


My Kidney Care Team

Kidneys are complex—and so is the care you need to feel your best. In fact, you will

have a whole team to help you on dialysis. You are the most vital member of your
own team, and the only one who knows how you feel. Other members are: V Q>
Team Member How They Can Help Qé

Family and friends They can learn with you and help you see that you are sti

L
MQ

. Your kidney doctor will prescribe treatments based oo \
Nephrologist
tests and your goals for life. Be sure to share your.
A primary care doctor may take care of your al h M ds
Other Doctors
You may see specialists for other issues.

Nurses teach you and care for you. Th th
Clinic Nurses and share what they learn with your @ your

treatment and tell your nurse abo s

A home nurse can teach you how thoo
Home Training treatments. When you an rse a,
Nurses succeed, you can go

for questions or help

Your RD will ask V\yﬁhu like best, and help you fit

them into your t you can eat will depend on your
S

blood tests.
v N/
orl&an talk with you about your feelings

me d1a1y31s
nﬁdent that you will
phone number to call
e )d ay or night.

Registered
Dietitian (RD)

o
Social Worker Bl Clm
and go 9@75

1des and how to travel.
Technicians
(techs) ‘ g

A

treatments with a nurse supervising,.
h you how the machine works.

Key Contacts: Phone Numbers:
My Glinicigy, © C )
MyNephrologist 1s: ( )
My HomeLraining Nurse is: ( )
My Dijetitian is: ( )
My Social Worker is: ( )

My Supply Company is: ( )
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Disclaimer, A é((/

This booklet is a Qpeople have chronic kidney disease or kidney failure. Use of this booklet does not replace the need to talk

with your o heaQ\c!re team about your care and your options.

N)
A booklet s on@l only draw from the information on hand as of the date of publication. While the authors have made every
effort suge that thégontents of the book are accurate and complete, no guarantees can be given. The Medical Education Institute,
Inc. ( ,a rs,@advertisers are not responsible for errors or omissions or for any consequences from use of the contents of
this boo e'no warranty, expressed or implied, with respect to the currency, completeness, or accuracy of the contents of the
publication. e medical advances, product updates, or changes to the law may affect or change the information in this booklet. MEI

is under no obligation to update the contents of this booklet.

To the extent permitted by law, MEI disclaims all liability for any damages or injury caused by any error, omission, deletion, defect, access
to, alteration of, or use of the booklet. The contents of this booklet including, but not limited to text, graphics, and icons, are trademarked
materials owned or controlled by MEL



My Future with KidiWe\Disease

You can have a good future with kidney disease if you a /ghronic disease, you have a job:
stay positive, learn, and take action to care for e@mnage. Your care team are experts in
your health. You can make choices that will let i . But, YOU are the only one who can:
keep doing things you love. Taking charge of y {Eat your food.

health can help make you less afraid. s

Q/ Drink (or limit) your fluids.
Kidneys that stop working affect your mind r &N

emotions—not just your body. Even if
that you might hear this news one
scary. It is 100% normal to have str

ou
Q;) Stay active or exercise.
Get all of the dialysis you need.

Go to your doctor appointments.

Fear - for your loved ones, \vo
Grief - for loss of the lif would Take medicines the way your doctor prescribes
have. them.
Anger - at YOUTSG dOC t God. Watch for symptoms and tell the rest of your
Depression - eem a\lf othing you do care team.
matters. » You will need to learn a lot to do this new job—and
While you @ 1 tl&e you knew is over, it will be worth it. You can do this.
it’s not!

O

Learn ney Words in Our Glossary

Kidney disease brings you a whole new language. Learn it! Scan the code
with your smartphone camera or go to https://lifeoptions.org/glossary/



https://lifeoptions.org/glossary/

Seek—and Give—Support

“Lean on me, when youre not strong. And I'll be your friend. I'll help you carry on.
For; it won't be long 'til I'm gonna need somebody to lean on.” - Lean On Me, Bill Withers V

We all need to lean on people in life! When things
are going well in your life, it can be easy to find
others to spend time with. But now, you may not
know how you will feel from one day to the next.
You may need to cancel plans at the last minute—
often. Friends may stop inviting you when you keep
saying no. Having support helps all of us to feel
better and maybe even live longer. So, how do you
get the support you need?

Be More Than Your lliness

You are much more than just your kidney disease:
you are still you. Show that you care. Listen to
what loved ones are going through, and be happy fof
them when things go well. Encourage them wh
times are hard. If you can't see them in person

can still call, text, video chat, or email and s a
of their lives. Q,

Learn What You Need
Think about what you need to fi
can change over time, so what d e ¢ "
You might want to hang ou N are e

meals. Have someone t undry for k
you or run an errand. j eed to have

someone listen and n @ﬁi/ngs. Make a list Share What Would Help

that you can add to you. _ L

People often say vague things like, “Let me know what
Try to have o re pea@in your life who Ican do to help” Some friends or family may fade out
know your istoryand can help you in an of your life; others may step up in ways you did not
emergen an G@ thers who are close to expect. Ask those who offer to help to do one

you and a fo@u with your care team. thing from your list. For example, a friend who
NOTE: Yomwi to sign a HIPAA release form loves grocery shopping might not mind picking you
ify ant docters or nurses to give your helpers up a couple of things. Your friend can feel good about
infor n@o t your health. helping you, and you can get some of what you need.

Q




Add to Your Network

Reach out to meet new people. Use a higher
energy time of day to do something you enjoy and
will look forward to. If you like to read, find a book
club. Ifyou love to garden or fish or crochet, you

Could | Be Depressed?

Depression is common in those who do—an

2

have

might teach others how. Join a faith community

or fight for a cause you care about. It can be easy
to forget that there's a world out there that needs
what only you can do. Volunteer if you can—

helping others helps you, too. If you go ghline,
there are Facebook support groups for tho Q>
kidney failure. You canlearnalota @
others who know what you are gﬂ ghQ
Show Gratitude fo@rbé
N
(o%)

You Receive
0 omeone else

We all like to feel tha
is appreciated—n
gratitude in a nu

tell people wh Ip rQa s toyou. Offera
hug. Sewomab 0 éiend who can't thread
aneedle. e you know someone

$ore he doesn't like. Buy her
§ a.

N
&

ney failure. If you've had some of these

feelings most of the time for 2 weeks or m ou K pressed:
AN
)
&

Sad, anxious, empty

$H

Loss of interest in things you enjoy

Trouble with thinking or decisions

Moving or talking slowly—or feeling restless
Sleeping too much—or not enough

Eating too much—or not enough

Thoughts of death or ending your life

Hopeless
Helpless <
Low energy, fatigu @)
Irritable V/SQ/
Guilty, wor \9

Q\/

Depression

your life l}ﬁ s, there is help! You can:

Get a plant (0 pet to care for.
Volunteer@wlp others.

Talk to your doctor about safe exercise.

an eless place. Getting help for depression can bring light and hope back into

Try an antidepressant.
See a counselor.

Switch treatments if the one you use does not
fit your life.
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Choose a g('fnent that is
&

A
’Ihere are three mai No tﬁment if your kidneys Why do I feel LUCKY to have
rQ: mfort Care. Some

. . ,
have more than io ave choices. The key is to S U TG )
choose a treat

what is mo

. pancreatic cancer after 6 months of
ow YOU want to live and terrible suffering. She didn't get any

options to keep living. My only brother
died of a massive heart attack on his
way to work at age 52. He didn't get
any options to keep living. We
have options.”
Stephen B.



Transplqr@ &

For a transplant, a surgeon wi Q
healthy kidney into your b A/
kidney will grow and do th of two.

You must pass many he t approved for a

transplant. And, yo

Immune system

e drugs to suppress your
ill not fig off (reject) the new kidney.

iab \!?* If so, ask your doctor about
ea@nsplant (KP). When this works, you

ysis. You may get a transplant faster if you
both come from the same donor, you may

if you had two donors. *Some centers do KPs for
diabetes who use insulin.!

‘I never left the hospital
with my first transplant. A
second one lasted 23 months. The
3rd never fully worked and I stayed on
and off dialysis for a year until it quit.
The last one never worked and was
taken out because it caused fevers
and pain. But, I am still here!”
Elaine V.



A transplant is not a cure. You will still have
kidney disease. But, while a transplant works well,

your life may be more like it was before your kidneys
failed.

Transplant and Your Lifestyle
You may feel well and have more energy.
Transplant is work-friendly for most jobs.
Travel is easy, with no dialysis to worry about.

You can eat and drink more like you normally
would. (A low salt, healthy diet is advised. Raw
seafood is not.)

You may sleep well at night.

Women who have had transplants can have
healthy babies.

Transplant Cautions A

has risks.

Transplant Medicines

A new kidney may feel as if it is now part of you.
Your body does not agree. The new kidney is
“foreign,” so your immune system can reject it even
years down the road. The closer t tchof anew
kidney is to your own blood andstissu e T
S

meds you may need. Like all &ugs
can cause side effects: O&
In the short term le-Rave stomach
upset, diarrhea, ings range dreams.
They may havewei 1n, len gums, or a
puffy “moon” fac ow where it is not
wanted. roblemi$yif you have them, tend to
get be ce é{dy gets used to the meds or
your d: ced after a few weeks.
g é transplant meds raise the
and diabetes. The cancer risk is

&

%ﬂ cancer. Stay out of the sun and use

e

) ) sunscreen to help lower this risk. Each transplant
You will have a big surgery—and all surgeryoe %ses its own mix of meds. Talk to your
c

It can take months to recover from a

transplant. You will need help at hom&
Your immune system must be su sse

protect the new kidney. You ca, 610&
illnesses.

N
Very rarely, a kidney will t ;(@?’Xnd,
a transplant can fail at any ti \%

énter about the meds you would take and their

&Qﬁe effects.

ost transplants work well for 5 to 10 years or
so—and some last for decades.”> As the meds get
better, more kidneys may last longer. There are no
guarantees. If a transplant fails, you can still do
dialysis, either for good or until you get another
kidney. Some people have had as many as four
transplants.




Where Kidneys Come From

Kidneys come from two types of donors:

Deceased donors. Some kidneys come from people
whose families donate their organs after brain death.
It can be a great comfort when something good
comes out of the tragic loss of a loved one.

Living donors. A healthy living person can donate
akidney. Most living donors are relatives. But,
neighbors, friends, and even strangers can donate.

If someone is willing to donate, but is not a blood

or tissue match for you, you may be able to trade
donors. In a paired donation, your donor gives a
kidney to someone else who needs one. Then his or
her donor gives a kidney to you. All of the transplants
may be done on the same day so no one backs out.
Some “chains” of paired kidney donation have helped
dozens of people. Living donor kidneys tend to last
longer than deceased donor kidneys.

Things to Think About with Both Kind
HO

o

o

QV

Ly

The United Network for Organ Sharing (UN
runs the U.S. program that oversees who
kidneys from deceased donors. You
transplant center and have many tes
on the list. Getting on the list is ng
when you get on the list, you g
you wait.

Yggﬁst go to a transplant center and have tests.

1l need to tell people you know about your

)idneys. When you do, one or more may offer to
' be tested. Or not. Not wanting to be tested may

be due to fear of pain or surgery. Or, they may
not be able to lose the month it takes to recover.®
Someone can love you and not offer you a kidney.

depends on yo
er, as long as they are
an get there quickly if

A living kidney transplant can go quite quickly after
all of the tests are done. And, you can schedule

the transplant at a time that works for you and
your donor. If you don't have people who can or
will donate, it can take time to find a donor. Some
people have found donors through Facebook,
billboards, and other creative ways.

RISKS

You may not know much about a deceased donor
and his or her health history. A donor may have a
virus you could catch, or a hidden cancer.

Most donors do well. In the short term, all surgery
has some risk. In the long term, there is a small
risk of kidney failure. In 52 studies of over 100,000
donors, fewer than 1 in 1,000 went on to have
kidney failure.*




What to Expect After a Transpla nt Once home, you will need to go to the transplant
center often for blood tests to check on your kidney.
A healthy lifestyle can help you keep your new kidney.
It is vital to not smoke—those who smoke after a
transplant are much more likely to have it fail. Eat a

healthy, balanced diet, drink lots of d

active. Wash your hands and @
want'to have
@qllait one

Right after a transplant, you will be in intensive care.
You may stay in the hospital for a week or two. It can
take time for a new kidney to “wake up” and work. If
the kidney works, you will not need dialysis. You may
need biopsy tests to see how the kidney is doing. You
will take the new medicines, and your care team may
need to change the doses, based on your test results.

avoid colds and other infections.
a baby, your doctors may s
year to try.

y

There are two main types of dialysis: peritoneal dialysis
(PD) and hemodialysis (HD). And, there are two ways
to do PD and five ways to do HD. So, there are seven
ways to do dialysis all together.

aslon %ou can, you need more hours
\» t ent.
N

o

Good dialysis does more than just keep you
alive. It eases your symptoms. It lets you live,
and have a good quality of life. You can switch

treatments at any time and choose a better fit A 4
for you. For example, if what matters to you is Kidn ease can affect every
to: a your life. &
%r kidney treatment is your
choice. Use this FREE web tool
& o help choose the right
0 option for you. & ¥ )
o '

Q I a

Work or go to school, you need to feel
and control your schedule.

Travel, you may want a treatment

.

take with you. Q‘
Eat what you love, you ma r & Go to My Kidney Life Plan.org to learn how each option may impact your life.
limits on your diet. \ \% s

O® ©0 0 w

Have a baby, you will @.to be StandardMD  DalyHD  Nocturnal HO  Tramplent  Comfort Care
as clean as it can be @)
Care for childr hers &g{wﬂl need This free tool, at www.mykidneylifeplan.org, can help you
to have a lot o : V. see what may suit your life best. Share the 1-page summary
\C) with your doctor, and talk about what you want.
Q Q\/

Wh O«gﬁonialysis

For rsdnthe US., doctors thought that dialysis should start at stage 5 chronic kidney disease
(CKD). Now,@number of large studies have found that it does not help to start that soon.>*” In fact,
starting ea@nay even be harmful®*'° Numbers alone are not enough, but kidney function of
6-9% may be the best “window.”" If you have symptoms that bother you a lot, you may want to
start a bit sooner. Your eGFR can be a useful guide for when to get an access or transplant work up.
Scan the code to learn about CKD stages and your eGFR.

1



12

How Dialysis Works

Healthy kidneys keep a constant balance in your
body. To do this, they:

Filter each drop of your blood to remove
water and wastes

Help control your water, salt,and [
blood pressure levels

Make hormones for strong bones
and to form red blood cells

Keep your blood at the right
pH (acid/base) level

Dialysis cannot keep a constant balance, because you
don't do it all the time. But, some types of treatment
clean your blood far more than others.

Two Ways to
Peritoneal Di

If you choose PD, a nur
inner lining of your belljpis us

You fill your bellwi il

surgeon.

=

~ exchan

F

Q°

Multiple 6-7 nights

Do

ac

h Zgj@ow to do it at home. The

a
sate using a tube placed by a
time, wastes and water flow into .

Duri ell (
the fluid, ain out. This is called an exchange,
and takes tes‘orso. There are two ways to do PD

h
2. Cohg‘znuous ambulatory (walking around) PD (CAPD)
ns that you do all of your exchanges by hand. Most
ople do one around breakfast, lunch, dinner, and bedtime.

All dialysis shares three things in common:

1. A membrane. A filter with pores (holes) keeps
in large cells, like protein and redblood cells.
Smaller wastes and water can fit t }@
pores. Dialysis is a bit like a @

2. A way to access your b t eaé A

plastic tube may be u o)

r blood is

ra ialysate, a

d salts, is on the
ter pass through the
ich is thrown away.

embrane to clean your blood.

(APD) uses a cycler machine to do exchanges
you sleep. You may also need to do one

e
N
uring the day, by hand.

el

CAPD

Home You, a care partner is optional

2.CAPD 4 Everyday

Home You, a care partner is optional




PD and Your Lifestyle

PD is work-friendly. With PD each day, your
energy may be constant, which can help you keep
ajob. A manual mid-day PD exchange can be done
in a clean room at work.

PD is travel-friendly. You can take a cycler for
free on a plane. Or, put it in the trunk of a car or i

an RV. Companies ship PD supplies at no char,
the continental U.S.
Your days may be free. Most people u

at night. You may need a daytime exc
your kidney function drops.

PD works gently and slowly.
your kidneys used to work, w
the function you have left.

Every little bit of urine y. & you li
longer."
There are no nee&. %Qraid of needles,

this is a big plu. V'S

Youcanh —bu&@éy need to stay out of
the “clean’ uc ct the PD tubing in. It
may be t sleep with you at night if
you us . Q

A

Your diét andfluids may not have to change
m o ch depends on your blood tests.

You cal@ach to the bathroom or a loved
one’s room on a cycler. Ask your care team how.

alot of space in your
/@ o take the bags out of the boxes

GQI roll-out bins under a bed, in a

or file drawer, or on shelves.

I

ath E%can get blocked. They may need to be
oé;)r unblocked.

e people have “drain pain” when they

ésiart to use a cycler. For most, this will go away.

Or, some choose to do exchanges by hand.

You will lose 1-2 work days a month for a
clinic visit and to get supplies.

Having a PD catheter in your belly (or chest)
can change how you feel about your body.
Some people have a hard time getting used to this,
and it can affect their self-esteem.

PD fluid has sugar in it. You may gain weight
if you don't limit other carbs. You may need
more insulin if you have diabetes. Sugar can fuel
infection, so you need to be extra careful.

Most clinics will not want you to take tub
baths or use hot tubs. They will not want you to
swim in ponds, lakes, or public pools, due to the
risk of infection. With a waterproof bandage, you
may be able to swim in a private pool. With a chest
(presternal) PD catheter, you can take baths, but
many doctors don't use these.

Over time, PD can stop working as well. Have a
plan for what treatment you want to do next.

13



Your PD Catheter

A PD catheter is a tube made of silicone or polyurethane. The tube
is about the size of a soda straw, but soft and flexible. The tip should
rest in your lower belly. You should not be able to feel it. A surgeon
can place a catheter in half an hour or so, and you will go home the
same day.

Most people do not have a lot of pain after a PD catheter is placed.
Some go back to work the next day. Others have a few days where
they need to take pain pills and wear sweatpants. Your PD training
nurse will want to see your catheter and flush it with fluid. S/he will
teach you how to care for it safely and avoid infection. If a PD catheter
does not drain, shifts to the wrong spot, or hurts, it can be moved or
you can get another one.

A PD catheter can be used right away, if you need urgent-start
PD." 15 You would lie down when fluid is put in your belly, to avoid
putting pressure on the new catheter. And, less PD fluid is used at
first. This is called low-volume, recumbent-only (LVRO) PD, and can b
a safer choice than starting HD with a catheter. Or, you may n
to use a PD catheter right away. In this case, the surgeon may leav:
under your skin. When it's time to start PD, a small cut ade &
N
O

and the tube will be pulled out.
Five Ways to modialysis (HD)

HD is done with a filter called a dialyzer.
plastic case is full of hair-thin, hollow fibe
membrane. A pump on an HD ma
out of your access and brings it to t
a tube. Your blood goes throug
fibers. Dialysate bathes the

pushes your blood back to you through a
second tube. With each pass through the
o@ dialyzer, some water and wastes flow through
r the pores into the dialysate, which is sent to
a drain.

s e
e en@e pump

@)

e cégrt of your own home, or at a clinic.

You can learn to d

N
4-5 3* Home You and a care partner
3 5-6 Home You, a care partner is optional
8 3-6 Home You and a care partner
8 3 Clinic Nurses, technicians, yout
4 3 Clinic Nurses, technicians, yout

* Or, every other day
+ You can learn to do self-care in a dialysis clinic and help do your treatments.

14




More Dialysis FEELS More Like Having Healthy Kidneys

The arrows show you which options remove more water and wastes. If you choose a home form of HD, the clinic
will get the machine for you. New home HD machines are easy to use. A nurse will teach you th S &1

will practice until you are confident.

In-center
Nocturnal HD

Standard HD Nocturnal
Home HD

With good dialysis, you can feel your best and live as
well as you can. If you do not feel well, talk with

ge machine with you for travel. Or, set up

aN
t ents at a clinic.

u can eat and drink with fewer limits—or you
may have 70 limits with nocturnal HD.'®

Home Hemodialysis (HD)

option—can make your life work better.
. sleep better at night than other options.'”'* "

HD can be done in the comfort and priv: your A
own home, once a nurse teaches yo W You may have more energy. Daily home HD
go home until you are confident s d. removes water 5 or 6 days a week. Nocturnal home

And, you will have 24-hour nur y %e. HD removes it slowly, overnight. Gentle water
For home HD, you may nee @ re will removal boosts your energy.

members
o home

not pay for one; most
or friends. In 2017, the e .
’ more normal sex life.
HD during waking h capab@ ults who use a ) )
NxStage machine. S&ou /(@need a partner to Nocturnal home HD is work-friendly. You may

re f;

Daily or nocturnal® home HD may allow for a

do home HD. feel well enough and have the energy to work,* and

V' treatments done at night do not take time out of the
N workday.
Home 43l w LlfeStyle Nocturnal HD may make it possible to have a

elp eel in more control and give healthy baby.”

Home '@
| You may live longer. Nocturnal HD helps people
tments on your schedule. You live about as long as with a transplant from a

yo 0
can d
(6‘ clinic just once a month. deceased donor. This is about three times longer

than with standard HD or PD.2*

15
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Home HD CautionsA

You have to do the treatments. It mayb
sometimes to skip them.

If you have a fistula or graft, you o
partner will need to put in your
see and reach your access and use yo
if you do this. You are the only,

ends of the needles. And, it N} le enyou

doit. People can and do s with their non-

dominant hand, too.
@u will need to
ice during training,

Home HD is vex saf e@X: would not have

approved it. \ u use a checklist at each
treatment justlike an’ai pilot would. It helps you

When things go
deal with them.

ys a month for a clinic visit

and
Home HD s ies take up space in your home—
about 1/3 & space that PD needs.

Own Your Treatment—
With or Without a Care
Partner

It’s your treatment. Do as much of it as
you can. Most do PD by themselves. Home
HD can be done solo during the day if you
are able. Don't make a partner do it all.

Put in your own needles for home HD if
you can see and feel well enough. This is the
most stressful part of a treatment for you—
and for a partner.

Ask for respite—a treatment or two in the
clinic—if your partner needs a break.

Show gratitude often to someone who helps
you to feel better with home treatment. Have
a date night. Hug during the standing blood
pressure. Mainly, say thank you. Helping you
with home dialysis means you are on a team
to make both of your lives better.



Standard In-Center HD

You can also do HD in a clinic, where others get their
treatments at the same time. You may have one or more
choices of nearby clinics to work with.

Standard in-center HD treatments tend to be 3-4
hours long, three times a week. Each treatment will be
at the same time on Mon/Weds/Fri or Tue/Thu/Sat.

Nocturnal in-center HD treatments tend to be from
about 8 p.m. until about 4 a.m. on Mon/Weds/Fri.

Either way, there are four days a week with no treatments.

So, zero water or wastes are removed.

In-Center HD and Your Lifestyle

You can travel. The social worker can help you
reserve a time slot at a clinic near where you want to

go. The treatments on your trip will likely be standard

ones.

You will spend time with others. In the clinic,
other people who are on in-center HD will be getting
their treatments, too.

You will have diet and fluid limits. Standard in
center HD is the least dialysis you can get. So, y
must do some of the work with what you eat
drink. You may be able to have 32 oz. of liqui
plus your urine volume. The diet is com
will have a dietitian to help you sort it o
things you can eat and enjoy.

Nocturnal in-center treatme
than standard ones. Since th

they remove far more water
clinics offer this.

Nocturnal in-center
ill a;&o

work. Treatments d
People tend longer
HD.%62"28 N 1ncn
hours as

of the work day, a
Q
N
In-C

tlons

dar -c@er HD can change your life
ay not get to choose when your

re energy.”

more hours of
D is twice as many

treatments@ done. (You can ask.) You may feel less

in contro

Standard in-center HD can affect your sleep”
and your sex drive. This option can also make it
hard to have a baby or father a child.*

take time out

Standard in-center HD is not work-friendly.

About one in four working people can keep a job once

they start this treatment.”!

Standard in-center HD can make you feel
drained. With just 12 hours a week to remove water,
it tends to be done quickly, which is hard on you.

You can help make the treatments easier on yourself.
Avoid salt and follow your fluid limits—so you can
remove less water.

In bad weather—or a pandemic—you still need
to come to the clinic to get your treatments.

Over time, your bones, joints, and nerves can be
harmed by standard in-center HD. The wastes in
your blood that can cause the most damage take a lot
of time to remove. Treatments of 3-4 hours at a time
3 days a week can remove only a small amount of
these wastes.*
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Why Do Some People Feel Worse After HD?

Recovery time is how long it takes to feel well after
HD. With good HD, it is 2 hours—or less. People feel
better and live longer when they recover in less than
12 hours.* Why might it take a long time to recover?
Water. From day to day, how you feel on
dialysis is almost all about how much
and how gently water is removed.

Body water is:

1. Inside your cells (about 67%)

2. Between your cells—a sort of soup your
cells float in (about 24%)

3. In your bloodstream (about 7%)

When you swell or are short of breath, that water is
inside or between your cells. But, dialysis can only
reach the water that is in your blood. A treatment that

HD Access:
and from t

brain and heart get less blood flo

removes too much water—or does it too quickly—

stuns your organs. Your blood pre

dr ﬁr
e st
<§

of oxygen, which can cause:

Painful muscle cr;

A bad headac
Stomach
Dizzin i@rt damage—and
even & é
Tell your d am ifyou still make a

t eed to take off much—

/\g Your Blood to

<27J§lgzer

There are three types of access for HD, &QE e in the chart on the next page. If your veins are healthy
enough, get a fistula or a graft. %)
\ N

Q

wa Qll your care
afe e& may need to

each Qfor signs of infection.
ess, pain, pus, or
caQ am if you have these.

each day to be sure it has a
. If the pulse stops, quick action

could save y@ access. Call your surgeon or clinic

right awayo

Care for Your HD

Your access is your H
team or surgeon if yo
go to the emergen om.

Look at your
These i 1n
swelling.

Protect your access. Never squeeze your access
arm. See that staff wash their hands before they
touch it. Don't let anyone draw blood, start an IV, or
take your blood pressure on your access arm. Keep
scissors away from a catheter. If an access starts to
bleed a lot, put pressure on it and call 911.

All HD accesses will need maintenance. You may
need to go see your surgeon. Or, you may be seen in
an interventional radiology center. With care, an HD
access can last for years.



Fistula - artery + vein

Graft - man-made vessel

HD Catheter - goes into your heart

Fistula - A surgeon links an artery

to a vein under the skin of your

est %@ itis under your skin and made of your own

elq
ea@ge y access to get blood clots or blood infections.
stulas last for decades, with good care.

ay take more than one try to get a working fistula.

arm. Ask about an endovasc

fistula. No surgery is used to

one. \ tula uses two needles at each HD treatment.
m

to a vein.

Graft — A surgeon a t— O
made vessel to a@

Q‘Q A fistula can “steal” blood from your hand, which can hurt.

Second best: a graft is foreign tissue under your skin.

A graft uses two needles at each HD treatment.

Grafts are more prone to clots or infections than fistulas.

Grafts may need de-clotting and/or procedures to open them up
every few months.

A graft can last for a few years, then must be fixed or replaced.

‘)
eter - §geon tunnels a
pla er the skin of your

chest. @be goes into a large
vein in your heart or groin.

A catheter does not use needles.

Catheters can be painful and hard to sleep on.

You must keep a catheter dry to take a shower.

You may get less treatment and not feel as well.

Catheters have a high risk of blood infection and death.*
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Take Charge of HD Rope Ladder

Cannulation means putting in needles. Needles V N

are less scary when you control them: @Q/
Numbing cream, gel, or spray can ease
pain and needle fear. Some creams need a

prescription. Your clinic must give this to you
for free if your doctor prescribes it.

Learn your pattern. Needles should go all
the way up and down your access, like knots
on a Rope Ladder. Or, with the Buttonhole
technique, needles go in the exact same two
spots over and over—like pierced earring holes.
Do not let the needles go into the same two
small areas (area cannulation). This can cause
weak spots on your access that form big bumps
(aneurysms)—that could burst.**

AR
S

Area Cannulation

Learn to put in your own needles. You are
the only one who can feel the inside of your

access. Needles hurt less when you focus on
getting them in, too.

Learn more about
vascular access from
www.KidneySchool.org

O
7
FREE ﬂn" 168 ]m*mg4 r Sl b
chronic |- idr, .y disease (stages:

® Facv 1o useand vaderstand

= No need 1o register
= Heviewed by cxperts

Thice ways to learn - web | print | audio

& FaOCRARM OF

“Kidney School is the best source of informetion

m I Fre seem, [ was wp half the wight going through

RAIDREAL TOUEATICR BATITUTE :
ADS B33,8033 | MELORAG e il ™ — ok € porson wish kainey dtsess)



What to Expect
from a Dialysis Clinic

Dialysis clinics are not all the same. Some give better care than others. Your health plan
you to choose from. Medicare has a website that lets you compare them. (www.medic
choose “dialysis facilities”). When you are at the clinic, look around. You will find cl
provides high quality care. This table shows you some of them.

Signs of High-Quality Care Signs of Con

U The surfaces of the clinic look clean. O Youse

as od.

o
>
O The clinic smells clean. Q Th 9@31&
A
NS
O The bathrooms are clean. Q Th @s are not clean.

U You see a social worker and dietitian. hebsocial worker and dietitian?

‘bu often see staff forget to wash their hands or put
<\~ on fresh gloves.

Q) Staff wash their hands and put on fresh
often.

U Staff treat you with respect. / Q Stafflaugh at you or yell at you.

U Staff treat each other with r Q) Staff argue or yell at each other.

Q Staff ask what matters t Q Staff don't ask you anything,

Q Staffignore your questions.

Q Staff turn the machine away from you and will not
let you take part.

U Everyone goes on break together.

QO Anyone can put needles into new fistulas.

Q) Access infection rates are high.

Besides this list, listen to your gut. Do you look forward to seeing your fellow warriors? Or, do you dread each
treatment? Can your clinic train you for the option you want?
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Getting to the Clinic

If your clinic is far from home or you don't—ox cant=
drive, it can be a real challenge to get there threetimes
aweek. Medicare does not pay for rides ufiles§ you
have an emergency. Medicaid or otherdiealthplans
may pay for rides—in some states. These €ipsimay help:

Talk to the social worker. S/héshouldknew/if
your clinic offers or pays for zidles. Most dongt—but
some have contracts withgransperteompanies. S/he
will know about other ways te find ridesfor you.

Use paratransit. Youiitown may/have a ride service
for seniors and the§ewith disabilitiés. The name of
the service varie§ by where youlive.

Ask a friendto drive yout:(Since most people have
busy lives, you may not be-able to rely on a friend
three times everyweek. “Perhaps three friends could
each help yathone day a week. You might offer to
trade faversfor their help, and pay for gas.

Ride a train,\bns, or subway. If there is a direct
route, a traihybus, or subway can be low cost and
fairly fast. If you need to transfer, it takes longer and
is harder on you.

Take a taxi. The cost may make this a better once-
in-a-while option.

Carpool with someone on your shift. You may
have to go a bit out of your way to pick someone up
and drop them off when it's your turn to drive. But,
you only have to drive half as often. You both save on
gasoline, too.

Use Uber or Lyft. Both may be cheaper than taxis.
You can order a car from an app on a smart phone.
It takes just a few minutes for a ride to arrive, so this

can be a good last-minute option if something else
falls through.

Look for a free car. It is a long shot, but this
website lists eight charities that give cars to people
with low incomes who qualify. Even if a car is free,
though, gasoline, insurance, and upkeep are not.
http://www.lowincomefinancialhelp.com/free-car-
assistance-how-and-where-to-apply/

Choose a home treatment. Once you are done
with training, you only have to go to the clinic once a
month to meet with your care team.



Comfort Care — No Dialysis
or Transplant

Dialysis does not always help people live longer. For It is an active course of treatmen
those who were 80 years old or more and were frail or
had other illnesses, dialysis did not extend life.** For
some, the best way to treat kidney failure may be to
just treat the symptoms. We call this comfort care. 1t

Palliative care. From th
palliative care offers he
disease and boost q

: _ life or lengthen it. e clinic visits
may also be called Active Medical Management. In fact. a whole staffwill seek
Choosing comfort care may make sense if: ways to reliey ike shortness

of breath o 10 nd stress. Physical
There is a lot of pain (such as from cancer) that therapy, massag iCines, diet, and other
can't be helped. techniq u@. Counseling and spiritual

More than one severe chronic disease is present at aid

the same time.

egﬁ%ioe includes palliative care, and

Quuality of life is poor, with little hope that it will get 1 cto.r Says someone has 6'months
better. or o& ospice staff will help a dying person

nd his,orher family. Medicare will pay for hospice
re. {hey will check on the patient and coordinate
a rvices can be provided at home, in a
&pltal, a skilled nursing facility, or an inpatient
spice center.

Someone does not know what is going on or fights
the treatment (as with dementia).

Comfort care is not “doing nothing.”
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People tend to live from about 6 months to 2 years

or so if they do not start dialysis.***" So, you should
have time to think about what a good death looks like
to you. This means that you can plan for what you
want, and talk with your loved ones. You can write a
“bucket list” of things you want to do, and make some
memories.

“What is the point of having a longer life when you

can't do and eat what you want? 1 will be exhausted
and so will my family members. Regardless, my kidney
disease will not be cured. As for dialysis, it is just trying
to extend my life a little... If my life will only shorten a
couple of years, 1d rather have that than going back and
forth to the hospital”*

“Let me lead as close to the type of lifestyle as I would
have if 1 didn't have health issues going on. Just allowing
me to do what I can as long as I can is a form of support
for me. And, just having people around me that care

and do whatever they can for me.”*
Feeling Hopeless or Afraid is Not
a Reason to Choose Comfort Care@ g Forward

It is very normal to be scared when you know Comfort Care
your kidneys are failing. It is also normal to . .
N /\Q/ comfort care is what you want, talk with your

about being a burden on your loved ones.

worry that%four life wor tybe wo:th livine i e loved ones. Be sure they know how you feel, and why,
to use a machine to survive. You are not . (Q)Q and what your wishes are. Expect that they will feel
feel this way. ' N\ sad and may try to change your mind. It may help to

have a counselor or chaplain help you talk with them.
s.@‘k

You are still YOU, whether y Most faiths view comfort care as letting natural death

or not. And, you matter. D res@l make occur—not as suicide.
choices for you. Talk to s t ent so , ) ) ,
you feel better, and mak @ @) Kidney failure can be a good death. As toxins build
a choice when you Q/ up in your blood, you will start to feel sleepy. Water
are not as upset é building up in your blood can make it hard to breathe.
and afraid. Q 0 You may want to have treatments that remove water
\> but not toxins, to make you comfortable. An Advance
0 § Directive is a way to say what you do and do not want
Q for your healthcare in case you are not able to speak
AL for yourself. All adults need to have one. A Healthcare
O Power of Attorney form lets you choose someone who
O e can speak for you for healthcare decisions. To get
@, these forms, go to a lawyer, look on the Internet, or ask
Q your doctor’s office.



How to Talk About Kidney
Disease and Dialysis

Most people don't know a lot about kidneys or dialysis. Ask people what they know, and >
So, you may run into a lot of errors in what people the blanks for them. Once they e, they may
think about your health—or hear a lot of bad advice want to help, or even offer t &onon
that could harm you. Stay calm. You might not know Here are some common ings you

N4

alot about an illness you don't have, either. could say to help educ

% ne don't, so water

a on.

Vo,

“Drink more water. It’s good for your = Water is great when kid
kidneys.” would just make me swi

v

“ , I do dialysis ek&nd, [ take medicines and have
4
bY;)tu lff"k good! You must be getting diet and fluid lim hat helps me feel as well as I can
etter: with kidne at don

Vi

l\

wdstes. Since mine don’t work, I can't eat some
t@l build up in my blood.

N

“A healthy diet would fix your
kidneys.”

igease is not contagious. The two main causes in the
S. a%a etes and high blood pressure. Mine was caused

5 .

“I could catch kidney disease from

»

you.

g

&&z my kidneys don't work, I have anemia. There is not

“You are lazy.” \%nough oxygen in my blood. This causes severe fatigue. Just
) crossing a room is like walking through syrup.

“You get to relax in

» Dialysis is not relaxing. I often feel
week.

Dialysis is a /ife sentence. It keeps me alive, along with my diet
and medicines. A lot of other diseases don't have treatments.
But, it's not a cure, and it can limit my life.

A

~ O
lg O There is a lot you can do to protect your kidneys. You don't
hadkidney disease, so have to have kidney failure.

Twill, tobﬂ

The more others know about kidney disease, the better they can protect their health and yours.
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Where to Learn More

Medical Education Institute, Inc. (MEI)

The non-profit MEL founded in 1992, helps people with chronic disease learn to manage an
health. To donate or to learn more, please visit www.mei.org. MEI programs include:

(s Kidney School

Free set of learning modules on 18 topics
to help you manage your kidney disease.
www.KidneySchool.org

@ HOME DIALYSIS CENTRAL [E]xk: =]

ol lets you choose

Read patient stories, learn about the =] j
. 0 life values and matches them
home treatment lifestyle, get expert .
. to‘the treatments with the best fit.
advice, and more! ] ,
Mww.MyKidneyLifePlan.org

www.HomeDialysis.org

§~Z*
&
S

ONLINE AND PHONE SUPPORT

Facebook - Home Dialysis Cen . ca@écom/ groups/HomeDialysisCentral

L
NKF PEERS. (855) 653-7337. r@ fellow dialyzors.

e @Re support from fellow dialyzors.

ed Ww&:‘?lomedialvzorsunited.org. Advocacy and support for home treatments.
N/

n idney Patients. www.aakp.org. Free membership group.

. Government sponsored kidney information.

icare.gov. Learn all about how Medicare pays for dialysis.

National K{i@ay Foundation www.kidney.org. A to Z guide, local chapters.

Renal Sup%rt Network www.rsnhope.org. Podcasts, teen prom, and more.



http://www.homedialyzorsunited.org
http://www.KidneySchool.org
http://www.HomeDialysis.org
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