have trouble:

Recognizing faces of people you know well? 

Seeing well enough to read, cook, sew, or fix things around the house? 

Picking out and matching the color of your clothes? 

Doing things at work or home because lights seem dimmer than they used to? 

Reading street signs? Bus signs? The names of stores? 

What barriers do you face related to your vision? 

Write down the best solutions to this problem.

Barrier
Solution

Hearing

Check here if you need to have your hearing checked.

Do you need new hearing aides?  Yes  No

What barriers do you face related to your hearing? 

Write down the best solution to this problem.

Barrier
Solution

The questions below can help you decide if you need a hearing exam: 

Is it hard for you to hear phone conversations?

Is it hard for you to follow a conversation when several people talk at the same time? 

Do people complain that you turn the TV volume up too high? 

Do you have to strain to understand conversation? 

Do you have trouble hearing in a noisy setting, like a restaurant? 

Do you often have to ask people to repeat them selves? 

Do people often seem to mumble or not speak clearly? 

Is it hard for you to understand what people say and to respond appropriately?

Is it harder for you to understand the speech of women and children?

Do people get annoyed because you don't understand what they say? 

Did you answer yes to three or more of these questions?  Then you may want to see an otolaryngologist -- ear, nose, and throat specialist -- or an audiologist to have a hearing evaluation. 
Dental Care

Check here if you need your teeth cleaned and checked.

At your last dental exam, did you get a fluoride treatment?  Yes  No

Do you need dental work done?  Yes  No

You should brush your teeth at least twice a day, and floss once a day.  Tell your dentist if you have difficulty brushing or flossing.  She can suggest different ways to brush, or adaptive devices to help.  You should visit your dentist every 6 months.  Regular check-ups help prevent oral diseases and cavities.  They can also help identify oral cancer, type II diabetes, and other serious conditions in their early stages.

(Dental care graphic showing toothbrush and dental floss; not available in Braille.)

What barriers do you face related to dental care? 

Write down the best solutions to this problem.

Barrier
Solution

To prevent tooth decay and gum disease:

Eat a balanced diet 

Limit between-meal snacks. If you need a snack, eat healthy foods - raw vegetables, plain yogurt, hard cheese, or fruit.

Planning Your Health Care


Exercise #2 Complete this health care planning chart.

Use this chart to plan your health care for the coming year.  You should get some 
screenings (and treatment) when you need them, like that for depression.  Other exams are done on a regular schedule, like every six months or once a 
 year.  On the chart below, write in the type of screening next to the month it is due.  Then write down where you can get this screening.  Use the worksheets that you just completed to help you with this chart.

My health care screening schedule for the year.

Month due:   Type of health screening:    Where I will get this done:

Educating Your Health Care Providers

You may have to educate your doctors, physical therapists, counselors, and others about your disability - and your abilities.  Sometimes this means sharing information about your own experience.  Take along information about your disability.  This might include pamphlets, internet articles, and so forth.  You might want to provide information about treatments you would like to pursue.

It is important to be prepared for each visit with a health care provider. Here are some tips that can help you communicate better with your doctor:

Write down (or think about) why you are going to the doctor 

Do you have more than one symptom or concern?

What you would like help with? 

What issues do you want to discuss?

What questions would you like answered at this visit?

Write down a list of the medications you are currently taking:

What is the dose? 

How often do you take it?

Do you have any questions about it? 

Include over-the-counter medicines.

Take your health insurance cards with you.

Take along current address information for:

Yourself

Your guardian or conservator

People who have power of attorney for you

Responsible family members

People to contact in an emergency

Take along a list of your other health care providers. 

Ask that reports from this visit be forwarded to them.

Taking Stock of Yourself

Many people with disabilities find that having a connection to a Higher Power is important to their quality of life and their overall health and wellness.  "A Higher Power" may mean spirituality, religion, or simply a sense of connectedness to the universe.  That sense of belonging can be important when you are feeling down.  It can be important when you are in crisis or struggling to deal with poor health.  Feeling at peace can improve general health.  It can foster the sense of an inner power that can be tapped into at any time and in any situation.

Sometimes, in order to improve the quality of your life, you must "take stock of yourself."  This means looking at what is working in your life, and at what isn't working.  It may mean making changes in the very essence of who you are.  More often, it means working on breaking old habits.  Once you have decided to live a healthy lifestyle, it can open up a whole new world for you. 

(Graphic: Peace Sign symbol; not available in Braille)

From the time we were youngsters, we have gotten health information from parents, school, and the media.  We all know we shouldn't smoke.  We know we shouldn't abuse alcohol.  We shouldn't abuse other drugs - illegal drugs, over-the-counter medicines, or prescriptions.  We know we should eat right.  We should keep our weight within a reasonable range.  We know we should exercise.  We know we should have adequate sleep.  We know we should control the stress in our life.  This list of "shoulds" could go on and on.

It is easy for someone else to tell you what you should and shouldn't do.  These personal habits can be difficult for anyone to control.  Why should it be any different or any easier for people with disabilities?  In fact, it can be even more difficult.  Personal habits are often used as a distraction to keep from having to deal with pain, fatigue, or other disability-related issues. 

The bottom line is that in order to maintain your health over the long haul, you must deal with these issues.  As a person with disabilities, to reach your goals and improve your quality of life you need to prevent as many unhealthy conditions from happening as possible.  Disabilities may cause unwanted health problems, and this is not something you can control.  But you can control much of your life by taking control of your personal habits.

Sometimes promoting a healthy lifestyle means changing personal habits.  Things like quitting smoking, reducing alcohol intake, losing weight, exercising more.  It can also mean becoming more spiritually connected.  Developing better relationships.  Controlling "road-rage" when driving.  Or something as simple as not biting your fingernails.  Changing a personal habit can be extremely difficult, especially if it is something you have struggled with for a long time. 


Exercise #3 Complete this plan for changing a personal habit.

Not everyone has a personal habit that they want to work on.  If you want to work on changing a personal habit, it helps to:

Have a support system of others with similar issues; this can be invaluable

Brainstorm solutions and techniques with others 

Work on only one personal habit at a time 

Have a plan.  

Habits can be extremely personal and you may only want talk 
about them with people you can trust.  Since this is your plan, you don't need to show it to anyone you don't trust. 

What personal habit would you like to change?

What keeps you from making this change in your life? 

What do you get from keeping this unhealthy habit?

What is your plan? How will you know that you are successful?

What tools and techniques can you use to help you make this change?

The next chapter deals with being safe.  We will talk about common-sense ways to improve your safety.  We will also discuss ways to avoid being victimized. 


Chapter 3 - Being Safe

Sometimes "safety butts up against "choice" for people with disabilities.

Being healthy means more than physical health.  It also means being safe; that is, free from harm, injury, or danger.  Other definitions for safety are "being cautious with regard to risks," or "being unadventurous with regard to choices." 

Almost every person with disabilities knows what it feels like to be over-protected.  To have choices taken away in the name of "being safe."  It is a common bond that people with disabilities share.  Certainly, the history of institutionalization of people with disabilities bears this out.  Even today, people with disabilities are sometimes kept isolated in the name of being protected.

For our purposes, we are going to talk about personal safety from the viewpoint of "informed choice."  Decisions that involve risk can be made with safety in mind.  This can be done even when you choose a "risky" behavior or action.


Exercise #1 Think about these questions.

Sometimes "safety" butts up against "choice" for people with disabilities.  For example, a 
young adult who uses a wheelchair lives two blocks from a Dairy Queen.  He has made the trip hundreds of times.  He wants to go meet his friends and get some ice cream at 9:00 at night.  His new personal assistant thinks it is too far for him to go alone at night.  So she discourages him from going. 

How could he handle this situation so his choices are respected?

How could he improve his personal safety?

Can his safety be ensured or guaranteed?

Would it be any different if his family didn't want him to go out after dark?

Many different types of safety exist: personal safety; safety related to finances, home, food, and community.  The general public faces some safety issues.  People with disabilities face these, and additional safety issues as well.  What may be just a nuisance to others may be a safety issue for someone with disabilities. For example, an inch of snow may not cause your neighbor any problems.  But if you use a walker or wheelchair, that much snow can stop you in your tracks.


Exercise #2 Answer these questions and think about safety in every aspect of your life.

Here are some questions that focus on your safety and how to improve it. 

Think about how you can apply this information to your life.  For example, if you have weakness in your hands, how would you use a fire extinguisher?  If you use a wheelchair, where can you go during a tornado warning?  Is that place both safe and accessible?

Answer these questions. Think about how to make safety work in your life.

General safety tips

Do you keep your purse or billfold secure?   Yes  No

Keep your billfold in a front pocket. Don't put it, your money, or your ID in a rear wheelchair pouch. Don't put it in your back pocket. 

Don't "flash your money." 

Keep your wallet tucked close to you, especially when paying for items.

Make sure your billfold is secured before you leave the store.

Have you let strangers into your house? Sales people? Repair people?  Yes  No

Never open the door to strangers. Install a peephole on your door. Use it to look before you open the door. 

Verify the identity of any repairmen before you let them in.  Call their business, using the phone number listed in the phone 
book.  Don't use a phone number they give you.

If someone comes to your door asking to use the telephone, offer to make the call yourself.  Don't invite them in. 

Have you given strangers personal information?  Your address?  Social Security number?  Credit card number?   Yes  No

Don't share this information with people you don't know.

"Con men" are very slick at getting personal information from people.  They do it by phone, e-mail, and face-to-face. 

If something sounds too good to be true, it probably is.  If you suspect fraud, call the police.

Do you loan money or your personal stuff to friends?  Acquaintances?  Strangers?  Yes  No

Never loan money (or property) to someone without a written, signed contract. 

Don't be taken by con deals like, "Can I just borrow a quick ten bucks until...?"

Do you buy things from telemarketers?  Yes  No

Don't be pressured into buying things you don't need or want.  Ask lots of questions about "promos" - the free stuff offered by telemarketers.  Never give them personal information.  You can ask them to remove your name from their calling list.

Do you have any old medicine (prescription or over-the-counter) in your house?  Yes  No

Typically, medicine that is more than a year old should be destroyed. 

Don't throw old medicine in the trash where children might find it.  Flush old medicine down the toilet, or ask your pharmacist to dispose of it for you. 

Do you wash your hands before you begin to cook? 

Do you wash your counters and cutting boards before, between, and after preparing different foods?

Do you wash your hands whenever you touch raw meat or eggs?   Yes  No

About 36% of food-borne disease in the home is caused by cross-contamination.  For example, if you chop raw meat on a cutting board, and don't clean the board before chopping salad vegetables on it, you can get dangerous bacteria on the vegetables.  Cooking will kill the bacteria on the meat.  But the vegetables won't be cooked.  

The bacteria on them might make you very ill. So:

Use SOAP and HOT WATER to wash hands, cooking utensils, and  countertops.

Wash any cutting board thoroughly if you have cut meat on it.  Wash it before you use it for anything else. 

Do not put meat on a wooden cutting board.

Do you use sunscreen when you are outside?  Yes  No

Many people with disabilities use medications that increase their sensitivity to the sun's harmful rays. 

Wear a wide-brimmed hat in summer. 

Always wear sunscreen.

Do you have working smoke detectors? 

Do you have a fire extinguisher in the kitchen?

Do you have a carbon monoxide detector?   Yes  No

Put new batteries in smoke detectors every 6 months. An easy way to remember this is to do it when we change to daylight savings time, and back again. 

Check your fire extinguisher to make sure it hasn't expired.

Check your carbon monoxide detector to make sure it is working.

If you can't use a fire extinguisher, you can pour baking soda on a small fire to put it out.

Do you have an emergency escape plan for fire? A plan for severe weather?  Yes  No

Make sure your escape route or safety route is fully accessible for you.

Make sure that you have a safe and 
accessible place to go if there is a windstorm or tornado.

Are your sidewalks shoveled or de-iced in winter?  Yes  No

Don't let snowfall put you at extra risk or force you into isolation. Snow needs to be shoveled in a timely manner - whether by you, your landlord, or the city.

Have you checked the cords on all of your electrical appliances in the past year?  Yes  No

All electrical appliances should have the UL symbol.  This means that they meet certain standards. Cords should not be cut, frayed, or "pinched."

Do you use seat belts every time you travel?

Seat belts save lives.  But if you need an exemption from the seat belt law for medical reasons, contact your doctor. 

Do you or your driver secure or "tie down" your wheelchair or other assistive devices, especially on public transit?

Yes  No

When riding on public buses and other forms of public transit, you can ask for help to secure or "tie down" your wheelchair or other mobility aids.

Do you have grab bars in your tub or shower?  Yes  No

Most falls happen in the tub or shower.  You can install safety devices in apartments and rental units.  You will need to return the property to its original condition at the end of your lease.  This must be done at your expense. 

Can you comfortably hold your hand under the hot water in your kitchen and bathroom faucets?  Yes  No

Your hot water heater should be set to 120 - 160 degrees.  It can be set even cooler if you don't have a dishwasher.  This can prevent burns.

Have you taken first aid and CPR classes?  Yes  No

The Red Cross, hospitals, and other community groups offer classes in first aid.  These often include training in CPR - cardiopulmonary resuscitation.

Do you have a first aid kit in your home?  Yes  No 

This should contain the basic items to the right. 

A basic first aid kit should have the following items: 

First aid book

Over-the-counter medicines like:

Aspirin, Advil, or Tylenol

Anti-diarrhea or anti-nausea medicine

Cold or flu remedies

Hydrocortisone cream (anti-itch cream)

Antiseptic solution or wipes (peroxide)

Antibiotic ointment or cream 

Cotton-tipped swabs

Soap

Sharp scissors, tweezers, safety pins, tongue depressors, thermometer

Syrup of ipecac

Latex gloves (use whenever you might come in contact with blood or body fluids)

Triangular bandages, band-aides (all sizes), adhesive tape, ace bandage (elastic bandage), gauze, sterile dressings

It should also include items specific to you, such as:

Bee sting kit if you are allergic to stings

Insulin if you have diabetes

Allergy medicine if you have allergies

It is important to think about safety.  It is also important to have a safety plan.  While you can't anticipate every safety concern, it's a good idea to plan for common problems.  Issues that may be simple for the general public may require additional planning if you have a disability.

Knowing where your first aid kit is during an emergency can be a real safety issue.  So can having a battery-operated radio (and fresh batteries) during a tornado warning.  Simply calling the gas company when you smell gas can prevent a crisis. 

Keep a list of important phone numbers by your phone.  This should include numbers for police, fire, doctors, hospital, relatives, support people.  Keep a copy of your safety plan there, too.


Exercise #3 Complete the safety plan below. 

Think about your safety.  What would it take for you to be safe in each of these situations?  

Brainstorm possible actions to make sure you have the best plan for you.

Your Safety Plan

1. If there is a fire in my home, I will: 

2. If there is severe weather (tornado, thunderstorm, etc.) coming my way, I will:

3. If there is severe winter weather (severe wind chill, blizzards, etc.) on the way, I will:

4. If my heat goes off on a cold day, I will:

5. If the temperature inside my house is above 90 degrees, I will: 

6. If I get hurt, I will:

7. If I am sick, I will:

8. If I am lost, I will:

9. If someone tries to take my money, I will: 

10. If someone hits me or tries to hurt me, I will: 

11. If someone tries to rape me or touch me in personal places without my permission, I will: 

12. If someone is trying to break into my home, I will: 

13. If I feel like hurting myself or other people, I will:

14. If I am feeling depressed or overwhelmed, I will: 

Preparing for Emergencies

Disaster preparedness means being prepared to deal with a disaster.  A disaster can affect a lot of people, or just you.  Unfortunately, you can't predict a disaster.  But good planning can help you to survive when emergencies arise. No amount of "preparedness" can prepare you for every kind of disaster, but general planning can help you manage better in a crisis.

There are many kinds of disasters.  A disaster can last for just a few hours and cause little disruption.  Or a disaster can be catastrophic and last for days.  Most disaster planning focuses on natural events like fires, tornadoes, floods, blizzards, earthquakes, hurricanes.  Terrorism can cause another kind of disaster, as all of America found out on September 11, 2001.  Bio-chemical spills are yet another kind of emergency.  Some disasters require you to stay inside your home or workplace.  Others require you to evacuate.  Listening to the radio will help you to know what to do when disaster hits.

People with disabilities who are self-sufficient under normal circumstances may have to rely on others in a disaster.  

As a person with disabilities, it is your responsibility to prepare for a disaster.  You need to do the same planning as the general public.  And, as a person with disabilities, you may also need to do some special planning.  It takes time, energy, and some money to be well prepared for emergencies.  Even a little planning can help.

Here are some questions to get you started:

Ask yourself:  Things to think about   Check when done

1. Have you planned an escape route from your home incase of a disaster?  Have you practiced using it?  Yes  No

Have you mapped out two accessible escape routes?

Do you have someone to help you in an emergency?  What if you need to evacuate in the middle of the night?

Can you shut off the water where you live?  The gas?

Is the evacuation location accessible for you?

Do you have a "rendezvous point" to meet up with your family after an emergency?

2. Does your work-place have a plan for dealing with common disasters?  Will it work for 
you?  Have you practiced it?  Yes  No

Have you mapped out two accessible escape routes?

Do you have someone to help you in an emergency?

Is the evacuation location accessible for you?

Do you have a "rendezvous point" to meet up with staff after an emergency?

3. Do you have a "disaster kit" ready to go?  Yes  No

TIP: A disaster kit can be a trashcan on wheels or a suitcase.

Every disaster kit should have the following:

House keys

Money (or credit cards)

Water (enough for 3 days per person)

Food for 3 days (easy-open, high nutrition food that doesn't need cooking) 

Clothes for 3 days

First aid kit

Flashlight and extra batteries

Battery powered radio and extra batteries

Blankets 

List of important people and contact info (included doctors, attendants, family, etc.)

4. Does your "disaster kit" include items related to your disability?  Yes  No

Prescription and over-the-counter medications (enough for 3 to 7 days)

Vital health information (written down) including how to provide your personal assistance services (PAS) 

A precise, written list of instructions for emergency care-givers

Dog food and water for service animals

TIP: Don't forget to include communication devices in your disaster kit.

Extra wheelchair batteries, hearing aid batteries, oxygen bottles, etc.

Extra assistive technology, medical equipment, and durable medical supplies 

TIP: Some emergency shelters may not allow animals.

Personal grooming supplies

For more information about disaster preparedness, contact: American Red Cross - contact your local Red Cross chapter, or visit their web site: http://www.redcross.org/ 

http://www.redcross.org/services/disaster/beprepared/disability.html

Specifically geared to people with disabilities, and available as an easy-to-print pdf file as well.

Federal Emergency Management Agency (FEMA)

500 C Street SW

Washington, D.C. 20472

Phone: 202-646-4600

FEMA provides information about how to deal with crisis, and benefits to those in designated federal disaster areas.  You can find information online at:

http://www.fema.gov/ 

http://www.fema.gov/library/disprepf.htm

This information is specifically for people with disabilities.

If you are in a designated federal disaster area, call 1-800-462-9029 only to apply for assistance.  Do NOT use this phone number for any other reason. Be prepared to:

Give your Social Security number

Describe your losses

Provide financial information

Give directions to the damaged property

Dealing with Abuse and Violence

Many times, you can choose to be safe by using common sense.

There are many different ways to keep yourself safe.  One is to never knowingly put your self into risky situations.  For example, walking alone after dark on an unlit street is unwise for anyone.  Putting your hand on a hot stove will burn you.  Misusing a knife can cause injury.  Having unprotected sex may result in catching a sexually transmitted disease like HIV/AIDS.  Getting into a car with someone who has been drinking puts you at risk for assault or injury.

Many times, you can choose to be safe by using common sense.  If you are aware of your surroundings and your choices, you are much more likely to be safe.  That does not mean that you will never be the victim of a crime.  Assaults happen on well-lit streets. Rape can happen to the most vigilant.  But criminals tend to choose victims who show their vulnerabilities - who act in unsafe ways. By thinking about safety, and by acting in a safe manner, you will be more likely to stay out of harm's way.

A disability does not prevent you from being a casualty of crime. Don't assume that because you use a cane, guide dog, service dog, wheelchair, or walker, that you are safe from criminals.  They may even target you as a result. 

People with disabilities are at increased risk of being the victims of crime, fraud, domestic violence, hate crimes, and abuse.  You deserve to be safe in your home and in your community.

Here are some tips to help prevent crime in your community:

Stay alert and tuned into your environment.

Show confidence in your abilities.

Be realistic about your limitations.

Consider carrying a personal alarm like the ones used by joggers. These are used to signal an emergency. 

Carry a flashlight at night.

Tell someone about where you are going and when you expect to return.

Install peepholes in the entry doors of your home.  Make sure they are at eye level if you use a wheelchair.

When you leave a mall to go into a large parking lot, consider asking a security person to escort you.

If your "gut" feeling says a situation isn't safe, listen. You can trust yourself

(Graphic flashlight; not available in Braille.)

Abuse, Neglect, Domestic Violence

One of the least talked about topics in the disability community is abuse and neglect.  Being safe also means being free from abuse. There are five forms of abuse:

Physical abuse is any form of violence against one's body.  It can include being hit, kicked, pushed, pinched, slapped, spanked, or dropped on purpose.  Being restrained or deprived of food and water are also forms of physical abuse.

Emotional abuse is being threatened, terrorized, severely rejected, isolated, or ignored.  It is also emotional abuse to be kept from your family or friends, or to be kept from participating in social activities.  Verbal abuse is a form of emotional abuse.  It can include being repeatedly teased, called names, put down, bullied, or harassed. 

Sexual abuse is being forced, threatened or deceived into sexual activities.  It can vary from unwanted looking to touching to intercourse to rape.  It can also be sexual abuse when someone does not take "NO!" for an answer.

Financial exploitation is when a person is tricked or forced into giving away or "signing over" money, property or financial security (such as insurance).

Neglect is when a caregiver fails to give the proper care that is part of their job.  Examples of neglect include not putting someone on the toilet, or not feeding or bathing someone.

Abusers can be service providers, such as direct care staff or personal assistants.  They can be dates, spouses, domestic partners, or ex-spouses.  Abusers can be roommates, friends, co-workers, acquaintances.  They can be family members, parents, or strangers.  Many forms of abuse are against the law and perpetrators can be prosecuted and jailed.

It can be especially difficult for a person with disabilities to escape abuse or to seek a remedy for abuse.  People with disabilities may rely on the abusive person - provider, spouse, family member - for personal assistance or for financial security.  The perpetrator may threaten to deny the abuse.  They may threaten retaliation if the person calls the authorities.  As with domestic violence, the threat alone can keep the victim from getting help.

You may also need to overcome other barriers in order to be safe from abuse.  Police, investigators, and district attorneys do not always see people with disabilities as credible.  This is especially true when the disability affects communication.  Their disbelief puts the victim back with the abuser without hope of escape. 

People with disabilities may need to overcome other barriers as well in order to be safe from abuse.  Police, investigators, and district attorneys do not always believe people with disabilities. This may be especially true when the person has a communication disability.  Their disbelief can put the victim back with the perpetrator without any apparent hope of escape. 

Warning Signs of Abuse

Abuse, neglect, and domestic violence can be difficult to recognize.  This is especially true when you are in the midst of it.  "Warning signs" of abuse or domestic violence:

Threatening to hurt you. 

Threatening to withhold (or actually withholding) basic supports (food, shelter, clothing, hygiene). 

Threatening to end the relationship and leave you unattended. 

Threatening to report you for noncompliance with the program.

Using intimidating looks, actions, or gestures to create fear. 

Destroying property. 

Mistreating service animals or pets. 

Displaying weapons.

Denying the right to privacy. 

Prohibiting you from exercising your full capabilities. 

Discouraging you from exercising your rights. 

Insisting that you "ask permission" to do things.

Controlling or limiting access to friends, family, and neighbors 

Limiting access to the community or to services. 

Isolating you. 

Controlling access to phone, mail, TV, news, or e-mail. 

Discouraging contact with your case manager or advocate. 

Withholding transportation.

Denying or making light of abuse. 

Blaming you for the abuse. 

Blaming your disability for abuse. 

Saying that you "don't know what you're talking about." 

Excusing abuse as behavior management or stress. 

Denying you needed medical care or access to doctors. 

Ignoring equipment safety requirements. 

Breaking or not fixing adaptive equipment. 

Refusing to use or destroying communication devices. 

Stealing from you. 

Using your property or money as a reward or punishment. 

Limiting access to financial information and resources.

Constantly belittling or criticizing you - saying cruel things. 

Laughing at you, rather than with you. 

Refusing to speak to you or ignoring your requests. 

Ridiculing your culture, beliefs, traditions, religion, and personal tastes.

Domestic violence programs and shelters can be an excellent resource for people with disabilities.  Many shelters are accessible, but not all.  You may need to educate the staff of these programs about your specific disability-related needs.  For example, you might require help with activities of daily living, medication, assistive technology, or transportation.

Children with disabilities have an increased risk of being victims of child abuse.  Abuse as a child increases the risk of having difficulty with relationships as an adult.  Adults who were abused as children are also at a higher risk for being victims of abuse as adults. 

It takes a tremendous amount of courage to deal with abuse.  If you are experiencing abuse in any form, find someone you trust to talk to.  The first step towards breaking out of abuse is to talk about it with a trusted friend or family member.  Professional counseling or therapy is very important.  Breaking the silence is important.  It is also true if you are dealing with the effects of abuse.  Peer support, whether in a group setting or one-to-one, can also be helpful.

There is no excuse for domestic violence. There is no excuse for abuse.

If you or someone you know is being abused, neglected, or exploited, call 1-800-362-2178.

If the abuse is happening in a nursing home or other care facility, call 515-281-4234 during regular business hours.

If you are experiencing domestic violence, call the Iowa Domestic Violence Hotline, 1-800-942-0333.

If you are the victim of a crime, call 911 or your local police or sheriff's office. 

More resources, including local programs and crisis lines, are listed in the appendix at the back of this manual. 

Everyone has the right to be safe!


Exercise #4 Think about these questions. 

Think about the questions below.  Some are very personal.  It is important to share your answers only with people that you trust.

If you are experiencing abuse or violence right now, how can you escape? 

What are the barriers that you need to overcome to escape an abusive or violent situation? 

What are some solutions to the barriers that you face? 

The last chapter focuses in on increasing self-esteem and self-respect.  It will also discuss ways to deal with anger and sadness related to disability.  In addition, there will be a healthy discussion about disability pride.  This will increase awareness of the Disability Rights Movement. 


Chapter 4 - Self-esteem and  Disability Pride

This is the last chapter of Continuing to Live Well with a Disability.  It deals with ways to increase self-esteem and develop pride in the experience of living with a disability.  Living with a disability has two main aspects: the disability itself and the way you cope with it.  In many cases, you have no control over your disabilities.  But you do have the power to change your attitudes and improve your coping mechanisms.  This chapter discusses concrete ways to deal with the realities of living with a disability.

It can be difficult for some people to understand that a person can have a disability and be healthy at the same time.  Clearly, people with disabilities need access to medical care.  Many also need specialized care.  But a "medical model" is used too often even for non-medical services.

The "medical model" says that people with disabilities must be "cured" in order to be OK. Instead, most people with disabilities prefer to be accepted as they are.  Many prefer to have services provided within an "independent living" philosophy.  This is a more current model of service delivery.

Much of how you cope with your disabilities has to do with attitude and self-esteem.  Self-esteem grows out of how you feel about yourself.  It has to do with your confidence level, and how you talk to yourself about yourself.  Self-esteem is also linked to the work you do, your participation in events and activities, the way you present yourself, the risks you take, and your very identity. 

Having good self-esteem means having respect for yourself.  If you don't respect and value yourself, no one else will either. One way of increasing your self-esteem is to "validate yourself."  Affirm your self-esteem by avoiding negative self-talk, Replace it with positive self-talk, For example, when you make a mistake, you don't call yourself "stupid." 

(Graphic: Cartoon of man sitting at desk thinking to himself, "I'm so dumb!  I can't do anything!"  Not available in Braille.)

Here are a few examples of positive self-talk: 

I have choices. 

I am smart. I did a good job on.

I am OK just the way I am.

Exercise #1 Think about these questions.

Think about what you tell yourself.  What messages do you send yourself without even knowing it?  What negative self-talk do you need to avoid?  What positive self-talk can you use instead?

Examples of negative self-talk:  Kinds of positive self-talk I can use to replace it:

For most people, self-esteem is closely related to body image. Body image is complicated for people with disabilities.  You may not match societal norms in physical appearance, behavior, or abilities.  You may not talk like your non-disabled peers.  You may use assistive technology or adaptive devices, like braces, wheelchairs, and artificial limbs. You may have difficulty learning, or seeing, or hearing.   These things can set you apart from others.

People with disabilities are bombarded by media messages that say it is not OK to have disabilities.  Until recently, people with disabilities haven't had "beautiful" role models who have disabilities.  People with disabilities have had only the images of beauty as portrayed on TV, in movies, and in magazines. In 1995, Heather Whitestone, who has profound deafness, was crowned Miss America.  People with disabilities now play roles on TV and are leaders in business.  Finding role models and positive media images that combat the negative images of the past is important.  It is also important to surround yourself with positive messages and positive people.

Disability can affect your relationships, intimacy, and sex. For example, if you are rejected by a date, it can affect your self-esteem.  The rejection may not be related to your disability, but even so your self-esteem can suffer. 

People with disabilities who work, have healthy relationships, and are satisfied with their activities have better self-esteem and a greater sense of self-worth.

People with disabilities who work, have healthy relationships, and are satisfied with their activities have better self-esteem and a greater sense of self-worth.

On a scale of 1 to 10, how would you rate your self-esteem?

1
 2
  3
    4
    5
    6
    7
     8
       9      10

Really Bad


    Just OK

         Really Good 

One of the best ways to increase self-esteem is to recognize the things that you do well.  Everyone has things they do well - even people with the most significant disabilities.

Exercise #2 What do you do well?

Think about what you do well, and write down at least four things.  Don't be modest!   If you can't think of anything, ask the members of your group for help.  1.  2.  3.  4.

(Graphic of three "stick people" judges holding up cards with the number "10" written on them; not available in Braille.)

Many people have higher self-esteem when they have a sense of purpose and real accomplishment.  People with disabilities are no different!  Here are some ways to increase your self-esteem and your pride in your accomplishments:

Think positive and talk positive about yourself, your current situation, and your life.  Don't call yourself names.

Act without regrets.  Keep your conscience clear. Instead of just reacting, think about your choices and make the best decision possible.  Then don't "second guess" yourself. 

Have integrity.  Keep your word.  Be on time, for everything. If you make a commitment, follow through on it. 

Take responsibility.

Let go of guilt, shame, resentment, and fear.  Find someone you can trust to talk to about your issues.

Take pride in yourself.  Look as good as you can.  Smile. Dress in clean clothes.  
Show poise and composure. 

Have goals.  Put your desires in writing. Evaluate your life, your activities, and your relationships.  Are you heading where you want to go? 

Be friendly.  Cultivate strong relationships with safe people.  Be of service to others.  Show respect for others.

Try something new.  Go someplace new.  Participate in your community.  
Contribute to society.  Become an active member of a group, any group.  Get a job or do volunteer work.

Take time to be calm everyday.  Meditate.  Reduce your stress.  Commune with nature.  Listen to music.  Practice gratitude.

Sometimes, fear or lack of confidence keeps you from doing what you want to do.  Fear can stop you from dreaming the best dream for yourself.  This fear can affect your self-esteem and the way you view yourself.  You may worry that others will laugh at you.  You may be afraid you will fail.  Or afraid that you won't do something the "right way."  Sometimes, especially in abusive relationships, people get the idea from others that they "can't do" things that they know they can.  Fear can keep you from taking risks, from trying new things, and from reaching your goals.


Exercise #3 Think about these questions.

Fear can limit you.  If you could do anything you wanted, what would it be?  Should it be added to your list of goals?

What would you do if you weren't afraid? What would you try if you knew you couldn't fail? 

Does your disability hold you back, or is it something else? 

Overcoming your fears means that you accept yourself as you are. You live life on life's terms.  It does not mean that you live recklessly or become another Evil Kinevil.  The more confidence you have, the more risks you will be willing to take.  It means working toward and reaching goals.  It also means acting in a mature, responsible manner.

This may be easier said than done.  Talking about making changes in your life in a supportive group (like this Continuing to Live Well with a Disability training) is easier than actually making the changes in "real life" when you are alone.  That is why it is so important to have a support group or to do peer counseling with others who have similar experiences.

Most people with disabilities develop a sense of "Disability Pride" when they participate in peer support activities.  They find they can have a good quality of life living with their disabilities when they share their experiences with others.  By using self-advocacy skills, you can overcome many of the disability-related barriers that prevent you from reaching your goals.  These barriers may be architectural, attitudinal, financial, programmatic, or in public policy.  Self-advocacy takes a lot of practice.  Advocacy is easier when done in a group. 

A Brief History of Disabilities

Awareness about the Disability Rights Movement and the history common to people with disabilities may help you to better understand your experiences.

In many early civilizations, hunters, farmers, and shepherds thought that people with disabilities were useless because they could not do work for the tribe.  Many people with disabilities were allowed to die or forced to leave the community.  That way the family didn't have to "waste" food or other resources on them.

In early Christianity, people believed that disability was brought on by sin.  They believed that having a disability (like leprosy) was shameful and should be hidden from society.  People with disabilities were often prevented from attending church because they were thought to be impure. 

In the Middle Ages in Europe, many people thought that disability was a sign of evil in the person.  Some people with disabilities (like epilepsy) were burned as "witches."  Others were routinely harassed and abused, and forced to beg for their basic needs.  Others were forced to be court jesters, and laughed at.

In the late 1800s in America, large institutions were created for the poor and for people with disabilities.  People with disabilities were often segregated from the rest of society. Some spent their entire lives in institutions under horrible conditions.  People living in institutions were often denied the most basic medical care.  Many were sterilized or given lobotomies against their will. 

In the 1930s and 40s, Nazi Germany tested the gas chambers on thousands of people with disabilities before using them on the Jews.  Many Americans with disabilities lived in isolation in their family's home.  Others were sent to large state institutions or county homes.  Non-institutionalized people with disabilities might be on display by circuses as "freaks of nature." The polio outbreak was a watershed that allowed disability to begin to be discussed. President Franklin D. Roosevelt, who had polio, was elected four times.  The fact that he used crutches and a wheelchair was kept secret from the American public. (Graphic: Photo of the Roosevelt Memorial sculpture of President Roosevelt in his wheelchair; not available in Braille.)

During the last 50 years, attitudes about disability have changed.  This has often been due to the advocacy efforts of people with disabilities and family members.  
Their advocacy has led to changes that include:

Education for all children with disabilities

The development of more community-based services

Entitlement programs like Title 19, Medicare, and SSI/SSDI

The Americans with Disabilities Act of 1990 (ADA) protecting civil rights

The development of new assistive technologies

Recent laws to help people with disabilities become employed, like the Ticket to Work program

Recently, the establishment of the Disability Rights Movement has encouraged individuals with all kinds of disabilities advocate together.

With this common history, it is easy to understand why people with disabilities still experience discrimination, prejudice, isolation, and oppression.  It is hard for society to change, and to recognize people with disabilities as valuable citizens.  But you are valuable. You don't have to prove your worth to anyone.  You don't have to "try harder." Mentors and leaders in the Disability Rights Movement teach you that you are OK just the way you are. 

Sometimes you may feel angry or sad about having a disability. You get frustrated when you can't do things that other people can do, or that you used to do for yourself.  Virtually everyone with a significant disability feels this way at times.  But self-directed anger, if it lasts too long or comes too frequently, is unhealthy.

Much of the time, your anger, frustration, rage, and tears are justified.  You are dealing with societal barriers, like stereotypes.  You are dealing with a complex and complicated services system.  In addition, you are dealing with the physical and mental effects of disabilities, such as pain and discomfort, fatigue and stamina issues, muscle spasms, and so on.  You may have to find ways to cope with loneliness, isolation, or depression.  You may struggle with not wanting to use assistive technologies, or with not having the assistive technology you need.  You may be limited by transportation issues.

It is particularly common for people with a new disability or condition to feel angry and sad.  A new disability or condition can take a toll socially, financially, emotionally, and physically.  It is important to express your feelings of "disability rage" and "disability grief" to someone who will listen.  Adjusting to a disability takes time and supportive people.  Those who experience a similar new disability can be especially helpful.


Exercise #4 Think about this question.

On a scale of one to ten, how often do you find yourself angry or frustrated or sad (grieving) as a result of your disability?  One would be very rarely (less than once a day) and ten would be all the time.
Exercise #5 Think about these questions.

What makes you feel sad, frustrated, or angry? 

Is it an architectural barrier? 

An attitudinal barrier? 

Is it about discrimination that you are facing? 

Is it a complicated service delivery system? 

Is it the loss of independence? 

The physical symptoms of your disabilities? 

Is it about loneliness or a lack of services?

What triggers anger related to your disability?

What triggers frustration related to your disability?

What triggers sadness related to your disability?

Many strategies exist for dealing with these issues and the feelings they arouse.  Unfortunately, no single approach will work for everyone.  Some people find that getting active in the community makes them feel better.  For others, going to church is helpful. Sometimes people turn to alcohol and drug abuse as a way to escape the reality of living with disabilities.  Many people with disabilities find that embracing the disability community helps them most.  Within this community, they find ways to deal with the anger, frustration, sadness, and isolation that they feel.  They learn to feel "Disability Pride" instead.


Exercise #6 Think about these questions.

This exercise suggests ways to increase your "Disability Pride."  Put an X next to the ideas you think might work for you. Feel free to add new ideas or to make changes in the list.  Describe how you will apply this to your life.  In other words, fill in the details:  Who to call, where to go, 
how to pay for it, and so forth.

Connecting to the Disability Community

Here are some ways to combat disability-related anger, frustration, and sadness.  Put an X in the box next to each idea that might work for you.  And add your own ideas!!

Join a support group or a self-advocacy group.

Get "peer counseling" from someone with similar experiences who has special training in this type of counseling.

Become active in an advocacy organization.

Join an e-mail listserv or on-line chat about disability issues.

Write your state or federal legislator.  Attend meetings where disability policy is discussed.  Express your opinions.

Learn more about your own disability, and about other disabilities.

Find out more about services and supports in your area. 

Learn whether you are eligible.  Find out how a service gets funded.

Learn how to become a better self-advocate.  Learn about your rights and responsibilities.

Advocate for your issues, whatever they may be: 

Accessibility, job accommodations, more services, better health care or transportation, and so forth.

Connecting to Your Own Community

Being more involved in your own community is important for self-esteem.  This is another way to combat disability-related anger, frustration, and sadness.  Put an X next to each idea that might work for you.  And add your own ideas!!

Join a card club.

Meet a friend for lunch.  Write or call an acquaintance. 

Become active in a political cause.

Get involved in church activities or in a fellowship group.

Volunteer at the hospital.  Become a member of a service club.

Go to the park.  Go bowling, swimming, or hiking.

Take up a hobby.

Take an adult education class.  Go to college.

Travel. Go to a concert or baseball game.

Be introspective.  Think about the kind of person you would like to become.

Explore the World Wide Web.

In Conclusion

During this four-month training you have discussed four topics that all play a part in living well with disabilities:

1. Improving your quality of life

2. Promoting a healthy lifestyle

3. Being safe 

4. Self-esteem and disability pride

You may need to do some self-exploration to determine how much you can do before you experience fatigue or discomfort. Understand your limitations.  Focus on activities that enhance your quality of life.  Remember that fatigue and pain can cause isolation and loneliness.  And these can contribute to depression. 

During this training, you have learned that:

It is OK to ask for help. 

It is OK to use assistive technology. 

It is OK to get the services you need. 

It is OK to request a "reasonable accommodation" from your boss or your teacher. 

It is OK to insist on getting your rights.

Becoming active in a peer support group or advocacy organization offers the opportunity to share common experiences.  But what if you can't get out.  Weather, illness, or other factors - lack of transportation, personal assistance services, money - may keep you at home.  In that case, use the phone, invite others in, use the Internet, or get a pen pal.  Be creative! 

Living well with a disability can be accomplished in many ways!
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Appendix I: 

Iowa Disability-related Information and Resources

Adapted with permission from information prepared by the Iowans with Disabilities Exercising Advocacy Skills (IDEAS) program.  To learn more about this program, contact IDEAS, Room 140A CDD, 100 Hawkins Drive, Iowa City, IA 52242-1011; phone: 319-353-6448, or email michael-hoenig@uiowa.edu.

Iowa Access 

The home page of the state of Iowa

http://www.iowaccess.org/ 

State government links, and A-Z guide 

Contact information for Iowa government departments, agencies, offices, and staff

http://www.state.ia.us/main/addressbooks/ADstate/index.html

Blind, Iowa Department for the 

524 Fourth Street

Des Moines, Iowa 50309

Phone: 515-281-1333 or 1-800-362-2587 (outside Des Moines)

TTY number is 515-281-1355

http://www.blind.state.ia.us/

Center for Disabilities and Development (formerly University Hospital School, or UHS)

Nationally designated as Iowa's University Center for Excellence on Disabilities (formerly the Iowa University Affiliated Program, or IUAP) 

100 Hawkins Drive

Iowa City, IA 52242-1011 

Phone:
1-800-686-0031 (toll-free, voice)

1-800-686-0031 (toll-free, TTY)

1-319-353-6900 (local, voice) 

http://www.medicine.uiowa.edu/uhs/ 

The Center for Disabilities and Development is part of University of Iowa Health Care.  It is a statewide resource for people with disabilities and their families, as well as for the professionals, policy-makers, and other community members with whom they work.  The center provides health care and related services, training, research, and information sharing. Its goal is to promote the independence, productivity, and community participation of people with disabilities.  

Center resources include:

Disability Resource Library

Phone: 877-272-7713 (toll-free, voice)

Phone: 877-686-0032 (toll-free, TTY) 

http://www.medicine.uiowa.edu/uhs/drl/index.cfm 

A lending library of books, videos, and other materials on a wide range of disability-related topics.  Free for people with disabilities.

Employment Policy Group (formerly Iowa Creative 

Employment Options)

108 3rd Street, Suite 350

Des Moines, IA 50309

Phone: 515/283-2310

http://www.iowaceo.com/ 

EPG advances public policies that support the interests of businesses and people with disabilities. They identify best practices, and promote them through association ties and pilot demonstration sites.

InfoTech 

Phone: 800-331-3027 

http://www.uiowa.edu/infotech/ 

Provides free information on assistive technology devices, funding, and services.

Iowa COMPASS

Phone: 1-800-779-2001

http://www.medicine.uiowa.edu/iowacompass/index.html 

Provides free information on agencies and programs throughout Iowa that are used by people with disabilities.

Iowa Training Consortium

Phone: 319-353-6523

http://www.disabilitytraining.org/ 

Maintains an online calendar of events and a wide range of information on organizations for people with disabilities.

Central Point of Coordination (CPC) list of administrators:

http://www.dhs.state.ia.us/mhdd/MHDDCPC.htm 

County Officials, for Iowa

Web site for elected officials in each county: http://www.sos.state.ia.us/archive/register/r6/r6count4.htm#[name of county]

General Assembly, Iowa 

To contact individual legislators, write to:

[Legislator's name]

State Capitol

Des Moines, IA 50319

To reach legislators at the Iowa State Capitol during session:

Senate phone: (515) 281-3371

House of Representatives phone: (515) 281-3221

Web site for bills in the Iowa legislature and for information about the legislature: http://www.legis.state.ia.us/ 

Open Meetings Law, Iowa

http://www.legis.state.ia.us/IACODE/1999/21/ 

Open Records Law, Iowa 

http://www.legis.state.ia.us/IACODE/1999/22/ 

Governor's DD Council, Iowa

617 E 2nd St

Des Moines IA 50309

Phone: 800-452-1936 or 515-281-9082 (TTY/Voice) 

http://www.state.ia.us/ddcouncil/index.html 

Human Rights, Iowa Department of 

Lucas State Office Building

Des Moines, Iowa 50319

Phone: 515-281-7300 

http://www.state.ia.us/government/dhr/index.html 

Division of Persons with Disabilities 

Phone: 515-242-6334

http://www.state.ia.us/government/dhr/pd/index.html 

Deaf Services Commission of Iowa 

Phone: 515-281-3164 (V/TTY) 

http://www.state.ia.us/government/dhr/ds/index.html 

Human Services, Iowa Department of

Hoover State Office Building

Des Moines, IA 50319

Phone: 1-800-972-2017

http://www.dhs.state.ia.us/

To report child abuse: 

1-800-362-2178 (toll free, 24-hour hotline)

To report dependent adult abuse: 

1-800-362-2178 (toll free, 24-hour hotline)

DHS provides a wide range of services through local offices.  Eligible Iowans may sign up for SSI, Medicaid (Title19), food stamps, and many other programs.  Many MH/DD services of DHS are currently being restructured.

MH/MR/DD expenditures, total for 1998 in Iowa 

http://www.dhs.state.ia.us/mhdd/MIMRCostsMIMRCost1998.htm

Olmstead initiatives, Iowa

http://www.dhs.state.ia.us/mhdd/MHDDOlmstead.htm

Inspections and Appeals, Iowa Department of

Lucas State Office Building

321 East 12th Street

Des Moines, IA 50319-0083

Phone: 515-281-7102

http://www.state.ia.us/government/dia

The Department of Inspections and Appeals (DIA) is charged with protecting the health, safety, and well-being of Iowans. 

It is responsible for inspecting, licensing, and certifying health care providers, as well as many other general services.

Protection and Advocacy, Iowa (Iowa P&A)

3015 Merle Hay Rd Suite #6

Des Moines, IA 50310-1270

Phone: 800-779-2502 or 515-278-2502

Public Health, Iowa Department of 

Lucas State Office Building

Des Moines IA 50309

Phone: 515-281-5604

http://www.idph.state.ia.us/ 

Healthy Iowans 2010 

http://www.idph.state.ia.us/sa/h_ia2010/contents.htm 

Disability Chapter

http://www.idph.state.ia.us/sa/h_ia2010/chapters/disabilities.htm 

Prevention of Disabilities Policy Council

133A, Center for Disabilities and Development

100 Hawkins Drive

University of Iowa

Iowa City, Iowa 52242

Phone: 319-353-7050

Email: kay-degarmo@uiowa.edu

Vocational Rehabilitation Services, Iowa Division of 

510 East 12th Street

Des Moines, IA 50319

Phone: 800-532-1486 or 515-281-4311

http://www.dvrs.state.ia.us/ 

Appendix II: 

National Disability-related Resources and Information

Federal government information

http://firstgov.gov/

ABLEDATA 

8630 Fenton Street, Suite 930

Silver Spring, MD 20910

Phone: 1-800-227-0216

E-mail: adaigle@macroint.com

http://www.abledata.com/

ABLEDATA provides information on assistive technology and rehabilitation equipment. 

Access Board (formerly the Architectural and Transportation 

Barriers Compliance Board) 

1331 F Street, NW, Suite 1000

Washington, D.C. 20004-1111

Phone: 1-800-872-2253 TTY: 1-800-993-2822

http://www.access-board.gov 

The Access Board is an independent Federal agency devoted to accessibility for people with disabilities.  It offers technical assistance on the ADA Accessibility Guidelines.  The Access Board develops and maintains accessibility requirements, provides technical assistance and training on these guidelines and standards, and enforces accessibility standards for federally funded facilities. 

ADA Information Line, US Department of Justice

Phone: 1-800-514-0301 TTY: 1-800-514-0383 (Call this number for general ADA information, answers to specific technical questions, free ADA materials, or information about filing a complaint.)

http://www.usdoj.gov/crt/ada/adahom1.htm 

http://www.usdoj.gov/crt/ada/agency.htm 

The US Department of Justice provides information about the Americans with Disabilities Act (ADA) through a toll-free ADA Information Line.  ADA specialists are available Monday through Friday from 10:00 AM until 6:00 PM (Eastern Time) except on Thursday when the hours are 1:00 PM until 6:00 PM. 

Administration on Developmental Disabilities

Administration for Children and Families

US Department of Health and Human Services

Mail Stop: HHH 300-F

370 L'Enfant Promenade SW

Washington, DC 20447 

Phone: 202-690-6590

http://www.acf.dhhs.gov/programs/add/

Association of University Centers on Disabilities (AUCD) (formerly the American Association of University Affiliated Programs)

8630 Fenton Street, Suite 410 

Silver Spring, MD 20910 

Phone 301-588-8252

http://www.aucd.org/

Boards and committees, non-profit organizations 

http://www.nonprofits.org/ 

Information on how to make boards and committees work well, board training information, organization development, strategic planning, management and budgeting.  Also a host of links to resources such as funders, how to use the media, etc.  One of the best web sites we've found for people serving on committees, councils, and boards.

Business and Disability Council, National 

201 I.U. Willets Road 

Albertson, NY 11507

Phone: 516-465-1515

http://www.business-disability.com

The National Business and Disability Council (NBDC) is a national corporate resource on all issues related to the successful employment and integration of individuals with disabilities into America's workforce.

Census Bureau, US 

4700 Silver Hill Road 

Suitland, MD 20746 

Phone: 301-457-4608

http://www.census.gov/

Census data related to disabilities

http://www.census.gov/hhes/www/disable/dissipp.html

http://www.census.gov/hhes/www/disable/census/tables/tab3us.html 

http://www.census.gov/hhes/www/disable/cps

http://www.census.gov/hhes/www/disable/sipp

The Census Bureau is the preeminent collector and provider of timely, relevant, high quality data about the people and economy of the United States. 

Centers for Disease Control and Prevention (CDC)

1600 Clifton Road

Atlanta, GA 30333

Phone: 800-311-3435 or 404-639-3534

http://www.cdc.gov/ (health information and statistics)

Division of Disability and Health  

http://www.cdc.gov/nceh/cddh/ddhome.htm 

National Center for Injury Prevention  

http://www.cdc.gov/ncipc/dacrrdp/dacrrdp.htm 

National Center on Health Statistics  

http://www.cdc.gov/nchs/ 

Center on Disability Statistics

University of California at San Francisco

3333 California Street, Suite 340

San Francisco, CA 94118

Phone: 415-502-5210 TTY: 415-502-5205

Web site: http://www.dsc.ucsf.edu

The Disability Statistics Center gathers and shares statistical information on disability and the status of people with disabilities in America.  It establishes and monitors indicators of how conditions are changing over time to meet health, housing, economic and social needs.

Congress, US

http://thomas.loc.gov/ 

Information on bills in Congress and links to the 

Congressional Record

Department of Labor, US

Office of Public Affairs

200 Constitution Ave., NW Room S-1032

Washington, D.C. 20210

Phone: 202-693-4650

http://www.dol.gov/dol/welcome.htm 

http://www.dol.gov/dol/oasam/public/regs/statutes/sec504.htm 

The US Department of Labor is charged with preparing the American workforce for new and better jobs and ensuring the adequacy of American workplaces.  It is responsible for protecting workers' wages, health and safety, employment and pension rights; promoting equal employment opportunity; administering job training, unemployment insurance and workers' compensation programs; strengthening free collective bargaining; and collecting, analyzing and publishing labor and economic statistics.

Bureau of Labor Statistics (BLS) - US Department of Labor

Division of Information Services

2 Massachusetts Avenue, N.E. Room 2860

Washington, D.C. 20212

Phone: 202-219-5000 TTY: 202-691-5200

http://www.bls.gov/ 

The BLS is the principal fact-finding agency for the federal government in the broad field of labor, economics, and statistics.  As an independent national statistical agency, it collects, processes, analyzes, and disseminates essential 

statistical data to the American public, the US Congress, other Federal agencies, state and local governments, business, and labor. 

Monthly Labor Review: 

http://stats.bls.gov/opub/ted/1998/nov/wk2/art03.htm

Occupational Outlook Handbook, 2000-01 Edition 

http://www.bls.gov/ocohome.htm 

Disability and Business Technical Assistance Centers (DBTACs)

To be connected to the closest regional DBTAC center, call: 1-800-949-4232 

Listing of Regional ADA Technical Assistance Centers: 

http://www.adata.org/

For publications related to the ADA: 

http://www.adata.org/index-pubs.html

DisabilityDirect.gov

http://www.DisabilityDirect.gov/ 

A wealth of disability-related links, in categories that range from choice to health care to income support to technology to transportation. A good starting place in a search for all sorts of disability-related information.

Equal Employment Opportunity Commission (EEOC)

1801 L Street, NW

Washington, D.C. 20507

Phone: 202-663-4900 TTY: 202-663-4494

http://www.eeoc.gov

Promotes equal opportunity in employment through administrative and judicial enforcement of the federal civil rights laws and through education and technical assistance.  Enforces the principal federal statutes prohibiting employment discrimination, including Title I of the Americans with Disabilities Act of1990 (ADA), which prohibits employment discrimination on the basis of disability in both the public and private sector.

Complaints about violations of Title I (employment) by units of state and local government or by private employers should be filed with the Equal Employment Opportunity Commission.  Contact the EEOC Field Office closest to you.  To be connected to the closest field office, call: 800-669-4000 (voice) or 800-669-6820 (TTY).

ERIC Clearinghouse on Disabilities and Gifted Education 

The Council for Exceptional Children

1920 Association Drive

Reston, VA 20191

Phone: 1-800-328-0272 TTY: 703-264-9449

http://ericec.org

Gathers and disseminates the professional literature, information, and resources on the education and development of individuals of all ages who have disabilities and/or who are gifted. Post-secondary education financial aid information: 

http://ericec.org/faq/finance.htm 

Housing and Urban Development (HUD)

http://www.hud.gov/disabled.html 

Has housing information specifically for people with disabilities, including information about owning your own home.

Independent Living, Research Information for

http://www.getriil.org/

RIIL provides a searchable database of user-friendly information about independent living, including advocacy, services, personal growth, management, health promotion, and the ADA.

Internal Revenue Service (IRS)

Tax code information: 

Phone: 1-800-829-1040   TTY: 1-800-829-4059

http://www.irs.gov/ 

www.irs.gov/plain/index.html

The IRS provides information about tax code provisions, including tax incentives that can assist businesses in complying with the ADA.

To locate local offices: http://www.irs.gov/where_file/index.html 

Job Accommodation Network (JAN)

West Virginia University 

PO Box 6080 

Morgantown, WV 26506-6080

Phone: 1-800-526-7234 (V/TTY) 

http://janweb.icdi.wvu.edu/ 

http://janweb.icdi.wvu.edu/kinder/

http://janweb.icdi.wvu.edu/kinder/overview.htm

http://janweb.icdi.wvu.edu/kinder/pages/TitleIReg.htm

JAN is not a job placement service.  It's an international, toll-free consulting service that provides information about job accommodations, the employability of people with disabilities, and the Americans with Disabilities Act.

National Association of Developmental Disabilities Councils (NADDC)

1234 Massachusetts Ave, NW, Suite 103

Washington, DC 20005

Phone: 202-347-1234

http://www.igc.apc.org/NADDC

National Center for the Dissemination of Disability Research (NCDDR)

Southwest Educational Development Laboratory

211 East Seventh Street, Suite 400

Austin, Texas 78701-3281

Phone: 1-800-266-1832 or 512-476-6861

http://www.ncddr.org

http://www.ncddr.org/forms/registrytopic.html 

NCDDR research activities include surveys, focus groups, and other data collection strategies whose goal is to clarify information needs among a variety of target groups.  It also carries out demonstration activities, dissemination and utilization activities, and technical assistance. Information about employment-related research projects is available at  

http://www.ncddr.org/rpp/emp/webres_rrtc.html.

National Clearinghouse of Rehabilitation Training Materials (NCRTM)

Oklahoma State University 

5202 Richmond Hill Drive 

Stillwater, OK 74078-4080 

Phone: 1-800-223-5219 

http://www.nchrtm.okstate.edu/index_3.html 

The National Clearinghouse of Rehabilitation Training Materials locates, collects, and distributes a wide variety of training materials and information.  Most publications have a fee.

National Council on Disability (NCD)

1331 F Street, NW, Suite 1050

Washington, D.C. 20004-110 7

Phone: 202-272-2004 TTY: 202-272-2074

http://www.ncd.gov/ 

The NCD is an independent federal agency that provides recommendations to the President and Congress on issues affecting Americans with disabilities.  Its overall purpose is to promote policies, programs, practices, and procedures that guarantee equal opportunity for all individuals with disabilities, regardless of the nature of severity of the disability; and to empower individuals with disabilities to achieve economic self-sufficiency, independent living, and inclusion and integration into all aspects of society.

Lift Every Voice - Modernizing Disability Policies and Programs to Serve a Diverse Nation: 

http://www.ncd.gov/newsroom/publications/lift_report.html 

Federal Policy Barriers to Assistive Technology - Assistive Technology Policy in Employment: 

http://www.ncd.gov/newsroom/publications/assisttechnology.html#4

National Council on Independent Living (NCIL)

1916 Wilson Blvd., Suite 209 

Arlington, VA 22201

Phone: 703-525-3406 TTY: 703-525-4153

http://www.ncil.org/

The NCIL is a membership organization that advances the independent living philosophy.  It advocates for the human rights of, and services for, people with disabilities to further their full integration and participation in society.  Not Just Responding to Change, but Leading It! 

Listing of CILs by states: http://www.designlinc.com/centers.htm

National Institute on Disability and Rehabilitation Research (NIDRR)
400 Maryland Avenue, SW

Washington, D.C. 20202-2572

Phone: 202-205-8134 TTY: 202-205-9433

http://www.ed.gov/offices/OSERS/NIDRR/ 

NIDRR, housed within the US Department of Education, funds a variety of research and information sharing projects.

Chartbooks in general: 

http://www.infouse.com/disabilitydata/ 

Chartbook on Work and Disability:  

http://www.disabilitydata.com/disabilitydata/workdisability.html

National Organization on Disability (NOD)

910 Sixteenth Street, NW Suite 600

Washington, D.C. 20006

Phone: 202-293-5960 TTY: 202-293-5968

http://www.nod.org 

The National Organization on Disability promotes the full and equal participation of America's 54 million men, women, and children with disabilities in all aspects of life.  NOD is the only national disability network organization concerned with all disabilities, all age groups, and all disability issues.

1998 NOD/Harris Survey of Americans with Disabilities: 

http://www.nod.org/hsordrfrm.html

This 175-page report can be purchased for $95 ($60 for disability organizations) from the National Organization on Disability.  It includes information on employment and many other topics.  Louis Harris and Associates conducted the survey.

Office of Special Education and Rehabilitative Services (OSERS), Department of Education

Web site: http://www.ed.gov/offices/OSERS/index.html

Rehabilitation Services Administration (RSA) 

http://www.ed.gov/offices/OSERS/RSA/rsa.html

List of Rehabilitation Services Administration Regional Offices: 

http://www.ed.gov/offices/OSERS/RSA/rsaorg.html

Presidential Task Force on Employment of Adults with Disabilities

200 Constitution Avenue, NW, Suite S-2220

Washington, D.C. 20210

Phone: 202-693-4939 TTY 202-693-4920

http://www50.pcepd.gov/dol/_sec/public/programs/ptfead/main.htm 

The mission is to create a coordinated and aggressive national policy to bring adults with disabilities into gainful employment at a rate that is as close as possible to that of the general adult population.

President's Committee on Employment of People with Disabilities

1331 F Street, NW Suite 300

Washington, D.C. 20004

Phone: 202-376-6200 TTY: 202-376-6205

http://www50.pcepd.gov/pcepd/

Communicates, coordinates, and promotes public and private efforts to enhance the employment of people with disabilities. Provides information, training, and technical assistance to America's business leaders, organized labor, rehabilitation and service providers, advocacy organizations, families, and individuals with disabilities. Reports to the President on the progress and problems of maximizing employment opportunities for people with disabilities.

Statistical Report: The Status of People with Disabilities: 

http://www50.pcepd.gov/pcepd/pubs/fact/statistc.htm

Protection and Advocacy Systems, Inc., National Association of  

900 Second Street, NE, Suite 211 

Washington, D.C. 20002 

Phone: 202-408-9514 

http://www.protectionandadvocacy.com/ 

Information on Olmstead Vs L.C. 

http://www.protectionandadvocacy.com/lcolmste.html 

Social Security Administration (SSA)

Office of Public Inquiries

6401 Security Blvd. Room 4-C-5 Annex

Baltimore, MD 21235-640

Phone: 1-800-772-1213 TTY: 1-800-325-0778

http://www.ssa.gov 

http://www.ssa.gov/odhome/odhome.htm 

If you are from the United States and you have a question related to Social Security, your first contact should be your local office or the toll-free number above.  If you need additional help, write to the Office of Public Inquiries.  Information is available on a wide range of topics related to disability and employment on the web.

Office of Employment Support Programs (OESP)

OESP was created in 1999 to provide a focus within the Social Security Administration on matters affecting the employment of Social Security beneficiaries with disabilities.  For current law and rules on SSA Work Incentives:

http://www.ssa.gov/work/ResourcesToolkit/legisreg2.html

http://www.ssa.gov/work/index2.html 

http://www.ssa.gov/work/ResourcesToolkitresourcestoolkit.html

Workforce Investment Act (WIA) Implementation 

Contact Information

Employment and Training Administration 

200 Constitution Avenue, NW Room S4231 

Washington, D.C. 20210 

Phone: 202-219-7831 

http://www.usworkforce.org/ 

Provides information on the Workforce Investment Act (WIA).

Appendix III: 

National Resources on Disability Abuse and Violence

Minnesota Center against Violence and Abuse (MINCAVA)

School of Social Work, University of Minnesota

105 Peters Hall, 1404 Gortner Avenue

St. Paul, Minnesota 55108-6142 

Telephone: 612-624-0721 

http://www.mincava.umn.edu

http://www.mincava.umn.edu/vdisab.asp 

This electronic clearinghouse offers such resources as articles, bibliographies, fact sheets, research papers, web-links, and organizations.  It has information in more than 50 topic areas, including violence against people with disabilities.

Center for Research on Women with Disabilities (CROWD)

3440 Richmond Avenue, Suite B

Houston, Texas 77046

Telephone: toll-free 1-800-442-7693

www.bcm.tmc.edu/crowd

The center's web site offers an array of materials that discuss violence and women with disabilities.  Topics include prevalence, guidelines for clinicians, access to battered women's programs, independent living center abuse services, interventions, and research methods.

Appendix IV: 

Domestic Violence Programs and Shelters in Iowa

As of 4/23/2001

All Iowa Domestic Abuse Hotline 1-800-942-0333
Adel


Domestic Abuse Services of Dallas County, Inc. 

P.O. Box 192 

Adel, IA 50003 

Business phone: 515-993-4095 

Hotline or crisis phone (toll-free): 800-400-4884

Ames


Assault Care Center Extending Shelter and Support 

P.O. Box 1965 

Ames, IA 50010 

Business phone: 515-232-5418 

Hotline or crisis phone: 515-232-2303   

Toll-free phone: 800-203-3488

Atlantic


Family Crisis Support Network 

P.O. Box 11 

Atlantic, IA 50022 

Business phone: 712-243-6615 

Hotline or crisis phone: 712-243-5123   

Toll-free phone: 800-696-5123

Burlington


YWCA Shelter and Sexual Assault Center 

2410 Mt. Pleasant 

Burlington, IA 52601 

Business phone: 319-752-0606 

Hotline or crisis phone: 319-752-4475

Carroll

Domestic Abuse Prevention Center, Inc. 

P.O. Box 451 

Carroll, IA 51401 

Business phone: 712-792-6722   

Toll-free phone: 800-383-9744

Cedar Rapids


YWCA Domestic Violence Program & Shelter 

318 5th Street, S. E. 

Cedar Rapids, IA 52401 

Business phone: 319-364-1458 

Hotline or crisis phone: 319-363-2093

Cherokee


Council against Domestic Abuse 

P.O. Box 963 

Cherokee, IA 51012 

Business phone: 712-225-5003 

Hotline or crisis phone (toll-free): 800-225-5003   

Toll-free phone: 800-225-7233

Clarinda

Waubonsic Mental Health Center 

Box 457 

Clarinda, IA 51632 

Business phone: 712-542-2388 

Hotline or crisis phone: 712-542-2388   

Toll-free phone: 800-432-1143

Clinton


Gateway YWCA: Women's Resource Center 

317 7th Avenue South 

Clinton, IA 52732 

Business phone: 563-242-2118 

Hotline or crisis phone: 563-243-7867 

Council Bluffs


Catholic Social Service/Domestic Violence Program 

315 West Pierce St. 

Council Bluffs, IA 51503 

Business phone: 712-328-3086 

Hotline or crisis phone: 712-328-0266

Creston


SW Iowa Family Violence Center 

P.O. Box 451 

Creston, IA 50801 

Business phone: 641-782-6632 

Hotline or crisis phone (toll-free): 800-842-0333

Davenport


Domestic Violence Advocacy Program 

115 West 6th Street 

Davenport, IA 52803 

Business phone: 563-323-1852 

Hotline or crisis phone: 563-326-9191 or 563-797-1777 

Decorah


Services for Abused Women and Their Children 

P.O. Box 372 

Decorah, IA 52101 

Business phone: 563-382-2989 

Toll-free phone: 800-383-2988

Des Moines 


Iowa Coalition against Domestic Violence 

Lucas Bldg. First Floor 

Des Moines, IA 50319

515-281-7284

Des Moines


Family Violence Center 

1111 University Avenue 

Des Moines, IA 50314 

Business phone: 515-243-6147 

Hotline or crisis phone: 515-243-6147

Dubuque


YWCA Battered Women Program 

35 North Booth Street 

Dubuque, IA 52001 

Business phone: 563-556-3371 

Hotline or crisis phone: 563-588-4016

Eldora


Mid-Iowa Stepping Stones 

Box 122 

Eldora, IA 50627 

Business phone: 515-858-2618 

Hotline or crisis phone: 515-858-2618

Fort Dodge

Domestic/Sexual Assault Outreach Center 

P.O. Box 173 

Fort Dodge, IA 50501 

Business phone: 515-955-2273 

Hotline or crisis phone: 515-573-8000

Iowa City


Domestic Violence Intervention Program 

P.O. Box 3170 

Iowa City, IA 52244 

Business phone: 319-354-7840 

Hotline or crisis phone: 319-351-1043 

Toll-free phone: 800-373-1043 

Jefferson


Greene County Domestic Abuse Council 

P.O. Box 422 

Jefferson, IA 50129 

Business phone: 515-386-4056 

Hotline or crisis phone: 386-4056

Keokuk


Tri-State Coalition against Family Violence 

P.O. Box 494 

Keokuk, IA 52632 

Business phone: 319-524-4445 

Hotline or crisis phone: 319-524-4445

Malvern
Stepping Stones Domestic Abuse Program 

P.O. Box 76 

Malvern, IA 51551 

Toll-free phone: 800-468-7333

Marshalltown


Domestic Violence Alternatives/Sexual 

Assault Center 

P.O. Box 1507 

Marshalltown, IA 50158 

Business phone: 641-752-3245 

Hotline or crisis phone: 641-753-3513 

Toll-free phone: 800-779-3512

Mason City


Crisis Intervention Service 

P.O. Box 656 

Mason City, IA 50402 

Business phone: 641-424-9071 

Hotline or crisis phone: 641-424-9133

Muscatine


Domestic Abuse/Sexual Assault 

Advocacy Programs 

119 Sycamore St., Suite 200 

Muscatine, IA 52761 

Business phone: 563-263-8080 

Hotline or crisis phone: 563-263-8080 

Ottumwa


Crisis Center and Women's Shelter 

P.O. Box 446 

Ottumwa, IA 52501 

Business phone: 641-683-3122 

Hotline or crisis phone: 641-683-3122 

Toll-free phone: 800-464-8340

Pella


Turning Point 

P.O. Box 302 

Pella, IA 50219 

Business phone: 641-628-4901 

Toll-free phone: 800-433-7233

Sioux Center


Domestic Violence Aid Center, Inc. 

32 Third Street N. E. 

Sioux Center, IA 51250 

Business phone: 712-722-4404 

Hotline or crisis phone: 712-737-3307 

Toll-free phone: 800-382-5603 

Sioux City


Council on Sexual Assault & Domestic Violence 

P.O. Box 1565 

Sioux City, IA 51102 

Business phone: 712-277-0131 

Hotline or crisis phone: 712-258-7233 

Toll-free phone: 800-982-7233

Spirit Lake


Council for the Prevention of Domestic Violence 

P.O. Box 462 

Spirit Lake, IA 51360 

Business phone: 712-336-0701 

Hotline or crisis phone: 712-336-0701

Waterloo


Crisis Services 

3830 W. 9th St. 

Waterloo, IA 50702 

Business phone: 319-233-8484 

Hotline or crisis phone: 319-233-8484

Waverly


Cedar Valley Friends of the Family 

P.O. Box 148 

Waverly, IA 50677 

Business phone: 319-352-1108 

Hotline or crisis phone: 319-352-0037 

Toll-free phone: 800-410-SAFE

Appendix V: 

Resources Related to Recreation and Disability Pride

(As of Spring 2001)

National Parks Service

The National Parks Service offers two types of permanent, lifetime pass for free or reduced prices.  These are for nearly all national parks, wildlife areas, and zoos, though some restrictions apply.   

These passes include:

Golden Access Passport - For people who are blind or permanently disabled

Golden Age Passport - For people age 62 and older

You can get these passes:

In any national park where an entrance fee is charged

On the WWW at http://www.nationalparks.org 

By calling: 1-888-GO-PARKS 

The Golden Access Passport and the Golden Age Passport are lifetime entrance passes.  They can be used at national parks, monuments, historic sites, recreation areas, and national wildlife refuges that charge a Land and Water Conservation Fund Act (LWCFA) entrance fee.  

The Golden Access Passport admits the pass holder and any accompanying passengers in a private vehicle.  Where entry is not by private vehicle, the passport admits the pass holder, spouse, children, and parents.  This passport also provides a 50% discount on LWCFA fees charged for facilities and services like camping, swimming, parking, boat launching, and tours.  It does not cover or reduce special recreation permit fees or fees charged by concessionaires.  

A Golden Access Passport must be obtained in person at a federal area where an LWCFA fee is charged, or at a federal office where the passport is available.  It is available only to citizens or permanent residents of the United States who are medically determined to be blind or permanently disabled.  You may obtain a Golden Access Passport by showing proof of medically determined permanent disability or eligibility for receiving benefits under federal law.

A Golden Age Passport must be obtained in person at a federal area where an LWCFA entrance fee is charged.  There is a one-time, $10.00 fee for this passport.  It is available only to US citizens or permanent residents who are 62 years of age or older.  You must show proof of age, such as a state driver's license, birth certificate, or similar document. 

Amtrak, Office of Amtrak Access - 2W

60 Massachusetts Avenue, N.E.

Washington, DC 20002

(1-800-872-7245)

TDD/TTY: 800-523-6590

http://www.amtrak.com/trip/special.html 

Disabled Sports USA

http://www.dsusa.org/ 

Justice for All

http://www.jfanow.org/ 

Provides action alerts and analysis about disability related legislative action and other areas of interest. Information can be accessed via the URL above or by signing up on the e-mail LISTSERV.

National Arts and Disability Center

http://nadc.ucla.edu/

National Center on Physical Activity and Disability 

Telephone: 800-900-8086

http://www.ncpad.org/

The NCPAD believes that exercise is for every body.  Everyone can reap benefits from regular physical activity.  Having a disability does not mean you cannot be healthy!  NCPAD offers a variety of resources to help people with disabilities become more active.  It also has resources for fitness and exercise professionals, health professionals, and researchers who share an interest in promoting increased physical activity for people with disabilities. 

On A Roll

http://www.onarollradio.com/ 

Talk radio on life and disability (available only on the web in Iowa).

Beyond Affliction: The Disability History Project 

http://www.npr.org/programs/disability/ 

A documentary radio series about the shared experience of people with disabilities and their families since the beginning of the 19th century. Includes excerpts from the show, and annotated links.  From NPR.

Disability Social History Project

255 3rd Street, #202

Oakland, CA 94607 

http://www.disabilityhistory.org/  

A history of people with disabilities, their contributions, and their struggle for civil rights. Includes media images and the social/political events that have affected and been affected by people with disabilities.

Cornucopia of Disability Information

http://codi.buffalo.edu/ 

URL links to hundreds of web sites categorized by topic. 

Yahoo - More disability links, using www.yahoo.com

Search using the key word disability then click on web sites for best viewing.

Appendix VI: 

Durable Power of Attorney for Health Care Decisions

It is strongly recommended that you contact legal counsel when preparing this form.

(Note for Braille users: This scanned form is not available in text format.  Contact your lawyer for assistance.)

Appendix VII: 

Organ Donation

How can I become an organ donor? 

Anyone regardless of age or previous illness can become an organ donor in the state of Iowa.  You can identify yourself as an organ donor on your driver's license.   

Many organs may be donated including the heart, lungs, liver, kidneys and pancreas as well as corneas, bone, skin, heart valves and blood vessels.  

Organ donors are encouraged to discuss the issue with their families and if they decide to be a donor.  Then fill out the organ donor card in the presence of two witnesses.  Keep this card in your purse or wallet where it can be easily found. 

For a donor card or more information, contact:

Iowa Statewide Organ Procurement Organization

2732 Northgate Drive

Iowa City, Iowa 52245

Phone, toll-free: 1-800-831-4131

Appendix VIII: 

Living Will

It is strongly recommended that you contact legal counsel when preparing this form.

(Note for Braille users: This scanned form is not available in text format.  Contact your lawyer for assistance.)

