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July, 1994

Dear Fellow Patients.

I'm writing to you because | share your interest in renal
rehabilitation. 've been on dialysis since 1970. And 'ma
survivor of three failed transplants.

Despite these challenges, though, | returned 0 school after starting
dialysis and got an associate degree in mechanical technology.
Eventually, | became manager of my company’s 10l engineering
department. More recently, I've been spending My time setting
up an employment program for other kidney patients.

I'm also an emeritus member of the Life Options Rehabilitation Advisory Council. This Council
includes patients, care providers, government representat'rves, and researchers. While we have
gifferent experiences and training, all of us have one common purpose: working 10 identify and
address renal rehabilitation issUes.

Recently, the council developed @ renal rehabilitation resource report called Bridging the
Barriers. The following pages of this booklet present @ specially prepared summary of that report
for patients and family members living with renal disease.

As you can See, the Council has identified five “bridges” 10 rehabilitation. The council refers t0
these bridges as the “5 ES™: encouragement, education, eXercise, employment, and evaluation.

This booklet Jetails how you can approach life with these “S £’s” 50 you can get the most out of life
on dialysis.

As an individual living and working with renal disease, I've learned that you can, with some
effort, take control of your life and do better than you think.

Remember, you're not alone.

Sincerely,

v ﬁ#grx- ﬁaﬁﬂﬂ

Bruce Lublin

Dialysis patient
Emeritus Member of the Life Options Rehabilitation Advisory council
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REHABILITATIONAND YO —/—— ——

very 12 minutes, more than 100 times a day, someone in the U.S. is told
they have “end-stage renal disease.”

Many of these new patients will fear that end-stage renal disease (ESRD)
will mean the end stage of their lives. A few may even allow the illness to destroy
their hopes and dreams. Other patients, though, will keep doing the things that
are most important to them — like working, traveling, exercising, doing hobbies,
and remaining active in family and community life.

How much will your life change? That depends a lot on you. There are
countless patients who look at dialysis as a quiet time to read or relax, and then
go back to doing all the things they did before. It’s up to you how much you want
to keep your life the way it has been.

It is very normal to be afraid at first, and worried about how your life will
change. You're not alone. There are many, many people who can help you.
Your dialysis team (doctor, nurse, dietitian, social worker and technician) is a
good source of advice and help about rehabilitation.

What is rehabilitation?

Rehabilitation means restoring you to stable health, a positive outlook, and
activities you enjoy. Why do you need rehab? To help you feel better both
physically and mentally, and live your life to the fullest.

Recent breakthroughs in medicine and technology have made treatment
for kidney failure more effective. Some of these advances include new medicines
and more efficient equipment. This means that now more than ever before,
kidney patients have the potential to return to an active and productive life.

The Life Options Advisory Council —a group of doctors, nurses, administra-
tors, social workers, patients, researchers, and others — has been working on
renal rehabilitation. They wrote a report called Bridging the Barriers, to help
focus national attention on rehabilitation issues.

This booklet brings you key points from that report. It was written with patients
and their families in mind.

Rehabilitation for kidney patients means a coordinated program of:

= Medical treatment = Education = Exercise

= Counseling e Diet

These pieces of the rehabilitation puzzle all work together. Rehabilitation can

improve your fitness and energy, increase your ability to work, and help you have
a better life.




What Goals Should You Set For Yourself?
Some key rehabilitation goals for patients with kidney failure include:

= A good understanding of how to live well with dialysis

= Taking part in your own treatment as much as possible

« Better fitness

= (etting back to the activities you enjoyed before kidney disease
= Employment, if you are able to work

Ask yourself, “What is my dream?” It may help to write down your major
goals. Break them down into action steps. And put the list where you can see it
every day.

Do Renal Patients Work?

Kidney failure affects people of every age, race, and walk of life. Yet, as a group,
the nearly 200,000 renal patients are somewhat different from the whole U.S.
population. Here are some interesting facts:

* In 1992, 42 percent of the ESRD population was over the age of 60, up from 32
percent in 1978.

= About half of kidney patients are within working age. Many have at least a
high school diploma and the physical ability to work.

= Only about 25 percent of dialysis patients are working now. But many more say
they are able to work! The number of working renal patients could probably be
doubled, according to recent studies.

= Many kidney patients want to work and have important contributions to make.
Our nation can’t afford to waste their unique talents!

You need to know that if you leave school or your job, it may be hard to
return. As a dialysis patient, it’s important that your treatment team (doctor,
nurse, social worker, etc.) continuously look at how you can work together to
improve your ability to work. This will help ensure the right rehabilitation efforts
for you.




Does Rehabilitation Mean More Than Working?

Yes. When possible, work is an important goal to help rehabilitate patients with
kidney failure. But there’s more to rehabilitation than working. Also important
are motivation, education, and improving the quality of your life.

Some patients can be encouraged to do recreational activities such as
classes, hobbies, or travel. Some need physical and occupational therapy to
increase strength and endurance. Others would be helped by counseling in peer
groups or by professionals to help them adjust to renal disease.

All patients and their families
need ongoing education. When it’s
possible, you can even start learning
what to expect before you begin dialysis.
It's a real plus to know the facts about
your disease, types of treatment, diet,
and what to expect in your personal and
family life. Education and better physical
fitness are rehabilitation goals for all
patients with kidney failure.

Obstacles You Can
Overcome

If you're a new kidney patient, you
probably don’t know what to expect
from life on dialysis. If you've been on
dialysis for a while, you may wish that
you had known some things a lot earlier.
Many obstacles to rehabilitation, like
poor attitudes, not enough information,
and lack of exercise can be overcome if
you learn about them early and know
what to do.

Attitudes can help — or harm
Attitudes are very important. At some
point, you may meet people who have
negative attitudes about kidney disease.

BRIDGES TO REHAB: THE “FIVE E’S”

The obstacles we talked about are
challenges for many patients. To help
patients overcome these barriers and
live better lives, the Council has named
five “bridges,” or five “E’s.”

= Encouragement. A positive attitude is one key to a good
life — with or without kidney failure. Working hard for
something and taking control of your life gives you a sense
of purpose.

= Education. The more you can learn about your illness and
its treatment, the better you will be able to manage it.

= Exercise. Regular exercise can improve your fitness,
give you more energy, and make your general health and
outlook better.

e Employment. If possible, don’t quit your job! A job
gives you self-esteem, identity, independence, a sense of
accomplishment, a social outlet, and a higher standard of
living. If you can’t keep your job, you and your social worker
need to look at programs that can help you retrain or find a
different job.

= Evaluation. Research is being done all across the country
on ways to support rehabilitation, and to help you live a
fuller life.

They may not support your desire to remain an active person. These feelings can
be contagious and harmful. Feeling depressed or less than whole makes it very
hard to look for a job, exercise, or even enjoy a favorite activity.




It is normal to be scared and depressed at first. It is normal to feel that your
body let you down, and even to think, “Why me?” Learning all you can and
talking to people will help you overcome those feelings. Kidney failure is only
one fact about you. The rest of you is still the same.

Many people with renal disease who receive proper treatment can enjoy
many of the same activities they enjoyed prior to their renal failure. The single
most important thing you can do is decide that you will keep doing what you
love — whatever that is.

Adequate dialysis is a must

Besides having a positive frame of mind, getting enough dialysis is also
important to your well-being. Dialysis must do the work of your kidneys which
normally worked 24 hours a day. Every minute of dialysis is important, and more
Is better. If you don’t get adequate dialysis, you won’t have the energy to do the
things you enjoy. Ask your treatment team about your dialysis prescription.

Be informed

Be an informed patient and healthcare consumer. Learn all you can and ask
questions. Knowing about your disease and working together with your doctor
allows you to take some control over your life with kidney disease.

Keep fit — and you’ll have more energy

Have you ever heard of “use it or lose it?” Patients with kidney failure don’t know
what activities they can safely do so they do nothing and their muscles get weak.
Then they feel tired, and they don’t want to do anything physical. It’s a cycle that
you can prevent. Ask your doctor what activities you can do safely. You will
probably be surprised to find out all that you can do. Exercise actually gives you
energy. To keep your muscles strong and your energy up, stay active. If you were
never active before, now is the best time to start.

The following pages explain how you can use the rehab “E’s” to
make the most of life on dialysis.




ENCOURAGEMENT IS ESSENTIAL=————————

t's important for new patients to know that you can keep doing things

that are important to you. Talking to someone who knows how much
kidney patients can do can be very helpful. This is what we mean by encourage-
ment. We hope you will have the chance to talk to someone who can encourage
you to learn as much as you can and to work hard to keep your life the way you
want it. You must believe in this, too.

Kidney disease can turn your life upside down. It can
be very easy to give up and let other people take care of you.
If you rely on everyone else, it can be hard to take control of
your life again. That’s why it’s critical for you take responsi- that | would never stop thinking about
bility for your own health right from the start.

“| thought I would never smile again,

e . my misery and my unfair fate.
A key part of that responsibility is for you to exercise,

learn about kidney failure and its treatment, and follow your | have gained spiritual strength.
treatment plan of good dialysis, diet, and exercise. Nobody
can “rehabilitate” you if you aren’t interested. You have to

want it yourself. | am actually stronger than before.

Adjusting to kidney failure and finally accepting it can
take time. It is quite a blow to learn that you’ll need lifelong
treatment because your kidneys no longer work. Even if you emotional problems with dialysis and
knew it would happen, it can be difficult to cope. Many
patients go through several stages of getting used to the idea.

Denial is usually the first phase. Patients may refuse to now | know what’s really important in life.
accept that they are ill. It is very important to follow the diet
and fluid plan, and take the medications your doctor
prescribes for you. If you deny that you have kidney failure Anonymous patient quote
and don’t follow your treatment plan, dialysis will be even
more of a shock to your system.

Though physically I am more frail,

Working through all my physical and

having been so close to death,

Now | am really living.”

A later phase of adjustment is discouragement, or depression. Patients may
feel hopeless, or that life isn’t worth living because it isn’t the same. Others may
be angry at their bodies for letting them down, at themselves for not following
the doctor’s orders earlier, or even at God for letting this bad thing happen to
them. It just doesn’t seem fair.

Patients adjusting to kidney failure also have to face their fears of the
treatment itself, and their fear of dying. It’s a lot to deal with. At a time like this,
a helpful way for people to lessen their fears and learn to cope is to talk about
what is happening.
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Besides encouraging patients in her dialysis center t0 keep
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EpucaTION IS A TooL EVERYONE CAN USE

ne of the hardest things to do when you know you have a medical
problem may be to learn more about it. But even though you may have
many frightening questions, you may find comfort in knowing the answers.

Learning about your disease and its treatment puts you in charge.
Education helps you understand the “why” behind your treatment. After all, even
though your nephrologist (kidney specialist) knows more about kidney disease
than you do, you are the expert about you.

Patients with kidney failure who learn as much as they can, make sure that
they get enough dialysis, and take the right medications at the right time, can
avoid health problems later.

Patients often do best if they learn about their treatment and take an active
part in the dialysis itself. In many facilities, patients learn to weigh themselves,
take their own blood pressure and temperature, and assist with other aspects of
the dialysis.

It can be easy to sit back and let the dialysis staff take care of you. But
education helps patients like you take control of their treatments and their lives.
Taking part in rehabilitation activities that are offered is another important part
of learning how to live well with kidney failure.

There is a lot for you to learn about ESRD and dialysis. It may seem over-
whelming, but you don’t have to learn everything in one day or even one month.

Through education you can find answers to questions like:
= How do | talk about kidney failure with my family?
= How do I talk about kidney failure with my boss?
= What's the best treatment for me?
= How can | eat better?
= How do | start a safe exercise program?
= How do other patients cope with kidney disease?
= How can | share what I've learned with other patients?

Have you been on dialysis a long time? You may be surprised to know that
there are things you need to learn too — like the newest technology, medicine,
and rehabilitation efforts.

11
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Charlie Rodriguez of Tampa, Florida uses his experience asa
nineteen-year kidney patient t0 educate other patients about
finding new jos. Charlie, 40, is the coordinator of the Renal
Employment Program, & New program sponsored by the
Florida Renal Coalition and the State of Florida.

The program will help patients |earn about finding jobs,
«connecting patients with employers that the patient is suited
t0.” According 10 Charlie, the employer is made aware of all
the patient’s needs so that dialysis and health are integrated
into the job schedule.

Charlie’s need 10 educate kidney patients about employment
stems from not only his own personal experience, hut also his
extensive volunteer work experience 5@ patient advocate,
patient services chairman, and public education speaker with the NKF and
AAKP. Charlie s living proof of what he promotes and educates Other ESRD
patients about.

His schedule begins with £:30 am dialysis followed by working 10:00-5:00
on Mondays, \Wednesdays, and Fridays. On Tuesdays and Thursdays,
Charlie works full time. Charlie says the key to his SUCCESS is “managing
dialysis, diet, and exercise well,” as well as support from his wife, son,
and doctors.

According to Charlie, «physical and mental well being changed my
outlook froma negative t0 positive. It took three years for me to face
kidney failure. You have to work with this machine-it’s going to be part

of your life.”

12




N o T T R U o | ——

urprisingly, many patients — and even many health professionals — don’t

yet know that exercise is important for patients with kidney disease. There
Is plenty of evidence now that shows that people on dialysis can benefit from
regular exercise.

Wastes that build up between dialysis treatments and lack of exercise may
lead to loss of muscle mass and tone. Mild exercise is one of the first rehabilita-
tion tasks a patient can begin that will help both the body and the mind.

Regular exercise can also help you sleep better, reduce depression and
anxiety, fight anemia (low red blood cell count), and strengthen
your bones and muscles. It also helps control your blood pressure
and reduce your risk of heart disease.

“I've always felt the best on dialysis
Keeping up with the activities you want to do takes energy,

flexibility, strength, and endurance. Whether it's dancing to music when | was exercising.
around the house, playing catch with a child, walking through the

mall, planting flowers in the garden, cleaning the house, or walking
to a friend’s house ... the fact is, you need exercise. keeping active.

| can’t stress the importance of

Exercise doesn’t just happen. It requires active participation on Not only does it help you physically
your part. There are many levels of activity to fit different levels of _
ability — from a vigorous workout to walking around the block to but it really helps your sense of

stretching exercises. confidence, your self worth.”

Exercise physiologist Patricia Painter, PhD, has some
suggestions for putting together an exercise program. Your program
should include:

Steve Coons, on dialysis since 1978

= Flexibility Exercise — such as gentle stretching of your arms, legs, neck,
and back

= Endurance Exercise — such as walking, bicycling, swimming, etc.

= Strengthening Exercise — lifting small weights at first (like one-pound
cans of food) and building up to more repetitions or slightly heavier weights.

The key is to start slowly, move gently, and if anything hurts, stop.
Stretching before you exercise helps warm up your muscles and prevent injury.
Exercise should be done regularly — at least 3 times a week. Get together with
other patients at your facility, your family or friends and start a walking club. It
can also be an enjoyable social outlet and give you a sense of accomplishment.

13
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Medication Helps Anemia, Fitness

Years ago, dialysis patients needed blood transfusions to help treat anemia

(a shortage of red blood cells) which made them tired and weak. The anemia
was caused by a lack of a hormone called erythropoietin that tells the bone
marrow to make new red blood cells. These days, anemia is treated with a
synthetic form of erythropoietin (often called EPO).

Studies of patients receiving EPO have shown that they feel much better.
They have more energy to do exercise, leading to better aerobic fitness and

muscle strength. In fact, the studies show that patients on EPO feel they have a
better overall quality of life.

Two good sources of information for starting your exercise program are
available. A brochure, Fitness after Kidney Failure, is available from the
National Kidney Foundation by writing to NKF, 30 East 33rd Street, New York, NY
10016. A new fitness book for older adults, Pep Up Your Life, is available by
writing to the American Association of Retired Persons and President’s Council
on Fitness, at 601 E Street NW, Washington, DC 20049.

14




EmMPLOYMENT CAN BE A GoAL For You

inding, changing, or keeping a job may be one of the first challenges

faced by kidney patients who are of working age. If you’re working, it’s

very important to keep your job if you can, especially if it comes with health
insurance.

Don’t jump into a decision about your job until your body has had a
chance to get used to dialysis. At first you may feel tired and out of sorts. After a
few weeks or so, you'll begin to adjust to the treatments, and then you can decide
what to do.

Instead of quitting your job right away, talk to your dialysis
team. Tell your doctor how you feel now, and ask him or her how

, . . “It’s very important to have some
soon you'll feel more normal again. If you want to keep your job,

ask your social worker how you can talk to your boss about this activity that's meaningful to you
issue. Taking sick time, vacation time, or a temporary leave of _

absence can huy you some time to think about your plans. You outside the home.

may even be able to work part time for a while or switch to a Employment is one area where people

different shift or job.
can get a lot of satisfaction

What About Job Discrimination?

If your job calls for a lot of heavy lifting or standing, you may
need to change job assignments. Maybe you could keep track self-satisfaction, sense of identity, and
of inventory or do something else less physical. A law called the
Americans with Disabilities Act (ADA) makes it illegal for employ-
ers to discriminate against people with disabilities who can do Bruce Lublin, on dialysis since 1970
the required work. The ADA requires employers to make minor
changes called “reasonable accommodations” so people with
special health care needs can work. This law also forbids discrimination against
people with disabilities in transportation, and public accommodations like
schools, stores, libraries, and recreational facilities.

because it gives a social outlet,

increases their standard of living.”

You may not have thought of yourself as having a “disability,” and that’s
good. You should know that this law was passed to help people who have a
disability or who are thought of as having one. Even though you don’t think of
kidney failure as a disability, other people (like your boss) might.

The kinds of accommodations most ESRD patients need are reasonable.
More frequent breaks, a chair to sit in, a place to do CAPD exchanges, and
flexible scheduling to work around dialysis are some ideas. The ADA protects you
if your employer has more than 25 employees. Your social worker can call your
state department of vocational rehabilitation to help you get more education or
retraining if you need to change jobs.

15
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Kidney patients need to be health care consumers and
integrate dialysis into their normal work and life schedule,
according to John Smith.

John , 39, is an 11-year hemodialysis patient whois a full
time city bus driver for the Greater Richmond Transit in
Richmond, Virginia.

John begins his schedule with 7:00-11:30 am dialysis ata
dialysis center that is “close to home and work.” John
works as a bus driver from 4:00 pm-12:30 am. John says
that his 5-year employer s supportive of his needs. 1 made
a promise 10 the Personnel Manager — I'd give 100 percent
effort if the company would give Me 100 percent support.”
John says he rarely misses work, “except fora few health
problems” not related t0 work.

John emphasizes personal involvement with health care. “pgtients have
different needs, priorities, and psycho\ogica\ needs.” John promotes
“individualized” health care, and co-working relationship between
patient and physician. John says he has «gefied the odds across the board,”
hecause his is SO actively involved with his health. He has always worked
while on dialysis, has an 8-year old son, and actively recruits and attends
NKF patient and doctor workshops. “The petter prepared you aré, the better

off you are. Ifyou gointoa chronic disease with a negative attitude, you
won't beat it. If you want to beat it, you will.”

16




If you feel you are being discriminated against for a job or promotion
because of your kidney failure or other disability, the Equal Employment
Opportunities Commission (EEOC) will look into your claim and protect you
against retaliation for filing a charge. To report a violation of the ADA or to get
more information, you can call the EEQC, toll-free at 1-800-USA-EEQC. Your
state may also have laws to forbid job discrimination. Look in your phone book’s
Government section for a Human Rights or Civil Rights agency to call.

Scheduling Dialysis Around Your Work

If you are working and want to keep working, there are two things
you can do about your dialysis schedule. You can ask for a dialysis
schedule that will make it easier to keep working or you can try to
change your work schedule.

Some dialysis facilities have early morning or evening shifts
that are good choices for working patients. Don’t be afraid to ask
for what you need. Talk to your social worker and your doctor. If
they know how important working is to you, they may be able to
change your schedule.

“Not only do you need to be educated
when you start dialysis,
but your employer needs

to be educated t00.”

Steve Coons, airport planner and
dialysis patient for 15 years

Sometimes, schedules in facilities are very tight because staff

members are trying to accommodate the needs of many new
patients. Your staff may be working very hard to take care of many
patients on each shift.

Other ideas you may wish to consider include choosing a different
treatment that allows you more scheduling control, like CAPD, CCPD or home
hemodialysis. Talk to your doctor about what you can do.

When you try to solve this problem, take notes. Write down the names of
people you talk to, their phone numbers and dates, so you can call them back if
you have questions later. Together with your team you can make your
rehabilitation better.

We hope scheduling will be easy for you. But if it isn’t, working to solve a
problem like this can give you a sense of what you can do if you put your mind
to it. You’ll see how useful that positive attitude can be.

17




Looking For A New Job

In a slow economy; it can be hard for anyone to find a new job. If you are
having a hard time finding one, it may not be your kidney failure that is the
problem. You may need to try new ways to look.

“You have to look at your job
search as your full-time job.
It takes determination, networking
and a lot of resumes.
| sent out about 250 resumes
in 8 months.

You have to be willing to work
at your job search week after week
after week.”

Tom Howard,

senior buyer at manufacturing firm
and transplant patient

Newspaper ads are not the only way to find out about new jobs.
Tell everyone you know what kind of work you hope to find.
Someone may know of an opening that you would be suited for.
Learn as much as you can about the companies who do the type
of work you're interested in, and write to them. If you're in a trade
or profession that has a newsletter or journal, you can watch for
jobs there, or even put in an ad yourself.

Civil service jobs through cities, states, counties, and the federal
government usually offer good benefits and have antidiscrimina-
tion policies that may make it easier for you to get hired. Usually
you will need to fill out an application, and then take a test for the
job. You can often have civil service job listings mailed to your
home for a small fee. Look in the phone book government listings
to find out how to get the listings. (The public library has study
books for many of the civil service tests to help you prepare).

You may be thinking about switching to a new line of work. Talk
to your social worker or vocational counselor about it. Every state
has a Division of Vocational Rehabilitation (DVR) to help people
learn new job skills. They may be able to help you take classes at a

technical school, start an apprenticeship, or even go back to school for that
college or graduate degree you wanted. Scholarships, loans, or veteran’s benefits
for education may also be available. Most schools have a financial aids office
that explain loans or scholarships for which you may qualify.

18




EVALUATION IS THE BasIS FOR NEw KNOWLEDGE ———

ou can be hopeful — because research is being done all across the
country to evaluate ways to support rehabilitation, and to help you live a
fuller life! Many test programs and projects are helping scientists and the
government figure out what works and what doesn’t in rehabilitation.

Evaluation, however, does not belong solely to doctors or researchers.

You too can evaluate what your barriers to rehabilitation are. And you can
work with your family and treatment team to set specific goals for overcoming
those barriers.

The more you evaluate what you can do and want to do, the more you’ll
be able to focus your energy for rehabilitation. Evaluation means getting a better
understanding of the limits you set for yourself, and the ones that really exist.

If you are asked to be part of a research study, think about it. Often these
studies are set up to learn how to help kidney patients live better lives.
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CoMmON QUESTIONS ABOUT KIDNEY DISEASE ———

ere are some questions that many patients and family members ask

about kidney disease. If you have other questions or would like more
detailed answers to these questions, you can contact some of the resources listed
at the back of this booklet and talk to your treatment team.

What Is Kidney Disease?

End-stage renal disease is the complete loss of kidney function. This loss is
permanent.

As you may know, kidneys have several vital jobs. They rid the body of extra
fluid and wastes through the urine. They control the body’s acid/base balance
(pH), and fluid balance.

Your kidneys produce several hormones that act on other parts of the
body. Calcitriol, or active vitamin D, controls the levels of calcium and phospho-
rus in the body for healthy bones. Erythropoietin signals the bone marrow to
make red blood cells. Both of these hormones can now be given to kidney
patients as medicines prescribed by a nephrologist. Other kidney hormones
control blood pressure.

When kidneys fail, the abilities to regulate blood pressure, acid/base
balance, fluid levels, bone formation, and red cell production go haywire.
Hemodialysis, peritoneal dialysis, or a kidney transplant are needed to replace
some of the kidney’s functions and keep you alive.

Kidney disease would be fatal without treatment, but fortunately treatment
can keep patients alive, active, and productive.

What Causes Kidney Disease?

Many things can cause kidney failure. Diabetes is the number one cause.
More than a third of new patients with kidney disease have diabetes.
Hypertension is the second leading cause of kidney failure. Other causes are
glomerulonephritis, polycystic kidney disease, interstitial nephritis, and other
diseases. Less common causes are a bad reaction to toxins in drugs, birth defects,
lupus, AIDS, drug abuse, sickle cell disease — even some types of food poisoning.

Complications of kidney disease may include insomnia, fatigue, weight
gain and swelling in your body, loss of appetite, headaches, itching, restlessness,
shortness of breath, and muscle cramps.
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What Are The Treatment Options?

Your treatment needs may change as your condition changes. In the early stages
of chronic kidney failure, medicine and a special diet may help. Following a
special diet very carefully may even put off the time when you’ll need dialysis or
a kidney transplant. Talk to your doctor or dietitian about this. You may need to
ask for a referral to a nephrologist, a doctor who specializes in kidney diseases, if
you are not yet seeing a specialist.

When your kidneys no longer function alone, there are three major
treatment options you can select, with the help of your doctor and health care
team: hemodialysis, peritoneal dialysis, or a kidney transplant. Learn as much as
possible about your options.

Hemodialysis cleans the blood by passing it through tubing to a special
filter called a “dialyzer.” Wastes and extra water pass into a fluid called
“dialysate,” and are washed away. A dialysis machine pushes the blood through
the dialyzer at the right speed for your body. Alarms and monitors on the
machine help assure safe and effective treatments.

Patients who choose hemodialysis need an “access,” a special blood vessel
created surgically. At each dialysis treatment, two needles are put into the access
and hooked up to the dialysis tubing. Some facilities use a local anesthetic (pain
killer) to make the needle insertion almost painless.

Hemodialysis can be done at a dialysis center or at home. Training
programs teach a patient and helper to do the treatments at home. Scheduling
can be at the family’s convenience. Backup help is always available by phone.
Home hemodialysis has an excellent record for helping patients lead full,
active lives.

Even in a dialysis center, it is important for patients to do as much as
they can for themselves. As we’ve said earlier in this booklet, learning to take
temperature, blood pressure, and predialysis weight, cleaning off the access,
and even putting in the needles helps patients keep control of their lives.

Peritoneal dialysis uses the same principles as hemodialysis, but
without the dialyzer. Instead, the lining of the patient’s abdomen is used to filter
the blood. To do this, a tube called a catheter is surgically placed in the belly.
Dialysate fluid is placed into the abdomen through the catheter. Wastes and
extra fluid move into the dialysate. After several hours the used dialysate is
drained off into a bag, and a fresh bag of dialysate is put in. The process is called
an exchange.
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Because the catheter leads directly into the body, it is vital to use sterile
procedure for every exchange. Otherwise bacteria can enter the abdomen and
cause painful infection (peritonitis). Patients who choose peritoneal dialysis are
taught how to do the exchanges properly.

Most patients who do peritoneal dialysis do four exchanges a day, or
Continuous Ambulatory Peritoneal Dialysis (CAPD). “Ambulatory” means
walking around. CAPD exchanges can often be worked around school or work
schedules, which makes it a good choice for many working people, if it suits their
medical needs.

Some patients use a cycling machine to move dialysate in and out of the
abdomen, usually just at night while they sleep. This is called Continuous
Cycling Peritoneal Dialysis (CCPD).

A kidney transplant is an operation to put a healthy donor kidney into
the body of a patient with end-stage renal disease. The healthy kidney can either
come from a living person, usually a relative, or from someone who is brain
dead but whose body and kidneys have not died (cadaver transplant). To have
the best chance of success, the new kidney must be a close match to the patient’s
blood and tissue type, and the patient must be in good health except for their
kidney disease.

Because the patient’s immune system may try to attack the new kidney,
transplant patients must take medications for the rest of their lives to prevent
the immune system from causing the body to reject the kidney. With a successful
kidney transplant, patients do not need daily treatment to remove toxic wastes
from the body.
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WORKING WITH YOUR TREATMENT TEAM

irst and foremost, you are the key member of your treatment team. It’s
up to you to be an active, motivated and verbal member! Your treatment
team typically includes you, your nephrologist (kidney specialist), nurse, social
worker, dietitian, and dialysis technician. Of course, your family is also a critical
part of your care team. Here are some tips for working effectively with your
treatment team.

How Can | Work With My Doctor Or Nurse?

Your doctor’s role is to assess your needs, prescribe treatments and medicine,
and check your progress. The nephrologist directs the rest of your medical
treatment team.

Your nurse keeps track of your treatments and concerns. Your nurse also
looks at what you need and encourages you to be independent. When you see
your nurse or doctor, it’s a good idea to:

= Write down your list of questions. It’s easy to forget what was on your
mind when you’re talking to a doctor or nurse, especially if he or she is asking
you questions. A written list will help you remember. When the doctor or nurse
sees that you have a list, he or she will know that you’ve been thinking about
your treatment and that you want to learn more. Share your concerns and
fears, t0o, so your nurse and doctor can help you learn what you need to know
to cope with Kidney failure.

= Ask for answers in language you can understand. Doctors, nurses,
and other medical people are so used to medical words that sometimes they
forget other people don’t understand them. If you have lots of medicines to
take, for example, you might ask the doctor or nurse to draw you a chart for
the week, and show you what to take when.

= Take notes. Bring a notepad along, and write down what the doctor or the
nurse tells you. This way, you’ll have something to look back at later when the
details start to fade, and it may help you think of other questions. You might
even want to keep your questions and the answers you get in a special
notebook or binder.

= Know what options are available. We discussed the different treatments
on page 21. Learn as much as you can and talk to your doctor about the right
choice for you.

= Understand and follow your treatment plan. The best way to be sure
that you’re healthy enough to keep doing the things you love is to take good
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care of yourself. This means taking your medications when you're supposed to,
following your diet, getting exercise and enough dialysis. Understand how your
therapy works and what will happen if you don’t follow it.

How Can | Work With My Social Worker?

Most facilities have a renal social worker. Your social worker is there to help you
and your family adjust to kidney disease. Support may be in the form of individ-
ual and/or group counseling, or helping you find financial, transportation, or
job services. When you see your social worker, it's a good idea to:

= Write down your goals. What do you want to accomplish? What activities
do you want to continue? Now that you have kidney failure, you need to look at
your life and make some decisions about what you want to do. Make a list of
the things that are most important to you, and ask your social worker how you
can keep doing them. Traveling? Working? Taking care of a family? Your list of
goals will help you and your social worker decide what needs to be done first.

= Talk about your feelings. Your social worker has helped many patients
learn to adjust to kidney failure. It can help you to talk about your feelings to
someone who understands. Talk about your problems and keep an open mind
for solutions. Your social worker can help you find other patients to talk with,
and help your family learn how to help you.

« Ask for help. When you have a question like how to get from work to
dialysis, or how to plan a family vacation, or how to find an exercise class, or
go to college so you can get a better job, ask your social worker for ideas. Even
if you’re not sure if they’ll know the answer, social workers spend a lot of time
learning about what is available in the community, and may be able to help
you find the answers.

How Can | Work With My Dietitian?

Your dietitian’s role is to help you plan healthy, enjoyable meals that follow your
doctor’s orders. Healthy kidneys have the job of taking chemical wastes out of the
body that build up from food you eat or medicines you take. Dialysis takes over
some of the work of the kidneys, but it can’t remove all the wastes your kidneys
used to take out.

Since it’s much harder to take wastes out, it is now very important to avoid
certain foods that make a lot of waste in the body. Your dietitian will help explain
this to you.

It’s not a lot of fun to pay attention to every sip of fluid and every bite you
eat. Like any other “diet,” it's easy to feel deprived, especially when other people
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around you seem to eat and drink whatever they want. Here are some important
things to remember:

= Your dietitian is on your side. Most people these days do pay some
attention to the amount of fiber, fat and cholesterol in their diets to stay
healthy. But most people don’t get to meet regularly with a dietitian to help
plan meals that will meet their health needs — you have that opportunity. Ask
how to make good choices when you're eating out at a restaurant or party. Ask
for ideas on how to make special foods healthier. Be honest with yourself and
your dietitian.

« Ask for the help you need. Itisn’t easy to learn to cook and eat in a new
way. There are many cookbooks that can help you, and your dietitian can help
you find them. Ask for ideas on spices to replace salt, since you’ll probably be
on a low salt diet. If you have a question about how much potassium is in a
potato — your dietitian is the one to ask.

How Can | Work With My Dialysis Technician?

If you do hemodialysis at a center, you may actually have more than one dialysis
technician for your treatments. Some technicians take care of patients and
perform the treatments. Others reprocess dialyzers, or work with the equipment.
Dialysis technicians are not counselors, but they often talk to many patients, and
have good ideas about how these patients have solved some problems. An idea:

= Ask the technician to explain your treatments. One of the best ways
to learn about dialysis is to watch it, step by step. Ask your technician to
explain how the machine works, what each monitor does, and what the alarms
mean. Even if you only learn one small fact at each treatment, over time you’ll
understand more and more.

How Can | Work With My Fellow Dialysis Patients?

You can learn a lot from other patients. And they can learn a lot from you.
A few ideas:

= Ask questions about how they are dealing with working, sticking to the diet,
learning about dialysis, and other things you’re wondering about

= Organize a support, exercise or social group
« Keep your sense of humor

Your fellow dialysis patients are not just in your own facility. They're all
across the country in every city. By reading about and talking to patients outside
your facility, you’ll get a sense for how other people handle kidney disease, and
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how other places may do things differently. Some of these ideas may be just what
you've been looking for. How can you find them? Through organizations formed
to help patients connect with each other all over the country, and share ideas and
solutions. Here are just a few national groups. There may be more in your area.

American Association for Kidney Patients

The American Association for Kidney Patients (AAKP) has been helping kidney
patients for many years. For just $15 a year, patients and their families who join
the AAKP will get the AAKP Bulletin, the official AAKP newsletter. The Bulletin
has stories about patients, information about vacations, updates on national
health issues, and more.

AAKP members will also get Renalife magazine twice a year. Renalife has
articles about issues important to kidney patients, such as how to keep your
independence, exercises you can do safely, living with diabetes, and keeping
healthy after a transplant.

Each year the AAKP holds a convention for members, where you can meet
patients and staff from around the country, and learn how to take better care of
yourself. The conventions include entertainment, a banquet and awards dinner,
and lots of useful information for patients and their families.

The AAKP has produced other publications, such as a helpful guide to the
Americans with Disabilities Act. They also monitor national health insurance to
be sure that kidney patients’ needs are included. There may be a local AAKP
chapter in your area. To reach the AAKP and learn more, call 1-800-749-2257, or
write to: The American Association of Kidney Patients; 111 South Parker Street,
Suite 405; Tampa, FL; 33606.

National Kidney Foundation, Inc. (NKF)

The National Kidney Foundation is a large organization that helps kidney
patients and their families to learn more and live better. The NKF is also a leader
in teaching professionals — like doctors, nurses, dietitians, and social workers —
how to take better care of patients.

The NKF has 52 affiliates, or local groups, across the country. Many of these
affiliates are doing exciting work in rehabilitation. In one state, scholarships are
offered to patients who want to get an education. Other states have predialysis
education programs, or programs to help patients find jobs. A good way to find
out what your local affiliate is doing is to call them up and go to their next
meeting. You can find your affiliate by looking in the phone book under
“National Kidney Foundation.”
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Besides the affiliate activities, the NKF has many booklets, brochures,
videos and other information about many different aspects of kidney diseases and
kidney failure. If you have a question about a certain disease, a type of treatment,
drug abuse, fitness, sexuality, or many other topics, your NKF affiliate may have
the answers.

The NKF has also launched Family Focus magazine, to provide
information and encouragement to patients to help them take control of their
lives. Family Focus magazine is sent to every dialysis unit in the nation — so
every dialysis patient in the country should have access to it. Ask about it!

The NKF has an information line to answer questions you may have
about kidney disease and treatment. You can contact them at 1-800-622-9010, or
write to: The National Kidney Foundation, Inc., 30 East 33rd Street, New York,
NY 10016.

American Kidney Fund (AKF)

The American Kidney Fund (AKF) was started in 1971 to give funds to needy
kidney patients. Individual grants are given to eligible patients who need help
paying for medications, transportation, a special diet, home dialysis supplies, or
other needs. Patients are usually referred by their doctor or social worker.

The AKF Emergency Fund helps patients who are having a medical crisis.
The Disaster Relief Fund gives cash grants for clothing, rent, and other needs
after a flood, hurricane, fire, or other disaster.

Patients who need extra money to take a vacation may be eligible for the
Sherer Travel-Related Dialysis Program. The program helps pay for dialysis that
is not covered by Medicare or insurance when a patient is away from home.

Other AKF patient programs include a program to help children with
kidney disease go to camp, a program to pay for iron pills, and educational
pamphlets. The AKF also has a kidney donor awareness program, and many
educational programs for professionals and the public.

To learn more about the AKF, call the toll-free Help Line at 1 800-638-8299,
or write to: American Kidney Fund, 6110 Executive Boulevard, Suite 1010,
Rockville, Maryland 20852.
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Tips FOR TRAVELNG — — ——

art of the fun of taking a vacation is planning out where you’ll go and
what you’ll see. Kidney patients can travel nearly anywhere that dialysis
is available (and some places it isn’t, if you bring your own equipment). You just
need to plan ahead.

Consider the case of dialysis patient Patty Stewart. She and her hushand,
Kent, loaded a camper with dialysis equipment and traveled across the country
for two years. If they could manage a trip like that, surely you can go fishing at
a lake, make it home for the holidays, attend the AAKP annual meeting — or
nearly anywhere else.

If you're planning on traveling out of town on business or pleasure, talk
to your social worker to help you set up dialysis while you're out of town. There
are even cruises and vacation centers especially for kidney patients, which you
can contact. You'll want to ask about how out of town dialysis is paid for. If you
are part of a Health Maintenance Organization (HMO), you may have to pay for
the part of your out-of-town care that the federal government doesn’t cover.
Some facilities may require you to pay your copayment amount for treatment
including drugs. Here are some ideas for selecting a dialysis center:

= Before you leave, call several dialysis units and talk with the head nurse or
social worker. Ask them about their equipment, shifts, even their philosophy
about dialysis, and then make your arrangements.

= If possible, talk to other people who have been patients there.
= Make sure the unit can accommodate your schedule.

= Give the nurse or social worker some of your history and what is specifically
important to you in your treatment.

= Tell them what you expect and learn what they expect. You may have to
compromise but at least you shouldn’t have any big surprises.

= Ifyou are on CAPD or CCPD, it may be possible to have supplies shipped to
where you’ll be staying in your vacation area.
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FOR FamiILY MEMBERS: YOUR ROLE IN REHABILITATION =

his section is devoted to family members. You have a very important role

in your loved one’s rehabilitation. People with kidney failure are not help-
less. I they learn as much as they can, exercise, follow their treatment plan, and
keep a positive attitude, they can do many activities they did before renal failure.

Anyone with experience with kidney failure knows how much the disease
can affect the family. The patient’s limits are, to some extent, the family’s limits.
Like the patient, the family needs time to adjust and learn how to live with
kidney failure.

It's perfectly normal for you to feel frustration, resentment, anger, detach-
ment, quilt, fear, or helplessness toward the situation or the patient. Recognizing
and coming to terms with such feelings helps you grow beyond them.

Figuring out how to provide the right amount of support for your loved one
IS a big joh. Often, you can find yourself torn. You want to make sure the patient
follows the treatment plan. But you also want to see the person be independent.
Families often teeter between denying the person is sick — like forgetting about
the special diet or fluid limits — and smothering him with too much care. It isn’t
easy to find a balance.

The best way to help your family member with kidney failure is to talk
about it with him or her. Take your cues from the patient. This won’t always be
easy. As the patient gets used to the idea of kidney failure, he or she may change
his or her mind from day to day regarding the amount of help needed. Do your
best to show you care. Over time, the right balance will happen.

In the long run, it's best to encourage the patient to be more independent.
Don't let kidney failure be an excuse for doing nothing all the time. After the first
few weeks or months when the patient’s body begins to adjust to the treatments,
it’s OK to push a little. Remind the patient of things he or she liked to do before
that can still be done. Kidney patients can work, take vacations, go fishing,
garden, sew or knit, read, cook, do the dishes, take out the garbage ... and much
more. If you're not sure, ask the doctor or nurse.

If you find you are arguing a lot about the same things — or not talking
about the really important things — it may be time to talk to a renal social
worker, religious advisor, or other counselor. Having a person with a chronic
disease in the family is a major life change, and talking to a professional can
help you sort it all out.

As a family member, your attitudes about what a patient with kidney
disease can do are vital. It’s hard for a patient to keep a positive attitude if the
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people around them don’t do so. Today we know more about how to help patients
live normal lives than ever before. The technology and medicines available are
better, too. Many patients with kidney failure keep leading active, busy, enjoyable
lives, and your family member can, too. You can help your family member or
friend return to the activities enjoyed before kidney failure.

Use the “E’s” described earlier to help improve the quality of your loved
one’s life. (These “E’s” can help improve your quality of life, also!)

Encouragement

There are a number of ways you can use encouragement. Give emotional
support during the hard times. Tell him or her that dialysis or transplantation
need not dominate every part of family life. Keep a positive attitude yourself, and
learn as much as you can about how other patients and families cope.

Talk to other patients and family members who have experienced the
disease about how they coped with it. Talking to families who have adjusted to
kidney failure and kept doing the things they enjoy can really help. Ask if there is
a support group in your area. If your family is experienced with kidney failure,
you can reach out and provide encouragement, too. Helping others may make
you feel good yourself.

Education

Educate yourself about kidney disease. It’s vital to learn what’s happening
to the body.

Many symptoms and problems can be avoided by understanding the
patient’s condition. The more you learn about kidney disease, the more you
help your loved one and your whole family to learn. (The National Kidney
Foundation has a number of excellent patient education materials, as do other
organizations.)

You need to learn about emotional adjustments to the disease. It’s
important to know that adjustment to chronic illness for patients and family
members is a gradual, ongoing process of acceptance. It takes time. Along the
way, problems arise which need solving. You and your loved ones need to draw
on educational resources for solving these problems. To help you find what you
need, a list of resources are on page 34.
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Exercise

Talk with the doctor about the best exercise level for your loved one. You can help
by suggesting outings or family activities to include exercise appropriate for the
patient. Maybe you could take a family walk a few evenings a week after dinner,
or play an easy game of softball in the park. Swimming, golf, bicycling ... the list
goes on and on.

Don’t neglect your own exercise. Your physical and mental well-being are
important, too!

Employment

Employment provides many benefits, including self-esteem, independence, a
social outlet, and income.

Not everyone with kidney failure is a candidate to be employed. Some
people are retired. Others have disabling health conditions. If the patient in your
family was working before kidney failure, it's very important to encourage him
or her to keep the job, if possible. It's best to wait to make a final decision until
after the patient’s body gets used to the dialysis treatments.

Summing It All Up

Your role in rehabilitation is key. You are there for emotional and physical
support. But keep your perspective in balance. It's important for you to lead your
own life, have your own friends, and pursue your own interests, too.

To restrict your own life by focusing totally on the patient’s condition is not
healthy for either of you. You'll all need to find ways to build treatment for
kidney failure into your lives, while still doing the things you value the most.
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A GRANDCHILD’S DEFINITION oF RENAL REHABILITATION

Grandma Tipler

“\ly Grandma Tipler is seventy-five years old, but acts

like twenty. She has a short, curly wig because of her frail
hair, but wants to look nice. On her wrinkled right arm she
has some bumps from shots at dialysis. She is slight and
slender. My grandma walks slowly and carefully s0 she
doesn’t fall down.

Even though she has been on dialysis 14 years, grandma
never lets her disabilities get in her way. She helps my

sister and me cook. She also helps me with my projects like
the science fair project and projects for the fair. My grandma
joins clubs and travels a lot. She also saves & |ot of things.
Grandma has been retired for at least ten years and still has
her teaching materials.

My grandma is very energetic. She cans foods and works in
her garden constantly. In the summer she has had boys from
high school come Over and help her hoe, and she has tired them out.

My grandma is very encouraging. She always wants our cousins and
me to try something new. \When I was in kindergarten, | would go over o
the babysitter’s house. Every Tuesday, my grandma said she would let me
stay at her house if | played the piano. That is how | got started with the
piano. Grandma also doesn’t want us to give up. Whenever | am frustrated,
she always has me work until I understand it.

My grandmais comforting. Whenever | gét mad or sad, she comforts
me. Whenever my sister and | get mad at each other, she works things out
50 we aren’t mad.

My grandmais friendly and caring. She puts others first. She never
|eaves anyone out of something. Whenever my sister and | are playing
games, she makes sure no one is left out who wants to play.

| feel my grandmais important to me because she has helped me
start the things that | am good at now. She also has helped me learn to try
new things and not give up. Grandma is very important in my life.”

By Laura Tipler, Age 12
0Oshkosh, Wisconsin
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