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MEDICARE PART D: Planning Ahead for Drug Costs
By Beth Witten, MSW, ACSW, LSCSW

NKF Medicare Modernization Program Manager

PLANNING AHEAD TO
PROTECT YOURSELF
If you have Medicare, you can
protect yourself from the high
cost of drugs. If you do not
have a drug plan now that is
as good as Medicare Part D,
you can join Medicare Part D
when you sign up for Medicare
Part B.  If you do not join then,
in most cases, you will not be
able to join until November 15
to December 31 annually, your
drug coverage will not start
until the next January 1, and
you may pay a higher premium.  

If you have drug coverage that
is as good as Medicare's (called
creditable), you are protected
and do not need Part D. Ask
your employer or plan for writ-
ten notice of this. Keep this
notice in case you need it later
to join Part D.

PLANNING AHEAD TO
CHOOSE THE BEST DRUG
PLAN FOR YOU
Make a list of the drugs, doses
and number of pills or vials of
the drugs you take each month.
Ask your doctor what other

drugs you need or may need in
the next few months if your
health or treatment changes.
Compare drug coverage plans.

■ Customer service represen-
tatives at 800-MEDICARE
will ask you personal ques-
tions to identify who you
are. They will use your drug
list to compare plans. They
can tell you on the phone
how up to three plans com-
pare or they can send you a
booklet that compares up to
three plans.

This publication is a part of the National Kidney Foundation’s Kidney Learning System (KLS)™  

and is made possible through an educational grant from               .  
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SOME PEOPLE ASK, “WHY BUY INSUR-
ANCE IF YOU DO NOT NEED IT
NOW?” OR “WOULD YOU BE ABLE TO

BUY HOMEOWNER'S INSURANCE TO
REBUILD YOUR HOUSE AS IT IS BURNING
DOWN?” You have a health problem that

requires you to take drugs—sometimes very
expensive ones. Medicare Part D is insurance
you buy now for drugs you need now and drugs
you may need later. Anyone with Medicare Part
A or B can buy a Part D plan, even if they have
kidney disease or another health problem.

Keeping

track of your

drug coverage

will help you in

the long run.



MARY BETH CALLAHAN,    
OUR SOCIAL WORK

EDITOR, QUOTES JOHN
LENNON'S STATEMENT,
“LIFE IS WHAT HAPPENS
WHILE WE’RE MAKING
OTHER PLANS” IN HER
ARTICLE. I love that thought
and believe that we can all
identify and have felt like that
at times. Our best-laid plans
can indeed go astray.  So, what
does that mean?  Should we all
just throw our hands in the air
and avoid making any plans for
fear they will never be realized
or will be disrupted?

I believe that planning, and
therefore hope, are crucial for
success in life. However, along 

with planning
must go flexi-
bility, as we
must accept
that life does
not always go
as planned or
we will be 
forever frus-
trated, angry,
stressed and depressed. I
doubt that most of you lived
your life planning on having
chronic kidney disease (CKD)
or beginning dialysis. Yet
when the time came, you
faced it and made the changes
that were necessary in your
life. In other words, you
adapted and coped. You began
to integrate CKD and dialysis
into your future plans. 

This issue of
Family Focus
addresses the
many aspects
of your life that
have been
touched by
CKD and gives
information
and suggestions

to help you as you make your 
life plans. 

It has been said that the time
demands of dialysis are simi-
lar to those of a part-time job.
Most of us already have many
things to juggle in our lives.
When CKD and its treatments
enter into the picture, the
task of balancing all of it can 

seem overwhelming. Becom-
ing educated and informed can
provide you with choices to
help you be more in control.

As you navigate the paths of
CKD, I hope that each and
every one of you knows that
you are admired and respect-
ed by those who know you.
Your life plans have been
interrupted by CKD, yet you
carry on and look to the
future, not allowing it to stop
you from living your life and
achieving your dreams. Here's
to you!   

Karren King, MSW, ACSW, 
LCSW

For the Editorial Board
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I am an R.N. who has worked over 30
years in a renal setting and I help with
our kidney support group, Seven County
Kidney Fund.

I believe the group's secretary, Ann
Pohlman, deserves recognition. At the

age of five she developed kidney dis-
ease, and at age nine she received

a kidney from her father. After
only two months it quit
working, and since then she
has been on both hemodial-
ysis and peritoneal dialysis
(PD). During this time, she
entered into a four year

BSN nursing program and
graduated. She works part-

time in an oncology unit while
continuing on hemodialysis.

Ann has worked very hard to help others,
and I wanted her to know how much she
is appreciated. Many thanks to Ann for
all her hard work and dedication!

Sincerely,

Charlene Vollmer
Springfield, IL

Dear Editor,

Ann, center, visits
with nurses at a
recent trip to SB
Memorial Medical
Center in
Springfield, IL.

F R O M  T H E  E D I T O R
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■ Use the Medicare Drug
Plan Finder at
www.medicare.gov to do
it yourself and find the
same information.

■ Read about Part D, get tips
to search plans and see
what national plans cover
the 25 drugs that many
people with kidney disease
take using the Compare
Drug Plans packet at
http://www.kidney
drugcoverage.org

Choose a plan that covers all
of your drugs—or at least the
most costly ones. If the plan
you choose does not cover the
drugs you need to take, you
will have to pay full price for
new drugs until you can
change plans. If there is a
medical reason why you need 
that drug, you can appeal to 
ask the plan to cover a drug it
normally does not cover, but
that process may take a lot of
time and effort.

If you have Medicaid or your
state pays all or part of your
Medicare premium because
you have a Medicare Savings
Program, you can change plans
during any month. Medicare
Savings Programs include
Qualified Medicare Beneficiary
(QMB), Specified Low-Income
Medicare Beneficiary (SLMB)
and Qualified Individual (QI).
When you join a plan, your
new plan takes effect the next
month. If you have Medicare
and do not have Medicaid or a
Medicare Savings Program,
you can only change plans
from November 15 to
December 31 each year. If 
you join or switch plans then,
your new plan will take effect
January 1.

PLANNING AHEAD TO
HAVE PROOF OF
COVERAGE
Once you choose your plan, call
the plan or 800-MEDICARE or
join online at www.medicare.
gov. Join early in the month

so you have your ID card and
member packet when your
plan takes effect.

PLANNING AHEAD FOR
PART D COSTS
After paying your monthly pre-
mium, Medicare Part D will
save $1,500 on your first
$5,100 of drug costs. Once you
pay $3,600 for drugs in 2006,
your plan will pay 95 percent
of your drug costs for the rest
of the year.

If you have limited income and
assets, you can save thousands
of dollars on Medicare Part D.
If you get the low-income sub-
sidy, also called “extra help,”
your premium and deductible
are based on your income and
you could pay no premium or
deductible at all. At most you
will pay 15 percent of the cost
of your drugs or as little as $1
to $5 for each drug. Apply for
extra help by calling Social 
Security at 800.772.1213 or
apply online at 

www.socialsecurity.gov
If you find out you will get extra
help and you have not joined a
Part D plan yet, you can join
Part D then without having to
pay a higher premium.

Drugs to keep you healthy are
costly. Medicare wants you to
be able to afford to take the
drugs you need.  All you need
to do to plan ahead is learn,
choose and join a Part D plan.

Beth Witten, MSW, ACSW,
LSCSW worked for 18 years 
as a clinical social worker in
dialysis and transplant clinics.
Beth serves as the resource 
and policy associate for
Medical Education Institute,
Inc., staffs the Rehabilitation
Resource Center and coordi-
nates Missouri Kidney
Program Patient Education
Program classes.

MEDICARE PART D: Planning Ahead for Drug Costs 
Continued from page 1

Calvin Lee Tyson’s Story
IN NOVEMBER 1999, I SUFFERED A MILD HEART ATTACK. The doctor said my
kidneys were failing and without regular dialysis treatments I wouldn't have a
chance for a long life. Since then I have been making three weekly trips to the VA
Medical Center for a three and a half hour dialysis treatment, and I have to be care-
ful of what I eat. 

On December 5, 2005, my coordinator told me not to come in for my regular dialysis
treatment because at noon I was to fly to Pittsburgh, PA, where my surgeons were 
waiting to replace my malfunctioning kidney with a working one from a 44-year-old 
male donor. At first I was scared because I didn't know what was going to happen. I had 
just started a new job at Target, but the more I thought about it, I knew I had to go. 
By 9:00 pm my new kidney was waiting for me and about three hours later the transplant was done. 

The new kidney is functioning and on December 23, 2005, I got permission to spend Christmas with my family, 
including my two grandchildren, ages five and one.

Calvin Lee Tyson and his 
grandson, Shawn, now six.



NOT MANY PEOPLE
REALLY WANT TO

THINK ABOUT THEIR OWN
DEATH. It is hard to imagine
a world without us in it. But
all of us will leave this world,
whether from illness, accident,
disaster or the shock of gas
prices. When death comes for
us, will we be ready? Will our
houses be in order? Will we be
comfortable and will our digni-
ty be preserved? There are
many reasons why we let these
questions go unanswered.
Some are afraid that if they
talk about death they will
cause it to happen. Some are
afraid that it will upset the lis-
tener. Some simply cannot or
will not face it.

The dialysis community is
slowly beginning to under-
stand that end-of-life issues
are an important part of any
long-term plan of care. In
December 2004, based on opin-
ions from the important work
of the Renal Physicians 
Association (RPA) and the
Robert Wood Johnson
Foundation, the Mid-Atlantic
Renal Coalition (MARC) held a
National Conference, Caring
Through the End: The Final

Stages of CKD (chronic kidney
disease). The conference was
held in Florida and was aimed
at teaching dialysis health care
workers about end-of-life issues
in the dialysis unit. 

In June 2005 MARC held a
meeting in Washington, DC,
which brought together repre-
sentatives from all of the large
dialysis organizations, the
RPA, hospice agencies, legal
representatives and the
Centers for Medicare and
Medicaid Services (CMS) to
discuss putting end-of-life and
comfort-care programs into
practice in all dialysis units.
The Kidney End-of-Life
Coalition, chaired by Dr. Alvin
Moss from the West Virginia
University Medical Center,
was formed from this meeting.
The Kidney End-of-Life
Coalition's mission is 

“To promote effective inter-
change between patients, fami-
lies, caregivers, payers and
providers in support of inte-
grated patient-centered, end-of-
life care for CKD patients.”

Because 20 percent of people
on dialysis die each year, the
need for end-of-life care should
be included in the plan of care.
But there are a lot of questions
about available services and
how to help people who are on
dialysis and their families talk
about end-of-life treatment
wishes. The coalition formed
four workgroups to look at
these issues and is growing to
include other important organ-
izations that are dedicated to
the effort. 

A new Web site was created
with links and resources to 
help answer questions about

end-of-life care. Many people
on dialysis withdraw from dial-
ysis each year. For these indi-
viduals, as well as others on
dialysis, end-of-life care is an
important part of the treat-
ment plan. This Web site is
devoted to those people and to
all the caring staff in hospitals,
dialysis units and hospice
organizations committed to
helping individuals have a
peaceful ending. 

The Kidney End-of-Life
Coalition is always looking for
new information for the Web
site, so please e-mail 
kidneyeol@nw5.esrd.net if
you have ideas. Your feedback
is always appreciated.

KIDNEY END-OF-LIFE COALITION:
A Partnership Devoted to Caring for 

Individuals in the Dialysis Unit
A new resource is available to answer 

questions about end-of-life care.

Visit www.kindeyeol.org

THE YEARS MY DEAR WERE HARD to me
But you were there to share the sting 
A coupl'a times my heart did stop 
And drained the blood right out of me
But you were there through everything
Through miry sludge, through 

thick and thin.
Mistakes I made 'most beat us down
But you insisted to stay with me
Till the very end.
For this you get a golden crown
Not the dunce cap that I gained
A second chance to play the game
Without this time that stupid clown
That always, inadvertently, not 

surprisingly
Fumbled the ball; at the beginning,
Midway and right to the very end 

of the game.
A memory I'll just remain
And not a very good one-just the same
I never was or will be like your 

second game
Who'll come riding in a shiny new steed,

White gloved rider, chrome wheels
But remember this—you will
Those two little cherubs with clown 

red cheeks,
Will depend on your words to recall
Who that clown in your albums was 

that was playing
With them—at times—on the grass green
With them on his back and pinned 

on the soft ground
By all three. Or throwing snow in 

their faces

And getting whacked with three 
snowballs in succession.

But I'm sure that mid laughter and tears
They will surely hear
About all the misadventures and the lot
And mid the clownish antics of 

your grand-tots
You'll see me looking and smiling
At you through their wide open eyes
Tears will make them stop and ask,
“Grandma, why are you crying?”
And you won't be able to explain.
You'll simply say,
“You silly, silly goose,
You were always laughing at me
Behind those big, innocent, loving eyes.”
And they, of course, will reply
“Grandma, come out of the sun.
Sit in the shade for a little while.”

Mr. Maldonado lives in Orlando, FL. He
wrote this poem for his wife Annie who is
on dialysis.

By Wilson Maldonado
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MOST PEOPLE IN THE
UNITED STATES DO NOT

HAVE A VALID WRITTEN
WILL, WHICH SETS OUT HOW
THE PROPERTY THEY OWN
IS TO BE DISTRIBUTED AT
THEIR DEATH. If you do not
have a will, this means that you have not
made a decision on how your property or
assets will be distributed at death. The
terms “property” or “assets” include any
houses or apartments that you own, your
furniture, jewelry and other personal
items, as well as money or stocks and
bonds that you own. It may also include
certain life insurance and annuity poli-
cies, as well as funds in bank accounts,
brokerage accounts and pension and
retirement accounts of various types.

WHAT HAPPENS IF YOU DO NOT
HAVE A WILL?
If you do not have a will, the laws of the
state in which you are domiciled, or live,
at the time of your death will determine
how your property will be distributed.
This does not mean that your property
will belong to the state, but rather that
the assets will be distributed to your rela-
tives according to the degree of kinship to
you. For example, if you are survived only
by first cousins at your death, if you have
10 cousins they each will get 10 percent of
your property, less court expenses. You
may not even know some of them, or may
not have seen them for many years, yet
they will benefit from the fact that you do
not have a will. The intestate laws, or the
laws of the state in which you are domi-
ciled at your death that set out who will
receive your assets and in what percent-
ages in the event that you do not have a
will, do not recognize or provide for your
more distant relatives, an unmarried com-
panion or partner, friends or for your
charitable interests. The term “domicile”
is important if you have more than one
residence. Your domicile is determined by
many factors, including where you spend
the most time, where you vote, where
your cars are registered, and where you
file your tax returns.

WHY SHOULD I HAVE A WILL?
A will is like a map that gives instructions
and directions to your survivors. No mat-
ter how small or simple your property
may be, a will is the way to distribute
your assets to the people or charities that
you choose. You can leave specific items, 

such as a photograph or piece of jewelry,
to individuals or charities. You can give
specific dollar bequests (gifts) to individ-
ual family members as well as to employ-
ees, friends and organizations. You can
create a trust. A trust is a legal document
that can be a separate document or creat-
ed as part of a will in which the person
creating the trust provides assets to
another person under certain terms and
restrictions for the life of an individual,
with the remainder going to other people
or to charities on the death of the first
person. You can also provide for alterna-
tive bequests if anyone to whom you have
given a bequest dies before you. A trust is
often created for children.

Another important feature of a will is the
appointment of an executor—the person
who carries out your wishes. It is the
executor's job to collect your assets, pay
your debts and estate taxes, if there are
any, and distribute the remaining assets
as provided for in your will. If you do not
have a will, the probate court—which is a
court with jurisdiction over trusts and
estates of people with or without wills—in
your state will appoint someone who you
probably will not know to do this job.

If you have children under the age of 18,
you can use a will to appoint guardians
for them. If you do not have a will, the
court overseeing their welfare will not
have any idea of your preferences for 
their care.

HOW SHOULD I MAKE A WILL?
For a will to be valid, it must be written
and signed according to certain legal
requirements. Each state has different
rules and it is crucial that your will com-
plies with the laws of the state where you
are domiciled. If you do not know an
attorney in your area that specializes in
drafting wills and in estate planning, you
can contact a city or county bar associa-
tion to get a recommendation. Estate
planning involves asking you about your
assets and debts, how you would like to 
have your assets distributed on your
death, preparing powers of attorney, 

living wills and health care prox-
ies (Advance Directives) as well
as advising you on estate tax
issues, both Federal and state. If
you do not have the money to
pay an attorney, the bar associa-
tion may be able to refer you to a

volunteer lawyer who will not charge you
for the work. It is very important that the
will be well drafted and clearly set out
your wishes.

The term “domicile” has been used several
times in this article and is different from
the term “residence.” If you live in one
state, but spend the winter in a warmer
state, it is important for an attorney to
determine which state is your domicile for
purposes of your will.

Once you have a will, you should review it
from time to time to make sure that it
still reflects your wishes. You can always
change your will if you feel that this is
necessary.

Once you sign a will, it is important that
your executor and family know where to
find the will, as well as the name and
address of the attorney who prepared the
will. It is also important that your execu-
tor has access to the will at the time of
your death, a list of your assets and prop-
erty, as well as insurance policies and the
names and addresses of your accountant,
health insurance carrier and others who
may have important financial information
concerning your affairs. Your executor
should also have a current “family tree”
listing, your parent's names and address-
es, and those of any children, brothers or
sisters, including any step or adopted 
siblings, nieces, nephews, cousins, aunts
and uncles. If possible, the family tree
should include the dates of their births
and deaths. 

Many people are reluctant to consult with
a lawyer and to make a will, but once
they have done so they are pleased to
have provided for their family, friends and
charitable interests in a thorough and
understandable manner.

William R. Coleman, Esq. is an attorney
in New York and has worked on a variety
of end-of-life projects for the NKF and
other kidney organizations. 

Why Is a Will Important? 
By William R. Coleman, Esq.

Creating a will is essential for you, 
but also for your family and friends.
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ADVANCE DIRECTIVES
WERE CREATED TO

HELP PEOPLE THINK AND
TALK ABOUT TIMES THAT
LIE AHEAD FOR ALL OF US,
knowing that we will not live
forever. They are simply our
directives or wishes in advance
of some medical crisis or disas-
ter that may prevent us from
sharing them. For example, a
stroke can affect our ability to
speak; car crashes can leave us
in a coma or dependent on a
breathing machine. Among oth-
ers, these unfortunate events
can keep us from communicat-
ing with others, leaving medical
staff and family at a loss as to
what we might have wanted.

Who wants to think about such
things? Most people do not
think about their lives coming
to an end and many have
never dreamed that there
would be a time when their
health gets worse. Most of us
will face failing health.
Staying in the "driver's seat" of
our lives, even when our
health is failing and medical
problems happen, is a way to
make sure that we can have
things the way we want them.

When dialysis center staff first
talk to you about your advance
directive wishes, you may not
understand what they are talk-
ing about and why they are dis-
cussing it. At first, people may 

think that if they let themselves
think about dying, then it will
happen. Thinking about things
does not make them so, or
many of us would have won the
lottery! Most people, though,
feel much more comfortable and
secure once they have thought
through what matters to them
and what they would like peo-
ple to remember when they are
no longer able to share their
thoughts.

When asked what their advance
directives might be, many have
said, "Please do everything pos-
sible to keep me alive at all
costs."  Still others have said,
"Please show me the kindness
that you would show an animal.
Don’t let me suffer if I can no
longer live on my own and take
care of myself." It is important
to remember that an advance
directive can be used to say
both what we do not want, and
what we do want. Each of us
has different concerns when we
think about how and when we
want to leave this world. And
our concerns change over time
as we get older and see more of 

life. Whatever your wishes may
be, they can be expressed in a
living will, which is one type of
an advance directive.

To make sure that dialysis cen-
ter staff understand your wish-
es, there is a second part of an
advance directive in most states
that asks "Who would you trust
to help communicate what is
important to you if you are no
longer able to speak for your-
self?" Often, people look to their
husband or wife, adult children,
brother or sister, or even a good
friend to make sure that their
wishes are carried out. The per-
son whom you choose is called
your Health Care Proxy or
Durable Power of Attorney for
Health Care. It is very impor-
tant that, if you select a person
to act as your Health Care
Proxy, you let the person know!
This person will need to know
why you would or would not
want certain things done and
what values and beliefs have
played a part in your thinking.
Having these types of discus-
sions will guide the person
should he or she ever have to
make medical decisions for you.

Of course, sometimes people
who love us are very uncomfort-
able talking with us about
"what if." It takes real courage
to have these kinds of discus-
sions with our loved ones. Still,
in the long run, those who love
us will appreciate that we let
them know our feelings, and
they will be comforted knowing
our wishes are respected.

We become more comfortable
thinking about advance direc-
tives with time and practice.
And as we become more com-
fortable, so do our families and
friends. Those who are dying do
have a say, not only about how
to live their lives, but also about
how to leave this life.

Erica Perry has been a renal
social worker at the University
of Michigan since 1978. She has
worked part-time for the
National Kidney Foundation of
Michigan for the last five years
as a Peer Mentor Program
Specialist.

ADVANCE DIRECTIVES:
One Way to Stay in the Driver’s Seat

by Erica Perry

Advance directives are another option that you
have when faced with end-of-life issues.

Advance Directives:

A Guide for

Patients and their

Families

brochure is 

available 

for order by 

calling the NKF at

800.622.9010 
ext. 175

To find out about the many services and  activities offered in your 

community or to join the Patient and Family Council at no cost, 

contact us at 800.622.9010
or visit us at www.kidney.org

MEMBERS GET FAMILY FOCUS  DELIVERED 
DIRECTLY TO THEIR HOMES
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WHAT IS QUALITY 
OF LIFE?
Quality of Life (QOL) is a term
used to describe well-being in
several areas of life. In addition
to physical health and well-
being, quality of life also
includes social well-being, psy-
chological well-being and educa-
tional and/or occupational
well-being.

HOW IS QOL MEASURED
IN CHILDREN WITH KIDNEY
DISEASE?
QOL can be easily measured by
using either a short, age-specific
survey such as the Pediatric
Quality of Life Inventory
(www.pedsql.org), the
Children's Health and Illness
Profile(www.proqolid.
org/public/CHIP.html), the
Children's Health Question-
naire (www.health
actchq.com) or by direct ques-
tioning. Most QOL surveys ask
about problems with physical
activity, school, friends and feel-
ings. Even though parents' and
teachers' opinions are 
helpful, it is also important 
to ask children directly 
about how things are going
physically, educationally,
socially and emotionally.

WHO IS PAYING ATTEN-
TION TO THE QOL OF CHIL-
DREN ON DIALYSIS AND
WITH CHRONIC KIDNEY
DISEASE (CKD)?
There are many people on your
child's health care team inter-
ested in his or her QOL. It is
important for you to communi-
cate concerns about your child's
physical, educational, social and
emotional well-being to his or
her nephrologist and social
worker on a regular basis.  
Unfortunately, very little is
known about how children feel
about having kidney disease or
about what gets in the way of
some children with CKD reach-
ing their potential as adults. 

There are several projects 
currently in progress that are 
looking at QOL in children on
dialysis and with CKD. Please
consider supporting your
child's participation in one of
these evaluation projects. It is
hoped that the information
obtained will provide a better
understanding of how children
feel about their kidney disease
and help improve the quality
of care for children with kid-
ney problems. Descriptions of
these projects can be found at
the following Web sites:
www.niddk.nih.gov/
patient/ckd/ckd.htm

www.niddk.nih.gov/
patient/fsgs/fsgs.htm

www.esrdnet5.org/ped
QOL.asp

WHY IS IT IMPORTANT TO
LOOK AT QOL? 
Tracking your child's educa-
tional, social, emotional and

physical well-being is
as important as
tracking his or her
hematocrit, albu-

min, growth and 
creatinine. 

By looking
beyond your

child's kidney con-
dition to other
areas of his or

her life, the
health care team
can be on the
alert for ways that
medical treat-
ments can
be changed

and improved. For
example, if your child is
having difficulties social-
ly or academically, the
health care team may be
able to refer him or her
for supplementary school
based services or to com-
munity programs that
may help. Looking at
overall QOL as well as
health issues will aid in
helping your child lead a
balanced life and plan
for a well-rounded
future.

Arlene Gerson, PhD is a
pediatric behavioral
psychologist at the
Johns Hopkins
Children's Center in
Baltimore, MD, and an
Assistant Professor of
Pediatrics. She has been
a licensed psychologist
working with children

who have medical problems for
13 years and has been with the
Division of Pediatric
Nephrology for the past 
six years.

Alicia M. Neu, MD, is clinical
director of pediatric nephrology
and medical director of pedi-
atric dialysis and kidney trans-
plantation at Johns Hopkins
Hospital. Her clinical and
research interests focus on
improvements in care to
children with chronic kidney 
disease, on dialysis and 
after a kidney transplant.

Barbara Fivush is the
Pediatric Editor of Family
Focus. She is also the Chief of
pediatric nephrology at Johns
Hopkins University and a
Professor of Pediatrics. She has
been a long-standing advocate
of the pediatric chronic kidney
disease community in
Maryland.

QUALITY OF LIFE of Children With
Kidney Disease

By Arlene C. Gerson, PhD, Alicia M. Neu, MD, Barbara A. Fivush, MD

Balancing your child’s life when he or she has
CKD and planning for the future is important

for you and your child.
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Continued on page 11

EATING WELL IS ONE 
PART OF STAYING

STRONG. THE OTHER
PART IS EXERCISE. Since
protein is the building block
of every cell in our body,
including muscle cells, it is
important for physical activity.
Eating enough protein can be
a challenge because some of
the physical changes that go
with kidney disease rob the
body of protein. Researchers
find that people with chronic
kidney disease (CKD), not yet
on dialysis, eat less protein
regardless of whether they
were counseled to do this (1).
They simply do not want to
eat protein.  Often, people on
dialysis have low appetites as
well and have trouble eating
enough protein.

Muscle is the body's largest
pool of protein. When protein
intake is low, the body bor-
rows protein from the muscle
for vital functions. If the “bor-
rowed” protein is not replaced
by the diet, muscle tissue is
lost and weakness occurs.
Getting enough protein and
calories by improving your
food plan will reverse this
decline. The right kind of
exercise can help too.  

In a research study, people
with CKD who were pre-
scribed a low protein diet (0.6
grams of protein per kilogram
of body weight per day) lost
muscle after three months on
the diet. Other people with
CKD did resistance exercises
(also known as strength train-
ing or weight lifting) three
times a week for three
months while they were on
the low protein diet; they
increased their muscle and
got stronger (2). The group
that exercised was able to
increase muscle even when
eating a diet low in protein
because the body works well
at saving muscle protein
when muscle is used 
regularly. This study shows

that resistance exercise can
help people keep their muscle
and strength during periods
when they do not or cannot
eat enough protein. This is
important for people on dialy-
sis, even those who eat
enough protein, because CKD
and dialysis puts them at risk
of losing muscle protein.

PROTEIN:
HOW MUCH
IS ENOUGH?
THE
NATIONAL
KIDNEY
FOUNDATION (NKF)
KDOQI Clinical Practice
Guidelines for Nutrition in
Chronic Renal Failure recom-
mends 0.6 to 0.75 grams of
protein per kilogram of weight
per day (gm/kg/day) for Stage
4 CKD (severely decreased kid-
ney function); 1.2 gm/kg/day of
target weight for hemodialysis
patients; and 1.2 to 1.3 for
patients on peritoneal dialysis
(3). Those with a new trans-
plant continue to need the 1.2
up to 1.5 grams of protein per
kilogram per day while they
are healing from the surgery.
Two to three months after the
surgery, they can cut down to
0.8 gm/kg/day to maintain
health without too much
stress on the transplanted
kidney.

WHAT DO ALL OF THESE 
NUMBERS MEAN FOR YOU
AND YOUR DIET? 
THE SAMPLE MENU IN
TABLE 1 can give you an idea
of how to plan meals to get
1.2 g/kg/day of protein.
Beware of protein powders
and supplements. Some of

these are helpful, but some
may be dangerous because of
harmful ingredients. Talk to
your dietitian to see if you
really need protein supple-
ments and to find out which
ones are safe and affordable
for you.

CALORIES: HOW MANY
ARE ENOUGH?
BELIEVE IT OR NOT,
WHEN YOU DO NOT EAT
ENOUGH CALORIES your
body starts to use some of
your protein foods for energy.
This is a problem for people
on dialysis with poor
appetites. If you have no
appetite, then you do not eat
enough. The protein that you
do eat may be used for energy
instead of building body cells,
and you may lose muscle and
strength. Protein cannot do
its work if you are not eating
enough.

In general, if you are keeping
a healthy weight, then you
are probably eating enough
calories. At the U.S. Depart-
ment of Agriculture's “My
Pyramid” Web site,
www.mypyramid.gov, you
can get calorie recommenda-

tions just for you. Choose “My
Pyramid Plan” from the list
on the left side of the page.
Follow the directions and you
will get an estimate of your
calorie needs and how you
can use the food groups in the
pyramid to reach your calorie
goal. “My Pyramid” might
suggest some fruits and 
vegetables that are high in
potassium, or foods high in
phosphorous, so review mate-
rials with your dietitian
before using them.

Remember, advice from your
dietitian is always specific for
your needs. If you have CKD
and are not on dialysis, ask
your doctor for a referral to a
dietitian.  Sometimes it is
hard to get started. If the
first suggestions from your
dietitian do not work for you,
ask for more ideas.

WHAT TYPE OF EXERCISE
IS BEST FOR STAYING
STRONG?
ALL TYPES OF EXERCISE
HELP MUSCLE. But the best
exercise to keep muscles
strong is exercise in which
muscles work against resist-
ance. The resistance can be
provided by weights, resist-
ance bands, or even your own
body weight. When done two
to three times a week, resist-
ance exercise (also called
strength training or weight
lifting) stimulates muscle
cells to keep protein. Resist-
ance exercises can be done at
the gym but not all people
with CKD or on dialysis are
able or want to go to the gym.
No problem—there are plenty
of ways to add resistance
exercise to your life. The first
step before any type of exer-
cise is to talk with your doc-
tor. This is very important, as
she or he can give you specific
information tailored just 
for you. Your doctor can 
sometimes prescribe physical 
therapy or rehabilitation 
programs. Medicare or your

STAYING STRONG With Nutrition 
and Exercise

By Maureen McCarthy, MPH, RD, CSR, LD and 
Patricia Gordon, RN, PhD

Being healthy involves taking steps 
and sticking to them.

Continued on next page

Figure 1.  My Pyramid (U.S.
Department of Agriculture)—

their slogan is “one size 
doesn’t fit all”
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private insurance may pay for
some of these visits. The
National Kidney Foundation
(NKF) has good information
about exercise and nutrition
for people at all stages of
CKD on its Web site,
www.kidney.org You can
request a copy of the NKF's
booklets on nutrition and
exercise by calling
800.622.9010. You can also
download a good exercise
guide that includes resistance
exercises from Life Options
(www.lifeoptions.org),
another organization that
helps educate people with
CKD. Your dialysis center
staff may also be able to give
you information.

There is no doubt about it
that staying strong takes 
a certain amount of hard
work—to plan and stick to
your diet, and to find the time
and determination to work
your muscles. But the reward
is keeping your strength to 

continue to be able to do the
physical activities that are
important to you. So, keep
strong, stay well!
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Maureen McCarthy, MPH, RD,
CSR, LD, has worked in renal
nutrition, mostly with adults
on hemodialysis, for 20 years.
She is currently a transplant
dietitian at Oregon Health 
and Science University in
Portland, OR.

Patricia Gordon, RN, PhD, is
the Fitness Editor of Family
Focus. She is an exercise physi-
ologist, and is on the faculty of
the Department of Physiologi-
cal Nursing at the University of
California, San Francisco. Her
research specializes in muscle
function and kidney disease.

Have someone check your form if possible.

STOP IF YOU EXPERIENCE PAIN.

Exercise
Chair Squats: Strengthen upper leg muscles and buttocks—important for walking

Stand
with feet

comfortably
apart in front
of chair that

will not slip or
slide.

EASIER: Use
chair in front 
for balance.

■ Slowly bend knees as if to sit, keeping knees over feet.

■ Keep back straight, head up, looking forward, do not bend too far 
forward or backward.

■ When you touch the chair seat, pause for a moment, then slowly
stand up. Try not to sit all the way down. Aim to take 8–10 sec-
onds to complete entire movement.

■ Begin by working up to one set of 10-15 repetitions. Then
progress to three sets of 15 repetitions, and then to holding the
pause longer.

■ Do exercise 3–4 times per week.

TO MAKE EXERCISE MORE DIFFICULT: Hold a dumbbell in
each hand, or a single weight against the chest or abdomen. 
Keep back straight, knees over feet, head up.

1) Assume starches or grains (breads, tortillas, cereal, rice, pasta), fruits, veg-
etables, fats and oils provide about 20–25 grams of protein a day.

2) That means the 70 kg patient still needs 59-64 grams of protein from
major protein foods like meat, fish, poultry, eggs or dairy foods. The major
protein foods are bolded in the menu below.

Breakfast 1 egg (7 gm protein) 2 slices toast with margarine
1/2 cup grape juice
1 cup coffee with milk substitute

Lunch  3 oz. sliced turkey 2 slices whole grain bread
breast (21 gm protein) Lettuce, mayonnaise

Fresh pear

Supper     4 oz. lean beef 1 cup rotini pasta with margarine
patty (28 gm protein) 1 cup cooked carrots

1 dinner roll with margarine

Snack      1 oz. part skim   
mozzarella cheese 6 unsalted saltines
(7 gm protein)

70 kilogram (154 pounds) hemodialysis patient needs 84 grams of protein a day

Table 1. Sample Menu for Hemodialysis Patient With 70 Kilogram Target Weight

Slowly
bend your
knees as 

if to sit.
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“LIFE IS WHAT HAP-
PENS WHILE WE’RE

MAKING OTHER PLANS.”
(John Lennon) When illness
comes into your life or the life of
a loved one, the best laid plans
for the future can look like
mincemeat.  Making pie with
mincemeat is the real trick. So
many worries come during that
time at night when everyone
else seems to be sleeping: How
will the bills be paid now that
we have less income? How can I
pay for this expensive treat-
ment? With so many people on
the waiting list, how will I ever
get a transplant?

If uncertainty feels like too
much to handle, it may seem
impossible to think about mak-
ing a life plan—a plan for your
family to meet financial obliga-
tions during your illness, a plan
to be as active as possible for as
long as possible, a plan to stay
employed and live life in the
way you have known it.
However, just as making a
tasty, mouth-watering pie takes
special ingredients, balancing
life with kidney failure requires
you to draw on your special
strengths and to stay connected
to the people closest to you.  

People with kidney failure have
a partner that people with other
illnesses may not have. That
partner is their social worker,
who the federal government
mandates be involved with the

care of those needing dialysis or
a kidney transplant. The social
worker can help you examine
the things that are causing you
the most worry and can help
you make a plan to manage the
stresses that come. Another
part of the social worker’s job in
a dialysis or transplant facility
is to help you find new ways to
achieve the goals and plans you
had before kidney failure was
added to the challenges of your
life. The social worker is trained
to help you look at what you
need to get the most out of your
life now that you need dialysis
or have a transplant.

There will be hard times—times
when the family seems over-
whelmed, times when you feel
ill after a dialysis treatment.
The social worker can help you
and your family learn how to
live on pause—to enjoy the good
days when they come and to
keep perspective during the bad
days. Successfully managing
the ups and downs of chronic
illness can make a difference in
how you manage your future.

When things are going well, get
out and be with people you
enjoy and do thing such as vol-
unteering at your child’s school
or taking care of your grandchil-
dren. When difficult days come,
be easy on yourself, take a
break, seek the support of those
who love you and start again. 

Other partners can help you
find balance in your life with
chronic kidney disease (CKD).
These partners include your
shiftmates or family members
of other people dialyzing with
you. The value of learning from
those who have lived a similar
experience and learned how to
“juggle the balls” of dialysis can
give valuable insight, hope and
encouragement. 

To continue your life goals, your
dialysis social worker can con-
nect you with programs and
services to help you get training
for different jobs, if needed, or
to work with you to adapt
things in your current job so
that you are able to continue
working. The social worker can

also help you get assistance
from programs like Meals on
Wheels, food stamps or others
that can meet your needs and
help you stay as independent 
as possible.

Planning for medication costs
may be quite a challenge for
you. During some months, the
decision may be whether to buy
that new medicine the doctor
suggested or have food for the
next week. There may be pro-
grams that can assist you to
budget your limited monthly
cash most effectively. Talk to
your social worker about what
might be available to you. 

Don’t forget your strengths 
and be flexible in your plans.
Remember, according to Dwight
D. Eisenhower: “Plans are noth-
ing; planning is everything.”

Mary Beth Callahan,
ACSW/LCSW, is the Social
Work Editor for Family Focus.
She has worked in nephrology
social work since 1984. She cur-
rently works as a transplant
social worker at Dallas
Transplant Institute but has
also worked in the Dallas area
in hemodialysis and peritoneal
dialysis. She has a special 
interest in rehabilitation,
depression management and
quality of life.

“Life Is What Happens While We’re
Making Other Plans”
By Mary Beth Callahan, ACSW/LCSW 

We cannot always control what life 
gives us. But planning can help us 

be prepared for and adjust to change!

F I N D I N G  A  B A L A N C E

MICHAEL RHEIN, a 47 year old San Francisco hotel banquet waiter, has
been on hemodialysis for over three years. He is convinced that going to the 
gym two to three times a week to lift weights has allowed him to keep his very
physically demanding job and to continue to hike and kayak. He confesses that
sometimes he is just too tired or too wiped out from dialysis to go to the gym,
and sometimes it is hard to eat the way he should. When these times happen,

he notices that his workouts at the gym are harder, but being persistent pays off.
He is also banking on the fact that keeping his physical fitness level up will help

him get through and recover from a transplant when his chance comes.

Patient Profile:  Staying Strong…



MANY COUPLES 
CHOOSE TO HAVE A

FAMILY DESPITE ONE OF
THE PARTNERS HAVING
CHRONIC KIDNEY DISEASE
(CKD) or being on dialysis.
Some people wish to be sexually
active, but do not want to start
a family. Often, however,
health care professionals do
not discuss these topics with
people who are in their care.
Your kidney health care team
can help you answer questions
such as, “Is it okay to be sexu-
ally active?” “How should I
protect against sexually trans-
mitted diseases (STDs) and
unwanted pregnancy?” “Can I
start a family?” “What about
having another child?” 

BIRTH CONTROL
Women with CKD or on dialy-
sis may think that they cannot
get pregnant because their
menstrual cycles are irregular.
Due to the health complica-
tions of CKD, men may think
that their sperm count is too
low to impregnate a female
partner.  Although pregnancy
is rare (more about this later
in this article), women and
men with CKD or on dialysis
can and do conceive.  

Both women and men should
use birth control to avoid an
unplanned pregnancy.  There

are several methods available,
such as the condom, diaphragm,
cervical cap, female condom,
natural-cervical mucous
method, birth control pill,
intrauterine device (IUD) and
others. While many methods
work well in preventing preg-
nancy, each method has its
advantages and disadvantages.
People with CKD should think
about their special health fac-
tors. For example, the birth
control pill is not recommend-
ed for women with high blood
pressure. If you are having sex
and do not plan to have chil-
dren, talk with your doctor or
nurse practitioner about birth
control methods that are effec-
tive and safe.  

PREVENTING SEXUALLY
TRANSMITTED DISEASES
(STDS)
If you are sexually active or are
planning to become sexually
active, protection against STDs
is critical. Anyone who has sex-
ual contact with another person
without barrier protection is at

risk for getting an STD.  STDs
are spread through sexual con-
tact—that is, vaginal and anal
intercourse and oral sex. The
infection can occur on the geni-
tals (vagina or penis), mouth,
rectum and cervix. It can also
infect internal reproductive
organs, such as the ovaries and
uterus. Some STDs can spread
to an unborn fetus during preg-
nancy or childbirth, and can
pass through breast milk. 
If you are sexually active and
are not in a stable relationship,
talk with your health care team

about what you need to do to
prevent STDs. You can also go
to your local Planned Parent-
hood (www.plannedparent
hood.org) or county public
health department for confiden-
tial testing and counseling. All
STDs can be treated even if
they cannot be cured.

PREGNANCY
Getting pregnant is easier and
less of a risk for the woman
with higher levels of kidney
function and those not receiving
dialysis, that is, CKD Stages 
1– 3.  In later stages, it is more
difficult due to the kidney's
inability to adequately remove
the uremic toxins and excess
fluid from the body. Women on
dialysis have a very low
chance of becoming pregnant.
While not well understood due
to limited research, it is
thought that a higher dose of
dialysis, correction of anemia
and well managed blood pres-
sure and glucose (sugar) may
improve a woman's chances of
getting pregnant in the later
stages of CKD.

A small number of childbearing
age women get pregnant while
on dialysis. Problems with high
blood pressure, large fluid shifts
(gain followed by removal), 
calcium and phosphorus 
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Pregnancy and Family Planning
By Sally Burrows-Hudson, MS, RN, CNN

There are many things to consider 
if you are sexually active and you 

have CKD.

Y O U R  S E X U A L  H E A L T H

By Carole Marshella Rogers

Eight years ago I was diag-
nosed with polycystic kidney
disease (PKD). My initial reac-
tion was one of utter shock
and total disbelief. I exclaimed
to my specialist: “This is
impossible. No one in my fami-
ly has been diagnosed with
kidney problems. Both of my
parents died of cancer.”

After the initial shock, I decid-
ed to do my research and spent
countless hours at the library,
on the Internet and e-mailing
any and every source. I con-
nected with the national office 
of the Polycystic Kidney

Foundation in Kansas City and
the national office of the
National Kidney Foundation in
New York City and became a
member of the Connecticut
Chapter of PKD. All three 
organizations have been invalu-
able sources of information 
and support.

The one thing that I did not do
was broadcast my health prob-
lems. I told my husband, the
nurse practitioner at the school
where I taught and one other
person. For eight years, no one
else knew. That was my choice,
and, in retrospect, I do not
know if it was the correct or
best choice.

I am an only child so there
were no brothers or sisters to
tell. However, I was raised in
a very close-knit Italian family
and my cousins were like sib-
lings. I decided not to tell
them because I knew they
would worry and I did not
want them to constantly ask
me how I was feeling. I had no
symptoms and no one ever
detected I had a serious health
problem.

In March 2004, I felt the time
had come to tell my family. 
They were absolutely remark-
able, as I knew they would be. 

After their initial shock, and
our discussion of PKD, three of
my cousins and two friends
volunteered to undergo testing
to see if any of them was a
match for a transplant. Their
sensitivity and outpouring of
love were true gifts, which will
never be forgotten. Their com-
ments were: “How can we
help?” “What can we do to
make your life easier?” “We
will be with you every step of
the way.” These thoughts were
remarkably comforting and
reassuring to me.

My Journey With Polycystic Kidney Disease

continued on page 12

A small number of childbearing age
women get pregnant while 

on dialysis.
continued on page 15
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WHEN I WAS IN GRADE
SCHOOL, THE SLIM

BEGINNERS' BOOKS WE
READ ENCOURAGED US TO
ENVISION A PLAN FOR A
LIFE OF BLISSFUL MAR-
RIAGE, effortless parenthood
and a carefree job. In middle
school we were tested for a
career path and in high school
we were urged to attend a 
college that would prepare us
for our dream job. College was
a constant reminder to gear all
our course choices toward our
future dreams. Well, I did 
all that.

Then one morning in 1980 in
Ottawa, Canada, while lying
heavily on my youthful back, a
kidney doctor entered my emer-
gency room space to say my
kidneys had abandoned me and
they were not coming back. In
essence, he was saying to
ignore all the stages of my life's
plans and learn to live anew.

So much for planning my life
out to the smallest detail! So
did I waste my time all those
youthful years planning my
future?  Should I not have been
concerned about tomorrow?  

I believe the answer is “no.”
Whether you are in perfect
health, in the first year of kid-
ney disease, or surviving 25
plus years with the illness, as I
am, one still needs to have

hope for a future forged in our
own imagination. I believe the
key to surviving physically
and emotionally when fate
intervenes on our dreams is
flexibility.

Those of us with kidney disease
need to be flexible if we are
informed our illness may pre-
vent parenthood…flexible if we
discover we cannot possibly

perform the duties of the dream
job we have so desired…and
yes, we need to be flexible if
people reject our friendship,
employment or even romance.

For people with kidney failure,
it becomes commonplace to
make daily adjustments. We 
adjust to diets we may not
enjoy; some of our physical
activities may be reduced or 

even cut out completely; and
our social lives may be
affected—perhaps we are too
tired or feel too depressed to
join our friends for a movie.

Meanwhile, like more healthy
people, we still need goals—
short-term and long-term. The
human spirit requires hope.
Goals provide hope. But
because of so many unforeseen

setbacks in our lives, it can be
very discouraging for us to set
goals that are often interrupted
by the reality of our illness.

A reality for those of  us with
kidney failure is that we must
be willing to be flexible every
day. It is healthy to have goals,
but keep in mind that where
we as youth imagined we would

be today, what we planned for
our life, may elude us.
One great advantage this
uncertainty allows us is that
we get to be the teachers and
mentors of the world because
we have learned what it takes
to survive life and all it brings.
We can show that despite 
the day-to-day setbacks in
everyone's life, planning 
must go on.

At one time, I spent 11 consecu-
tive years on dialysis, all the
while dreaming of fulfilling a
major life goal of visiting
Japan. It was discouraging to
be denied the opportunity. Then
one crisp October morning I
found myself hiking halfway up
Mt. Fuji, rising above the fer-
tile fields below, rising in my
own personal dream. 

Keep planning.

Fred
Manfred,
Jr., is a
teacher of
humanities,
on hemo-
dialysis and

beginning his
first term as a member of the
NKF's Patient and Family
Council Executive Committee.
He lives in Luverne, MN.

Life Requires Flexibility
in Planning
By Fred Manfred, Jr.

Life will always throw us
curve balls. It’s how we handle the 

curve balls—that’s the key.

P A T I E N T  &  F A M I L Y  C O R N E R

“I believe the key to surviving physically
and emotionally when fate intervenes on our

dreams is flexibility.”

In retrospect, I wish I had told my family and friends eight
years ago. I kept my fears to myself. Now, I have a large and
caring support system for which I am truly grateful. I no
longer feel lonely or alone.

I am writing to urge you to share your health problems with
people who care about you and love you. Your fears will be
overcome by courage, your isolation will be replaced by sup-
port and your world will be a brighter place in which to
live.

I applaud and salute my family and friends. They have
given me an added determination to survive, and most
importantly, they have given me the gift of true love.

Ms. Rogers lives in Bridgeport, CT.

Family Focus 
is available on the Web.

To find this issue or back 
issues of the newspaper go to

www.readfamilyfocus.org

MY JOURNEY…
Continued from page 11
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T R A N S P L A N T A T I O N

MOST PROJECTS TURN
OUT BEST WITH A LIT-

TLE PLANNING. Planning
for a kidney transplant is no
different. Whether you are
remodeling your kitchen or
making a major life decision,
such as whether to have a kid-
ney transplant, it might be
easier if you break up the
planning into stages. The
stages of the transplant
process should be considered:
the decision stage, the evalua-
tion stage (where the testing
for suitability for transplant is
completed), the waiting period,
the actual transplant and the
post-transplant period.   

THE DECISION
This is the time to gather the
information needed to decide if
a kidney transplant is the
right treatment choice for you.
The information gathered up
front will be very beneficial to
you and your support system,
and will help guide you through
the rest of the stages of the
transplant process. Consider
using the following sources 
to help you decide whether 
to pursue the option of a 
kidney transplant:
■ Your Doctor: Ask if he or she

feels a kidney transplant is a
good treatment option for
you. Ask why or why not.
Remember, transplant is a
treatment choice and not
always the best option 
for everyone.

■ The Transplant Center:
Learn as much as possible
about the transplant process
from members of your trans-
plant team, including the
success rates of the trans-
plant  program with which
you are working.  

■ Other Transplant Recipients:
Talk with them and learn
why they decided to have a
transplant, and if it has met
their expectations. Find a
local transplant support
group, where real stories are
told and you can share your
fears and hopes.

■ Learn as much as possible
about the medications you
will be taking after the
transplant, including how
much they will cost. Discuss
with your social worker or
financial coordinator your
medication coverage and
what you can expect to pay
each month to get all of the
medications you will need.

THE EVALUATION  
Once you have decided that a
kidney transplant is something
you want to pursue, you have
another decision to make. Do
you have potential living donors
or will you be listed on the
national waiting list for a non-
living donor? For many, this
decision is made for them if liv-
ing donation is not an option.  

You must be evaluated by a
transplant team before being
put on the waiting list for a
kidney from a non-living
donor, or before receiving a liv-
ing donor transplant. Each
center has acceptance criteria
and testing that are required
for potential recipients and 
living donors that, although
similar, will be unique to their
program. Once you are evalu-
ated by the transplant team
members, you will be told
whether you are an acceptable
transplant candidate and if
there is any additional testing
you must complete to assure
everyone of your medical suit-
ability for transplant. You may
require testing on your heart,
a cancer screening, a chest 
x-ray, laboratory testing—all 
of the testing the transplant
team requires will depend
upon your age and your 
medical history. 

Although the transplant center
may help coordinate the addi-
tional testing, it is ultimately
your responsibility to complete
the testing. It is a good idea to
let the transplant center know
as soon as possible when you
have completed any required
testing, since results are not 
always sent directly back to the 
transplant center. 

THE WAITING
Due to the number of people on
the waiting list, you may need
to prepare for a long wait. Ask
your transplant center about
the average waiting times for
your blood type.

Keeping yourself mentally and
physically prepared for the
transplant is a good idea.
Participation in a local support
group with others awaiting a
transplant is a great source of
support. The National Kidney
Foundation's (NKF) book,

Waiting For A Transplant,
which is written by recipients,
offers valuable insights and tips
for staying strong during the
waiting period. 

Availability of family and
friends for support is critical
during the waiting period as
well as after the transplant. Not
only will you need to draw upon
your support system for emo-
tional support, but you will
need support with each phase of
the transplant process. 

Recognizing and maintaining
your support system will make
each phase go much smoother. 

THE TRANSPLANT
Depending on where you live,
you may have many transplant
centers to choose from. There
are approximately 250 trans-
plant centers in the United
States. You can ask your doctor
to recommend a transplant 
center; you can also go to the
United Network for Organ
Sharing’s (UNOS) Web site at
www.unos.org and click on
“Resources” and then “Member
Directory” to find a transplant
center close to you. 

THINGS TO CONSIDER
WHEN CHOOSING A
TRANSPLANT CENTER
Access: Consider any travel
time and potential cost for 
travel to the transplant center
when follow-up appointments
are required. It is important
that you can communicate well
with your transplant team
members, as one hopes this will
be a lasting relationship. You
will be checking in with them
after your surgery.   

Insurance Coverage: Some
insurance companies have
agreements with specific trans-
plant centers and you will need
to verify that you will have cov-
erage at the time of transplant,
as well as for medical care after
the transplant. 

Outcomes Data: It is worth-
while to review the transplant
centers' specific data.Outcomes
data includes many statistics,
including the percentage of 
kidneys that fail and even 
the chances of dying after a
transplant for each transplant
program. 

Other useful information is
available, such as the average
length of stay in the hospital
and how long you can anticipate
being on the waiting list.
Outcomes data for all trans-
plant centers can be found at
www.ustransplant.org

Planning for a Kidney Transplant
By Nancy Swick, RN, BSN, CCTC

A kidney transplant is a life-changing event.
But you can plan ahead and be ready for it

when it comes.

continued on page 15
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F A M I L Y  F O C U S  V O I C E S

F AMILY FOCUS VOICES FEA-
TURED THE QUESTION AT

THE TOP OF THIS PAGE IN THE
FALL 2005 ISSUE, AND ON THE
INTERNET, AND RECEIVED 28
RESPONSES. Themes found in the comments received included
having a “can do” attitude in the face of problems, making the
most of every day, keeping a sense of humor, commitment and
being as knowledgeable as possible about your illness.

HAVING A SENSE OF COMMITMENT

LIVING FULLY IN THE PRESENT

CHOOSING YOUR ATTITUDE

SELECTING THE TREATMENT THAT IS
BEST FOR YOU

To view readers’ responses to this question visit 
www. familyfocusvoices.org

Family Focus VOICES
WE LOVE TO HEAR FROM OUR READERS,
so every issue of Family Focus includes a special 
question.

Read the question below, also posted online at 
www.familyfocusvoices.org, and let us know 
what you think.

Describe what comes to mind when you think 
of “good care’ in the dialysis unit. 

or

How would you describe quality as it relates to dialysis?

You may visit the Web site above to share your 
thoughts, or send your response in writing to: 

Family Focus Voices
30 East 33rd Street
New York, NY 10016

One person related living by the following slogan:
“I live fully in the window in which I have been given.
If the window is large, I live in that large space doing
all that I want to and desire to do. If the window is
small, I find life there also.” Another person shared
that doing activities that allow him to express creativi-
ty gives him a sense of pride and reminds him to dia-
lyze so he can live life to the fullest. One man’s way of
keeping a balance is through understanding his limita-
tions and using them to push himself in other areas
that need improvement. 

“I have a mind-set that I can get up each day and
decide if it’s going to be a good day or a bad day and I
choose it to be a good day every time and go on from
there.” The attitude expressed by this gentleman was
echoed by others. Some talked about not letting dialy-
sis rule their lives even though it sometimes took an
extra effort to keep going. One person talked about
being very disciplined in following medical recommen-
dations so that she could make every day count.

“It is as it is and I am as I am” is the guiding principle
that one man shared. He said that he has to remind
himself to not compare his performance now with his
past performance, and not to compare himself to oth-
ers. One person stated she remembers to smile every
day and be grateful that she can still function in her
daily activities.

Sometimes finding the best treat-
ment for you can make a difference in balancing life
with chronic kidney disease (CKD). Some people spoke
about changing to dialyzing at night so they could have
the “day” back to do other things. One lady spoke about
changing to peritoneal dialysis and working out daily
in a gym and feeling very healthy as a result.

One person summed up balancing life with CKD as
this: “It's tough, but I have met a lot of wonderful peo-
ple on this journey. It makes you look at life with a dif-
ferent view. You don't take it for granted and you do
appreciate all its wonders so much more.”

?
With all that you have to do in

your life, including dialysis, how
do you maintain a balance

If you would like to

receive Family Focus

at home, please call

888.JOIN.NKF

Many of those who responded spoke about a higher
power, often God, that helped them stay centered. One
person spoke of keeping a balance by not only having
a commitment to God, but to himself. Knowing that
dialysis gave her a higher quality of life is what kept
one person focused on not missing treatment. She
looked at dialysis as a very important meeting three
times a week. Other people spoke about their feelings
of loyalty to each other as a family, bonding together
to manage chronic illness with hope and humor and,
as a result, keeping life in balance.
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Y O U R  S E X U A L  H E A L T H

PLANNING AHEAD
Just like the person getting the
transplant, every transplant
experience is unique. Planning
as much as possible in advance
of the actual procedure will help
the experience go as smoothly
as possible. Make a list of the
people you will want to notify
when you get the call that a
kidney is available for you.
Most likely, you will be too
excited to remember all the
things you will need to bring to
the hospital. Have a list of your
current medications ready.
Bring your insurance cards for
the admitting process and leave
valuables at home.

POST-TRANSPLANT STAGE
The first three months after a
transplant are usually a time of
major adjustment. It is normal
to have emotional ups and
downs during this time. You
will be learning about the new
medications you will be taking
and their side effects, and

watching for signs and symp-
toms of rejection. Your diet will
also change after your trans-
plant. You will have many new
options that you did not have
before! It is a good idea to 
talk with your dietitian ahead
of time to create a healthy 
eating plan so it is familiar
when you arrive home after
your transplant.

The transition for many people
after a transplant is not always
an easy one, especially if you
have been on dialysis for a long
time. You are switching from
one type of chronic illness to
another because you will be
immunosuppressed. This pres-
ents a whole new set of chal-
lenges. From Illness to Wellness
is a booklet written by trans-
plant recipients and is available
from the NKF. It can help you
understand that the transplant
is a treatment, not a cure, 
and offers tips on thinking 
and living positively, post-

transplant. Kidney transplan-
tation is not always 100 
percent successful, and even
with all the planning in the
world, things might not turn
out as you had hoped. Trans-
plants can fail for many 
reasons such as rejection,
infections, cardiovascular dis-
ease, new onset diabetes and
certain types of cancer.
Partnering with your doctor to
manage these illnesses is
important. However, according
to the Scientific Registry of
Transplant Recipients
(www.ustransplant.org),
roughly 82 percent of adults
who receive a transplant 
still have a functioning 
kidney three years 
after surgery.

There is much you can
do to plan and prepare
ahead for a kidney
transplant. If you plan
now, all the stages of the

transplant process will be easi-
er. Use all of the resources
available to you on your fact-
finding quest, ask questions
and be prepared!

Nancy Swick has been a
transplant recipient since 1981.

She is a Certified Clinical
Transplant Coordinator
(CCCTC), and a recent manager
at The Kidney Transplant
Program at Santa Rosa
Memorial Hospital in Santa
Rosa, CA. Nancy is the
Transplant Editor for Family
Focus.

Planning for a Kidney Transplant
Continued from page 13

From Illness to 

Life After Transplantation

WELLNESS:

From Illness to
Wellness is avail-

able for order 
by calling the NKF at

800.622.9010, 
ext. 175

imbalance, anemia and heart
disease all add to a more diffi-
cult pregnancy and delivery.
Of those who continue the
pregnancy, 46 percent result in
a surviving infant.(1,2) 

If you think you are pregnant
now, talk with your kidney doc-
tor right away.  If you want to
become pregnant, talk with
your kidney doctor or with an
obstetrician before getting preg-
nant. Your nephrology team and
obstetrician will discuss the
risks as well as the steps to
take for a safe pregnancy and
delivery of a healthy baby. Your
plan of care will begin with a
thorough pre-pregnancy health
check-up to make sure your
blood pressure and glucose are
controlled, anemia managed
and important vaccinations
given. A review of your medica-
tions will be necessary because

some drugs, such as ACE
inhibitors (angiotensin-
converting enzyme), may be
harmful to take while pregnant.
The plan may include taking a
multivitamin that includes vita-
min B and folic acid.  Also, you
will get information about the
importance of living a healthy
lifestyle, which includes quit-
ting smoking if you smoke, not
drinking alcohol, eating a
healthy diet and starting a 
safe exercise program. 

If you are on dialysis, the plan
of care may include more fre-
quent dialysis treatments and
better control of electrolyte bal-
ance. The nephrology team will
closely monitor both you and
your baby throughout the preg-
nancy, including lab values, diet
and weight gain, blood pres-
sure, glucose, medications and 
symptoms such as edema

(swelling), pain, fatigue or
bleeding. The goal is to deliver
a healthy baby as well as to
maintain the health of the
woman who is pregnant and
on dialysis.

Additional materials on sexuali-
ty are available and easy to get
on the Web or by calling the
organizations listed below and
asking for printed material.  

REFERENCES
1. Hou, S. Pregnancy in chronic renal

insufficiency and ESRD. Am J
Kidney Disease, 1999: 33(2), pp.
235-252.

2. Hou, S., Firanek, C. Management
of the pregnant dialysis patient.
Adv Ren Replace Therapy, 1998:
5(1), pp. 24-30.

ADDITIONAL RESOURCES
Sexuality and Chronic 
Kidney Disease 
National Kidney Foundation
800-622-9010
www.kidney.org

Sexual and Urological Problems 
of Diabetes 
National Kidney Disease Education
Program
866-4-KIDNEY (866-454-3639)
http://diabetes.niddk.nih.gov/dm/p
ubs/sup/index.htm

Sexuality and Infertility 
Life Options
800-468-7777
http://www.kidneyschool.org/mod_
11/mod11_01.shtml
www.marchofdimes.com

Sally Burrows-Hudson, MS,
RN, CNN is the Nursing
Editor for Family Focus. She
has a Bachelor of Science
degree in Nursing from San
Jose State University and a
Master's of Science degree
in Chronic Illness and
Gerontology Nursing from
the University of California 

at San Francisco. 

Pregnancy and Family Planning
Continued from page 11



16 FAMILY FOCUS • Volume 15, Number 2 01-65-1502

IN HONOR OF THE FIRST EVER WORLD KIDNEY
DAY, the National Kidney Foundation rang the NASDAQ
closing bell on Times Square. William Dessoffy, the
Chairman of the NKF of Greater New York, and 40 NKF
volunteers and staff members were present during the cer-
emony as guests of NASDAQ. 

During the closing bell ceremony, the NKF logo was pro-
jected on the NASDAQ tower screen in Times Square, and
an NKF public service announcement on chronic kidney
disease ran periodically
for three hours follow-
ing. The NASDAQ
MarketSite Tower
stands seven stories
tall and is the world's
largest stationary video
screen. The closing bell
ceremony was covered
by CNBC and
Bloomberg News.

SAVE THE DATE
for World Kidney
Day 2007: 
March 8, 2007

World Kidney Day


