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Since you first heard the words “end-stage renal disease” (ESRD) and “kid-
ney failure,” you have probably been wondering what happens now…this is a
typical reaction. Everyone facing kidney disease has concerns and questions
about the future. The future may seem uncertain and dreams and plans
changed.  But there is help available.

The American Association of Kidney Patients (AAKP) is here to be your
guide.  As the only national organization directed by kidney patients for kid-
ney patients, we’re in a unique position to understand the needs and concerns
of kidney patients. It’s our mission to help fellow kidney patients and their
families deal with the physical, emotional and social impacts of kidney dis-
ease. We want to help you achieve the best possible quality of health and
quality of life.

As ESRD patients, we’ve already taken the journey you are about to take.
We think the knowledge and experience we’ve gained along the way can be
of great value to you and your family.  This is why we developed the AAKP
Patient Plan©.

The AAKP Patient Plan© can be thought of as a road map or travel guide.
But it’s also much more. The series of books and newsletters will tell you
what to expect, what your needs will be, who will help you, what you need
to know and how to make your journey a success.  

The AAKP Patient Plan© is designed to address questions and concerns at
the various phases of the disease process.  We have divided the plan into
phases to guide you through the treatment process. The phases include:

Phase 1: Diagnosis and Treatment Options
Phase 2: Access and Initiation
Phase 3: Stabilization
Phase 4: Ongoing Treatment  

During each of these phases, you can keep control of your life by staying
active and learning as much as you can about the disease and treatment.
Being told you have a chronic illness changes your life.  As fellow patients,
we know that learning what to expect and what your options are will help
you be less afraid and more hopeful. The more you know, the better able you
are to make choices that are best for you and your family.

A Friendly Note: Throughout this book, you’ll see my comments. I’m here to
remind you that you’re not alone in this journey. You have a support team of
healthcare professionals, family and friends – consider AAKP as one of your
friends. Also, speaking from experience, it’s good to know you’re not the first per-
son to go through this. 

AAKP Patient Plan©

PHase 2: ACCESS AND INITIATION



Phase 2: Access and Initiation

This phase is during a time when you make your choice for a treatment type
and get used to your new routine.  During this phase, you’re catching your
breath and looking around to see what effect ESRD and its treatment will
have on your life. You want to know how it’ll affect your family, friends,
employment and overall health.  Just like Phase 1, each of the pieces in this
adjustment phase will be broken into parts. This lets you read it at your own
speed and go to the information that is most important to you at this time.
Phase 1 is described as being similar to when you’re on a road trip and your
car’s gas tank is getting close to empty…you start looking at the road map
and street signs to find a gas station when you need it.  Phase 2 is like find-
ing a gas station, stopping to fill up and beginning the trip.  The AAKP
Patient Plan© is your road map as you continue your journey with ESRD.
Remember, you’re not alone on this trip; there are many people who will
help you along the way. 
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What’s Going To Happen When I Start Hemodialysis?
As we discussed in Phase 1, hemodialysis is the most
common method for treating ESRD.  Hemodialysis is a
way to clean your blood using a special filter called a
dialyzer.  The dialyzer works like an artificial kidney,
straining out the toxins and extra fluid that build up when
your kidneys aren’t working properly.  The artificial kid-
ney doesn’t completely replace your original kidney’s

function.  Your kidneys once worked 24 hours a day 7 days a week.  Dialysis
only happens for a few hours a day and a few days a week.

Every dialysis unit looks and runs differently, but there are some common
elements and themes you’ll find in almost every unit.  For many people, it’s
helpful to tour a dialysis unit before beginning treatment.  It’s a way to see
how a unit looks, sounds and smells before you begin treatment. Although
you may have toured a unit when you were choosing a treatment option, you
may want to tour it again now that you’re starting the treatment.  

A Friendly Note: You may find it helpful to bring family or friends with you when
touring a unit. When I took my spouse, it was nice to have an extra set of eyes
and ears helping me ask questions. I also valued the support I received during
this transition.  By touring the dialysis unit it showed me what to expect.  When
you know what awaits you, things don’t feel as overwhelming.

Most dialysis centers are designed as an open area with reclining chairs
along the wall and a dialysis machine beside each chair.  There are usually
televisions in the center of the room or a small television at each chair.  

A Friendly Note: The units may be noisy with the sounds of televisions, peo-
ple talking and alarms beeping.  Don’t be frightened when you hear the
sound of an alarm. Each dialysis machine has gauges and alarms that con-
stantly monitor your blood pressure, how quickly your blood moves through
the tubing and how much water is removed.  These alarms are sensitive and
are set to sound before a problem begins.  This merely means alarms will
beep often and a possible problem will be avoided.  Hearing the alarms
sound doesn’t equal an emergency or life threatening condition.  The alarms
are a safeguard to let the staff know there might be a problem before the
problem develops. 

Who Will Care For Me While I’m Dialyzing?

There are many people who are in the centers providing care and helping you
receive the treatment and resources you need to be healthy. Once a month,
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you’ll see your kidney doctor (nephrologist).  Your medications and treat-
ments will be reviewed and adjustments may be made in your care and treat-
ment plan.  

If you don’t see your nephrologist once a month, request that you do.  If,
after you’ve requested to see your doctor, nothing changes, talk to your
ESRD Network and let them know what’s happening. (Your list of Networks
and their roles are located in Phase 1: Diagnosis to Treatment Options.) 

While you’re dialyzing, you’ll also see nurses and nursing assistants.  Nurses
may train you for home care (if you decide to dialyze at home) and some
self-care. Some centers teach self-care techniques so you can do certain pro-
cedures yourself. One self-care procedure is inserting your own needles. 

Nurses are also a great resource to provide education about ESRD and its
treatment.  Another job of the nurses is to help solve problems as alarms go
off or concerns arise.  Nurses supervise the dialysis technicians and nursing
assistants. The nursing assistants set up the dialysis machines, access your
site and monitor your vital signs during treatment.  The technicians also
make sure the dialysis machine is working properly and your dialyzer is
properly cleaned and stored for your next treatment.  

There are dietitians who will review your blood work results and help you to
make wise food and beverage choices.  

You’ll also see social workers who can help you adjust to ESRD and finan-
cial concerns related to ESRD.  The dialysis center is filled with people who
are there to help you receive the best treatment and care.
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A Friendly Note: To stay your healthiest and do your best, you’ll want to fol-
low the renal diet, take your prescribed medications and spend the pre-
scribed time on dialysis.  I know you’re thinking, “Once in a while won’t
hurt,” but it’s really not to your benefit to cheat.

What Happens When My Access Is Placed?

One area of great concern for both patients and renal healthcare professionals
is the vascular access. This can be a catheter which is used on a temporary
basis. Or it can be a fistula (connecting your own artery to vein) or graft
(synthetic tube under the skin) which are both considered permanent. Proper
care is necessary to make certain they last long. It is very important for you
to know how to best care for your access.

You will probably have your initial access placed before going to the dialysis
center. You may only have a catheter which is a temporary access. You may
already be on dialysis but need to have a new access. It’s important to under-
stand how the renal care team helps decide what type of access is best. The
surgeon, working closely with both the nephrologist and you, usually makes
the final decision where an access can be placed and the type. It’s preferred
to make the fistula or graft on the arm that you don’t use a lot, the “non-dom-
inant arm.” So if you’re a right-handed person it’s better to have the access in
the left arm. The surgeon will try to make a fistula if he or she can. If you
have small veins or other medical problems a fistula may not work. The sur-
geon will then make a graft.

Sometimes special tests will be ordered to help determine the best type of
access and best place to put the access. These tests are also done if there are
blood flow problems with your access. The most common tests are called
“venography” or “venogram” and a “doppler exam.” Sometimes other tests
may need to be done.

There are two main types of permanent vascular access, the fistula and the
graft. The fistula is considered the best vascular access. To make a fistula,
your own artery and vein are connected together under your skin. It lasts the
longest and has the fewest problems. If a fistula can’t be done then a graft is
the next bext access. To make a graft, a piece of special tubing is placed
under your skin and connects your artery and vein together. Sometimes after
the operation to place the access, a patient has to wait until it can be used. A
temporary catheter can be used for dialysis until the fistula or graft is ready.
Also, if the fistula or graft is infected or clotted, a catheter may need to be
used until the fistula or graft is fixed.  A temporary catheter usually may be
used for up to about three weeks. A special temporary catheter often called a
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“permacath” may be used for several months. Catheters are usually placed on
the side of the neck or under the collarbone.

Your access should be placed as early as possible. If possible, it should be
done several months before you start dialysis. A new fistula usually takes
three to four months before it can be used. To help the fistula work better,
your doctor will have you do certain arm exercises (usually sqeezing a ball).
A graft can usually be used in three weeks. No special exercises are neces-
sary to help the graft work. To have your access placed, you will have sur-
gery, usually as an outpatient.

Adequate care of each hemodialysis patient requires close monitoring to
make certain the vascular access is working. A proper working vascular
access should have enough blood flow for an adequate dialysis treatment. It
should also last long, and have no or few complications, like infections and
clotting. Problems with the vascular access may be the most common reason
to place dialysis patients in the hospital.

Is There Anything Special I Have To Do With My Access?

Whether you have a fistula or graft, your access site is often called your
“lifeline.” It’s important to care for you access properly to ensure your dialy-
sis treatments go as scheduled.  Each time you have a treatment, your access
should be checked for blood flow problems and early signs of infection.
Signs of adequate blood flow are when there is a “buzzing” or “rushing”
feeling and a pulse can be felt in your access.  If these signs aren’t in place,
your nephrologist and dialysis unit should be called as soon as possible.
Clotting and infection are easier to treat when they’re found early. Early
signs of infection may be redness, swelling or warmth to the touch. The area
around your access should be kept clean and dry between treatments.  Daily
care and monitoring of your access are essential to keeping your “lifeline”
working as long as possible.

Providing a little “TLC” to your access on a daily basis will help eliminate
problems, or at least catch problems early to avoid more complications.  The
“TLC’s” of caring for your access are as follows: (from “Renal Outreach,” a
publication of The Renal Network.)

Touch for pulse, tenderness and temperature,

Look at your skin color, swelling or drainage,

Care to keep your access clean and protected, no resting on
arm, no heavy lifting, no carrying, watch your weight, keep
clothes loose, no tight jewelry. 
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Also, be careful not to bump or cut your access. You don’t want anyone tak-
ing your blood pressure, drawing blood or putting an IV into your arm or leg
that has the access site.

What Happens To The Tubing After I Finish My Dialysis Treatment?

After your dialysis is completed, the tubing that carried your blood is thrown
away. However, the dialyzer may be cleaned and processed.  The dialyzer
reuse process involves your dialyzer being labeled as yours and then cleaned
by the dialysis technician.  Your dialyzer won’t be shared with other patients.
The cleaning process involves hooking your dialyzer to a cleaning machine.
The automated system flushes your dialyzer with water and a sanitizing fluid.
During this cleaning process, after your dialyzer is flushed, negative pressure
is applied to make sure the fibers are cleaned.  Once a dialyzer is cleaned and
sanitized, it’s stored for your next dialysis treatment.  During the reuse and
cleaning process, each dialyzer is checked to make sure there isn’t any leak-
age. It’s also tested for volume and pressure capabilities.  As long as a dialyz-
er passes those tests, it can be used for another treatment.  You may prefer to
reuse your dialyzer if you have reactions to the first use of a new dialyzer.
You may also decide that you don’t want to reuse your dialyzer.  AAKP
strongly urges you to discuss your options with your doctor to help decide
what’s best for you.  You have every right to decide what is best for you.

What Does It Mean When An Alarm On The Dialysis Machine
Starts To Sound?

A Friendly Note: Earlier you learned about the gauges and alarms on the dialy-
sis machines. The alarms help prevent possible problems. But, there are times
when people do have problems while on dialysis. I’m telling you this not to scare
you, but rather to inform you about all aspects of dialysis. It’s important to be
educated on this subject because there are some things you can do, such as fol-
lowing your diet, to avoid some of the difficulties. 

An alarm sounds when you have problems on dialysis. It’s usually because
the water or chemical balances in your body change quickly.  When this hap-
pens, you can have muscle cramps or there can be a sudden drop in your
blood pressure (hypotension).  If you experience hypotension, it can make
you feel dizzy, weak or sick to your stomach.  If you’re having any of these
problems during your treatment, let your nurses or doctor know immediately.
Many times, the problems can be treated quickly and easily.  Most people
find that by following the proper diet and taking all the prescribed medicines,
they can avoid problems during dialysis.  
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What Will Happen To Me After My First Few Treatments?

A Friendly Note: Some people expect that after their first treatment, they’ll feel
great. But, you may not start feeling better until after a few treatments.
Remember, it took a while for the toxins to build up in your body. This means it’ll
take a while for those toxins to clear out of your system.  I’ll warn you, you won’t
feel 10 years younger or have more energy than you did before you became sick,
but usually after a few treatments you’ll begin to feel better. 

After the first few treatments, many of the symptoms of ESRD begin to
lessen.  Some of the symptoms you may notice disappearing include: feelings
of nausea, forgetfulness, swelling, the “tin taste” in your mouth, bad breath
and the feeling of being exhausted.  

A Friendly Note: How you’ll feel after your treatments is as individual as you
are.  Some people feel tired or weak right after getting off of the dialysis
machine, others may not think as clearly as usual. Yet, there are others who feel
good and are ready to get on with their day.  As you work into the routine of dial-
ysis, you’ll discover how you feel after treatment and develop ways to plan your
days depending on how you feel.

Can I Cut My Dialysis Treatments Short?

Although you may feel better after hemodialysis, the actual treatments can be
boring and tiresome.  For that reason, you may want to cut your dialysis
short.  We can’t urge you enough to have all of your scheduled treatments for
the full scheduled time.  Studies show that people who receive complete dial-
ysis treatments are more likely to live longer and feel better.  Because of
these studies, many nephrologists prescribe and highly recommend four or
more hours of dialysis three times per week.  It’s really important for you to
receive adequate dialysis.  Don’t let your dialysis facility cheat you out of
adequate treatment, and don’t cheat yourself out of feeling better, stronger
and living longer!  In Phase 3, Stablization, we’ll talk more about guidelines
that help you know if you are getting adequate dialysis.

Would It Help To Talk To Someone Else?

A Friendly Note: Talking to someone who has gone through what you’re going
through now can be very helpful. It lets you know you’re not alone. You’ll also
find out you’re not the first one to have the feelings that you’re probably experi-
encing. Take the time and look into getting a mentor.

Finding a mentor may be helpful to you as you begin dialysis.  Your nephrol-
ogist, nurses, dietitian or social worker knows the other people in your dialy-
sis facility. They can help match you with someone who has similar experi-
ences.  Finding the right mentor can help ease your transition and let you
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know your feelings are normal.  If for some reason you don’t click with the
person who serves as your mentor, go back to the staff and ask to meet some-
one different.  

In addition to a mentor, there are usually support groups available for you
and your family.  These can be a valuable resource.  The American
Association of Kidney Patients is another good resource for support.  Call
AAKP for the local chapter near you.

A Friendly Note: Another source of strength and support for many people is their
religion and faith.  Don’t underestimate the comfort of prayer and community
involvement that can come from your religious affiliation. 
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I’ve Chosen Home Hemodialysis, Now What?

If you’ve decided on home hemodialysis and found a
facility that offers this option, you’ll be trained for home
care.  Training generally takes six to 12 weeks.  Your
training is performed while you’re receiving treatments at
the center.  In-center hemodialysis has nurses and techni-
cians to help put you on and take you off the dialysis
machine. If you’re dialyzing at home, you’ll need some-

one who can help you when you’re on the machine.  This means you and a
partner will receive complete training to perform the dialysis treatments.
Each time you’re receiving treatments during the training process, you and
your partner will gradually take on more responsibility with the treatment.
Once you, your partner and the training staff are confident in your abilities to
manage dialysis at home, you can begin home dialysis.

How Do I Choose A Partner?

You’ll need to choose a partner who you can count on.  This person will need
to be with you and assist you each time you dialyze. The training will pre-
pare you both to understand the dialysis machine and how to safely perform
the steps of dialysis treatment at home. If your spouse is the person, you may
need to set aside personal feelings during the treatments. Fighting or arguing
while you’re dialyzing isn’t good for either of you. It’s important for you to
choose someone with whom you can work. It needs to be someone who can
stay calm and help solve problems when issues arise.  

A Friendly Note: It’s important to remember that the person you have as your
dialysis partner is taking on a big responsibility.   Your partner is assuming the
role of several people in a dialysis center.  Your partner will help you access your
site, monitor the machine and respond to any problems and emergencies.  This
level of responsibility can be stressful for your dialysis partner, and in turn, this
stress can spill over into your relationship. Relationship problems must be
worked out before they get out of control.

If I Dialyze At Home, Does That Mean There’s No
One Else To Help Me?

Although you dialyze at home, please remember you still have access to the
same professionals as someone who dialyzes in a facility.  There is a nephrol-
ogist, nurse, social worker and dietitian who are available to answer your
questions and concerns.  You can see them during a routine clinic visit, set up
a special appointment or call to talk on the phone.  Many people are still
there to help you solve problems as issues or concerns arise.  
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Both you and your partner are trained to recognize and respond to routine
dialysis problems that may occur during a treatment.  If either of you is
unsure how to solve a problem, there is a nurse on-call 24 hours a day, seven
days a week. 

A Friendly Note: Speaking from experience, most problems you may have while
dialyzing at home can be solved over the phone.  But, if you find yourself in an
emergency, call 911 and be sure to let your emergency response team know you
have ESRD, are on hemodialysis and have an access site.  This team may need
information about your treatment schedule, nephrologist, medications and any
recent blood chemistry records.

What Will I Have To Do To The Dialysis Machine To Make Sure It’s
Ready For Each Treatment?

When you dialyze at home, you’re in charge of many of the things the people
in the dialysis center would do.  You’ll be responsible for making sure your
machine is working properly.  You’ll have to make sure you have the needed
equipment and supplies. After the treatments are done, you’re also responsi-
ble for cleaning up and disposing of the used supplies.  When dialysis is
done at home, your equipment and supplies are delivered to your home.  A
large number of supplies are needed each month including the tubing for
your dialysis machine, dialysate, sterile bandages and your dialyzer.  You’ll
need to have a space in your home set aside for storing the supplies and your
dialysis machine.  

A Friendly Note: An inventory list of all your supplies can make things easier on
you. This way you can mark down what has been used and you’ll know what
needs to be ordered for next month. When you create your inventory list, always
remember to have extra supplies on hand in case of an emergency.

I’ve Chosen Peritoneal Dialysis. What Can I Expect?

As we discussed in Phase 1, peritoneal dialysis is quite different from
hemodialysis.  It doesn’t use an “artificial kidney” or dialyzer.  Peritoneal
dialysis (or PD) uses a space in your belly called the peritoneal cavity. With
peritoneal dialysis your peritoneal cavity is filled with a “germ free” liquid
called dialysate.  The dialysis enters your abdomen through a catheter. This
catheter is placed during outpatient surgery. The liquid sits in your peritoneal
cavity while waste products and fluids move from your blood through the
peritoneal membrane.  This membrane acts like a strainer and keeps the good
things in your body and only lets the toxins and extra fluid go through.  The
dialysate, along with the toxins and extra fluid, are then drained. The peri-
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toneal cavity is then filled with the clean dialysate and the process begins
again.  Each time the dialysate is drained and refilled, it’s called an
“exchange.” The number of times you exchange fluid depends on which type
of peritoneal dialysis you choose and on your prescription. Just as with
hemodialysis, your nephrologist determines the prescription for how many
exchanges you perform a day and the volume size of the dialysate. 

Do I Have To Worry About Any Kind Of Infection Or Germs?

Yes, infection is a possibility with peritoneal dialysis.

Preventing an infection is really important.  When germs get into your peri-
toneal cavity, they can cause an infection.  This infection is called peritonitis.
Peritonitis will make you feel sick. You’ll experience stomach pain and a
fever.  

A Friendly Note: Most germs and infections that cause peritonitis can be treated
with antibiotics. However, there are some infections that are very hard to treat.
Therefore, as soon as you notice symptoms of peritonitis, let your doctor know.
The earlier it’s caught, the easier it is to treat. 

Each time you have peritonitis, it can cause scarring in your peritoneal mem-
brane.  The more scarring you have, the harder it is for your peritoneal mem-
brane to “strain” waste products and water. Your dialysis quality decreases as
the difficulty of straining wastes increases. If the peritoneal membrane
becomes too scarred, you may have to change to hemodialysis because peri-
toneal dialysis will no longer work for you.

As we discussed in Phase 1, there are two types of peritoneal dialysis.  One
is Continuous Ambulatory Peritoneal Dialysis (CAPD) and the other is
Continuous Cycling Peritoneal Dialysis (CCPD).  Both types of peritoneal
dialysis are continuous, which means they give you around the clock treat-
ment. This “around the clock” treatment is more similar to how healthy kid-
neys work.  This means your diet may be less restricted.  

What Is Continuous Ambulatory Peritoneal Dialysis?

Continuous Ambulatory Peritoneal Dialysis (CAPD) is the most common
type of peritoneal dialysis.  It can be done in any place that’s clean and well
lit.  Exchanges are usually done every four to six hours during the day.  The
only equipment you need is a bag full of dialysate fluid and the plastic tubing
that comes attached to the bag. CAPD uses gravity to drain and fill the
abdomen with dialysate. You connect the dialysate bag and tubing to your
catheter.  The dialysate bag is hung above your head on a hook or pole.  This
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bag remains clamped until later.  The solution that’s been sitting (dwelling)
in your peritoneal cavity is drained out through tubing connected to an empty
bag on the floor.  That bag fills with your body’s toxins and fluid collected in
the dialysate solution.  When you finish draining, the bottom tubing is
clamped and you open the clamp on the tubing attached to the clean dialysate
bag. The dialysate flows into the peritoneal cavity by elevating the bag above
your head and letting the fluid drain in by gravity.  Once you have filled your
peritoneal cavity with clean dialysate, you can detach the tubing, and empty
the used dialysate into the toilet.  The clean fluid sits in the peritoneal cavity
for about four to six hours.  During this time you’re free to go about your
regular activities. Each exchange takes about 30 minutes to complete.  Most
people begin their exchanges in the morning and then end their day with one
just before bedtime.
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What Is Continuous Cycling Peritoneal Dialysis?

Continuous Cycling Peritoneal Dialysis (CCPD), sometimes called
Automated Peritoneal Dialysis (APD), is done at home with a machine called
a cycler.  This is done at night while you sleep.  The catheter is connected to
the cycler. For eight to 10 hours each night, the machine fills and drains the
dialysate from the peritoneal cavity.  The machine keeps repeating this
process throughout the night.  In the morning, clean dialysate is left in the
peritoneal cavity after you disconnect from the machine.  One or two manual
exchanges may be prescribed during the day.

What Is It Going To Be Like When I Start Peritoneal Dialysis?

A Friendly Note: Having flexibility and freedom are benefits to performing treat-
ments at home or work. But, it’s important to remember that doing treatments on
your own, or with a family member, can sometimes be difficult. You may feel like
it’s adding extra stress to your life and relationships.  You may feel as if it’s hard
for you to carve out time at work or home where it’s quiet and uninterrupted to
perform the exchanges. If you start to notice that these issues are getting to you,
just remember you’re doing this for your health. It’s worth it to take the time.
Eventually, you’ll get used to the idea of taking 30 minute “breaks” here and
there to perform an exchange. 

During your training for peritoneal dialysis, you’ll learn to solve common
problems.  Just as with home hemodialysis, there is a nurse on-call 24 hours
a day, seven days a week.  If you’re concerned about something, don’t hesi-
tate to call.  In addition to the nurse who is on-call, there’s a social worker
and dietitian available to you.  If you have a question or concern, you can
request to see any of them when you see your nephrologist and treatment
team.  The social worker and dietitian are also available by phone if an issue
arises between clinic appointments. 

A Friendly Note: Although most problems can be solved over the phone, if you
find yourself in an emergency, call 911.  Be sure to let your emergency response
team know you have ESRD and are on peritoneal dialysis.  The team may need
your treatment schedule, nephrologist, medications and any recent blood chem-
istry records.  

What Will Happen To Me After My First Few Treatments?

After the first few treatments you may notice that many of the symptoms of
ESRD begin to fade.  Some of the symptoms that begin to go away include:
nausea, forgetfulness, swelling, the “tin taste” in your mouth, the smell in
your mouth and the feeling of being exhausted.



A Friendly Note: Some people expect that after their first treatment, they’ll feel
great. But, you may not start feeling better until after a few treatments.  Don’t
become discouraged if it takes a little while. Remember it took a while for the
toxins to build up in your body. This means it will take a while for these toxins to
clear out of your system. 

What Type Of Supplies Will I Need To Store At Home?

When you’re on peritoneal dialysis, you’ll have a lot of supplies to store in
your home.  There’s enough plastic tubing and bags of dialysate for a
month’s worth of exchanges.  

A Friendly Note: You’re going to be responsible for keeping track of your sup-
plies and ordering them each month.  Don’t worry, as time goes by, you’ll devel-
op a system for ordering and keeping track of your supplies.  I suggest keeping
an inventory list. This will make it easier when you’re ordering – you’ll be able
to see quickly what items you need to replace.   

Will It Help To Talk To Someone Else?

A Friendly Note: In the hemodialysis section, we talked about the benefits of
talking to someone else about their experiences. Peritoneal dialysis and
home hemodialysis aren’t any different in this regard. When you’re first start-
ing out, it is helpful to talk to someone who has been through what you’re
experiencing. It’s very helpful to find a mentor.

Finding a mentor may be helpful as you begin dialysis.  Your nephrologist,
nurses or social worker know the other people in your treatment facility and
can help match you with someone who is also on peritoneal dialysis.
Finding the right mentor can help you know your feelings are normal. 

You also have many supports available to you.  You may join a support group
for you and your family, or you can join a local chapter of AAKP.  Call
AAKP to find the support group nearest you. 

A Friendly Note: Another source of comfort may be the religion you practice.
Don’t underestimate the comfort, strength and community involvement gained
through your religious affiliation and prayer.
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A Friendly Note: I’ll let you in on something; many people
think a kidney transplant is a cure for kidney failure.
However, it’s just another treatment option. You’ll still have
to be active in your healthcare.

When a kidney from another person is surgically placed
into someone whose kidneys have failed, it’s called a kid-
ney transplant.  Only one kidney is placed during a trans-
plant.  One healthy kidney can do the work of two.  The
transplant involves an operation, which usually takes
about three hours.  Once you have the operation, you’ll

need to take medications for the entire time you have a functioning trans-
planted kidney.  These medicines help your body accept the kidney and are
called anti-rejection medicines. They are also known as immunosuppressive
medications. 

The anti-rejection medicines have some side effects. However, these side 
effects are usually manageable.  A few of the most common side effects are:

• high blood pressure
• a decrease in your body’s immune system
• weight gain
• raised cholesterol
• stomach ulcers
• facial hair
• stretch marks
• fullness in your face 
• darkened skin
• diabetes

A Friendly Note: The side effects listed are common, but not everyone who has a
transplant experiences all of the side effects. Some people have very few side
effects. 

The challenging schedule of transplant medications and their side effects are
discussed in more detail in the “medications” section of this phase.  

What’s The First Step In Getting A Transplant?

Before you can have a transplant, you must be evaluated at a transplant cen-
ter.  Doctors, nurses and social workers will talk with you and give you med-
ical tests to decide if a transplant will work for you.  They’ll also look at how
well you’re currently following your dialysis and/or medication schedule.
These professionals can answer any questions you have about medications,
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surgery and care.  As the anti-rejection medicines are quite expensive, trans-
plant coordinators want to make sure you explore any needed support to
assist you.  Another factor is your blood and tissue type.  The closer your
blood and tissue type match the new kidney, the better the chance the new
kidney will be accepted in your body and begin working. 

What Are The Different Types Of Transplants?

There are three kinds of kidney transplants: living-related, living unrelated
and cadaveric.  Each has the potential to work so long as tests indicate that
the chances of early rejection are low.

A living-related donor is a blood relative (mother, father, sister, brother,
child, cousin, uncle, aunt) who agrees to give you a kidney.  It’s important to
remember just because a person is a relative does not mean the kidney will
be a match.  Blood tests will determine if the kidney is a good match for you.

A living unrelated donor is a person who is not a “blood relative.” Such per-
sons include spouses, friends, distant cousins and others. The person is tested
for blood and tissue type.  The unrelated donor is tested just as a related
donor is, and blood tests determine how well the unrelated donor’s kidney
may be matched for you. During the last several years, this has become a
more common type of transplant.

Cadaveric kidneys come from persons who have recently died and whose
family has donated their organs (such as lungs, heart and kidney) for others
to use.  This is the most common type of transplant today.  All organs in
America are managed through a national waiting list. When a kidney
becomes available, your blood and tissue type are compared to that of the
donor.  Finding just the right kidney may take a short time or several years.
Based upon these and a number of other factors, a computerized system ulti-
mately matches all cadaveric organs with appropriate patients in need.

What Is The Transplant Process Like For A Living Kidney Donor?

Whether you’re receiving a transplant from a relative or a friend, the dona-
tion process is the same. Just as you go through special testing and evalua-
tions so does your potential donor.  The tests for the donor include a past
medical history, physical examination, routine blood and urine tests, special
x-ray studies, and some psychosocial and financial counseling.  If it’s decid-
ed that someone is a suitable donor that means the person has one kidney
suitable for donation and another kidney healthy enough for the person to
live with only one kidney.  The risk of complications to the donor is low
when a thorough evaluation is performed.  
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A Friendly Note: It’s important to remember that the health of the person giving
you a kidney is just as important as your health for receiving the kidney.  Just like
your transplant team tells you what to expect after you receive the kidney, your
donor is also prepared for how he or she will feel after donating a kidney.  As
with any operation, there are possible complications. After surgery, the donor
can have bleeding, pain, bloodclots, infection or other problems. Most donors
never experience these and have a short hospitalization and rapid recovery. 

What Type Of Pain Is Involved For The Donor And How Long Is The
Hospital Stay?

For the kidney donor, postoperative pain and discomfort depend in part upon
the kind of operation performed. There are several newer approaches to
removing a kidney from the living donor for transplantation. Among these
are laparoscopic or modified (hand assisted) laparoscopic techniques, opera-
tions which approach the kidney through very small incisions, and modifica-
tions of larger operative procedures used in the past. In most centers, the
donor operation allows for hospitalization of only a few days. Pain control
may be applied through special techniques such as epidural medication deliv-
ery or placement of small temporary tubes near the area of kidney removal.
The kidney donor will need to be away from work for several days to several
weeks depending upon the specific job. Most donors should not lift heavy
objects for several weeks, but can return to moderatley vigorous walking and
exercising as recovery progress.

A Friendly Note: When someone donates a kidney to you, sometimes that person
begins to feel a special type of bond with you. After all, you two now share kid-
neys that are related – in a sense. It’s possible that if the kidney doesn’t work,
however, the donor may feel guilty that he did something wrong. You may also
feel guilty because someone gave up a kidney, but you couldn’t get it to work.
These feelings are natural. The best thing you can do is talk to someone, like
your social worker, about what you’re feeling.

What Happens When I Receive A Transplant?

When living donation occurs, there are usually two transplant teams operat-
ing at the same time.  One team of surgeons operates on the donor and
removes the kidney (this process is called a nephrectomy). In a separate oper-
ating room, another team transplants the kidney into you.  The donated kid-
ney is usually placed into the front part of the body near your hip in your
lower abdomen.  Usually your old kidneys are not removed.  Once the opera-
tion is done, your new kidney may begin working immediately or it may take
a few days or even weeks.  If it takes awhile for your kidney to start working,
you may need to have dialysis. Once it starts working, however, you’ll no
longer need dialysis.  
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A Friendly Note: You should know, there are times when a transplanted kidney
never starts working.  If this happens to you, you’ll need to stay on dialysis. The
transplanted kidney may have to be removed if your doctor thinks it’s a source of
infection or poses a health threat to you.

What Type Of Pain Is Involved And How Long Will I Be
In The Hospital?

As with any surgery, there is a certain amount of pain or discomfort that’s
normal.  Your doctors will prescribe pain medication for you. Your pain
should gradually lessen each day and pretty much disappear within three to
four weeks. You’ll probably be in the hospital for about seven to 14 days.  

A Friendly Note: Don’t worry if after your transplant you notice little tinges of
pain from time to time. You may experience occasional, brief pain for several
months when you move a certain way or sit or stand in a specific position. This is
normal. Just remember, you went through major surgery and your body needs
time to heal itself.

What Will I Experience Emotionally When I Receive A Transplant?

A Friendly Note: A transplant is going to fill you with a lot of different feelings. A
variety of situations may influence these feelings. You may expect your new kid-
ney to begin working right away but if this doesn’t happen, you may feel devas-
tated.  When the new kidney does begin working, you may feel a whole new set of
emotions like excitement and relief.  All of these feelings are to be expected short-
ly after a transplant. And, most importantly, they’re normal.  

The first few months after your transplant may be the most emotionally diffi-
cult.  There are many transitions that happen after a transplant.  Your body
changes as it adapts to your new kidney and the medicines that are necessary
after a transplant.  Your transplant team may adjust medicines so they work
best for you. Your medical teams may have new doctors. You will no longer
see the social worker from your dialysis unit. You may see a transplant physi-
cian instead of your dialysis doctor.  All of these changes can seem over-
whelming and it may be helpful to talk to someone who has gone through
this before.  You may want to consider talking to your new social worker,
nurse or doctor to see if there’s someone with a similar experience. 

A Friendly Note: It really helps to talk to someone who has gone through the
transplant process and understands the roller coaster of emotions. No matter
how much you read and are prepared by medical professionals, hearing first
hand from a person who has gone through the experience lets you know
you’re normal.  You may also gain a sense of peace through your religious affilia-
tion.  Prayer and support from your religious community can help you during
this time.  
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What About Sexual Intimacy?

A Friendly Note: This is a difficult subject for some people.
You may not feel comfortable discussing sexual issues with
anyone other than your spouse. Sometimes, you may not
even feel comfortable talking about sex with your spouse.
One of the biggest pieces of advice you’ll get in this section
is to realize that open communication is extremely impor-
tant. I understand why you may not want to talk about sex.
We were brought up to keep it behind closed doors. But your
doctor can’t help if he or she doesn’t know what’s going on.

Sexual difficulties can be common with people who have ESRD. That’s why it’s
important to talk about it. Sometimes a simple switch of medicines can help the
problem. 

If you’re like most people with ESRD, you’ve experienced a lot of changes
in your life since the diagnosis. From the initial stages of kidney failure to
choosing a treatment option to having an access placed to beginning a med-
ical regime, you’ve had a lot of things on your mind. These changes may
have caused you to concentrate on your healthcare and therefore decreased
your sexual desire. Some people have even commented that the placement of
the access has made them feel “less desirable.” If you’ve gone through this,
your feelings are normal. 

Both your interest and the ability to have intercourse can be affected by the
physical and emotional changes you’re experiencing. Tension, stress and anx-
iety can all interfere with your ability to function sexually.  The sexual prob-
lems can become worse if you or your partner becomes upset.  Usually if the
stress and anxiety are minimized and the relationship is intact, your sex life
will return to normal.  

The physical changes that can be caused by decreased energy, inadequate
dialysis, medication side effects and hormonal changes can reduce your sexu-
al interest and ability.  If you have concerns, talk to your doctor.  Changes in
your treatment or medications may help.  Men can have problems achieving
or maintaining an erection.  Because of this, men may find it helpful to see a
urologist. 

It’s important to focus on all of the aspects of sexuality and intimacy, includ-
ing holding each other, cuddling, massaging and foreplay.  You may also find
it helpful to try different sexual positions that require less energy.

If you have concerns about your ability to maintain intimacy and a satisfying
sexual relationship, talk with the social worker in your facility.  Your nephrol-
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ogist can offer you changes in your treatment or medications, counseling or a
referral to a person who specializes in your area of need.  Some people who
have received a transplant fear that by having intercourse, they may damage
their new kidney.  Your concerns can be discussed with your nephrologist and
transplant team.  They will be able to tell you when you can safely resume a
normal sex life.  Please know that you’re not alone in your concerns and
there are people who can help you regain intimacy and a fulfilling sex life.   

What About Sexually Transmitted Diseases?

Having ESRD, it’s extremely important to be careful and take precautions
against sexually transmitted diseases (STDs).  If you contract an STD, you
may have to add more medications to your daily care routine.  It’s also
important to know if you contract Human Immunodeficiency Virus (HIV),
you may not be considered a candidate to receive a transplant.  For these rea-
sons, protecting yourself from STDs is a responsibility you need to take seri-
ously.  Choosing abstinence or using condoms and practicing safe-sex tech-
niques are ways to reduce the spread of STDs.  If you have questions or need
information on any of these techniques, talk to your doctor, nurse or social
worker.  

Can I Have A Child?

Some of the physical changes related to ESRD make it less likely a woman
will become pregnant, although it does happen.  Women or their partners
should continue to use birth control to prevent pregnancy.  Pregnancy after
transplant can and does occur.  Men on dialysis can father children. Sperm
counts, however, often decrease after months or years on dialysis, which may
make it difficult for partners wishing to become pregnant.  You should con-
sult with a gynecologist or urologist if you need to discuss fertility and fami-
ly planning concerns. 

Before you decide to become pregnant and have children, talk to a nephrolo-
gist who has experience in this area.  This is important in your family plan-
ning efforts because each time you dialyze, your baby does too.  This may
have some long-term effects on you and your baby.  If you’re on peritoneal
dialysis, you may be switched to hemodialysis to allow the baby more room
to grow.  

You and your spouse may feel disappointed if you can’t physically have chil-
dren.  However, there are other ways to bring children into your family.
Adoption, foster parenting, becoming a Big Brother/Sister, mentoring in
schools are all ideas.
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If you decide you don’t want to become pregnant and have children, be sure
to take the necessary precautions and use some form of birth control.  Your
doctor can talk to you about which contraceptives are available and effective
for you.  
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Exercise is important for everyone to stay fit and healthy.
This is especially true when you have ESRD.  

A Friendly Note: I used to make a funny face every time
someone mentioned exercise to me. I wasn’t feeling well and
always seemed to be tired. I didn’t think I had the energy to
exercise. Actually, exercise is exactly what my body needed.
It made me feel better and it has helped to keep my muscles
from weakening and my joints from stiffening.

Exercise has many benefits for people with ESRD:
• It makes your heart stronger and reduces the risk of heart attack.

• It gives you more energy.

• It can lower your blood pressure and reduce the number of medicines
needed.

• It can strengthen your muscles and make your joints more flexible.

• It can reduce depression, anxiety and stress.

• It can help control your blood sugar.

• It can lower the level of fat or cholesterol in your blood.

What Type Of Exercise Program Should I Use?

A regular exercise program can help you feel healthy again.  This, however,
isn’t a suggestion to go out and set a world record. Exercise should be done
in moderation. Check with your doctor before starting an exercise program to
see if you have any limitations. Your doctor can help you develop an exercise
plan that will take into account your physical needs and abilities.  

Types of exercise good for people with ESRD include:
• Flexibility/stretching exercises - help you move more easily.

• Strengthening exercises - help make your muscles stronger with the use
of weights or other resistance techniques.

• Cardiovascular exercises or aerobics - help strengthen your heart and
lungs. It improves your circulation and endurance.

An exercise plan doesn’t mean you need to join a gym or buy some fancy
exercise equipment for your home.  There are dialysis centers that have exer-
cise programs. Your local YMCA and YWCA have various programs.
Hospitals and clinics also have exercise facilities and classes.  It can even be
as simple as going to your local shopping mall and walking.  Whatever exer-

- exercise -



cise plan you decide to try, be sure to check with your doctor.  Exercise will
play a big part on your road to a better, healthier and more satisfying life.  

A Friendly Note: Pick an exercise plan that’s enjoyable. This will help motivate
you so you’ll keep up with the program.  It’s also a good idea to set reasonable
goals for your exercise.  Then when you reach those goals you’ll feel really good
about yourself and the exercise program. After I had been exercising for a while I
was able to take a look at how much I had achieved. The whole time I had been
keeping a progress report. This would be a good idea for you, too.
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A Friendly Note: This is a difficult section for some people.
It’s one of those topics you may not have thought too much
about before you were diagnosed with ESRD. As you’re
reading this section, don’t become depressed thinking that
because you’re an ESRD patient something terrible is going
to happen. Think of this information as a future plan. After
all, everyone needs a plan whether or not they have ESRD.

Since you were diagnosed with ESRD, you’ve had to think about a lot of
issues and make a lot of decisions.  You’re now in a phase of your care when
most people feel they’re regaining control of their health and life.  One of the
ways to hold on to the control of your body and future is to tell people your
medical wishes.  Making your wishes known can be done through a legal
paper called an “advance directive.” This allows you to have control over
how you want to live.  These choices should be made during a time when
you aren’t in crisis and you aren’t concentrating on other issues. You want to
make these decisions when you can think calmly about the future and what
type of treatment you would like people to do if you’re in a medical emer-
gency.  This isn’t only a way to makes sure things are done according to your
wishes, but it also helps those people in your life know what decisions to
make if you’re unable.  In a time of crisis, it’s hard for people to make deci-
sions as they are feeling overwhelmed, confused, unsure and afraid of mak-
ing the wrong choice.  Completing an advance directive ensures that your
wishes are met. This allows your family to focus on you and your health.  

There are two types of documents you should consider making: the living
will and the durable power of attorney for healthcare decisions.  Your dialysis
facility or hospital may actually have you sign them prior to admission.

The living will is a written statement signed by you.  It tells healthcare pro-
fessionals what type of medical care you do or do not want if you’re unable
to make these decisions for yourself during a crisis or emergency.  You’ll
need to consider several things when making decisions for this document.  

Do you want to:
• accept all recommended treatments?

• accept only some of the recommended treatments?

• refuse all treatments?

- Advance directives -



Your decisions should clearly state whether you want or don’t want the fol-
lowing life saving or life extending care:

• CPR (Cardiopulmonary resuscitation),which is a way to pump blood to
the body and brain if the heart stops.

• Tube feedings, which is food given through a tube in the stomach or a
vein when a person can’t eat by mouth.

• Mechanical or artificial respiration, which is breathing done for a per-
son by a machine.

• Medicines that could keep a person alive by treating infections, an irreg-
ular heart beat or high or low blood pressure.

• Blood transfusions
• Surgery
• Dialysis

The Durable Power of Attorney for Health Care Decisions is a legal paper
you sign that gives someone else permission to make healthcare decisions for
you if you can’t speak for yourself.  You choose the person you want to make
those decisions, and write his or her name on the durable power of attorney
for healthcare decision forms. It’s important to ask the person you choose if
he or she is willing to perform this role.

Who Can Help With The Paper Work For An Advance Directive?

In both types of advance directives, your social worker will be able to help
you get the appropriate form.  Your social worker, nurse or doctor can answer
any questions you may have as you complete the form.  It’s a good idea to
talk about your wishes with your doctor prior to completing the form.  The
doctor can help you make the best decisions about your future medical care.
You should also talk to your family and attorney about the decisions you
make.

A Friendly Note: Once you’ve made your advance directive decisions and com-
pleted the forms, make several copies and give them to your doctors, family and
friends.  You’ll want to make a list of the people who have copies.  If you change
your mind about your wishes at any time, they can be cancelled or changed.  To
be on the safe side, if you change your advance directive, you’ll want to notify all
the people you gave copies to. Ask them to destroy those copies and give them
your new wishes. 
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What About My Job?

A Friendly Note: ESRD and its treatment have changed
many areas of your life.  Another area of your life that you
may be worried about is your job. Let’s face it, your job not
only pays the bills, but it may provide you and your family
with insurance. A job also helps to identify you. My job is
very important to me, not only because of the financial
aspects but also because it has become a part of my daily
and weekly routines for so many years. When I started
hemodialysis, I needed time to adjust, but I’m glad I went
back to work.  It put normal routines back in my life. Most

people who are on dialysis suggest that taking a brief leave of absence while
adjusting to dialysis is better than applying for disability. I happen to agree. 

The Federal Family and Medical Leave Act allows persons with serious
health conditions including kidney failure to qualify for up to 12 weeks of
unpaid leave.  While on leave, your employer is required to hold your present
job or a similar job with the same pay, benefits and working conditions.  Your
employer is required to maintain group health coverage, although you may
be charged for the insurance premiums.  If a spouse, parent or child is needed
to help care for a person with a serious medical condition, they too may be
able to take unpaid leave under the Family and Medical Leave Act.  There
are three conditions to be eligible.

To qualify for leave, a person must:
• Work for a company with 50 or more employees
• Have been working there for at least 12 months
• Have worked at least 1,250 hours in that 12-month period

The leave may be used all at one time, or it can be used as a reduced number
of hours each day or in small time frames of an hour (if the payroll system
tracks time in shorter units).  Some employers require you to use vacation
time and/or sick days first.  That varies from employer to employer.   With
the federal supports that are in place, it can allow you to stay employed and
maintain some level of activity.  

- Work & Employment -
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Can I Travel When I’m On Dialysis?

As you begin to feel better and regain strength and ener-
gy, you’ll realize your life is getting back to normal.  You
may decide you’d like to go on a trip, visit family and
friends or travel for business.  

A Friendly Note: Just because you have ESRD and are on dialysis, doesn’t mean
everything must come to a stop. If you want to take a trip and go on vacation,
GO — NOTHING IS STOPPING YOU. The only difference is you’re going to
have to plan a little more and make a few extra arrangements. Other dialysis
patients travel all the time and they travel all over the place, including overseas
and on cruise ships. 

How Do I Arrange For Hemodialysis When I’m Traveling?

Whether you have private insurance or Medicare, be sure to check to see if
the cost for dialysis is covered where you’re traveling.  Medicare doesn’t pay
for treatments outside of the United States. If you’re paying with cash for
your treatment while away from home, be sure to let the facility know you’re
paying for it yourself.  You may get a better rate.  

A Friendly Note: As you travel, remember each facility has its own way of pro-
viding care and treatment. The dialysis units may have different procedures. The
facility in which you usually dialyze, may allow you to eat while you’re dialyzing,
but the unit you go to when you’re on vacation may not let you. Different things
work for different units. You’ll learn that as you travel more. It’s interesting to
learn how units operate in different areas of the country and world.

When you’re planning your vacation, you’ll want to take a look at possible
dialysis units that are close to where you’re vacationing. Your dialysis unit
can give you a list of treatment facilities to call in the area you’re visiting.
You can call the out-of-town facility and make the needed arrangements.  By
arranging it yourself, it allows you to set up a location and schedule that best
meets your needs during travel. 

You can set up the dialysis schedule on your own, but you may need the help
of your dialysis unit when it comes to the paperwork. Copies of your medical
records must be faxed to the facility you’ll be visiting. Your dialysis facility
will take care of this for you. About two weeks before your trip, check with
your unit to make sure the needed paperwork was sent. Also, check with the
unit you’ll be visiting to make sure they have everything they’ll need.

- travel -
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I’m On Peritoneal Dialysis. Can I Travel?

When you’re on peritoneal dialysis, you’ll need to arrange for your supplies
to be sent ahead of time to your destination.  You can call your supplier and
order the amount of supplies you’ll need. Your supplier will deliver the sup-
plies to your travel location instead of your home. This means you won’t
have to worry about carrying extra suitcases filled with heavy supplies.  You
will however, still want to carry one or two extra dialysate bags and needed
supplies, in case you need them en route.  If you’re on CCPD, you can have
your cycler machine delivered to your travel spot as well.  As with hemodial-
ysis, you have to plan ahead. ESRD doesn’t mean you’re unable to travel and
vacation with family and friends.

Does Medicare Cover My Dialysis When I’m Traveling
Outside Of The Country?

Medicare doesn’t cover the cost of supplies or treatments while you’re out of
the United States. Some patients’ private insurance will cover 80 percent and
the individual pays the other 20 percent. However, some countries will only
accept cash payments from foreign travelers. Be sure to research the areas
you’ll be visiting and understand the payment procedure before you arrive. 

Is There Anything Special I Have To Do If I’m Traveling Outside
Of The Country?

When you travel abroad, there are often special vaccines that are needed for
all visitors. There are some shots that can’t be given to transplant recipients
or for people with certain health conditions who are on dialysis. Therefore,
before you plan a trip outside of the U.S., you should talk to your nephrolo-
gist.
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How Important Are The Medicines My Doctor
Has Prescribed?

A Friendly Note: In Phase 1 we talked about how you would
feel when your kidneys stopped working. We also explained
the effects on your body. If you’re like most people, you want
to feel better. One of the ways to do that is to receive ade-
quate dialysis. You’ll also need to take your medicines,
watch your diet and exercise regularly. These are simple keys
that will help you feel your best. 

It’s your right and responsibility to understand what medicines you’re taking,
why you’re taking them and how you’re supposed to take them.  For exam-
ple, 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 of
any changes in your medications and treatment plan. A change in your medi-
cine can affect other areas of your treatment. 

What Type Of Medicines Will I Need To Take When I’m On Dialysis?

When you have kidney failure, medications may be prescribed to help your
body make red blood cells, control blood pressure and help replace vitamins
and minerals. Other medicines will keep your bones strong, get rid of phos-
phorus that builds up when your kidneys aren’t working, and treat infections
or other illnesses you may have.   Below is a list of some of the common
medications for people who are on dialysis.

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

• Blood pressure medicine is used to keep your blood pressure under
control.  If it’s not controlled, you could have a heart attack or a stroke.

• Vitamins are used to help replace the vitamins and minerals that are
lost during dialysis.  You may also need vitamins because of your
dietary restrictions.

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

• Phosphorus binders help your body “tie up” the phosphorus that can-
build up in your body.

• Epogen® or EPO is used to stimulate the production of red blood
cells.  You may need this to help treat anemia, which is often associated
with ESRD, when you’re on dialysis.

• Carnitor® may be used to replace carnitine deficiency.  Carnitine is a
natural substance that helps the body’s cells produce energy.  It also
helps to remove the waste products form our cells.  Some patients may
lose carnitine during each dialysis session. 

- medications -
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• Antibiotics help your body fight infections.  When your kidneys aren’t
working, antibiotics can build up in your body, so if another doctor
gives you an antibiotic, be sure to ask your nephrologist if the dose is
OK.

Can I Take Over-The-Counter Medicines?

Because you have kidney failure, you need to be careful what over-the-count-
er medicines you take. This also includes “home remedies.” These medicines
or remedies can react with your prescription drugs and can make you sick or
could even be life threatening.  Make sure you tell your medical team about
all medicines and remedies you’re taking.  Here are some common medicines
you’ll want 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.   

• Enemas and laxatives should be avoided.

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

• Any “cure all” remedies, herbal medicines and over-the-counter
medicines that have not first been discussed with your nephrologist. 

What Type Of Medications Will I Need When I Have A Transplant?

As we briefly discussed in the transplantation section, the closer the new kid-
ney matches your blood and tissue type, the better the chance the new kidney
will be accepted into your body and begin working. No matter how close the
transplanted kidney matches your blood and tissue type, you’ll have to take
several medications to keep your body from rejecting your new kidney.
These medicines may have some side effects.  Regardless of the side effects,
it’s important to remember that all of the medicines work together to help
prevent rejection.  Your medicines will need to be taken in the right amount
according to how they’re prescribed as long as you have your new kidney.
Missing even one dose can be harmful to you and you can risk losing your
new kidney.  



A Friendly Note: You don’t want to forget to take your medicines or just stop tak-
ing them because you don’t like the side effects. This is dangerous because it will
probably cause you to lose your transplanted kidney.  If this happens, you’ll need
to go back on dialysis.  It may also jeopardize your chance to be considered for
another transplant. 

Your doctor will prescribe medicines that keep your body from rejecting the
new kidney.  These medicines are called immunosuppressants.  They are also
known as antirejection drugs. When immunosuppressants are working, it
means your body’s ability to fight off germs is decreased.  Because of this,
it’s easier for you to get infections or tumors.  Taking immunosuppressants
may change your eyesight, blood pressure and blood sugar levels.
Immunosuppressants may also cause problems with your stomach.  There are
other medicines that you can take to help minimize the stomach problems or
ulcers, blood pressure and blood sugar levels.

A Friendly Note: Don’t become discouraged by the possible things that might
happen because of the immunosuppressants. If you want to keep the organ func-
tioning, this is what needs to be done. But, these side effects are manageable and
you may not experience everything we’ve described. By knowing everything that
might happen, you’re better prepared. 

Steroids may also be prescribed to help with inflammation or swelling. This
is your body’s natural response to an injury or an invasion.  Your body per-
ceives your new kidney as an invasion and will try to respond.  Steroids keep
the inflammation in control.  In taking these medicines you may have
changes in your appearance.  These medications may also increase your
appetite and create some changes in your mood.  Most of these side effects
occur right after the transplant when the dose of medicine is the highest.  The
side effects usually decrease as the medicine dose is lowered. Remember, not
everyone has every side effect to a medication.    
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In recent years, there has been a growing trend to explore
and use alternative medicine or complementary medicine.
These are treatments, which are used in addition to tradi-
tional western medicine.  Common treatments include
acupuncture, herbal remedies, chiropractic therapies,
mind-body techniques and others.  It also includes over-
the-counter medicines.  There may be some benefit in
these types of treatments and medicines, but it’s impor-
tant to know there may be dangerous side effects when
these treatments are combined with your medicines.

These alternative and complementary medicines may also be harmful to peo-
ple with certain medical conditions.  It’s important to tell your doctor all of
the medical treatments you’re taking.  Also, before trying any complementary
therapies or medicines, check with your nephrologist first. In the appendix is
a table listing commonly used herbal treatments and their potential effects.

Are There Any Vaccinations I Should Receive On  A Regular Basis? 

A Friendly Note: When the flu, pneumonia and other illnesses hit a healthy per-
son it may not be serious, but with you it can be.  When you have ESRD, getting
the flu or pneumonia can be serious. It may take a long time to get over the ill-
ness or it can cause additional complications. There are a few precautions you’ll
want to take to avoid this happening. There are several vaccines you should
receive. You’ll also want to keep a current record of all vaccines you’ve received.
This way you’ll know when it’s time to get another vaccine.

When you have ESRD, your immune system has changed. It may not be as
strong as it was before.  People with ESRD should receive an annual flu shot.
You should also receive a pneumococcal pneumonia vaccine every three to
five years as opposed to every 10 years, which is the recommendation for the
general population.  In addition, there is a vaccine for Hepatitis.  Hepatitis B
is a disease that affects a person’s liver.  It’s primarily transmitted through
blood and blood products.  If you do contract Hepatitis, there is a chance that
you may not be eligible for a transplant.  It’s highly recommended that per-
sons with ESRD receive the Hepatitis vaccine.  In some rare cases people
have allergic reactions to immunizations.  This is usually caused by sensitivi-
ty to egg protein that is found in some vaccines.  If you have a history of
severe reactions to eggs or egg protein, you should tell your doctor before
receiving any vaccination or inoculation.  
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- alternative/complimentary and
other medications -



What Type Of Immunizations Will I Need Before I Have A Transplant?

If you’re considering a kidney transplant, you’ll need to bring all immuniza-
tions up to date.  The reason for this is because after you receive the trans-
plant, the medicines you take to prevent rejection, such as steroids and
immunosuppressants, can cause the vaccines not to provide the needed pro-
tection.  After you receive a transplant, you should never receive a vaccine
containing live viruses.  This includes polio, measles, mumps, rubella and
chicken pox vaccines.  Because your immune system is weakened from the
anti-rejection medications, these live vaccines can put you at risk of getting
the disease they are supposed to prevent.  Other people living in your home
after you’ve received a transplant should avoid live vaccines so there isn’t a
risk of spreading the live virus to you.     
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What Types Of Blood Tests Are Done When
I’m On Dialysis?
Each time you dialyze, you’re weighed and there are
routine tests that are done to look at your blood and
body chemistries.  If you’re on peritoneal dialysis,
these tests are done once a month when you go to the
unit. The blood tests measure the waste products in
your blood.  It’s extremely important to review and
understand your blood values.  They are the key to
whether you are receiving adequate dialysis. The val-

ues are guidelines and may vary from person to person. Use the blood chem-
istry chart in the appendix to keep track of your monthly values.
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- tests and chemistries -

Creatinine (CR)
Normal value = less than 1.5 MG/DL
Accepted dialysis normal = 10-20 MG/DL
Creatinine is a waste product of muscle breakdown. Healthy kidneys remove crea-
tinine from the blood. With kidney failure, creatinine builds in the blood until it is
removed by dialysis.

Symptoms of abnormal levels include: Causes of abnormal levels can mean:
- Itchy skin - not getting enough dialysis
- Numbness or tingling in toes - increase in body mass

Blood Urea Nitrogen (BUN)
Normal value = 7 - 25 MG/DL
Accepted dialysis normal = 40-85 MG/DL
The BUN is a waste product of protein breakdown. The more protein you eat, the
more urea is produced.

Symptoms of abnormal levels include: Causes of abnormal levels can mean:
- Fatigue - eating too much protein
- Nausea - not getting enough dialysis
- Insomnia - need for higher blood flow rate
- Dry and/or itchy skin - need for larger dialyzer
- Body odor or bad taste in mouth
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Potassium (K)
Normal value = 3.5-5.4 MEQ/DL
Accepted dialysis normal = 4.0-6.5 MEQ/DL
Potassium regulates muscle action, including the heart. 

Symptoms of high levels include: Causes of high levels can mean:
- irregular heart beats - eating too many foods high
- muscle weakness in potassium such as bananas
- in extreme cases, heart attack and tomatoes

Sodium (Na)
Normal value = 135-147 MEQ/DL
Accepted dialysis normal = 135-147 MEQ/DL
Sodium is necessary for maintaining the body’s cells and water.

Symptoms of high levels include: Causes of high levels can mean:
- Thirst - Eating too much salt
- High blood pressure
- Shortness of breath
- Swelling (edema) in legs, around eyes,

fingers and other areas

Phosphorus (P) 
Normal value = 2.5-4.5 MG/DL
Accepted dialysis normal = 3.5-5.5 MG/DL
Phosphorus is made by protein breakdown.  It’s a chemical that works with calci-
um to keep bones strong.  A medicine called a phosphorus binder may be taken
with meals to control the phosphorus level. Constantly high phosphorus levels
lead to bone disease.

Symptoms of high levels include: Causes of high levels:
- Elevated parathyroid - Not taking phosphate binders

hormone by lowering calcium - Eating high phosphorus foods such as 
- Itchy skin milk, beans, cheese and meats

Glucose 
Normal value = 65-115 MG/DL
Accepted dialysis normal = 65-115 MG/DL
Glucose, or blood sugar, is necessary for energy and maintaining normal
body tissue.

Symptoms of high levels include: Causes of high levels:
- Excessive thirst - Diabetes



A Friendly Note: In Phase 3: Stabilization, you will learn more about measuring
adequate dialysis and ensuring good quality outcomes. It’s helpful to keep a
notebook to track your progress and blood chemistries.  This will also help you
and your healthcare team track your progress and identify what works best for
you and your situation.  I also enjoy looking back to see how well I’m doing and
how much progress I’ve made.
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Calcium (Ca)
Normal value = 8.5-10.8 MG/DL
Accepted dialysis normal = 8.5-10.8 MG/DL
Calcium helps keep bones strong and growing.  

Symptoms of low levels include: Causes of low levels:
- Muscle twitching and cramping - Eating high phosphorus food
- Seizures - Not taking phosphorus binders
- Hair loss
- Cataracts

Symptoms of high levels include: Causes of high levels:
- Muscle weakness - Certain medications
- Fatigue
- Abdominal cramps
- Loss of appetite
- Nausea and/or vomiting
- Constipation

Hematocrit (HCT or Crit)
Normal value: % of total blood volume made up of red blood cells
Males = 40 – 47%
Females = 37-47%
Accepted dialysis normal = 33-36% gender non specific

.  
Symptoms of low levels include: Causes of low levels:
- Fatigue - Decreased production of
- Shortness of breath red blood cells
- Difficulty exercising - Blood loss during or after dialysis

- Shortened survival time of
red blood cells



As discussed throughout Phase 1, diet is a key part of
living a healthy life with ESRD.  Your treatment facili-
ty has a dietitian who can help you make good food
choices and understand your blood chemistries.  Your
dietitian will help you to plan your diet so you can
stay as healthy as possible. In Phase 3 we’ll talk more
about the specific guidelines for your chemistries and
nutrition.

A Friendly Note: The diet is probably the hardest part of adjusting to ESRD.
Watching what you eat and drink may be one of the most difficult changes you
make.  The good news is you don’t have to do it alone. A dietitian can explain the
diet to you and help you make choices for special occasions or when you’re din-
ing out.  Dietitians are not there to “police” you, but to work with you to make
the best choices possible.  It’s important to be honest about your food likes and
dislikes as a way to come up with a food plan that works for you.  

When you eat or drink, your body uses everything it needs and the parts of
food that aren’t needed are removed from your body.  Your kidneys are the
filters and your urine is the way wastes are removed from your body.  Since
you no longer have working kidneys, your body can’t remove the toxins that
are building up in your body. Eating the wrong foods and fluids can be dan-
gerous.  In the tests and blood chemistries section, we discussed how many
of the things that build up in your body might become life threatening.
Although there are certain foods and beverages that are commonly avoided
among people with ESRD, what you eat and drink is different depending on
the stage of your kidney disease and the kind of treatment you choose.  For
example, there are medications you may take to treat your ESRD that can
cause constipation, which means your stools become hard and infrequent. If
this happens to you, you’ll want to talk to your doctor or dietitian.  Your die-
titian may help you to make food choices that can help relieve your constipa-
tion and your nephrologist may prescribe stool softeners.

What’s My Diet Like If I’m On Hemodialysis?

If you’re on hemodialysis, it’s important to be aware of what you eat and
drink because your blood is only cleansed three times a week.  Waste prod-
ucts and toxins can build up in your body between dialysis treatments.  You’ll
learn what foods contain high amounts of potassium and phosphorus so you
can avoid them.  Depending on how much urine you produce, you’ll have to
cut back on salt and fluids.  You’ll also need to make sure you’re getting
enough calories to keep you from losing weight.
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- The Esrd Diet -



What’s My Diet Like If I’m On Peritoneal Dialysis?

If you are on peritoneal dialysis, your diet may be less restrictive than
hemodialysis. However, you will still need to be careful about the amount of
fluid, salt, phosphorus and potassium you consume. You may need to eat
extra protein. The recommended amount will vary from person to person.
When you’re on peritoneal dialysis, you also have access to a dietitian who
can help you understand the diet. 

A Friendly Note: The American Association of Kidney Patients has various
resources about diet. Give them a call at 800-749-2257 or visit the web site at
www.aakp.org for more information.

What Can I Do About Being Thirsty?

Although thirst and craving fluid can’t be eliminated, there are some tips that
can help control it.

• Follow a low sodium diet, because salty foods make you thirsty. 

• If you’re thirsty, chew gum, or suck on mints or hard candy.

• To quench thirst try rinsing your mouth with mouthwash or water without
swallowing.  

• Try to drink from small cups instead of large ones.

• Remember, ice lasts longer in your mouth than liquid. Try freezing your
favorite juice or beverage, like lemonade.  Keep in mind, however, that
ice also needs to be counted as part of your fluid allowance. 

What Is Potassium?

Potassium is a mineral that is vital for regulating your heart.  It’s found in
many of the foods we eat and in some medications.  When your kidneys fail,
potassium builds up in your blood and body.  A high potassium level is
extremely dangerous.  It can make your heart stop working.  There are two
ways to control your potassium level.  The first way is to complete all dialy-
sis treatments and the other is to control your diet.  The foods that are the
most common sources of potassium are fruits, vegetables and dairy products.
Limiting high potassium foods can limit the risk of weakened heart muscle
or a heart attack.  Some of the vegetables can be soaked in water for several
hours and then rinsed. It has been shown that this process, called blanching
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or dialyzing the vegetables, removes a percentage of the potassium from the
vegetables. Because this procedure doesn’t remove all of the potassium, you
still need to be careful of what you eat. Talk to your dietitian and ask him or
her to explain blanching in more detail. Another way to cut back on your
potassium is to eat canned vegetables and fruits. The canning process reduces
the amount of potassium. One thing you have to watch out for is the ingredi-
ents in salt substitutes.  Some of the substitutes have high levels of potassi-
um.  Always read the labels carefully.  

A Friendly Note: One of the most important things I’ve learned is that portion
sizes are the key to potassium control.  As you’re reading about this special diet,
it may sound overwhelming, but most foods can be incorporated into your diet
with some planning and moderation.

What Diet Restrictions Are There With A Transplant?

As we’ve said before, a transplant is not a cure; it’s another treatment option.
If you have a successful transplant, you may still need to watch what you eat
and drink.  Because of the side effects from the anti-rejection medicines that
you take, you may have to monitor weight gain and increased cholesterol lev-
els. The good news is most transplant recipients don’t have to limit the phos-
phorus or potassium in their diet.  This allows you to eat more fresh fruits
and vegetables.  You usually don’t have fluid restrictions.  

One of the side effects of your transplant medications may be an increase in
your cholesterol.  If so, you’ll need to limit your saturated fat intake and
choose meats that are lean and skinless.  Unfortunately, you’ll still need
to be careful of the amount of sodium you eat.  The steroids you take can
cause water retention that can elevate your blood pressure; therefore, you will
need to continue to limit your sodium intake.  Again, talk with your dietitian,
as recommendations for what you eat and drink will be as individual as you
are.

40

AAKP Patient Plan© PHase 2: access and initiation



In conclusion, you have already learned a lot, but you probably still have
questions.  Please don’t hesitate to ask your questions until you have answers
that are easy to understand.  You have both the right and the responsibility to
understand ESRD, the treatment options available to you and your treatment
plan.  As confusing as this adjustment may be to sort out, the bottom line is
there are many people on many levels working to make sure you receive the
care you need.  You can receive help and guidance from people at your clinic
or dialysis unit. You can be linked with a mentor who is another person with
ESRD.  You can receive help from people within your community, people
who represent your Network, and from your family and friends.  Remember,
you’re not alone!  There are people along the way who will work together
with you to create a safe and caring environment.  A place where your ques-
tions can be answered, your anxieties lessened and your concerns put to rest,
as you continue on your journey with ESRD.    

A Friendly Note: Congratulations, you’ve completed the second phase in your
journey with kidney disease. You’re well on your way. Did you write down all
your questions so you can share them with a member of your healthcare team?
Remember, it’s to your benefit to ask questions, work with your healthcare team,
form an open line of communication with your support team and take an active
role in your health. When you’re ready to receive Phase 3: Stabilization, return
the postage-paid card to AAKP. But, take your time and make sure you under-
stand what is going on with your health. You’ll know when you’re ready to move
to the next phase.  The control to decide when you’re ready to receive more infor-
mation is left in your hands. Good luck and I’ll meet you again in the next phase.
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AAKP was founded in 1969 by kidney patients for kidney
patients. We continue to be the only organization directed by
patients for patients.  AAKP is devoted to the interests and
concerns of dialysis and transplant patients.

As a member you will meet people with similar experiences.
You will learn about kidney disease, how to control it and
who to turn to for help. In other words, we are here to help
you with the answers and guidance you need to live a full
and productive life.

HOW YOU CAN JOIN AAKP
Patient/family membership in AAKP is $25 annually.
Professional membership is also available for $35 per year.
Please contact AAKP at 813-636-8100 for international rates. 
To join us, just fill out the membership application form and
send it with your check or Visa/MasterCard information to
AAKP. For immediate membership, call AAKP at (800)749-
AAKP. Please have your Visa/MasterCard information ready.

HOW AAKP HELPS YOU
AAKP offers you the following benefits:
• Subscription to AAKP’s magazine, aakpRENALIFE.
• An opportunity to subscribe to the AAKP Renal Flash, an

electronic newsletter transmitted once a month using the
technology of the Internet.

• A web site (www.aakp.org) displaying useful healthcare
information and providing links to other renal related sites.

• A membership packet filled with a wide range of informa-
tional brochures on issues affecting the care and treatment
of kidney patients.

• An opportunity to attend our annual convention, a four day
event featuring seminars addressing treatment options, reha-
bilitation, and psychological and social concerns of renal
disease patients.

• Local chapters in your community that provide social and
educational support to you and your family with meetings,
newsletters and group activities.

• Special interest brochures that address changing medical
technology.

• Assurance that AAKP is representing your interests by
defending the Medicare ESRD Program.

Membership Application

I am not interested in membership at this time,
however I would like to receive a complimentary
package of information.

To join the AAKP, complete this form and send it
with your check to:
American Association of Kidney Patients
3505 E Frontage Rd, Ste 315
Tampa, Florida 33607

Membership Information:

Name:

Street Address:

City: State:

Zip:

Transplant Hemodialysis CAPD
CCPD Family Member Pre-ESRD
Other

I am already a member of AAKP, but I would like to
make a donation of $

Indicate your AAKP membership category below:
Patient/Family member ($25)
Professional member ($35)
Sustaining ($100)
Institutional member ($150)
Life Member ($1,000)

Check Enclosed (payable to AAKP)
Please charge my credit card:

Visa MasterCard

Account Number

Expiration Date

Signature

AAKP EXISTS

to serve the needs
and interests of kidney
patients and their
families.

MEMBERSHIP
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Access: General term used to describe the site where the needles for the
hemodialysis process are connected to your body. See also Fistula and Graft.

Anti-Rejection: See immunosuppressive medications.

Cadaveric Transplant: An individual who has recently died and his or her
organs are donated for transplantation. See also Transplantation.

Continuous Ambulatory Peritoneal Dialysis (CAPD): The most common
type of peritoneal dialysis. With CAPD the blood is always being cleaned.
The procedure uses a system of bags and tubing. No machine is required.

Continuous Cycling Peritoneal Dialysis (CCPD): A form of peritoneal
dialysis that uses a machine. The machine automatically performs the
exchanges while the person sleeps and typically involves three to five
exchanges. This is sometimes called Ambulatory Peritoneal Dialysis (APD).

Dialysate: A cleansing liquid used in hemodialysis and peritoneal dialysis.

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

Fistula (arteriovenous fistula): Surgical connection of an artery directly to a
vein, usually in the forearm, created in patients who will need hemodialysis.

Graft (arteriovenous graft): Surgical connection of an artery and a vein
with an artificial tube.

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 anoth-
er set of tubes back into the body.

Hypotension: A lower than normal blood pressure.  In sudden hypotension
the person may feel dizzy, weak or sick to the stomach.

Immune System: The body’s defense system for fighting off and protecting
itself from viruses and bacteria.

Immunosuppressive Medications: Prescription medications given to trans-
plant recipients to suppress the natural response of the body’s immune sys-
tem.

glossary



Kidneys: The two bean-shaped organs that filter wastes from the blood. The
kidneys are located near the middle of the back.

Living Unrelated Donation: An individual who is willing to donate a kid-
ney, but isn’t related to the person needing it. See also Transplantation.

Living-Related Donation: An individual who is willing to donate a kidney
and is related to the person needing it. See also Transplantation.

Nephrologist: A doctor who treates patients with kidney problems and relat-
ed hypertension.

Nephrectomy: The surgical removal of a kidney.

Peritoneal Cavity: The space in the abdomen that holds the major organs.
The inside of this space is lined with the peritoneum.

Peritoneal Dialysis (PD): 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. See also
Continuous Ambulatory Peritoneal Dialysis and Continuous Cycling
Peritoneal Dialysis.

Peritoneal Membrane: A sac, resembling cellophane with holes, which
serves as the lining of the abdominal cavity and holds organs in place within
the peritoneal cavity.

Peritoneum: The lining of the peritoneal cavity.

Peritonitis: An inflammation of the peritoneal membrane. This inflammation
causes an infection in the peritoneal membrane. Peritonitis is treated with
antibiotics that are included in a special type of peritoneal dialysate.

Transplantation: The surgical procedure of placing a kidney from a donor
to the recipient. There are three types of donations: cadaver, living-related
and living unrelated.
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my important
medical information

IMPORTANT MEDICAL INFORMATION

Primary Doctor

Name: __________________________

Phone number: ____________________

Nephrologist (Kidney Doctor)

Name: __________________________

Phone Number: __________________

Nurse

Name: __________________________

Phone Number: __________________

Dietitian

Name: __________________________

Phone Number: __________________

Social Worker

Name: __________________________

Phone Number: __________________

Pharmacy

Name: __________________________

Phone Number: __________________

Dialysis Center

Name: __________________________

Phone Number: __________________

Emergency Contact

Name: __________________________

Phone Number: __________________

Insurance Plan #1

Name: __________________________

Phone Number ____________________

Policy Number: __________________

Insurance Plan #2

Name: __________________________

Phone Number ____________________

Policy Number: __________________

Other

Name: __________________________

Phone Number: __________________

Other

Name: __________________________

Phone Number: __________________
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Questions to ask your
healthcare team

√ What exercises can I do now that I have
begun dialysis?

√ I’ve had a few dialysis treatments and
still don’t feel like myself, is this nor-
mal?

√ What are the symptoms of peritonitis?

√ How do I know if my access is func-
tioning well?

√ Are there any herbs that are safe for me
to use?

√ How do I know if I’m experiencing a
rejection of my transplanted kidney? 

√ What do I need to do to plan a vaca-
tion?

√ I’m having difficulties becoming sexual-
ly aroused, what is wrong?

√ What type of access do I have?

√ Why am I feeling tired all the time?

√ Can I change my treatment option if I
don’t like it?

√ Can I dialyze at home?
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HERB HEALTH CLA IM NOTES/SAFTEY/SIDE EFFECTS
ALOE Laxative in acute constipation. Not for chronic   May cause cramps or diarrhea. 

use. Possible effect on the immune system. Over time may cause electrolyte imbalance 
Aloe vera gel used externally can assist with and alter absorption of some drugs. 
healing of burns and wounds. Do not use if pregnant or have a GI illness. 

Daily dose 0.05-0.2 g dry extract.  Lethal dose is
1 g/day for several days.

ECHINACEA May assist in the treatment of upper Do not take if you have a transplant. Do not 
respiratory tract infections and flu. take continuously. Allergic reaction possible.
Best taken at the first signs of cold Effects of oral capsules and teas inconsistent
symptoms to reduce intensity and and questionable. AIDS patients should not use.
duration of symptoms. Topically may 
provide antioxidant protection.

EPHEDRA May be used as a decongestant and a stimulant It is not recommended for either transplant or
(Ma Hung, of the central nervous system.  Thought to dialysis patients. May increase blood pressure,
Ephedrin, Ultimate decrease appetite, but not recommended for heart rate, heart palpitations and risk of stroke. 
xhphoria) weight loss. Caffeine increases effect. Should not be taken by 

patients with heart disease, high blood pressure,
thyroid disease or diabetes. Avoid if using antihy
pertensive or antidepressant drugs. No more than 
24 mg/day. Do not use longer than 7 days. Causes 
dry mouth. 

GINKGO BILOBA Antioxidant, may increase blood Side effects include headache, GI problems 
flow to your brain and legs. May dizziness. Patients with bleeding disorders 
improve concentration, memory, should not take. Overdose may cause irritability,
vertigo, depression and headaches. restlessness, diarrhea and vomiting. Ginko seeds 

are toxic. Do not use if taking anticoagulants. 
Must be taken consistently for 12 weeks to be
effective. 

GARLIC May improve blood lipid levels and Side effects include GI symptoms, possible 
reduce blood pressure in those people odor, allergic reaction. Do not use if taking
with mild hypertension.  May blood pressure or anticoagulation medications.
increase bleeding or clotting time. Dose: 2-4 gm fresh/1-2 cloves or 10mg

alliium/4 mg allicium. May have less
effect on lipids when used with a modified diet. 

GINSENG May be used as a stimulant or Do not use if you have a transplant.
relaxant.  Regulates glucose in Type II Side effect include headache insomnia,
diabetics. May aid in treatment of anxiety, skin rash, morning diarrhea.  
anemia, depression and as an appetite Limit/avoid intake of caffeine. Diabetics 
stimulant. May enhance immunity. should monitor for possible hypoglycemia.

Rare severe side effects. Amounts of 
ginsenosides varies among brands and
preparations. 

LICORICE ROOT Use in the treatment of peptic ulcers. Do not take if you have kidney disease,
May have anti-inflammatory properties. glaucoma, or take blood pressure,
Often found mixed with other herbs. Digitalis, corticoid, or diuretic medications. 

May cause sodium and water retention 
and excessive potassium losses.  Not as
effective as prescription medications.

KAVA KAVA Primarily used as a relaxant, sedative Heavy daily use may cause dry, flaky skin,
and for sleep enhancement. yellowing of the skin and eyes, persistent 

lethargy.  Do not use if you are taking
prescription medications for sedation or
anxiety. Dose: 45-70 mg kavalactones three 
times a day for anxiety, 135-210 mg one hour 
before bedtime for sleep. 

ST. JOHN’S WART Used to treat mild to moderate depression. Not recommended for patients experiencing 
but not severe depression. May also have renal failure. Side effects include headache,
antiviral, antibacterial, wound-healing flu-like symptoms, cough, fatigue, confusion,
activity. increased  sensitivity to light and GI irritation 

(may be lessened if taken with food). Do not 
take with other antidepressant medications. 
300 mg three times daily. Must take consistently 
for 4 weeks. Inconsistent amounts of active
ingredient, hypericin, in most OTC products is a 
concern.
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