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AAKP Patient Plan®

PHase 3: stabilization

Since you first heard the words “ end-stage renal disease” (ESRD) and “kid-
ney failure,” you have probably been wondering what happens now...thisis
atypical reaction. Everyone facing kidney disease has concerns and ques-
tions about the future. The future may seem uncertain and dreams and plans
changed. But thereis help available.

The American Association of Kidney Patients (AAKP) is here to be your
guide. Asthe only national organization directed by kidney patients for kid-
ney patients, we are in a unique position to understand the needs and con-
cerns 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
disease. We want to help you achieve the best possible quality of health and
quality of life.

As ESRD patients, we have already taken the journey you' re about to take.
We think the knowledge and experience we have gained along the way can
be of great value to you and your family. Thisiswhy we developed the
AAKP Patient Plan®.

The AAKP Patient Plan® can be thought of as aroad map or travel guide.
But it is a'so 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. Asfellow patients,
we know that learning what to expect and what your options are will help
you to 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
person to go through this.
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Phase 3: Stabilization

During this phase, you’ ve settled into the routine of your treatments and
medications. You've caught your breath and know what effects ESRD and
its treatment have on your life and how it’s affecting your family, friends,
employment and overall health. Asin the other phases of the AAKP Patient
Plan©, each of the pieces of this adjustment phase will be broken into parts.
Thisway you can read it at your own speed and go to the information most
important to you. Phase 1 is described as being similar to when you're on a
road trip and your car is getting close to empty...you start looking around at
the road map and street signs to find a gas station when you need it. Phase 2
islike finding a gas station, stopping to fill up and starting off on the trip.
Phase 3 is the time when you’ re on your trip, have a pretty good idea of
where you're going and the car is set on cruise control. Just because you're
cruising along the highway, however, doesn’t mean you don’t have to keep
reading the signs and checking the map from time to time. Aswith any trip,
there will be some detours and a few traffic jams. The AAKP Patient Plan©
can be your road map as you continue your journey with end-stage renal dis-
ease (ESRD). Remember, you're not on this trip alone; there are many peo-
ple who will help you along the way. &
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—optimal dialysis -

What |s Optimal Dialysis?

Whether you' re on hemodialysis or peritoneal dialysis, or
whether you go to a dialysis center or have your treat-
ments at home, there are many things you can do to keep
yourself healthy. At this stage, you're probably into the
swing of things and the treatments have become a fairly
normal thing for you. Thisisatime to make sure you
keep doing what your healthcare team recommends.

A Friendly Note: | bet you're feeling better now than you did a while ago. You
may even be thinking that you can slack off a bit or take a break from parts of
your treatment plan. You may even want to cheat on your diet. These feelings are
normal and | understand that continuing to follow your prescribed treatments,
medications, nutritional and exercise guidelines can be challenging. You must
remember though, with ESRD the decision to “ cheat” can be life threatening.

Understanding your treatments and laboratory results can help keep you
healthy. The National Kidney Foundation (NKF), along with othersin the
renal community, created a set of guidelines called the Dialysis Outcome
Quality Initiative (DOQI). These are known as the NKF-DOQI guidelines.
They are not intended to define a standard of care, but to provide information
that assists you, your doctor and your healthcare team in making decisions
about your treatment. The guidelines are available to your doctor or dialysis
center. The American Association of Kidney Patients has educational materi-
als about these guidelines. The goal of creating the guidelines was to stan-
dardize care for people on dialysis throughout the United States. If you have
any questions about these guidelines, you should speak to your doctor or
other members on the healthcare team. The guidelines are divided into four
sections:. hemodialysis, peritoneal dialysis, anemia management and access
care. (A handy chart located in the Phase 3 newsletter lists those guidelines
that have the greatest impact on your care.) This program is designed to help
you get the most from your treatment, feel better and live longer.

Aswe discussed in Phase 1 and Phase 2, the dialyzer works like an artificia
kidney. It strains out the toxins and extra fluid that build up when your kid-
neys aren’'t working. Asyou know, hemodialysis lasts for a few hours a day
and afew days aweek. Dialysis doesn’'t completely replace your original
kidneys' function. Remember, your kidneys worked 24 hours a day, seven
days aweek. The length of your treatment is prescribed by your nephrolo-
gist and depends on your body size, laboratory results and medical condition.
You'll do your best and stay the healthiest when you follow your rena diet,
take prescribed medications and spend the full-prescribed time on dialysis.
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A Friendly Note: You may feel better after a dialysis treatment, but let’s face it,
the time you spend dialyzing can be boring. You may be thinking about cutting
your time short. How much can it hurt anyway, right? Thisis the wrong attitude
to take. It's really important that you stay on the machine for your full-prescribed
time. It's not worth it to cheat.

Research shows that people feel better and live longer when they receive
adequate dialysis. Before you started dialysis, you may have experienced
nausea, forgetfulness, swelling, a “tin taste” in your mouth, bad breath and
the feeling of being exhausted. Now that you have been on dialysis for a
while, these feelings should have gone away. Even though they may be
gone, you may not be getting adequate dialysis. Inthelong run, if you don’t
get enough dialysis, you may again start to feel tired or weak and your ener-
gy level may decrease. If this continues, you can be at a higher risk for
infection and prolonged bleeding. The bottom line is, without adequate dial-
ysis, your quality of life will be less and your life can be shortened.

How Do | Know If I’'m Receiving Enough Hemodialysis?

The hemodialysis treatments you' re receiving replace only a small part (less
than 15 percent) of the normal function of your kidneys. If you don’t get
enough of the treatment, your blood will retain too much of the body’s waste
products that cause uremia and you will always feel sick. However, some
people who are underdialyzed experience no symptoms.

If you're being underdialyzed you can expect to experience many symptoms
such as:

» weakness and tiredness all the time

* |oss of real weight

* poor appetite

* nausea

 ataste of ammoniain your mouth

« feeling better than usua at the end of your treatment
* yellow skin color

* inflammation of the heart

You will also be at a higher risk for infections and prolonged bleeding.
It's also important to know that in some cases you can be underdialyzed
without experiencing the most severe symptoms of uremia. Lesser symp-
toms are often overlooked or denied.
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On the other hand, if you are well dialyzed you will experience the follow-
ing:

a sense of feeling good,

» good appetitie with more normal weight,

feeling like the dialysis is not necessary when the treatment is due,
* no yellow skin.

Once a month, the dialysis staff draws blood before and after your treatment
to send to alab. Your lab tests show how well your dialysis treatment is
cleaning your blood. The measurement of how well your dialysisis working
is called your “delivered dose” of dialysis. Your delivered dose is deter-
mined by calculating how much ureais removed from your body during a
dialysis treatment. There are two ways to measure how much ureais
removed from your body during a dialysis treatment: Urea Reduction Ratio
(URR) and Kt/V (pronounced kay tee over vee). If you're receiving ade-
guate hemodialysis, your URR should be 65% or higher, and your Kt/\V
should be 1.2 or higher.

Although the URR usually doesn’'t appear on your lab report, it's easy to fig-
ure out yourself. Find the pre-dialysis BUN (blood urea nitrogen) and post-
dialysis BUN numbers on your lab report, then:

1. Subtract the post-dialysis BUN from the pre-dialysis BUN
to get how much BUN was reduced.

2. Divide this figure by the pre-dialysis BUN to get the “ratio.”

3. Multiply by 100 to get the percentage.

Formula
PreBUN - P BUN
RE PREbuOrSIT X 100 = URR PERCENT
Example
94 - 32
—on X 100 = 65.9%
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If your URR or Kt/V falls below the accepted values, your doctor should
look for possible errors in the way your treatments are given. He can:

* increase the amount of dialysis by increasing the size of the dialyzer,

* increase your blood flow through the machine,

* lengthen your treatment time.

If your dialyzer is being reused, the dialyzer needs to be rechecked before

each treatment to be sure it is still functioning correctly. If it is not, a new
dialyzer must be used.

How Do | Know If I’'m Receiving Enough Peritoneal Dialysis?

In peritoneal diaysis (PD), adialysis prescription is related to the number of
bags used per day, the amount of fluids in the bags, the dextrose concentra-
tion and how long the dialysate stays within the peritoneal cavity. Aswith
hemodialysis, the term used to measure this dose is called Kt/V. If you're on
peritoneal dialysis, you'll have blood drawn during your monthly appoint-
ment. Peritoneal dialysis uses only Kt/V to determine how much ureais
removed from your body. For Continuous Ambulatory Peritoneal Dialysis
(CAPD), this value should be at least 2.0 per week.

To achieve atarget of Kt/V of 2.0 per week several steps may be necessary
including increasing the volume of dialysate that is placed in the peritoneum.
Thisis the single most efficient way to increase Kt/V. Another method may
be to increase the number of exchanges you do each day. The final option
might be to combine daytime exchanges with a machine doing many
exchanges at night, thus combining CAPD with Continuous Cycling
Peritoneal Dialysis (CCPD).

Kidney function persists for six months or more after initiation of dialysisin
many PD patients. This residual kidney function is exceedingly important. In
large people and most men, PD might not give adequate dialysis without this
residual kidney function. Therefore, because of its importance residual kid-
ney function must be occasionally measured, along with the dose of dialysis,
to make sure that atotal delivered dose is adequate. Determining the amount
of remaining kidney function is done through a 24-hour urine collection.

You may also have a Peritoneal Equilibration Test, PET, to measure how well
your peritoneal membrane functions. The PET is aso used to adjust the PD
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prescription. Membrane function influences the amount of time dialysate
staysin your belly. The amount of clearance during an exchange depends on
the transport rate or speed your peritoneal membrane allows urea, creatinine,
etc. to move from your blood across the peritoneal membrane into the
dialysate. Generaly, peritoneal membrane functions remains the same over
time but may change if:

a) you have a serious infection surrounding your exit site or in your
belly,
b) you have peritonitis severa timesin one or two years o,

¢) you have been on peritoneal dialysis for severa years.

The box below describes the different Kt/V values for the various peritoneal
dialysis treatment options. You want to make sure you reach, at a minimum,
these levels to ensure you' re getting enough dialysis.

Kt/V Valuesfor Peritoneal Dialysis

Peritoneal Treatment Kt/V

CAPD with fluid always in belly 2.0 or more
APD, Automated Peritoneal Dialysis more than 2.0
CCPD, fluid in the belly during the day 2.1 or more
NIPD, dry belly during the day 2.2 or more

These minimum measurements are set as a national standard. Your nephrolo-
gist may have set a higher dialysis goal for your health because of your indi-
vidual medical condition. You want to avoid numbers that are lower than
these standards. If your numbers are below the standard, ask your healthcare
professional, “Why?’ If you have questions about the measurement numbers
your treatment facility has, talk to your doctor. Remember, reaching or
exceeding these goals can help you to have a longer, healthier life.

How Does My Doctor Prescribe My Treatment?

By measuring and monitoring your delivered dose of dialysis, your dialysis
team can plan your treatment and check for errors that might stop you from
reaching your target delivered dose. You'll be weighed before and after each
hemodialysis treatment. Your blood pressure will be monitored during
hemodialysis. If you're unable to reach your target URR or Kt/V, your dialy-
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sis prescription may be changed. Your hemodialysis prescription is made up
of three parts:

» The size and kind of dialyzer you need.
» How fast your blood and dialysate flow through the dialysis machine.
» How long each treatment should last.

There are some medical problems or conditions that can stop you from meet-
ing your hemodialysis adequacy goal. If your URR or Kt/V is below the tar-
get level, your dialysis care team should check to make sure:

* Your access and dialyzer are working well.

Your dialysate and blood flow rates are not too slow.
* Your blood samples were taken correctly.

* You've been to al of your treatments for the full treatment time.

A Friendly Note: Now that you know what your URR and Kt/V should be, are you
getting adequate dialysis? If you're not reaching the right numbers, ask your
doctor why. You' ve got to remember that thisis your health! There's nothing
wrong with questioning your doctor. My doctor appreciated that | understood
what was important for my health.

If you're on peritoneal dialysis, your healthcare team will check to make
sure:

* You're doing all of your exchanges as prescribed.

* You're collecting your urine and dialysate samples correctly.

* Your peritoneal membrane isworking well. Remember that if you've
had infections, your peritoneal membrane can become scarred and not
work as well asit once did.

* Your remaining kidney function hasn’'t decreased. If it has, you may
need to increase the number or size of the exchanges you use each
day, or change to another treatment type.

If your trestment team has reviewed the checklist above and your Kt/V is
below your goal, talk to your doctor, nurse and dietitian. Together you can
work to create a plan that will keep you at your healthiest.

A Friendly Note: It's really important that you meet the dialysis goals we just
talked about. It's up to you to make sure you're getting adequate dialysis. This
means no cheating on your diet and definitely not cutting your prescribed dialy-
sistime short.
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hemodialysis chart for URR
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peritoneal dialysis chart for Ki/V
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Once a month ask your doctor, nurse or dietitian for your URR or Kt/V num-
ber. Keep arecord of your adequacy number by putting an X in the box on
the chart where your measurement number falls. If your X fallsin the gray
shaded area, you should talk to your nephrologist, nurse or dietitian.

A Friendly Note: These charts are great to keep an eye on your progress. I’ve
kept my Kt/V chart in my notebook. | believe one of the reasons | do well on dial-
ysisis because I’ ve taken an active role in my healthcare. You can find your own
chart in the appendix of this book.

Why Is Nutrition Important To Dialysis?

Maintaining proper nutrition can affect your health. Research shows that
mal nourished patients are likely to spend more time in the hospital and die
earlier. Proper nutrition and adequate dialysis are equally important to the
quality and length of your life. Your monthly blood work tests for albumin.
It appears on your lab report and provides a valuable check on your nutri-
tional status. Your serum abumin should be above 3.8 g/dl. It's extremely
important for you to make sure you are getting enough nutrition. If you're
maintaining proper nutrition and being well dialyzed, you should not be los-
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ing weight, or suffering from a poor appetite. 1f you're well dialyzed and are
still losing weight then another cause should be sought.

What IsAnemia?

Because you have ESRD, you may have a low red blood cell count or ane-
mia. This happens because your kidneys are no longer making a hormone
called erythropoietin (EPO). EPO tells your body to make red blood cells.
Red blood cells carry oxygen to all parts of your body. When you have
ESRD, your kidneys may not make enough EPO, which can lead to adrop in
your red blood cell counts and anemia. Anemia can cause you to feel tired,
look pale, lose your appetite, feel cold, have trouble sleeping and have a
decreased energy level. If you' ve been diagnosed with anemia, your doctor
will do afew tests to determine causes of your anemia. Some of the possible
causes of anemiamay be blood loss, an inflammation in your body, poor diet
or too littleiron, folic acid or vitamin B12 in your body. Your anemiawill
be treated with a man-made form of EPO called EPOETIN ALFA, also
known as EPOGEN®.

How Do | Treat Anemia?

This man-made EPO works just like the hormone that healthy kidneys make.
EPOGEN® is given as an injection or in your bloodline during hemodialysis.
You can learn to give yourself shots. You'll probably need to take
EPOGENP® for aslong as you're on dialysis. The amount and frequency of
EPO injections depend on how much you weigh and how well you respond
to treatment. They can vary from once a week to three times per week. Your
doctor will watch your response to treatment by checking your hematocrit or
hemoglobin every one or two weeks. Your hematocrit is a measure of the
number of red blood cellsin your blood. Depending on how your body
responds to the injections, your dose or frequency may have to be modified.
Once you reach the optimal range for your hematocrit, which is between 33
and 36 percent, your blood may only be checked every two to four weeks.
Hemoglobin measures the amount of iron in your red blood cells and should
be between 11 and 12 to feel your best.

Iron is aso needed to make red blood cells. Once you start taking EPO, your
body will make more red blood cells, and your body’s iron stores will be
used up faster. In addition, if you're on hemodialysis, a small amount of
blood is left in your dialyzer after each treatment. Over time, this can aso
lead to alow red blood cell count, anemia and a decrease in the amount of
iron in your body.
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Will EPO Cure My Anemia?

EPOGEN?® aone can't treat anemia. If you're taking EPO injections, you'll
also need to take extrairon. There are many over the counter vitamins and
supplements that contain iron, however if you take oral iron, you will most
likely have a prescription for high dosage iron. The most effective way to
receive the iron you'll need is by an intravenous (1V) injection. Thiswill be
given in your hemodialysis line or, if you're on peritoneal dialysis, during
clinicvisits. If you take iron in a pill form, be sure you take it on an empty
stomach at least two hours before or after eating or taking other medications.
Thiswill enable your body to absorb iron more effectively.

A Friendly Note: By now, you may be wondering why you need to keep an eye on
all of this stuff. The reason you need to keep track of thisis because if you want
to be as healthy as you can be, you' ve got to know about your disease and its
impact on your body. Your healthcare team is there to advise you and help you
when possible, but they don’t go home with you each night. That means the
responsibility isin your hands. You are the team leader.

Why Is My Hemodialysis Access M aintenance | mportant?

Asyou know, if you're on hemodialysis you have either afistula, a graft or a
catheter and if you're on peritoneal dialysis you have a catheter. You've
learned to care for your access on adaily basis. Failure to check and care for
your access can become life threatening. Whether you have a fistula, graft,
or catheter, your access site is referred to as your “lifeline.” It'simportant to
care for it properly to ensure your dialysis treatments can go on as scheduled.

A Friendly Note: | bet now that you’ ve been on dialysis for some time, you're
thinking it'll be OK to cheat “ a little” on the care of your access. It gets tiresome
always having to clean it and check it, doesn't it? Well, | can tell you from expe-
rience the little inconvenience you' re experiencing now is much better than run-
ning into problems with your access. The accessis your lifeline. If something
goes wrong with it, how do you think you' Il receive your dialysis treatments?
Take the time to “ pamper” your access. A few minutes here and there can save
you a lifetime of troubles.

What Type Of Things With My Access Should | Be Watching For ?

If you're on hemodialysis and have a graft or fistula, your access should be
checked for blood flow problems and early signs of infection each time you
have a treatment. Signs of adequate blood flow are when thereis a
“buzzing” or “rushing” feeling and a pulse, which can be felt in your access.
If ahemodialysis access is not working properly, the cause is usually a steno-
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Sis. A stenosis is a narrowing in the width of a blood vessel. Any narrowing
leading to, through, or from the access can cause a problem. If it's severe
enough, it can slow down the access, allowing it to clot. The most common
sites of narrowing are listed below:

1. Artery leading to the access
Usually seen in people with artherosclerotic disease involving small
arteries, such as diabetics and long-term smokers.

2. Arterial connection to veins (anastomosis)
This is the connection surgically joining the superficial veins of the
arm or the artificial graft with the artery.

3.In theveinsor graft leading from the arterial anastomosis
Stenosis here can come from poor needle sticking or a leakage of
blood from the access into the arm, causing a hemotoma or bruise.

4. Venous connection with the graft
This is the most common site of blood flow obstruction. The cause
of these stenoses are not clear, but may be related to tissue reaction to
turbulent blood flow.

5. Anywherein the native veins after the fistula anastomosis or after
the venous connection with a graft
Usually due to previous catheters placed for 1V infusions that have
damaged the blood vessels. Thisisamajor complication of subcla-
vian catheters used for dialysis, but less often seen with catheters
placed in the internal juglar.

Your access is designed to deliver enough blood so that dialysis can be effec-
tive. Thisis the blood that will be removed by dialysis. The reading on the
blood flow gauge on your dialysis machine should be 400 to 500 ml/min.
Your artery must deliver more than 400 to 500 ml/min. to the access to pre-
vent recirculation of blood or collapse of the arterial flow. Your healthcare
professionals can use various machines or even simple evaluation methods to
seeif your accessis functioning well. The best test you can do is to make
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sure you feel or hear the rumbling sound your access makes. If thereis any
change in the sound or feel of your access, report it to your doctor immedi-
ately.

Even though you may take great care of your access, there may be times
when your access will clot or become infected. If your access clots, you may
need to go to the hospital to have the clot removed. Usually, people who
have a clot removed don’t have to stay overnight in the hospital. If your
access becomes infected, your doctor will prescribe antibiotics. Although
signs of infection may disappear after a couple of days, it's important to take
your antibiotics as they’re prescribed and until they’re gone. If you don’t do
this, the infection may return and be harder to treat. You may also risk the
possibility of your access failing.

Why Is My Peritoneal Access Maintenance Important?

Peritoneal dialysis patients play a greater role in the day-to-day care of their
access than do hemodialysis patients. Catheters must be cleaned daily. You
also must monitor your access very carefully for signs of infection. If your
catheter exit site feels tender, shows redness, or shows yellowish drainage or
pus, you may have an exit site infection and need to talk to your doctor
immediately.

Common Complications of PD Catheters
 Infection either at the exit site or in the tunnel,
* Peritonitis,
 Poor flow,
* Bleeding.

I nfection

Infection is the most common complication of PD catheters. Chances are you
will experience a catheter-related infection at some time during your dialysis
experience. Proper catheter care can greatly reduce the risk of this serious
problem. Be sure you:

» Wash hands before handling the catheter,

» Wear a surgical mask during exchanges,

» Clean exit site daily as instructed by your nurse,

» Perform exchangesin aclean, dry, well lit area,

* Inspect all bags of dialysate for signs of contamination
(cloudiness) before use,
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* Inspect dialysate after use for signs of infection
(blood, cloudiness, fibrin strands),
* Report any sign of infection to your physician immediately.

Peritonitis

Peritonitis is an infection in your peritoneal cavity. It produces fever, abdom-
inal pain, afeeling of general illness, nausea and vomiting. The earliest sign
of peritonitis may be clouding of the dialysate draining from the abdomen.
Peritonitis can be treated with antibiotics at home, but more advanced cases
require hospitalization.

A Friendly Note: A serious case of peritonitis can endanger your life. Report
any symptoms of early infection immediately to your physician. Remember, it's
easier to treat an early infection and you'll feel better quicker.

Poor Catheter Flow

Poor catheter flow is frustrating as it prolongs exchanges and decreases the
efficiency of dialysis. Outflow (draining) is more commonly affected than
inflow (filling). Common flow problems occur from kinks in the catheter,
blood clots or fibrin in the catheter, movement of the catheter or blockage by
abdominal organs. You and your doctor can find the problem and usually
correct it without causing you to change treatment options.

Bleeding

Bleeding from the PD catheter is most commonly due to fat clinging to the
catheter tip when the fat isirritated during exchanges. Bleeding may also be
unrelated to the PD catheter, such as bleeding from an ovarian cyst in
women. In either case, your doctor must investigate it.

Should | Exercise?

Exercise isimportant for everyone to stay fit and healthy, and that’s especial-
ly true when you have ESRD. You may say that you're too sick, tired or
weak to exercise, but in fact, exercise may be just what your body needs.
Exercise helps keep your muscles from becoming weak and joints from get-
ting stiff. Exercise has many benefits. It reduces depression, anxiety, stress
and your cholesterol level. It helps to control your blood sugar level and
strengthens your heart. You should check with your doctor before starting an
exercise program to see if there are any limitations or suggestions. Your doc-
tor can help you develop an exercise plan, taking into account your physical
needs and abilities. Exercise will play abig part in living a better, healthier,
more satisfying life.
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Creating an exercise program doesn’'t mean you need to join agym. An
exercise program can be as simple as going for a walk, swimming or garden-
ing. Doing something that isn’t hard on your joints is the best kind of exer-
cise. Some dialysis centers have exercise cycles you can ride while you're
dialyzing. Ask your healthcare team if your center has an exercise program.
Take advantage of the programs that may already be in place either at your
dialysis center or at your local community center such asthe YMCA and
YWCA.

A Friendly Note: Find a buddy to go walking with you, or find someone who's
willing to go swimming. It'sreally helpful if you exercise with someone else. It
gives you the motivation you may need. My motto is “ stay active, stay busy and
stay fit!”

What Can | Do To Make Sure I’'m Getting Adequate Dialysis?

A Friendly Note: Don't cheat yourself out of feeling better, stronger and living
longer! Make sure you're receiving adequate dialysis! You play an important
role in making sure that you receive adequate dialysis.

Checklist for Adequate Dialysis

.| Follow your diet and fluid restrictions. Your dietitian can help you and
give you suggestions.

/| Take al of your medicines as they’re prescribed. Taking your medicines
can help you feel more energetic so you can return to your normal
activities. If you have questions, talk to your pharmacist or doctor.

/| Check your access each day and before each treatment. Daily care and
monitoring of your access is essential to keeping your “lifeline” working
aslong as possible. If you suspect any problems, call your doctor.

/| Exercise on aregular basis. Remember to talk to your doctor before
starting an exercise program so you can find a program that’s just right
for you.

"/ Always attend each scheduled treatment for the full time that's prescribed.
Missing a few minutes each time can add up and cause your body harm
over a period of time.

/| Follow the advice of your dialysis staff on taking care of yourself.
They’re there to help you take care of yourself and do well on your
treatment.

/| Check your URR or Kt/V adequacy numbers every month. Knowing these
important numbers can tell you how much dialysis you're actually getting.

/| Keep arecord of your numbers and blood chemistries. Talk to your
dialysis care team if they’re lower or higher than the goal. ¢
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—optimal Transplant -

What's One Of The Most Important Things | Should
Remember About My Kidney?

A lot of time and effort went into finding the best kidney
match for your transplant. It's now important to make
sure you keep your new kidney healthy and working
properly. Aswe discussed in Phase 2, the closer doctors
match the new kidney in blood and tissue type, the better
" the chance it will be accepted by 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 regjecting your new kidney. These medicines may have side effects,
which include a decreased immune system, weight gain, facial hair, stretch
marks, skin discoloration, and fuller cheeks and face. There are aso long-
term effects of taking the anti-rejection medications, which include increased
risk of skin cancer and other cancers, serious infections, diabetes and bone
disease.

A Friendly Note: No matter what type of side effects you have, you must remem-
ber all of the medicines work together to help prevent rejection. If you want to
keep your kidney, you have to take your medications in the right amount (deter-
mined by your doctor) for aslong as you have it.

Missing even one dose can be harmful to you and the health of your kidney.
You may be in danger of losing your kidney if you frequently forget to take
your medications or choose to stop taking them. If this happens, you' |l need
to go back on dialysis. By doing this, you're also risking your chance to be
considered for another transplant.

What |s Acute Rejection?

Within the first three to four months after you receive a transplant, there's a
high risk of an acute rejection episode. Acute rejection can usualy be suc-
cessfully treated with intravenous (1V) immunosuppressive drugs. If you do
experience an acute rejection episode, you can expect to be hospitalized for a
period of time while IV medications are used to fight the regjection. Signs of
an acute rejection may include:

A decrease in the amount of urine you produce,

* Fever,

» Pain or swelling around your transplant site,

Fluid retention (which can cause a sudden weight gain or swollen
feet, hands or eydlids).
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In addition to the common signs and symptoms, an acute rejection may also
occur with no signs or symptoms. It may only be detected through blood
tests that check your creatinine level.

Because of the high risk of acute rejection in the first three or four weeks
after discharge from the hospital, you will likely see your doctor and have
blood tests three times aweek. After that, you'll have tests once a week for
another three or four weeks and then once every two weeks. The medical
team will continue to cut back on the frequency of your visits depending on
how well your transplanted kidney is working and how well you're doing. In
addition to checking your blood work, your doctors will want to make sure
your incision is healing and you' re not having any problems or concerns with
your transplant.

A Friendly Note: If you think something isn't right or if you have any ques-
tions, call your doctor right away. Your transplant team would rather be
called and tell you nothing is wrong, then run the risk of delaying the treat-
ment of a potentially serious problem. If you become sick with any new ill-
ness, fever or bad feeling that lasts for four hours or more, contact your
transplant center in the fifth hour of illness.

After atransplant, you may feel good and think you can skip or put off clinic
appointments. It'simportant to keep your appointments. Through these fre-
guent appointments, your transplant team can monitor your blood work and
treat any possible signs of an acute rejection or infection before your body
starts to show the signs or symptoms. Remember, catching problems early
can make all the difference in how well you do. If problems go unchecked,
you run the risk of losing your transplanted kidney or becoming serioudly ill.

A Friendly Note: Thisis another great opportunity to use a notebook and keep
track of your progress. Record your blood results and compare them from month
to month. A handy chart islocated in the appendix.

How Long Will My Transplanted Kidney Work?

WEe've come along way since kidney transplantation first began in the 1960s.
Half of the kidneys from aliving donor are functioning more than 14 years
after the transplant surgery. Half of the cadaveric kidneys function for eight
years or more. Although there has been a great deal of progress in treating
acute rejection problems, there hasn't been a change in the rate of kidney
loss from chronic rejection. Chronic rejection is a slow process where your
transplanted kidney begins to slow down in its function and the amount of
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urine may decrease. Thisisn’'t something that happens overnight. It may be
years before the kidney fails and you need dialysis or another transplant.

It's believed, but not proven, that chronic rejection is a kind of immune
response in which the small arteries in the kidney transplant are slowly sub-
jected to a scaring process similar to the blockage of blood flow that occurs
in arteriosclerosis (coronary artery disease is an example.) Some doctors
believe that chronic rejection is not an immune reaction, but is caused by
damaging extra blood flow through a single kidney making the kidney work
asif there were two kidneys. Kidneys from well-matched living related
donors also risk chronic rejection though the rate of lossis slower.

What Are Some Of The Physical Changes |’ll Notice?

Aswe discussed in Phase 2, there are many physical changes that happen
when you first have atransplant. After you' ve had your kidney for several
months, you'll notice some of these changes have been reduced.

A Friendly Note: Sometimes, the change in your appearance is a tough adjust-
ment to make. One of the hardest for you may be the weight gain. Because of the
high dosages of medication you're given in the first few months, you may gain
some weight. This isn't something abnormal, and you’re not the first person to go
through it. If it's really upsetting you, talk to your healthcare team. Your dietitian
can offer alot of help in this area.

Several things can cause weight gain. First, you're probably feeling better so
your appetite returns. Next, you have less diet restrictions and more freedom
to eat different foods. Last, the steroids you' re prescribed have the side
effect of stimulating your appetite. When you combine these things with
your freedom from dialysis, you're at risk for gaining unwanted weight.
Many people gain around 25 pounds during the first year after a transplant.

If you don’'t watch your diet, you may experience an unhealthy weight gain
and/or you may develop:

* Diabetes
» High blood pressure
 High cholesterol

If side effects occur, there are medications that can treat diabetes, high blood
pressure and high cholesterol. However, it's best to never let these side
effects occur. It's important to watch your diet, keep your weight under con-
trol and exercise regularly.
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A Friendly Note: The best way to make positive changes in your health isto
make sure you get involved. Realize now that you may need to change your diet a
little and start (or restart) an exercise program. Don't wait for problems to
develop. Get involved and make a commitment to live healthier and avoid prob-
lems and their side effects.

To avoid or minimize the effects of weight gain, high cholesterol and high
blood pressure, change your diet and exercise patterns before problems start.
Make changes in your diet at the time of your transplant. Making minor
changes in your diet can minimize the side effects of weight gain and
increased cholesterol and blood pressure. This will help lead to alonger,
healthier life for you and your kidney. Here are afew hints:

» Change from regular to diet soda or better yet eliminate soda alto-
gether,

* Broil or bake foods instead of frying,

» Avoid sweets or use sugar substitutes,

* Reduce the amount of butter, margarine, oil and other fatsin your
diet,

» Avoid high calorie/high fat snacks. Eat healthy snacks like raw veg-
etables or fruits.

You should also begin (or continue) an exercise program. Walking each day
for 15 to 30 minutes can make a difference. It can be as simple as going to
your local shopping mall and walking. An exercise plan doesn’t mean you
need to join agym or buy expensive exercise equipment for your home.

Your local YMCA and YWCA have various programs, and there are hospitals
and clinics that have exercise facilities and classes. You may find it helpful to
motivate yourself by picking an exercise plan that’s enjoyable. It'salso a
good idea to start out slow and set smaller, more reasonable goals for your
exercise. Above all, have a positive attitude toward exercising and don’t
overestimate your limitations. Whatever exercise 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, more satisfying life.

A Friendly Note: Smple exercise can have a major impact. | found that parking
my car far from a store’s door encouraged me to get an extra workout. You can
try things like getting off the subway one stop before your usual destination and
walking, playing catch with a child, taking the steps instead of an elevator or rid-
ing a bike instead of driving.
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What Healthcare Professionals Should | Tell About My Transplant?

You should tell your primary physician and any other medical personnel
about your transplant, your medications and any changes in your medical sta-
tus. It'simportant to keep these people updated and remind them about your
medical condition and your status after your transplant. This includes all
medical people you have contact with including your dentist, family medical
doctor or primary physician, and any specialists you may see such as an
alergist, OB/GY N or other specialty physicians. Thisisimportant because it
allows them to take into account your physical status, immune system and
medi cation reactions as they treat you. Updates should be given each time
you see someone who is a medical professional. In an emergency, it's also
important to tell medical personnel. You should carry a medic aert card or
wear amedic aert bracelet to let people know you have a transplant.

A Friendly Note: Carrying an emergency card in your wallet isa great idea. It
not only lets people know you have a transplant, it also lets them know what type
of medications you're taking and if you have any other health conditions. You
can make your own card by using an index card and writing all of your health
information. If you have any changes in your medicines, be sure to change your
card. If you're not sure what to put on the card, take a look at our sample.

Sample Emergency Card:

Name:

Medical History:

Allergies:

Medications:

Doctor’'s name:

phone number:

Family contact name:

phone number:
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—family, friends and your social life -

] How Can | Handle The Stress?

b s } 4 Stressisapart of everyone's life, even if you don’'t have

+ . ESRD. The chalenge we dl face is how to improve our
"1 overal health by reducing the stressin our lives. In

'~ today’s world, many people are selling their “secrets’ to a

better life. The bookstores are filled with self-help

books. You can listen to motivational speakers on tape.

There are support groups for many issues.

A Friendly Note: I've said this before in Phases 1 and 2, religion is sometimes e
helpful. Churches and synagogues are reporting all-time high member ships. /\
These may be helpful to you with your continuing adjustment to ESRD.

Wherever you find and feel a sense of support or encouragement however, grab

and embrace it. This can be your key for leading a healthier and happier life.

Having a positive attitude and a good outlook on life can take you a long way

toward living a healthy life.

Whether you have a transplant or you're on dialysis, your body has experi-
enced many changes since you began treatment. You may have had surgery,
you may have had an access or catheter placed, your medications may have
caused side effects or you may have changed your life to accommodate treat-
ments. We're not minimizing the changes you, your body, your family and
your friends have experienced. We are however, encouraging you to have a
healthy perspective and positive outlook. As we said in Phase 2, finding a
mentor may be helpful to you. Finding the right mentor can help you to
understand you' re not the only one going through these changes. You may
join asupport group for patients and families or you can join alocal chapter
of AAKP. Finding the right support can help you to adjust to the life chang-
ing effects of ESRD and to put things into perspective.

A Friendly Note: Once you' ve settled into your routine and have become com- -
fortable with your ESRD and its treatment, you may want to take on the role of /\
being a mentor to someone who has recently been diagnosed with ESRD. The

knowledge you' ve learned can help someone else ease through some of the diffi-

cult changes that you' ve already gone through. Your mentor was helpful to you,

so why not help other people and show them the road to successfully coping with

ESRD.

When Will Things Get Back To “Normal?”

Asyou regain control of your life and work ESRD into your daily pattern of
living, many normal feelings, wishes and desires return. Asyou now know,
you may experience some physical changes with ESRD. These can be caused
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by inadequate dialysis, medication side effects and hormonal changes. The
changes may or may not affect your sexual interest and ability. If you're
going through difficulties because you've lost your sexual interest or for
males, if you can't maintain an erect penis, talk to your doctor. A changein
your treatment or medication may be all that’'s needed. Sometimes it may be
helpful to talk to atherapist or counselor who specializes in sexuality.

A Friendly Note: Don't be ashamed to talk about sexual difficulties. Many people
with ESRD go through the exact same thing. Any member of your healthcare
team will understand the importance of this topic to you and will know where to
refer you, if necessary. Also, don’t forget to talk to your partner about any feel-
ings you' re having. Sometimes talking it over with the one you love can help you
solve problems with your sex life.

When you' re preparing to be intimate with your partner, remember to focus
on all aspects involved with a sexual relationship. Many people find that the
act of cuddling, massaging and foreplay can help with sexual difficulties.
Men who have erectile dysfunction can discuss with their doctor the possibil-
ity of using a prescription drug to help maintain their erection (see the ques-
tion below).

What Treatments Are Available For Erectile Dysfunction?

Over the years, there have been various methods for treating impotence
(erectile dysfunction). Initialy, the solution to this problem included insert-
ing plastic rods or inflatable balloons into the shaft sometimes controlled by
avalve sewn into the scrotum. Later, suction devices were used to force
blood into the venous spaces in the penis. Current therapy is less stressful
and more effective than ever before. In the early part of the 1990s, a new
class of hormones called prostaglandins became available for self injection
into the penis. This treatment later improved to have the prostaglandins
pushed into the opening at the end of the penis without injection. For about
one-third of those with impotence, prostaglandin therapy proved to work.

Another recent advance with penile dysfunction is the use of a pill.
Sildenafil, sold under the trade name Viagra®, has made a big impact on the
medical and social scene. In adose of 25-100 mg taken about 60 minutes
before attempting sex, Viagra® strengthens and prolongs erections permitting
the user to return to normal sexual relationships. In clinical trials, three-quar-
ters of the subjects reported improved sexual intimacy. Patients on dialysis or
with afunctioning kidney transplant were not included in these studies.
However, small studies of ESRD patients given Viagra® have been reported
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with positive reports from more than half the subjects and their female part-
ners. No unpleasant side effects were noted. Both diabetic and nondiabetic
men gave enthusiastic accounts of how Viagra® helped their lives.

Worry over heart attacks is the main concern when prescribing Viagra®. Men
who have angina under treatment with nitroglycerine or similar drugs may be
at extrarisk of sudden desth from a heart attack when taking Viagra®.

Should | Take Viagra®?

Considering the very small number of deaths in men given Viagra®, any risk
appears small compared with the possibility of benefit. If you don’'t have
active angina and you’ ve talked to your doctor to seeif there's another cause
of your erectile dysfunction (medications, poor dialysis, etc.), thisis a treat-
ment option you may wish to consider. Talk to your doctor to seeif thisisan
option for you.

| Have A Transplant, Can | Have Sex?

After recelving a kidney transplant, you may fear that having intercourse
may damage your kidney. You shouldn’'t have sexual relations immediately
following your surgery, but with time you can safely return to normal prac-
tices. Talk to your nephrologist and transplant team to find out when you can
begin intercourse again and if there are any precautions you need to take.
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, makes it extremely important to be careful and to take pre-
cautions against sexually transmitted diseases (STDs). If you contract a
STD, you may have to add more medications to your daily care routine. |If
you contract Human Immunosuppressive Virus (HIV), you may not be con-
sidered as a candidate for a transplant. For these reasons, protecting yourself
from STDs is aresponsibility you need to take seriously. Choosing absti-
nence or using condoms and practicing safe-sex techniques 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. Not all
STDs have physical symptoms, however, should you have any unusual dis-
charge or odor, you need to see your doctor immediately. An STD or infec-
tion can be dangerous if left untreated.
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It is also extremely important for women to have yearly pap exams. Such
tests can ensure that STDs or changes in cells that can lead to cancer have
not occured.

If I'm Starting A New Relationship, How Do | Talk About My ESRD?

If you're single and looking for arelationship, you may not know when to
tell this person about your ESRD or the physical changes in your body. Your
concerns and questions are normal. How you approach these issues is as
individual asyou are. Thefirst step is trusting that the person you’ ve chosen
to be with is someone who cares about you and your feelings. An open line
of communication is really important. Pick a time when you feel comfortable
and share your feelings and concerns with this person. By telling him or her
about your physical changes and your feelings about it, you' re reducing the
fear levels which may interfere when the relationship becomes more inti-
mate. After you ve explained ESRD and its impact on your body, be sure to
listen to what he or she has to say. There will probably be questions and
some concern that he or she may hurt you during sex. Together you can work
through this.

It's also important for you and your partner to discuss the risks of pregnancy,
STDs, and how to use protection and contraceptives to avoid any health risks
for you. You can lead a normal, healthy and satisfying sex life by talking
about your needs, your condition and keeping yourself safe and protected.

How Do | Accept ESRD Into My Normal Life?

Asyou've adjusted to ESRD, you’ ve had to bring medication and treatment
schedules into your life. It's important to remember that although dialysisis
needed to keep you alive, your lifeis not dialysis. You can still work, volun-
teer and enjoy many of the activities or jobs you enjoyed prior to ESRD.
Your dialysis center or medical treatment facility can do their best to work
with you to schedule appointments or dialysis treatments that take into
account your lifestyle. It'sthe goal of your healthcare team to keep you
strong and healthy from an emotional, physical and financia point of view.
You' re encouraged to keep doing the things you enjoy.

A Friendly Note: Now you're at the stage where you' re getting more comfortable
with ESRD. One of the keys to succeeding is to stay fit and keep an active life. If
you're on dialysis, remember dialysisisn't what defines your life. Dialysisis
only part of your life!

For most people, it’s a challenge to incorporate self care, clinic appointments
and treatments into a daily routine. If you're asingle parent, it can be chal-
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lenging to schedule daycare around your clinic appointments or dialysis
schedule. Make use of community resources such as daycare facilities, your
local church or synagogue, friends or family members. There are many
resources available and your social worker can help you connect with these.

A Friendly Note: It's OK to tell people that you’' re overwhelmed or you' re not
feeling well. 1t's also OK to ask for help from your family and friends. It doesn't
matter if you have ESRD or not, things get to people. If you're at that point, ask
for help. People are usually more than willing to help, if they know thereis
something they can do.

What Do | Do If I'm Still Having Problems Adjusting To ESRD?

The reaction and adjustment to ESRD is very individual. The many demands
on your time, finances and relationships are as individual as you are. Each
medical facility has a social worker who's available to help you and your
family with the many adjustments of ESRD. The socia worker can link you
with different resources including financial and insurance assistance, trans-
portation, assistance with medication costs, homemaker services, employ-
ment and job retraining. Beyond the concrete resources, the social worker
may also work with you and your family through counseling. Counseling
doesn’'t mean you aren’t coping well, but instead can help you and your fam-
ily communicate your feelings and frustrations. It can also help you discover
solutions to some common concerns that arise with ESRD. Just asits been a
process for you to incorporate ESRD into your life, it's also been alife-alter-
ing event for your family and friends. They too have been adjusting to
ESRD in your life and in theirs. ESRD and its adjustments take an emotion-
al toll on you and your family. You may have had many heart-felt discus-
sions with your family and friends when you were diagnosed and began
treatment, but as time goes on, the adjustment may be more difficult for the
people in your life. Take time to enjoy the non-ESRD parts of your life with
your family too. Spend time together not discussing health concerns.
Outings, family events, social situations should be times to just have fun and
enjoy life.

A Friendly Note: As you have experienced stress and the feelings of being over-
whelmed, your family has gone through the same emotions. Your family and
friends have given you support and encouragement as you adjusted to ESRD.
Have you given them anything back? Sometimes family members need support
too. They're also going through changes. Let your family and friends know you
care about the effect ESRD has had on their life and that you appreciate their
support. Remember, you can keep your relationship strong with good communi-
cation. Don't be afraid to share your feelings. Let them know how much you love
them, and how much they’ ve helped you succeed. ¢
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—work, employment and volunteering -

Now that you’ ve been on dialysis or had a transplant for
awhile, you're probably getting into the swing of things
and getting back into life. 1t's normal for you to take a
e _,“ break from work during your initial adjustment to ESRD

- ® and its treatment. After theinitial break, it'stimeto
m return to work, a job or some personally fulfilling activi-
ty. Being active and productive doesn’t necessarily mean
you have full-time employment. Your job can be a home-
maker, volunteer, student or another desired activity. We tend to describe
ourselves by our job, whether it's a homemaker, student, office worker, truck
driver, teacher, administrator or volunteer. Because “what you do” plays
such akey role in your life, it's important to keep doing something to keep
busy, even if it isn’t what you did before dialysis.

What IsThe Americans With Disabilities Act?

The Americans with Disabilities Act (ADA) provides for job rights for dis-
abled Americans. People with ESRD are considered disabled and thus the
ADA appliesto you. The ADA limits what you can be asked during an
employment interview, prohibits pre-employment physicals, provides for
“reasonable accommodation” for persons with disabilities and empowers the
Equal Employment Opportunity Commission to investigate possible viola-
tions of the Act.

The ADA bars pre-employment medical examinations; it does, however, per-
mit drug testing. An employment medical examination is permitted after a
job offer has been made and before the first day of work. This examination
must be done on all new employees regardless of their disabilities. The ADA
allows questions regarding your ability to perform the job in question. You
can't be asked questions about your disability or its severity, only your abili-
ty to do the job.

The ADA defines “reasonable accommodation as: “(A) making existing facil-
ities used by employees readily accessible and usable by individuals with
disabilities; and (B) job restructuring, part-time or modified work schedule,
reassignment to a vacant position, acquisition or modification of existing
equipment or devises, appropriate adjustment or modifications of examina-
tion, training materials or policies, ... and other similar accommodations for
individuals with disabilities.”

This could include making accommodations for dialysis and doctor appoint-
ments; however, you may have to make up any time taken off from work. It
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could also include giving you a quiet and clean room to do peritoneal
exchanges during work hours.

For specific information on the American with Disabilities Act, contact
AAKP at 800-749-2257.

What Happens If | Can’t Work?

If you' re unable to continue with your pre-dialysis employment, your social
worker can help you find alternatives. You may pursue other job opportuni-
ties or take advantage of job retraining programs. This may be a good time
to go to school or begin an educationa program.

A Friendly Note: Going back to school may not sound like a great idea to you.
You' re probably worried about the hours needed for studying. Have you consid-
ered that if you're on dialysis, you have built in study time several hours per
week while you're dialyzing? Don't worry, you'll know when the timeis right to
get back into your job or pursue other options. The important thing is that you
remain active and busy.

When you don’t stay busy and active, it's easy to dlip into a“sick role.”
Keeping active and having a healthy attitude can keep you feeling better. 1f
you can't return to work or school, pick daily routines you can stick with,
such as walking around the neighborhood, starting a hobby that you can do
daily, or taking community classes such as cooking or woodworking. You
might visit places in your town, such as museums, nature trails, zoos or
libraries. If you have school-age children, get involved in the PTA. By vol-
unteering, you' re able to spend time with your child and help other children
and families.

Being retired isn’t an excuse to be inactive. Retirement means you can now
pick what you want to do to be active. Pursue passions: art, bowling, swim-
ming, volunteering or reading to others at schools or libraries. Use your
imagination! Try things you never had time for when you were working.
People who stay active tend to have better blood pressure control, are less
depressed and healthier overall. Get out there and live your life around your
treatment and medication schedules. &
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— legal responsibilities -

We' ve discussed your rights and responsibilities in detail
in both Phase 1 and Phase 2. One of the rights briefly
discussed is your right to have access to your medical
records. Remember, you have the right to look at your
medical records at any time. Each facility may have its
own policy on how that occurs. Many places want to
have a nurse with you to answer any questions or explain
abbreviations or medical jargon. Your treatment facility
can’t give out any portion of your medical records or disclose any medical
information without your permission.

What Are The ESRD Networks And How Can They Help Me?

After Congress amended the Social Security Act in 1972 to provide Medicare
to people with ESRD, they created groups of representatives from the kidney
community to make sure people were receiving quality care. They divided
the country into sections called Networks. These Networks, referred to as
“ESRD Networks,” are contracted through the Health Care Financing
Administration (HCFA). Each Network has employees including a director, a
nurse, and a social worker. Many networks employ people with ESRD. Each
network also has volunteer committees including: a medical review board, a
grievance committees and a patient advisory committee. Patients serve on
such committee and boards. Because Medicare is afederal program, the
Networks work with, and for, HCFA. HCFA works with the ESRD Network
Organizations to ensure that people who are on Medicare get quality care.
They also make sure that if you're having problems with your care, such
problems are quickly resolved. If you have questions or problems with the
care you're receiving, you can call your Network for assistance. Phase 1 of
your AAKP Patient Plan© includes the name and phone number of the
Network for your geographical area.

How Do | Report A Grievance To The Network?

Each Network maintains a grievance process enabling patients to voice con-
cerns about a dialysis provider. Section 1881 of the Social Security Act was
amended by the Omnibus Budget Reconciliation Act of 1989 to provide the
Networks with both confidentiality in the medical review process and alimi-
tation on liability. It permits Networks to directly investigate grievances,
make decisions about the quality of care provided to patients and act as facil-
itators. The Networks are required to provide all patients with the grievance
process for their jurisdiction. If you have never received this process, by
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either a patient newsletter, mailings, posting at your facility or during a
patient conference, you have the right to call and ask for a copy of the
process.

There is a standard procedure all Networks use in handling and resolving
patient grievances. The procedure includes:

* You or arepresentative may file acomplaint with the Network,
» Anonymous complaints are accepted,

» Whenever possible, grievances need to be confirmed in writing,
although it may aso be taken over the phone or in person,

» All Network grievances are strictly confidential,

» The Network investigation is expected to be concluded within 90
days. For agrievance that is determined to be a serious and immedi-
ate threat, the investigation will be completed within 60 days,

» After the investigation has been completed, the patient or representa-
tive will be notified in writing whether or not the problem was veri-
fied. 1t will aso indicate if the grievance was resolved or if the facili-
ty isimplementing an improvement plan.

In addition to the Network grievance procedures, al diaysis facilities are
required to have facility grievance protocols. These protocols should be
posted or given to all patients.

You may also call your State Survey Agency to complain about your care.
Your call, along with your identity, will be kept private. You can call 1-800-
MEDICARE (1-800-633-4227) to find out the phone number for your state’s
survey agency. You can also visit www.medicare.gov on the internet for
more information. {
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—conclusion -

You've aready learned a lot since you began treatment for ESRD, but there
are probably still some questions to be answered. Please don’t hesitate to
repeat your questions until you have answers you 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, the bottom line is that there are many people on many levels work-
ing 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. Your ESRD Network is there to help you. Your
family and friends care about you. Remember, you aren’t alone! There are
people along the way who will work with you to create a safe and caring
environment, a place where your questions can be answered, your anxieties
lessened and your concerns put to rest as you continue your journey with
ESRD.

A Friendly Note: You're well on your way! Congratulations on learning all you
can to stay healthy and lead a normal lifestyle. You should be feeling very proud
of yourself and your accomplishments. When you' re ready to receive Phase 4:
Ongoing Treatment, return the postage paid card to AAKP. But take your time
and make sure you understand what is going on with your health. You'll know
when you're ready to receive the next phase. The control to decide when you're
ready to receive more information is left in your hands. Good luck and I’ [ meet
you again in the next phase.Q
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glossary

Acute Rgection: A form of kidney rejection. Occurs with some kidney
transplant recipients shortly after receiving their transplant. The rejection
episode happens quickly and can usually be reversed.

Albumin: A protein found in the blood and when found in the urine, can be
asign of renal impairment (kidneys are not working well).

Anastomosis. The surgical connection of the superficial veins of the arm, or
the artificial graft, with the artery.

Anemia: The condition of having too few red blood cells. If the blood is low
on red blood cells, the body does not get enough oxygen. See also Epogen.

Bladder: The balloon-shaped organ inside the pelvis that holds urine.

Catheter: (1) Sterile tubing that is inserted into a vein in the neck or chest to
allow for temporary hemodialysis. (2) Sterile tubing that is surgically placed
in the abdomen that allows for exchanges for peritoneal dialysis. (3) sterile
tube placed in the bladder to drain urine.

Creatinine Clearance: Test measuring how well the kidneys are removing
creatinine from the body.

Creatinine: Normal waste product in the body from meat protein and muscle
activity. The kidneys remove creatinine from the blood. See also Creatinine
Clearance.

Dialysis: The process of cleaning wastes from the blood artificially. See also
Hemodialysis and Peritoneal Dialysis.

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

EPOGEN?® (Epotein Alfa): A medication that assists your body in producing
red blood cells. The medication acts the same way as the natural human hor-
mone erythropoietin. When someone experiences kidney failure, the body
does not produce erythropoietin the same way it did when the kidneys func-
tioned normally.

Erectile Dysfunction: See Impotence.
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glossary

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

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 avein
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.

Hypertension: High blood pressure, which can be caused either by too much
fluid in the blood vessels or by narrowing of the blood vessels.

Impotence: The inability to produce an erect penis for sexual activity.

Intravenous (1V): The process of receiving medication through a catheter
inserted in avein.

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

Kt/V: A measurement of dialysis dose. A formula used to calculate adequate
dialysis for both hemodialysis and peritoneal dialysis patients. See also URR.

Nephrologist: A doctor who treats patients with kidney problems or hyper-
tension.

Peritoneal Dialysis: Cleaning the blood by using the lining of the belly
(abdomen) as afilter. 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 “dissolved” in the dialysate. The dialysate is then drained from the
belly, removing the extra fluids and wastes from the body.

Peritoneal Membrane: A sac, resembling cellophane with holes, that serves

as alining of the abdominal cavity and holds organs in place within the peri-
toneal cavity.
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glossary

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

Renal: A term referring to the kidneys.

Residual Kidney Function: The remaining kidney function that eventually
decreases over time.

Stenosis: A narrowing in the width of a blood vessel.

Transplant: The surgical procedure of placing a kidney from a donor into
the recipient.

Urea Reduction Ratio (URR): A measurement of dialysis dose. A formula
used to calculate adequate dialysis for hemodialysis patients.

Urethra: The tube that carries urine from the bladder to the outside of the
body.
Urine: Liquid waste product filtered from the blood by the kidneys, stored in

the bladder and removed from the body through the urethra by the urination
process.
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My hemodialysis chart for URR
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My hemodialysis chart for Kt/V
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My peritoneal dialysis chart for K1/V
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Creatinine

BUN

Sodium

Potassium

Chloride

Calcium

Carbon
Dioxide

Glucose

Albumin

WBC

Remoglobin

Hematocrit

My Transplant Chemistry Chart

Jan Feb Mar Apr May Jun Jul Aug Sept Oct Nov Dec
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Questions to ask your
healthcare team

Vs my URR 65% or higher or my Kt/\V
1.2 or higher on aregular basis
(hemodialysis)?

Vs my measured weekly Kt/V 2.0 or
higher (peritoneal dialysis)?

vV What must be done to increase these
values?

vV How many uses of my dialyzer
(hemodialysis) will ensure that my URR
Is always 65% or higher?

Vs my serum albumin 3.8 g/dl or higher?

vV What is my hematocrit and hemoglo-
bin?

V As a transplant recipient, how can |
make changes in my diet to keep my
cholesterol and weight down?

v How do | talk to my new partner about
my kidney disease?

V Canl go back to work?
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