








How do I talk to my healthcare team?

Many people find it helpful to have a notebook where they write down
questions for their healthcare team. If you’re like most people, you have
questions you think of at home, and then when you see the team it’s hard
to remember those questions. A notebook that you carry with you can be
a good way to make sure your questions are answered. Sometimes when
there’s so much to learn, it’s hard to know what questions to ask.
Remember when you were in school and you had to keep notes on all
the information you learned? Having chronic kidney disease is a learning
process, too.

A Friendly Note: It’s important to remember that you can ask more
than one healthcare professional the same question. If you ask someone
a question and aren’t satisfied with the answer, you should ask
someone else. It’s OK to get a second opinion.

What questions should | ask at my doctor visits?

To keep yourself as healthy as you can be, it’s important to understand
your condition and how it affects your health. The following is a list of
some questions many people have. You can use this list to check off the
questions you would like to have answered.

Checklist

What has caused me to develop CKD?

What are the stages of CKD and what is their significance?

What stage am I?

Am | going to need dialysis or a transplant soon?

What medical tests have | had done?

What medical tests can | expect to have done in the next three months?

What medicines have | been prescribed? What does each one do?
What side effects might | have?

What medicines, vitamins and/or herbs should | avoid?
Should I be following a special diet?

Should I be exercising? What types of exercises can | do?
How often should | be seeing my nephrologist?

Who do | contact in an emergency?

How will CKD affect my sex life?
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Who can | talk to about the emotions I'm having?

What Web sites, books and other resources can | use to learn more about my
health?

You may find it helpful to have a list of phone numbers and
medications posted by the phone and on the inside of your “question
notebook.” In addition, the notebook is a good place to keep track of
medical records. This notebook is also a great place to keep track of
how you’re feeling and what you’re experiencing.
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Medications

What medicines must | take?

It’s your right and responsibility to understand what
medicines you’re taking, why you’re taking them
and how to take them. For example, some medicines
should be taken with meals and other medicines
should be taken on an empty stomach. It’s important

to tell your medical team if you have stopped or
changed your medicines. Always let your pharmacist know you have
CKD and be sure to ask if there is anything you should know about the
medication. Stopping or changing medicines may affect other areas of
your treatment. Talk to your doctor if you have financial problems with
purchasing needed medicines. When you have CKD, medications may
be prescribed to: help your body make red blood cells, control blood
pressure, help replace vitamins and minerals, keep your bones strong, get
rid of phosphorus that builds up when your kidneys aren’t working fully
and treat infection or other illnesses you may have.

Some common medications you may be prescribed include:

® Iron is used to help your body make red blood cells.

@ Erythropoietin (epoeitin alfa) is a hormone that helps stimulate red blood
cell production. It’s identical to the naturally occurring erythropoietin
manufactured in the kidney.

® Blood pressure medicine is used to keep your blood pressure under
control. If it’s not controlled, you could have heart failure, a stroke
or cause further damage to you kidneys.

® Corticosteroids (steroids) are often given to reduce inflammation or
provide relief from pain. When your kidneys aren’t working as well
as they should, you may have some pain or swelling of the kidneys.
Discuss any side effects of corticosteroids with your healthcare provider.

Vitamins and minerals enhance your health and supplement your diet.

@ Calcium helps keep your bones strong and your heart muscles healthy.

® Phosphorus binders help your body “tie up” the phosphorus in your
stomach so it cannot build up in your body. Not taking your binders
can lead to long-term bone disease.

® Antibiotics help your body fight infections. However, when your kidneys
aren’t working as well as they should, antibiotics dose and blood levels
need to be carefully monitored. Thus, if another doctor gives you an
antibiotic, be sure to ask your nephrologist if the dose is OK.
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What medicines should | avoid?

Many people take over the counter medicine, herbal remedies, vitamins
or supplements, to help them to feel better. When you have CKD, some
of these medicines or remedies may actually make you sick or could
even be life threatening. Make sure you tell your medical team about all
medicines and remedies you’re taking.

There are some common medicines to avoid:

® Alka Seltzer, baking soda or other bubbling remedies. These are high
in sodium.

® Milk of Magnesia or antacids containing magnesium. Magnesium can
build up and cause neurological problems.

® Aspirin, unless ordered by the doctor. Aspirin can affect the clotting
abilities of the blood and may cause bleeding.

® NSAIDS are anti-inflammatory medications like Advil, Nuprin,
Ibuprofen or Aleve can damage the kidneys.

® Enemas and laxatives should be avoided, unless suggested by your doctor.

@ Vitamins or food supplements may have potassium and magnesium
in them.

® Any “cure all” remedies and over-the-counter medicines that have not
first been discussed with your doctor.

® Herbal medicines.

What is alternative or complementary medicine?

In recent years, there has been a growing trend to use alternative or
complementary medicine. These are treatments that are used in addition
to traditional western medicine. Common kinds of these treatments
include acupuncture, herbal remedies, chiropractic therapies, over-the-
counter medicines, mind-body techniques and others. Some mind and
body techniques such as breathing exercises and visualization are safe and
effective to help manage stress. Although some people find benefit in these
types of treatments and medicines, there may be harmful side effects. Tell
your doctor about all the medical treatments you’re using. Before trying
any complementary therapies or medicines, please check with your doctor.

Are there any herbal products that may cause further damage to my kidneys?

It’s important to understand that pharmaceutical drugs and herbs are
not regulated in the same way. Herbs and a number of other biologically
active substances are classified as dietary supplements. Regulations of
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these supplements are based solely upon adverse events, i.e., they are
considered safe until proven harmful. Unfortunately, since herbs are
not regulated they can be potentially very dangerous. In contrast, drugs
must prove they are safe through clinical trials before they are allowed
on the market. As a result, herbals can contain pesticides, heavy metals
and/or poisonous plants.

Another aspect of herbal supplementation use to consider is drug
interaction. People with CKD are on a number of medications. Herbals
can boost or decrease the effectiveness of prescribed medications.

For instance, Ephedra, often used in weight loss products, causes an
increase in heart rate and blood pressure and should not be used in
patients with hypertension, congestive heart failure and/or diabetes.
It’s critical to mention to your doctor any herbals, over-the-counter
medications and products purchased from health food stores you may
be using.

Other herbs that may be problematic are those with diuretic properties.
A diuretic is a drug that reduces the amount of water in your body.
Goldenrod, parsley, uva ursi and juniper berries fall into this category.
Other herbals may affect electrolyte balance. Alfalfa and dandelion
contain high levels of potassium, of particular concern for those taking
potassium-sparing diuretics.

Some herbs have been found to be extremely dangerous. Between
1990 and 1992, the herb Aristolochia, innocently used as a weight loss
product, was found to be highly carcinogenic and a direct cause of
irreversible kidney failure.

People with any form of kidney disease, should exercise caution when

using herbal products. Be sure to tell your healthcare team if you are
using any products containing herbs.
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Nutrition
What is a CKD diet?

Much research has been done to determine if low
protein diets will help delay the progression of kidney
#| disease. The results are not conclusive. However, strict
blood pressure control (125/75) and a low protein diet
may help in some kinds of kidney disease. Reducing
salt in your foods is extremely helpful if you have
CKD. The watchful eye of a dietitian is also very important and helpful.

Seeing a renal dietitian will help you develop and maintain a healthy diet.
If you don’t have access to a dietitian, learn as much as you can about the
diet you should follow and if you have questions, ask you doctor.

Depending on your kidney function and your size, the amount of protein
in your diet will be figured. Your doctor will tell you what amounts are
good for you. If you have diabetes, be sure to talk to your doctor, as a very
low-protein diet may not be recommended for you. A person with diabetes

needs to eat enough protein to reduce the risks of tissue breakdown and
infection. The secret of the diet is THE SIZE OF THE PORTION.

Below is a sample of a non-diabetic menu. This will show you where the
protein is found in the diet. There are very small amounts of protein in
fruits, juices and in non-dairy products, but to make matters easier, the
sample menu did not count that protein in the daily allowance. There is
no guarantee that a low-protein diet will delay the progression of kidney
failure.

This non-diabetic diet has about 40 grams of protein, 2,000 milligrams of

sodium, which is about 6,000 milligrams of salt, and is low in phosphorus.

Example — Non-Diabetic diet

Protein Breakfast

2 grams 4 ounces apple juice.
1/2 cup puffed rice with Polyrich as
desired, sugar as desired.

2 grams 1 slice white toast or 1/2 English muffin.
Unsalted margarine and jelly as desired.
Coffee or tea with Coffeemate or Polyrich
as desired.
Snack

2 grams 4 fresh strawberries and 1" slice angel cake.
Cool Whipe.
Coffee with sugar and Cremorae.
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Lunch

4 grams

2 slices bread, regular mayonnaise as desired.

7 grams

1 ounce chicken (weight after cooking with-
out skin and bone).

Lettuce with onions and cucumbers as
desired.

Oil and vinegar or special recipe for creamy
garlic dressing™.

2 grams

1 small tomato sliced.

Fruit cocktail in heavy syrup.
1/2 cup Spritee or iced tea with
sugar and lemon.

Snack (small)

Baked apple with honey.
Mints or gum drops.

Dinner

14 grams

2 ounces steak (weight after cooking
without bone).

You may sauté or fry in allowed oils or
unsalted margarine.

4 grams

A medium baked potato (1 cup).
Unsalted margarine as desired.

2 grams

1/2 cup canned corn (rinse and drain).

2 grams

Small blueberry muffin.

Unsalted margarine.

Romaine salad with scallions, wine vinegar
and oil dressing.

Cranberry juice or 7-Upe or Hawaiian Punche.

Snack
1/2 cup applesauce.
Lemonade.

Total: 41 grams of protein

You are allowed to use 1/2 teaspoon of salt per day. Use additional
sugars and sweets allowed if your weight is below desired weight and
your dietician advises you to do so. Always weigh meat or equivalent
after cooking without bone or shell.

*Creamy Garlic Dressing

Ingredients: 2/3 cup oil, such as corn oil or olive oil; 1/3 cup vinegar,

such as garlic, cider, wine or tarragon; 1 or 2 cloves garlic, pealed

and chopped; 1 teaspoon Dijon Grey Poupone Mustard; ground black
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pepper. Preparation: Combine ingredients in blender for about 30 seconds.

Analysis per one cup: 1,282 calories, 0.3 grams protein, 16 milligrams

phosphorus, 35 milligrams sodium, 100 milligrams potassium.

This diabetic diet has about 40 grams of protein, 2,000 milligrams of

sodium and is low in phosphorus.

Example — Diabetic diet

Protein

Breakfast

4 grams

8 ounces apple juice.

1 English muffin.

1 tablespoon unsalted margarine.
Diet jelly.

Coffee or tea, sugar substitute.
Cremorae or Polyrich.

Snack

1/4 cup cantaloupe.
1 cup grapes.
Diet 7-Upe.

Lunch

7 grams

1 ounce unsalted tuna fish.
Chopped celery, chopped onions.
1 tablespoon regular mayonnaise.

4 grams

2 slices white bread.

Tossed salad with cucumbers, romaine lettuce.

1 tablespoon oil (or creamy garlic dressing),
vinegar or lemon as desired.

2 diet peach or pear halves.

Iced tea or diet Spritee or coffee.

Snack

A small raw apple.

Dinner

14 grams

2 ounces chicken (1 thigh = 2 ounces after
cooking with the bone).

You may broil, bake or you may fry in

part of your fat allowance.

4 grams

A medium baked potato (1 cup).
2 tablespoons unsalted margarine.

2 grams

1/2 cup fresh asparagus.

2 grams

6 fresh strawberries.
1" slice angel cake.
Iced tea with sugar substitute and lemon.
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Snack

2 grams 3 graham cracker squares.
1/2 cup grape juice.
1 small fresh pear.

Total: 41 grams of protein

You are allowed 1/4 teaspoon of salt per day. Always be sure you weigh
meat, fish, poultry or seafood without bone or shell after cooking.

If I have diabetes what else should | keep in mind?

If you have diabetes and have been diagnosed with CKD you should also
remember:

® You may have problems with your blood glucose control and will need
to monitor it more frequently. Discuss with your healthcare provider
what your goals for blood glucose levels should be.

® You need to avoid treating hypoglycemia with orange juice due to its
high potassium content.

® Talk to your doctor about your insulin dosages as they may be
decreased or changed now that you have CKD.

How else can proper nutrition help me?

One goal of proper nutrition is to reduce the workload of the kidneys and
allow the best environment for optimal kidney function. Below are a few
health tips. Discuss these issues with your physician and refer to this list
frequently.

@ Have a Healthy Heart:

Cardiovascular complications often accompany kidney disease - this is
preventable. Limit total fat, especially saturated fat (such as butter and
trans fat) and know your total cholesterol and potassium levels.

@ Eat an Appropriate Amount of Protein:

Limiting total protein intake may decrease the workload of the kidneys.
Eating too much protein will make your kidneys work much harder, which
can cause more damage to your kidneys. Albumin and total protein in

the blood should be monitored to prevent malnutrition. Utilizing portion
control will be helpful in controlling protein. One trick: three ounces of
meat is about the size of a deck of cards.

® Activity:
Consistent aerobic exercise, such as walking, will help to control weight
and improve cardiovascular function. Strength training exercises may
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prevent muscle breakdown. Discuss your exercise program with your
physician. If you haven’t exercised regularly before being diagnosed
with CKD, don’t start a new program until you discuss it first with your
physician.

@ Calorie Intake:

Make sure you’re eating the right amount of calories each day. Talk to your
doctor or dietitian and find out if you’re receiving enough calories. If you’re
overweight, talk to your healthcare team about ways to reduce calories.

@ Limit Salt:

Too much salt can lead to hypertension, swelling and thirst. Read food
labels and become aware of hidden sodium in foods, especially processed
foods, snack foods, frozen foods and restaurant fare. Be careful of salt
substitutes as they can contain high levels of potassium.

@ Limit Phosphorus:

When your kidneys aren’t working properly, phosphorus will begin to build
up in your blood. Phosphorus is a mineral found in foods. You’ll need to
limit the amount of phosphorus-containing foods you eat. Foods that have
a lot of phosphorus include: beans, cheese (except cream cheese), chocolate,
custard, meats, fish, milk (all kinds) and nuts.

@ Take Care of Your Bones:

Know your phosphorus level. Excessive levels of phosphorus can cause
calcium to be leached out of the bones, leading to weak and brittle bones.
High amounts of phosphorus are found in beans, nuts, liver, milk and other
dairy products, such as cheese.

@ Understand Potassium:

Potassium is a mineral found in many foods. Initially, this will not be
restricted in your diet, however, if your CKD becomes worse your doctor
will most likely tell you to watch your potassium. Foods high in potassium
include: bananas, beans, chocolate, milk, nuts, oranges, prunes, spinach and
tomatoes.

® Watch Your Fluids:

If your doctor has restricted your fluid intake, talk to your dietitian about
ways to control your thirst. Remember fluid is found in such unexpected
things as jello, watermelon, gravy, sherbet and many other places.
Decreasing salt in your diet also helps control thirst.
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@ Help Yourself to a Wealth of Information:
Contact a registered dietitian in your area for more personalized
information. You can also order various dietary guides from AAKP.

A Friendly Note: Watching what 1 ate was probably the hardest
adjustment I had to make. Working with a dietitian to better understand
the diet was extremely belpful. I learned a lot about nutrition and how it
can affect my kidneys and my body. My family also learned about what
foods were healthy and what foods were harmful.

Is a dietitian helpful?

A dietitian is an active part of the medical team. The dietitian can enable
and empower you to feel in control of your own health. With a little help
from the dietitian, a little moderation and a little planning, you can feel in
control of your diet and still enjoy meals by making good food choices.

Experts on the psychology of eating explain that when restrictions are
placed on anything, including food, what a person will want most is this
forbidden food. You should not have to deprive yourself of your comfort
foods or favorite foods. With this in mind, discuss the foods you like with
your dietitian. He or she can assist you in planning a menu to fit your
likes and lifestyle. With the knowledge of appropriate portion sizes, rarely
is there a forbidden food.

It’s essential to know your lab values to make good food choices. Pay
special attention to potassium, phosphorus and protein levels. It’s

just as important to become well versed in the amounts of potassium,
phosphorus, protein and sodium found in the foods you eat. Make an
effort to know and understand your potassium level and how much
potassium is in certain fruits and vegetables. With this knowledge, you
can work with the dietitian to schedule a cheat-time for your favorite
high-potassium food. Your dietitian has many tricks-up-the-sleeve, such as
using nondairy creamers as a substitute for milk on cereal. Discuss your
degree of dietary flexibility with a dietitian.

What other activities should | avoid?

Everyone, even if they don’t have CKD, should not smoke. Smoking
accounts for more than 430,000 deaths each year and it’s the leading
avoidable cause of death in the United States. For individuals with CKD,
smoking can impair kidney function and put you at greater risk of kidney
failure.
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Exercise

Anemia is one reason why people with CKD might
feel more tired than a person without CKD. This

{ might lead to a tendency to cut back on physical

| activity. After time, you might have difficulty climbing
a flight of stairs or walking around the block. If this
happens to you, your healthcare team can assist you

in beginning a physical activity program or can further
encourage you if you’ve already begun a program. Remember, do not

start a physical activity program without first consulting your doctor. Start
exercising slowly and consistently. This is the key to doing enough exercise.

Developing and sticking to an exercise program can help you in the
following areas:

® Improve physical functioning.
® Increase physical stamina.

® Improve blood pressure control and reduce the risk of coronary
artery disease.

® Improve emotional well-being.

® Lower levels of cholesterol and triglycerides.
® Results in a better night’s sleep.

® Better control of body weight.

A Friendly Note: Exercise is beneficial for everyone — whether or not you
have CKD. Because you didn’t exercise before, doesn’t mean you shouldn’t
start now. I never really exercised before I found out about CKD. Getting
started was the biggest challenge. Once I got started, however, I became
hooked. I noticed how much better I felt and I now look forward to my
daily walks.

| have CKD and I continue to work. How will exercise help me?

Many CKD patients are able to continue working. With any person, it
can sometimes be difficult to schedule exercise into a busy work and
family schedule. However, this is something you will want to strive

to add to your daily routine. Something as simple as walking 20-30
minutes per day will have a remarkable positive effect on your well-
being. In addition, maintaining your physical strength, which also helps
improve your emotional well-being, is useful in promoting job retention.
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Are there things | should know if | have diabetes and want to exercise?

Yes. First, be sure to talk to your doctor about exercising. Changes in
your metabolism may change your blood glucose and cause different
needs with your medicines. General guidelines to keep in mind are:

® Be sure you have good shoes and practice proper foot care.

® To reduce the risk of hypoglycemia, you should exercise 30 to 60
minutes after eating.

® Follow a regular routine of exercising, eating meals and taking
medicines.

® Be careful starting a long or strenuous activity such as marathon run-
ning, heavy weight-lifting, etc., as these can cause your body to pro-
duce adrenaline and other hormones. Such activity may change the
effects of insulin and cause blood glucose to rise, thus your insulin
needs would change. Talk to your physician prior to starting such
activities.

® The saying, “No pain, no gain,” can be hazardous. Stop any exercise
that causes pain.

® Test your blood glucose before and after you exercise. If it is 100
mg/dL or lower before you start exercising, be sure to first eat a
snack. If your blood glucose is 300 mg/dL or higher before starting,

do not exercise.

Why is it a good idea for me to exercise? | never did it before | had CKD.

Exercise is a very important part of any program to stay healthy.

Cardiovascular disease is a major cause of hospitalization and death in
kidney disease and dialysis patients. Endurance exercise training, such
as running, swimming and bicycling, has been shown to improve HDL
cholesterol (good cholesterol) in the general population.

Cardiovascular fitness is a predictor of mortality. Of course, patients
who exercise regularly should have their doctor’s approval. Patients
with CKD need only to look to the sports pages for inspiration. In
1999, Sean Elliott helped the San Antonio Spurs to win four out of five
playoff games over the New York Knicks for the NBA Championship.
A few weeks later, he underwent a kidney transplant. It’s evident

that he had chronic kidney disease during the most illustrious time in
his career. He never missed a game and scored double digits in most
games! But you don’t have to be a superstar. Simple activities, such as
walking, can be beneficial.
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Chronic kidney disease (CKD) can be associated with muscle wasting,
but this may be related to decreased nutrition and inactivity. Although
it’s recommended that patients with chronic kidney disease limit their
intake of protein (or at least not increase protein consumption), there

is controversy as to how much. In the later stages of CKD, patients

lose their appetite and may experience muscle wasting as a secondary
complication of decreased kidney function. It has been shown resistance
training (weights and exercise machines) increases muscle mass and
helps patients on protein restriction better use what protein they do
ingest. But, remember to check with your doctor first.

Above all, exercise makes one feel good. This is true regardless of the
underlying condition. Patients with heart failure also benefit from
cardiac rehabilitation. In the past, poor nutrition and anemia decreased
exercise capacity. Now, we are aware of both of these problems and
can focus on avoiding them.
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Rehabilitation and Employment

How will CKD impact my ability to work?

A CKD diagnosis may have no affect on your ability
to continue to work. Some patients continue to
work even after their CKD has progressed on to
Stage 5. As someone with CKD, you can continue
to work and spend time doing the things you enjoy,
such as gardening, volunteering, canoeing, etc.

CKD will cause you to make a few changes to your lifestyle, however,
you don’t need to let it stop you from doing the things you enjoy.
Continuing to work and staying active will help to keep you healthy.

A Friendly Note: | remember when I first beard the words, chronic
kidney disease. Right away I was worried what it was going to do to my
livelibood. Was I going to be able to continue doing the things I enjoyed?
Was I going to be able to continue working? Was I going to be able to
continue caring for my family? I quickly found out that the answer to
my questions was “yes, yes, yes.” There are changes in your life that
you'll need to make to adapt to CKD, such as diet and exercise, but
you don’t have to let CKD take over your life. You’re still in control
and you are still capable of doing the things you enjoy. Maintain your
health and be aware of your CKD, but don’t live in fear.
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When and If My Kidneys Fail

If my kidneys begin to fail, what are some of the signs?

Being aware of changes to your body can help your
healthcare team give you the treatment you need

to feel your best. Below is a brief outline of some
of the most common symptoms. Remember, many
of the symptoms we describe can also be related to
other health conditions. Only your doctor can give
you an accurate diagnosis. We encourage you to discuss this list and
any of our similarities with your doctor.

® Swelling in the legs, ankles, feet, face and/or hands

® Change in urination- changes in color and frequency, presence of
blood, increased difficulty

® Chills

® Lower back pain

® Unexpected rash ofr itching of skin

® Lack of energy- fatigue

® Decreased appetite

® Metallic taste in your mouth

® Nausea and vomiting

® Problems breathing— a shortness of breath

® Difficulty concentrating, dizziness and problems with your memory

® Waking at night more often

® Decreased urine output

® Weight gain or loss

® Headaches

® High blood pressure

What types of treatment options are there?

Hemodialysis, peritoneal dialysis and transplantation. Dialysis is a
medical word that means cleaning the blood by “artificial means.”
During dialysis, wastes and extra fluid that build up with kidney failure
are removed from the blood.

A person can receive a kidney transplant from another person (a donor)
through surgery. The kidney is placed in your abdomen. The
transplanted kidney will do the work your original kidneys did.

To learn more about kidney failure or end-stage renal disease and the
treatment options, call the American Association of Kidney Patients at
(800) 749-AAKP and request Phase 1 of the AAKP Patient Plan.
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Conclusion

In conclusion, there’s a lot to learn and many questions to be answered.
Keep asking questions until you have answers that you understand.
You have both the right and responsibility to understand CKD and the
treatments available to you. Remember, you aren’t alone! There are
people along the way who’ll work with you to create a safe and caring
environment — a place where your questions can be answered, your
anxieties lessened and your concerns put to rest.

A Friendly Note: It could be years before you need dialysis or simply

a matter of months. Don’t despair. My father is on dialysis — has been
for several years — and he plays golf twice a week. As someone with
CKD, I am very active. I work, coach my son’s baseball team and have
a great tomato garden. Remember, a good attitude and being the leader
of your healthcare team can keep you healthy, whether you’re a CKD
patient, on dialysis or have a transplant.

As a patient with a chronic illness, it is vital you keep track of all your
medications, doctor visits and conversations you’ve had with your
healthcare team. AAKP has made it easier for you to do so with the

development of AAKP My Health™. AAKP My Health is an online re-
source that allows you to monitor your healthcare.

AAKP My Health allows you to keep track of:

® your doctor visits

® names of your specialists and nurses

® the medications you are taking and what they treat
® your laboratary test results

@ your activity status

® your overall knowledge of kidney disease and its side effects.
This complete record of your healthcare is stored in a safe, secure loca-

tion that is accessible to you anywhere there’s an internet connection, at
to you. Visit the AAKP Web site, www.aakp.org, to register.
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Appendix
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My Activity Status

Use this form to let your doctor know how you're feeling. This will help
him or her determine if you are anemic.

©

o

Since you started having trouble with your kidneys, have you had to cut back
on everyday activities (grocery shopping, walking the dog, etc.)?
Yes No Somewhat __

Is it more difficult for you to walk up stairs without becoming tired or
short-of-breath?

Yes No Somewhat __

Is it hard for you to stand in line for a long time because you feel weak?
Yes No Somewhat __

List two or three activities you can no longer do.

Can you no longer perform these tasks because of weakness or tiredness?

O which daily activity do you enjoy doing the most?

continued on next page
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Please rate your ability to do this activity now:
1 = Equally Able, 5 = Not Able
1 2 3 4 5

Are you frustrated by not being able to do the things you want to do?
Yes No Somewhat __

Please rate the impact tiredness/weakness has had on your ability to lead a
“normal” life:

1= Very Little Impact, 5 = Tremendous Impact

1 2 3 4 5

| am content with the quality of my life right now:
1 = Very Content, 5 = Not Content
1 2 3 4 5

Do you know your hemoglobin (red blood cell) count?
Yes __ No __

If yes, enter it here: If no, ask your doctor.




My Hemoglobin Status
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My Kidney Function Chart

% Kidney Function
Test Date

35%
or above

30%

25%

20%

15%

10%

5%

Serum Creatinine
Test Date

Serum Creatinine

Creatinine (CR)

females.

Normal value = less than 1.4 MG/DL for adult males and less than 1.2 MG/DL for adult

Creatinine is a waste product of muscle breakdown. Healthy kidneys remove
creatinine from the blood. With CKD, creatinine builds in the blood.

Symptoms of abnormal levels include:

- Itchy skin
- Numbness or tingling in toes

Causes of abnormal levels can mean:
- Reduced kidney function
- Increase in body mass

KidneyBeginnings A Patient’s Guide To Living With Reduced Kidney Function



About My Cholesterol

Blood Cholesterol Levels

Your blood cholesterol level is determined by a simple blood test. The
blood is drawn the same way it is for a Complete Blood Count (CBC).
When you get your results back, you will be given two numbers, one

is for HDL-cholesterol (“good” cholesterol) and the other is LDL-
cholesterol (“bad” cholesterol). In order to determine your LDL-
cholesterol your doctor will ask you to fast nine to 12 hours before the
test.

Below are guidelines for determining your cholesterol levels. This
information is for people who do not have heart disease.

Total Cholesterol Level Category

Less than 200 mg/dL Desirable level that puts you at
lower risk for heart disease. A
cholesterol level of 200 mg/dL or
higher raises your risk.

200-239 mg/dL Borderline high cholesterol.

240 mg/dL and above High blood cholesterol. A person
with this level has more than
twice the risk of heart disease as
someone whose cholesterol is
below 200 mg/dL.

Chart courtesy of the American Heart Association.

HDL-Cholesterol Levels

HDL stands for high density lipoprotein. This is considered the “good”
cholesterol and is helpful in protecting you a from heart attack. Unlike
other cholesterol levels, you want a high HDL level.

HDL Cholesterol Level Category

Less than 35 mg/dL A major risk for heart disease.

35-69 mg/dL The higher your HDL level, the
better.

70 mg/dL and above This range is considered protective
against heart disease.

Chart courtesy of the American Heart Association.

KidneyBeginnings A Patient’s Guide To Living With Reduced Kidney Function



LDL-Cholesterol Levels

LDL stands for low density lipoprotein. This is the bad cholesterol that
is harmful to your heart. A high level of LDL means there’s a greater
risk of heart disease or a heart attack. For your LDL level, you want a
lower number.

LDL Cholesterol Level Category

Less than 100 mg/dL Optimal — perfect range
100-129 mg/dL Near or above optimal
130-159 mg/dL Borderline high
160-189 mg/dL High

190 mg/dL and above Very high

Chart courtesy of the American Heart Association.

Triglyceride Levels

Triglycerides will also be measured when you have a cholesterol

test. Most of your body fat comes from triglycerides. Foods that
contain triglycerides include: butter, margarine and vegetable oil.
High triglycerides can be from being overweight, drinking a lot of
alcohol, having diabetes or having another condition that affects your
triglyceride levels.

Triglyceride Level Category

Less than 150 mg/dL Normal
150-199 mg/dL Borderline High
200-499 mg/dL High

500 mg/dL Very High

Chart courtesy of the American Heart Association.

When your doctor gives you the results from your cholesterol test, keep
track of them in the chart below. Keeping track of your test results
helps you to monitor your health.

Date | Total Cholesterol | HDL Cholesterol | LDL Cholesterol | Triglyceride

Level Level Level Level

KidneyBeginnings A Patient’s Guide To Living With Reduced Kidney Function



suononisu| [enads paddols  pauels SUoINASU| yibuang uonedIpaN

SNOILLVDIA3N

‘sauIpaw JnoA ul sabueyd aie 313yl ased ul jeuolssajold aledyyjeay nok 1sia nok
J3A3UBYM NOoA Yuim Lieyd siyl 9xel 03 ans g “suolledipaw JnoA Jo ydely dasy 01 Leyd Siyl as

uonewuojuj [e31pa yuepiodw] Ay




My Important Medical Information

IMPORTANT MEDICAL INFORMATION

Primary Doctor Specialist

Name: Name:

Phone number: Phone Number:

Nurse Emergency Contact

Name: Name:

Phone Number: Phone Number:

Pharmacy Insurance Plan

Name: Name:

Phone Number: Phone Number:
Policy Number:

Dietitian Other

Name: Name:

Phone Number: Phone Number:

KidneyBeginnings
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Questions To Ask Your Healthcare Team

v What has caused my kidneys to fail?

v What medicines have | been prescribed?

v What medicines or herbs should | avoid?

v Should I exercise? What types of exercise should | do?

v Who can | talk to about the emotions | am having?

v Why am | feeling tired all the time?

&/
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Additional Resources

American Association of
Kidney Patients (AAKP)
(800) 749-2257

www.aakp.org

American Association of
Diabetes Educators (AADE)
(800) 338-3633

www.aadenet.org

American Diabetes Association
(ADA)
(800) 342-2383

www.diabetes.org

American Heart Association
(AHA)
(800) 242-8721

www.americanheart.org

American Kidney Fund (AKF)
(800) 638-8299

www.akfinc.org

National Kidney Cancer
Association (NKCA)
(800) 850-9132

www.kidneycancerassociation.org

KidneyBeginnings

National Kidney Foundation
(NKF)
(800) 622-9010

www.kidney.org

National Kidney and Urologic
Disease Information
Clearinghouse (NIDDK)

www.niddk.nih.gov

National Organization of Rare
Disorders (NORD)
(800) 999-6673

www.rarediseases.org

Nephron Information Center

www.nephron.com

Polycystic Kidney Disease (PKD)
Research Foundation
(800) 753-2873

www.pkdcure.org

A Patient’s Guide To Living With Reduced Kidney Function
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Glossary

Albumin: One of a simple group of water soluble blood proteins. In the
blood, albumin acts as a carrier and helps to maintain blood volume and
blood pressure. A blood test for albumin helps to determine if a patient
has kidney disease or if the body is not absorbing enough protein.

Anemia: A decrease in the amount of red blood cells that are needed to
carry enough oxygen to meet the body’s needs.

Anemic: Condition in which someone has anemia.

Atherosclerosis: A thickening or hardening of the arteries caused by a
formation of fatty plaques.

Blood Urea Nitrogen (BUN): Waste product of the kidneys normally
excreted by the kidneys. Increased levels in the blood may signal early
kidney damage.

Chronic Kidney Disease (CKD): A progressive condition, not requiring
dialysis, in which the kidneys are not functioning effectively and may be
unable to produce red blood cells, to control blood pressure or to rid the
body of waste through urination.

Complete Blood Count (CBC): A test that includes red blood cell count,
white blood cell count, hemoglobin level and platelet count, among
others.

Creatinine: A substance found in the blood, urine and muscle tissue. It
is measured in blood and urine tests to determine the level of kidney
function.

Creatinine Clearance Test: A diagnostic test for kidney function. It
measures the rate at which creatinine is cleared from the blood by the
kidneys.

Diabetes: A condition characterized by high blood sugar resulting from
the body’s inability to use sugar (glucose) efficiently. In type 1 diabetes,
the pancreas is not able to make enough insulin; in type 2 diabetes, the
body is resistant to the effects of available insulin. Diabetes is the leading
cause of kidney disease.

Dialysis: The process of cleaning wastes from the blood artificially. (See
also hemodialysis and peritoneal dialysis.)

KidneyBeginnings A Patient’s Guide To Living With Reduced Kidney Function



Glossary

Dialyzer: A part of the hemodialysis machine that removes wastes and
extra fluid from the blood.

End-Stage Renal Disease (ESRD): Total chronic kidney failure, in which a
person needs treatment to replace the work of the failed kidneys.

Erythropoietin (EPO): A hormone made by the kidneys to help form red
blood cells. Lack of this hormone may lead to anemia.

Ferritin: A form of storage iron.

Glomerular Filtration Rate (GFR): A test that determines kidney function
by measuring creatinine clearance or other substances’ clearance.

Glomeruli: A tiny set of looping blood vessels in the nephron where blood
is filtered in the kidney.

Hematocrit: A way of measuring the red cell content of the blood. It’s
measured as a percentage of the total blood volume.

Hemodialysis: The use of a machine to clean wastes from the blood after
the kidneys have failed. The blood travels through tubes to a dialyzer,
which removes wastes and extra fluid. The cleaned blood then flows
through another set of tubes back into the body.

Hemoglobin: The substance in red blood cells that carries oxygen to all
parts of the body. Hemoglobin is measured in grams (g) per deciliter

(dL).

Hypertension: Blood pressure that is above the normal range.
Uncontrolled hypertension is one of the leading causes of kidney disease.

Hypoglycemia: Low blood glucose. Most cases occur when there is too
much insulin and not enough sugar in your body.

Insulin: A hormone that helps the body use glucose (sugar) for energy.

Kidney Biopsy: A diagnostic test where a small piece of kidney tissue
is removed by a needle. The tissue is looked at under a microscope to
determine the cause and status of the disease.

Kidneys: Two organs in the lower back that clean waste and poisons
from the blood. The kidneys are shaped like two large beans and they act

KidneyBeginnings A Patient’s Guide To Living With Reduced Kidney Function




Glossary

as the body’s filter. They also control the level of some chemicals in the
blood such as sodium, potassium and phosphate. Kidneys also control
blood pressure and regulate red blood cell production.

Kidney Transplantation: The surgical procedure of placing a kidney from
a donor to the recipient.

Microalbuminuria: A small amount of protien found in the urine that may
signal the early stages of kidney disease in people with diabetes.

Myeloma: A cancer of the bone marrow.

Nephrons: A tiny part of the kidney. Each kidney is made up of about
one million nephrons, which are the working units of the kidneys,
removing wastes and extra fluids from the blood.

Peritoneal Dialysis: Cleaning the blood by using the lining of the belly
(abdomen) as a filter. A cleansing solution, called dialysate, is drained
from a bag into the belly. Fluids and wastes flow through the lining of
the belly and remain “trapped” in the dialysate. The dialysate is then
drained from the belly, removing the extra fluids and wastes from the

body.

Protein: One of the three main classes of food. Proteins are made of
amino acids, which are called the building blocks of the cells. Protein is
found in many foods such as meat, fish, poultry, eggs, vegetables, milk

and nuts.

Proteinuria: Abnormally high levels of protein found in the urine, which
is a sign of kidney disease or hypertension.

Transferrin: A protein in the blood that carries iron.

Transferrin saturation: Measures the amount of iron that is immediately
available to produce red blood cells.

Urea: A waste product formed when protein is broken down in the body.
Ureters: Tubes that carry urine from the kidneys to the bladder.

Urine: The liquid waste product filtered from the blood by the kidneys.

KidneyBeginnings A Patient’s Guide To Living With Reduced Kidney Function



Benefits of Membership: . )

* A membership packet filled with some of our most popular
publications and your very own member ID card.

* Subscriptions to AAKP’s magazines: aakpRENALIFE, Kidney
Beginnings: The Magazine and aakpDelicious!

* Opportunity to subscribe to AAKP’s five FREE electronic
newsletters.

* Access to AAKP My Health™ (an online resource for patients
who want to be more proactive in managing their healthcare).

* Advanced updates of upcoming programs and events.
* Access to relevant and updated public policy information.

* Affiliation with an organization that shares your commitment
to making a difference.

* Assurance that your voice is heard and your interests are
represented in Washington, DC.

3 Easy Ways to Become a Member...

1. Web site: Visit the Membership section of our Web site,
www.aakp.org, to join instantly.

2. Mail: Complete the membership application below and mail
it to us at the address on the bottom of the application.

3. Phone: Give us a call at (800)749-AAKP.

Please allow 4 to 6 weeks to receive your membership packet.

Membership Application

Member Information U I am already a member of AAKP but I would like to make a
Name: donation of $
Address: Payment Method

o . U Check (enclosed and payable to AAKP)
City: State: U Visa ’ yEI American Express
ZIP: Phone: () U MasterCard U Discover

Account number:

Email: Name on Card:
Choose a Membership Category: 3 or 4-Digit Security Code:
O Patient/Family Member........ $25/annually Expiration Date:
O Professional Member........... $45/annually
Q Physician Member.............. $100/annually U I am not interested in membership at this time, but please
O Institutional Member.......... $200/annually send me a complimentary package of information.
O Life Member.................. $1,000*

*or four payments of $250 every six months for two years
Mail completed form & payment to: American Association of Kidney Patients, 3505 E. Frontage Rd, Ste. 315, Tampa, FL 33607

www.aakp.org



notes
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The American Association of Kidney Patients (AAKP) wishes to thank all
the patients, family members and professionals who gave generously
of their time and resources in order to provide Kidney Beginnings: A
Patient’s Guide To Living With Reduced Kidney Function.

The Kidney Beginnings Team spent numerous hours developing this
book. Their devotion to the book ensured its success. The Team
members included Rosa Rivera-Mizzoni, MSW, LCSW (professional),
Ellie Durrett (patient); Judy Weintraub, MS (patient), and Bonny Wilburn
(patient).

We thank our writer, Kim Buettner, who took all of our thoughts and
ideas and wove them together into the great written piece we are
sharing with you.

To our sponsor, Ortho Biotech Products, L.P., thank you for the
generous sponsorship that provides patients with this very important
resource.

Last, but certainly not least, thank you to our fellow patients who told
AAKP exactly what you needed and wanted to help you and your family
as you experience the journey with chronic kidney disease (CKD).

l The favorably reviewed logo
indicates this material has

‘Q been reviewed for educational
& content and does not imply
% endorsement of any product.

American Association of Diabetes Educators



The development and distribution of this book
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