IN THIS ISSUE

Off to Work We
Go: page 1

The Truth About
Peritoneal
Dialysis: page 2

Compare Dialysis
Facilities: page 4

The Importance of
Compliance: page
6

My Story:
A Pediatric
Transplant: page 7

By Valerie Thomerson
Transplant, Oklahoma

Over the years, Kidney
Koncerns has graciously allowed
me to share with you my journey
through in-center hemodialysis,
my hunt for a living donor and
then my transplant. Now I'd like
to share with you a new aspect
of my journey, going back to
work after the transplant. | must
warn you that it isn’'t all roses.
I've had a tough time, but | think
it is worth sharing.

Immediately after my transplant,
my immune system was
severely depressed so that |
would not reject the donated
kidney. This is normal procedure
after a transplant. Because | had
a suppressed immune system, it
seemed as if | caught every bug
or virus that came around. |
allowed myself a year
post-transplant to become
stabilized on the new drug
regimen before looking for work.

Once | found a full-time job, I
had some major adjustments to
deal with...STRESS! | was in a
job I had never done before, and
| felt all the insecurities of
learning a new job: learning to
get up early again (on a regular
basis), dealing with the 40-hour
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work week and not having time
to call my own. | got angry, and |
mean really angry, with the hand
| had been dealt. Talk about a
delayed reaction; when 1 finally
identified what | was so angry
about, | was shocked to discover
that it was because my kidneys
failed, and that was almost four
years ago! My reasoning behind
the anger was that if my kidneys
hadn’t failed, then | would still be
in a work field that | knew and
excelled at. Now | had to begin
again, and | was angry about it.

| sought help through one of my
former social workers, and she
has helped me in tremendous
ways— mainly just having
someone to talk to about the ins
and outs of kidney failure. She
helps me understand when |
have overreacted and where |
have buried feelings. Apparently,
that is just what I did. | thought |
was fine untl | went back to
work, and the stressors brought
out deeply buried feelings of
anger, insecurities and even
self-pity.

Then the depression hit. That
was a hard one.

continued on page 5



Recent ‘“re-energizing”
efforts toward the
Network Patient
Representative program
paid off in January with
the training of 10 new
NPRs and their facility
partners.

NPR:
- Volunteer patient
partnering with dialysis
facility staff members
and Network 13 to
foster a positive culture
in the facility.

- Works to create a
community of patients
who understand the

importance of their time

at the dialysis facility
and who make a posi-
tive experience of their
treatment.

- Maintains a patient
bulletin board in the
facility that publicizes

important information,

such as support group
and health information

Give your NPR ideas to
post to the bulletin board
in your facility!

Current NPRs:

If you are a current or
previous NPR, and you
have not attended an
orientation  conference
call or received an NPR
training packet, contact
the Network to sign up

for the February
orientation  conference
call.

To perform home dialysis therapy, a
patient must be motivated and
capable to do the therapy. Peritoneal
dialysis (PD) uses a space in the
belly called the peritoneal cavity to
clean the blood in the body. The
abdominal cavity is lined with a
membrane called the peritoneum.
This membrane surrounds the
intestines, bowel and other organs,
protecting the organs. It has many
little holes that can be used to strain
waste products and other chemicals
from the blood.

In order to perform PD, a permanent
PD access to the peritoneal cavity
will need to be created. This requires
a surgical procedure to insert a
small, soft tube called a PD catheter
into the peritoneal cavity via the
abdominal wall. The patient must
make sure his catheter site does not
get infected by doing daily site care.

When receiving a PD treatment,
dialysate will flow into the peritoneal
cavity through the catheter. The
solution will remain in the cavity for
several hours. During this time,
waste products and excess fluid
pass from the blood into the
peritoneal cavity. After the completed
dwell time (period the dialysis
solution is in your abdomen), the
solution will be drained from the
cavity. The patient will then fill the

cavity with fresh solution and the
process begins again. This process
is called an exchange. Each time the
patient performs a treatment he will
use a new disposable set. A doctor
will prescribe how many exchanges
a patient will do each day, as well as
the amount and type of dialysis fluid
to be used during the treatments.

There are two types of PD.
One is called continuous ambulatory
peritoneal dialysis (CAPD) and the
other type is called continuous
cycling peritoneal dialysis (CCPD).

CAPD is performed manually in a
clean environment. Typically, a
CAPD patient does three to four
exchanges during the day and one
evening exchange with a long
overnight dwell time during sleep.

CCPD requires a cycler machine.
The machine automatically controls
the timing of the exchanges, drains
the used solution, and fills the
peritoneal cavity with new solution.
The machines are about the size of
a small suitcase and can be used
anywhere there is an electrical
outlet. CCPD is usually done while a
patient sleeps. One drawback is that
the machine’s noises may wake a
patient during the night. However,
unlike home hemodialysis, the
patient can do CCPD on his own.

continued on page 5



Peritoneal Dialysis and Me

Hi! My name is Brian Hess, and | am a peritoneal dialysis, or
PD, patient. For those who don’t know what PD is, it is a
form of dialysis that works by using your own body to do
your dialysis. As | sleep at night, a machine puts fluid into
my belly via a catheter. That fluid absorbs all of the toxins
and extra fluid | don’t want or need through my peritoneal
membrane, which acts like a strainer keeping the good
nutrients inside of me.
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For me, PD is the best treatment because it helps me to feel better and
have more time to do the things | want with my life. Since | do my treat-
ment at night, | have my days free to go to college, work a job, or whatever
else | might want to do. PD also takes less of a toll on my body, so | don’t
get sick as much as | did before PD. Additionally, since | am doing my
treatment daily, my diet is a little less restrictive than when | used to be on
hemodialysis. | also really like the fact that | can take my dialysis machine
with me wherever | go, so | am able to travel.

Linda Duval
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Director
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The very best thing for me is that | feel like | have a life again. By feeling N
urse

healthier and having my days free, my life borders on feeling normal. In
fact, wherever | go in public, nobody can even tell that | have a kidney

disease unless | tell them. Sure, they can see that | am a short guy, but by Nellie Hedrick
staying as active as | do, | appear to be very healthy. | am able to go out Information Systems
with family and friends regularly. | even take part in annual biking competi- Director

tions over the summer. | also have time and energy to take part in various
activities at my church. Needless to say, PD allows me the freedom to do

most anything | want. Patrick Murphy

Patient Services

| know PD seems great, and for those who use it, it typically is. However, Coordinator

PD is not perfect and not for everyone. Although it works great for me, it
might not for another person. There are ways your doctor and you can
determine if PD will work for you. So if this type of dialysis interests you,
talk to your doctor about it and get tested to see if it can work for you too.

Heather Riaz
Communications
Director
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Sean Rosales
OKLAHOMA: OKC has two support groups for kidney patients and their care-partners! Information Systems
Check with your social worker. One is at the Belle Isle Library at N. Villa, OKC on the .

second Tuesday of every month at 6:30 pm. A second group is now forming in the South Assistant
OKC area. Call Lynda Osborn at 405-632-1484 or Terry Baine at 405-329-3830 for more

information! Cindy Smith
TULSA area: Sapulpa has a support group which meets the last Sunday of each month, Data Manager

at St. John’s Medical Center Dialysis in Sapulpa, near Bryan at Mission Street. It is in the
second floor cafeteria. Call Donna Billingsly for information (918) 227-3351.

Carolyn Wilson

ARKANSAS: has a support group for kidney patients in Hope, Arkansas every second NPR Program
Saturday of the month at 5:30 p.m. They meet at Big Jake’s BBQ at 603 W. Commerce Coordinator
in Hope. Contact Frank Silvers (870) 777-6154 for more information.

LOUISIANA : Send us your information regarding support groups! We'd like to know! Patient toll-free number



Compare dialysis facilities in your area.

Visit the CMS Web site
at www.medicare.gov/
dialysis.

Find dialysis clinics
near you.

Look up telephone
numbers, shift
schedules and
modalities offered.

Compare dialysis
clinics based on
quality measures.

What is the patient
survival for a dialysis
clinic?

What is the
hemodialysis
adequacy for a
dialysis clinic?

What is the anemia
information for a
dialysis clinic?

Find answers to these
questions at the CMS
Dialysis Facility
Compare Web site.

Technology savvy? If yes, then
great! If not, grab a friend or
family member who is, and visit
the Center for Medicare &
Medicaid Services Dialysis
Facility Compare Web site. The
name may be a mouthful, but
the site is user friendly and full
of great beneficial information
and resources for patients and
family members who want to
learn more about chronic kidney
disease and dialysis. The Web
site  has information about
dialysis facility services, quality
measures and resources. The
address for the Web site is
www.medicare.gov/dialysis.
Under the dialysis facility
services option, patients can
find:

address and phone number

of a facility.

the facility's initial date of

Medicare certification.

shifts starting at 5 p.m. or

later.

the types of dialysis offered.

whether the facility is for

profit or non-profit.

the number of treatment

stations in the facility.
Quality measure for a facility are
also displayed on the Web site.
The measures give information

about the care that a dialysis
facility provides to its patients.
This information gives patients
one way to compare dialysis
facilities. The measures pro-
vided on the Web site are:

anemia information -
informs how many patients at a
facility who had anemia wasn'’t
well controlled.

hemodialysis adequacy -
details how many patients at a
facility had enough waste
removed from their blood during
dialysis treatments.

patient survival - conveys if
the patients treated at a facility
generally live longer than, as
long, or not as long as expected
compared with the national
average.
The resources section of the
Web site includes information
on kidney disease and dialysis
treatment. It provides links to
the other important Web sites,
and it has dialysis facility
publications for direct
downloading and printing.
Everyone is busy, but it is worth
a patient's time to take 10
minutes to research dialysis
facilities in his or her area. Visit
www.medicare.gov/dialysis to
use this important tool.




The Truth About PD continued...

Remember, you have options. Many patients
feel home dialysis offers more freedom and
comfort. But if you feel more comfortable with a
professional at a dialysis center, this option may
not be best for you. Please speak with your
healthcare team about what treatment may be
best for you.

Things to remember about home dialysis
modalities:

 Improved survival rate

* Better quality of life

» Greater opportunity to return to work, school
or other activities

* Better blood pressure control

» Fewer hospital stays

* Increased dietary flexibility

Back to Work We Go continued...

It took me a few months to figure out that
something was wrong. | knew that | had an
unbelievably successful transplant from a
non-related living donor; | have a great job with
a company | have always wanted to work for, a
husband who loves me dearly, wonderful
friends, and still | just wasn’t happy. That lack of
happiness embarrassed me, confused me and
angered me. | finally got the nerve to talk with
my nephrologist about my feelings and
concerns, and she has suggested trying anti -
depressants to get me through these times until
| can manage by myself again.

In short, 1 was an emotional mess. Now, | feel
like I'm being proactive and taking charge of my
health; this time my emotional health.

| rather enjoy the new job now and the
challenges it provides. Every day is something
new. Boredom is not an option. The company |
work for encourages education and offers a
tremendous avenue to learn new things. The
people | work with are supportive and
encouraging. My supervisor is patience itself...
at least so far! Not to mention that the benefits
are out of this world, and the pay sure beats
anything Social Security Disability can pay!

National Kidney Foundation Offers Free EducationalSeries
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By Jim Binkley
Living Donor, Oklahoma

In August 1981, my wife was eight months
pregnant, and | learned my sister needed a
kidney transplant due to ESRD and diabetes. |
went in to be tested, and within a week the
doctors called me for a consultation. They
informed me | was a match.

There was no question whether | would give my
sister my kidney. | remember waking up after the
surgery and hearing Dottie eating watermelon.
That brought a smile to my face no matter the
pain | was in.

We all thought this would turn a new leaf for
Dottie. You see, as a childhood diabetic, my
sister never learned to emotionally cope with her
disease, and into adulthood she remained
exceedingly noncompliant with her diabetes
treatment. She made little effort to control her
blood sugar even after the transplant, and she
eventually lost her eyesight and both her legs. |
do not know what could have made my sister
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want to take control of her health and her life, but
maybe if she sought counsel in support groups and
other patients, things might have turned out
differently. In the end, none of us could make her
change. Not her husband, not her family, not her
doctors. A patient may not have control over their
illness or kidney failure, but they are in control of
their actions.

My little sister died of congestive heart failure due
to complications of diabetes. | thought with the
transplant | would have a lot of time left with my
Dottie, but because she could not cope with her
illness, she let it steal her happiness and her life.

| encourage every single patient to be compliant
with their treatment plan because your actions
affect your loved ones. Yes, Dottie had a serious
illness, and no one knows the outcome of her life
even if she had been compliant with treatment, but
I know in my heart she could have had better
quality of life, and maybe she would be here to
write our story.
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My Story
By Alexandria Lynn Robertson
Transplant, Louisiana

My name is Alexandria L.
Robertson. I'm 12 years old.
When | was 11, my kidneys
failed. My father's kidneys failed
in January 2001 and my mom's
in June 2007. Around the time
my mom was being treated, |
asked her to take me to the
doctor because | thought mine
were going out too since | had
been feeling bad.

When she took me to the doctor, they told me |
had acid reflux and that | was too young to
have kidney failure. | told them that | didn’t want
to be on dialysis. | took the medicine they gave
me but it made me feel worse. | was still throw-
ing up whatever | ate and | was losing a lot of
weight very fast.

In September, my mom and my aunt took me to
Our Lady of the Lake in Baton Rouge. By this
time she noticed the medicine hadn't done
anything for me and | was still feeling bad, if not
worse. We ended up at the Children's Hospital
in New Orleans and they told me my kidneys
failed.

There they gave me my first dialysis treatment.
| was scared but Ms. Evie made me feel like
one of her children. She called me pretty girl. |
have a lot of people to thank for helping me get
better. Besides God, my doctors, Dr. V., Dr.
Diego Auviles, and Dr. Bamgbola. My nurses,
Ms. Evie, Ms. Raymeta, and Ms. Diana. | can't
forget Ms. Jackie, David, Pam and Ms. Jackson
who tried to get me to eat right.

| told my Aunt Linda that | would get my new
kidney before the end of the summer. After only
10 months of treatment, on July 27, 2008, my
mom got a call from the hospital. They had a
kidney for me. | got it the next day. I'm doing
much better. Since my doctors don’t want me to
gain much weight, my mom, my sister and |

joined a gym. We try to go every day.
My parents would like to thank the entire
Children's Hospital staff for all of their work.
We love you all.

Network 13 Clearinghouse

Network 13 has many educational resources
available, including pediatric information, in
the Clearinghouse Library maintained in the
office.

Clearinghouse educational materials are
available to professionals, patients, family
members and other interested parties. Upon
request the Network staff will mail items,
based on availability, to you. Most items can
be kept, but books and videos must be
returned within 30 days. The borrower is
responsible for items on loan and for the safe
return of these items.

The goal of the Clearinghouse Library is to
provide educational materials at no cost to
professionals, patients and families. Contact
the Network staff at (405) 942-6000 or
patients toll-free at 1 (800) 472-8664 to
request materials or learn more about the
Clearinghouse Library.
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What is Network 13?

ESRD Network 13 is a nonprofit organization dedicated to
improving the quality of care and life for people with End Stage
Renal disease (ESRD), and is part of a national system of ESRD
Networks started by Congress in 1978. The purpose of the
Network is to help dialysis and kidney transplant centers achieve
high standards of care for their patients.

ESRD Network 13 contracts with the Centers for Medicare &
Medicaid Services (CMS) and services the states of Arkansas,
Louisiana and Oklahoma dialysis and transplant centers. It is
governed by a Board of Directors and Medical Review Board,
made up of kidney doctors, nurses, social workers, dietitians and
patients. The Boards and their committees work with ESRD
Network 13 and the community to accomplish Network goals.

The Network is divided into four departments that work together
to meet the needs of the persons we serve and the requirements
of our federal contract. Those departments are Quality
Improvement, Community Information and Outreach,
Administration and Information Management. All departments
provide educational information and technical assistance.

The Network provides educational materials about ESRD and
deals with patient concerns regarding their facility. Technical
assistance is available from the Network upon request.

Bright Ideas?

Kidney Koncerns is published quarterly by the Patient
Advocacy Committee of ESRD Network 13. The next
edition is scheduled for Spring/April 2009. To make this
newsletter a success we need your stories. If you are
interested in contributing to this newsletter, please send
any articles, poems, materials and/or ideas to:

Kidney Koncerns

ESRD Network 13

4200 Perimeter Center Dr, Ste 102
Oklahoma City, OK 73112-2314
1-800-472-8664
www.network13.org

This material was prepared by Network 13 under contract #HHSM
-500-2006-NW013C with Centers for Medicare & Medicaid
Services (CMS). The contents presented do not necessarily
reflect CMS policy. These resource materials are intended to be a
general resource in regard to the subject matter covered. You are
encouraged to confirm the information contained in the materials
with other sources, and to review the information carefully with
your professional healthcare provider. Opinions and information
appearing in these materials are those of the authors, and no
endorsement is implied on the part of Network 13 or its Board of
Directors and committees.




