
Kidney School is a program of the Medical Education Institute, Inc., a 501(c)(3) organization, © 2002–2019.  All Rights Reserved.

A PROGRAM OF                THE MEDICAL EDUCATION INSTITUTE, INC.



Module 5 – Coping with Kidney Disease

5-4

Module 5 – Table of Contents

The Red Room (Crisis) ............................................................................................................................. 5-4
The Empty Room (Isolation) ................................................................................................................... 5-6
The Woodshed (Anger) .............................................................................................................................. 5-8
The Blue Room (Depression) ................................................................................................................. 5-10
The Workshop (Rebuilding) ................................................................................................................... 5-13
Personal Plan .......................................................................................................................................... 5-16
Take the Kidney Quiz! ............................................................................................................................. 5-17
Additional Resources ............................................................................................................................... 5-18

Module 5 – Coping with Kidney Disease

5-2

Module 5 – Kidney Quiz Answers

Congratulations, you’ve finished the quiz!  Here are the correct answers so you can see how you did:

1) b    6) b    

2) a    7) c  

3) d    8) c 

4) d 9) c

5) c 10) b
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t was Groucho Marx who said, “I’ve had a 
wonderful time, but this wasn’t it.” 

Many people with kidney disease could say the 
same thing about life with kidney disease.  You 
may learn from it and you may find meaning 
in it.  But it probably doesn’t rank up there with 
your best life experiences. 

You don’t have to like having kidney disease.  But 
you do need to learn to live fully with it—since 
this is your life.  And that part can be challenging. 

One person described the emotional journey with kid-
ney disease this way: “I do pretty well at following my 
treatment plan and working closely with my health 
care team.  That’s the easy part.  But my emotions are 
like a roller coaster that won’t stop.  If I could make 
sense out of why I’m feeling like I do on a given day, I 
could manage my whole life a lot better.”

At times you may struggle with anger, fear,  
confusion, or other feelings related to kidney  
disease—if so, you’re not alone.  Most, if not all, 
people affected by kidney disease go through a 
wide range of emotions.  Some are mild but others 
can be paralyzing, making it hard to stick to the 
treatment plan—and endangering health. 

By making sense of your emotions, you can use 
them for your benefit—even the stubborn feelings 
that don’t want to go away.  This will help you stay 
on course with your treatment plan, improve the 
quality of your life, and maintain the relationships 
that are most important to you. 

In this module, we will walk you through the 
most common emotions that people with kidney 
disease and their families have. 

We believe you’ll find this journey through the 
emotional landscape of kidney disease enlightening, 
encouraging, and empowering.  At the end of the 

module we will sum up the key points in a Personal 
Plan that you can print and use as a reminder.

To help you understand the common feelings you 
might face with kidney disease, imagine that you 
own a large house with many rooms. 

Each room serves a different purpose.  Some rooms 
hold things that you’ve wanted to throw away for 
years.  Other rooms you’ve avoided because the 
contents or décor make you sad, angry, or afraid.

There are two key things to remember about each 
of the rooms in your house: 
■    Each room brings out a different feeling.  But 

there is nothing in any of the rooms that can 
hurt you.  So you need not be afraid of going in.

■    The doors to each room are always open.  This 
means that you can come and go from one 
room to the next as you please.  You may even 
be in more than one room at the same time.

Let’s take a closer look at the floor plan.  Here are 
the rooms in the order we will walk through them: 
■    The Red Room (Crisis) 
■    The Empty Room (Isolation) 
■    The Woodshed (Anger) 
■    The Blue Room (Depression) 
■    The Workshop (Rebuilding) 

So, let’s get started.

I

www.kidneyschool.org

5-3



Module 5 – Coping with Kidney Disease

5-4

Module 5 – Coping with Kidney Disease

5-4

The Red Room (Crisis)
The red room is 
a place that few 
people forget.  It’s 
the first stop for 
most people with 
kidney disease. 

Your first visit 
here may have 
been when your 
doctor first told 
you your kidneys 

were failing, when you had to choose a form of 
treatment, or when dialysis or a transplant were 
needed.  Some people enter this room slowly, others 
are whisked in by an emergency.  Regardless of 
how you get here, it is usually a crisis.

The heart of a crisis revolves around unwanted 
change.  Before, your life looked predictable and 
under control.  Now, everything seems to have a 
question mark on it:  your health, your relation-
ship with your family, your freedom, your work, 
your dreams.  You may have been told about your 
health in a way that raises questions you don’t 
have answers to.  The future seems very shaky.  

People we have talked to have told us what it 
felt like to be in a crisis about kidney disease: 

“Emotionally, it threw me into a terrible loop, 
because I had no clue what it meant.  You 
know, am I going to live or die, and what’s 
going to happen next?”

“I was scared.  I was just... I didn’t know 
what was going to happen to me.”

“At the time, I felt of no use.  I thought I was just 
going to die.  I didn’t know you could live 
with this.”

“I had lost a leg and was already handicapped.  
Now I had to go and have surgery, limiting 
my life more than it was already limited.”

“All I had ever heard [about dialysis] was 
horror stories.  That’s why it bothered me.  
But I was so sick at the time they put me on, 
I really didn’t give a damn what they did, as 
long as I felt better.  I was in the hospital when 
they decided to do it, and I went down, they 

put the access in, they gave me a treatment 
the same day, and I started to feel better.”

“I did triathlons at the time, and [my doctor] said, 
‘You will never be able to do that again,’ and 
I kind of took that like I wouldn’t be able to 
walk at all.  So that was kind of misleading 
and really shook me up.  I just thought my 
whole body was going to deteriorate, and I’d 
be—I would die within a few months.  It is 
a couple of years later now, and I’m fully 
functional.  I mean, for the most part.  I can’t 
do triathlons, but I can walk or I can drive.”

“I remember sitting with the most incredible 
terror.  Four o’clock in the morning used 
to be the time when I’d wake up and worry 
about things.  And the fear of dialysis...” 

What do all of these people have in common?  
Fearing the unknown—and expecting the 
worst.  Seeking information to help you learn 
what you can really expect may help you move 
beyond a crisis stage. 

Fear of the Unknown: The Common Thread of Crisis



You may be worried about what kidney disease 
will mean for your life.  Here are some of the 
most common emotions people feel during a  
crisis.  Check those that tell how you or your  
family members felt during that time:
❒    Fearful

❒    Confused 

❒    Overwhelmed

❒    Numb

❒    Sad

❒    Hopeless

❒   Other emotion:

The shock you feel at having your life turned 
upside-down can cause you to be upset for 
days—or even weeks or months—following the 
news.  But, as you find answers to your questions, 
you can start acting on what you know.  This calms 
the turmoil and helps you feel more in control, so 
you can start to adjust to life with kidney disease.

That’s not to say you never feel other intense 
emotions related to your health.  We’ll talk more 
about these as we explore other rooms. 

Some people, though, are stuck in crisis mode.  They 
can’t move past the fear, or don’t want to admit that 
their kidneys aren’t working or that their lives will 
change.  Right now, do you think you have worked 
through the crisis?  Or, are you still in crisis mode?

It’s common to be in crisis mode, possibly for a 
while.  Your best and fastest way to move out of 
this stage is to get answers. 

Realistic information about what to expect can 
help you see that life will be different, but it can 
still be good.  Talking to other people who have 

“What’s the best part about a support group?  
Meeting other people in the same boat, because 
you don’t feel so alone and isolated.  My  
husband isn’t diabetic (like I am) and it’s  
really hard managing the food at home when 
he wants to barbecue his steaks and have  
whatever he wants, and have chocolate cake 
piled on with ice cream, and not gain an ounce.” 

Support groups for people with kidney disease may 
be available in your area.  The National Kidney 
Foundation (NKF) has affiliate chapters in many 
states. Membership is free.  Call (800) 622-9010  
or visit the NKF website at www.kidney.org.

The American Association of Kidney Patients  
is a membership organization you can join.   
For $25/year, you receive a membership packet, 
magazines, AAKP Renal Flash monthly email 
newsletter, and can attend local meetings (if there 
is a chapter in your area) and an annual meeting.  
Call (800) 749-2259 or visit the AAKP website  
at www.aakp.org.  

The Renal Support Network has national and 
regional meetings, and a podcast from their  
website at www.rsnhope.org.

If there is no group you can go to in your area, 
you can still get support from other people who 
have kidney problems.  Many online support 
groups are available, and members “talk” to  
each other through email.  To find an online 
support group, go to groups.yahoo.com and type 
“dialysis support” into the box.

How Can I Meet  
Other People with  
Kidney Problems?
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been through what you are going through can 
help.  Your care team can answer your questions 
and ease your fears.  A mental health counselor 
or a social worker (if you are on dialysis) has spe-
cial training to help you learn to cope with kidney 
disease.

Try to make one of these contacts within the next 
week.  If you can’t make the call, ask a family 
member or friend to call for you.  Time, on its 
own, will probably not get you where you want  
to be.  The sooner you ask for help, the sooner 
you can begin to feel some relief.

People handle tough times differently.  For example, 
“crisis” may or may not seem like the right word 
for what you went through.  The main idea is 
that a big change—especially a life-altering 
change—should cause us to feel some emotion. 

Sometimes bad news is too much to handle and we 
block it out, minimize it, or even deny the impor-
tance of what we learned.  As one patient put it: 

“Denial is a really big thing and you have  
to break through it before you can realize that 
you can control things.  I didn’t take care of 
myself until I came out of denial that, ‘I’m 
going to die, and this is going to be the reason 
why.’  It’s your life, not the doctor’s; they go 
home and they’re okay.”  

Could you be denying a “crisis” relating to your 
kidney disease?  Sometimes we don’t know how 
to deal with a hard time, and think that avoiding 
the truth will somehow make it go away.  Seeing 
that you may not be fully dealing with what  
is going on in your life is a step in the right  
direction.  Working through your feelings instead 
of trying to avoid them is part of coping with  
kidney failure.  The rest of this module will show 
you how.

The Empty Room 
(Isolation)

Once you leave the red room of crisis, you may 
return again at some point, but chances are good 
that you will spend most of your time in other 
rooms of your house.  Often the next place you 
will go is the empty room of isolation.  Let’s take 
a look at why this can happen.

A crisis tends to mobilize people to action.  Family 
and friends may rally around you and offer their 
help, support, encouragement, and empathy with 
your struggle.  As much as you hate being in a 
crisis, it is a comfort to have people show concern. 

But once the crisis settles, the visits, phone calls, 
meals, or other forms of support often stop.  People 
begin to focus their energy on other things, which 
may leave you feeling very alone or isolated.

You may feel that your loved ones don’t really 
care about you.  Or that they only helped out at 
first because they felt sorry for you.  The chances 
are very good that neither of these is true. 

It’s very understandable that you might feel this 
way, though.  Little has changed from the crisis 
phase until now.  You still wake up each morning 
with kidney disease and all the worries that go 
with it.  You might think your family and friends 
can see how obvious this is, and wonder why they 
no longer seem concerned about you.
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But, a crisis demands a lot of physical and emo-
tional energy from those helping.  By the time 
things begin to be stable, family and friends may 
be exhausted from juggling your needs and trying 
to lead their own busy lives.  Their need to pull 
back may not be a lack of concern for you—but 
simply a need to get back to their own routines. 

Feeling needy and alone can be very hard.  Sometimes 
the way out of this dark tunnel is easier than you 
might think.  The solution?  Learn to ask for help.

This is easily said, but hard for most people— 
with or without health problems—to do. 

One of the biggest barriers to asking for help is 
often our strong feeling that it is wrong or weak to 
need help.  Our culture tells us to be independent 
and self-sufficient.  You may not want to “be a 
burden” to your loved ones. 

But we all need other people, chronic illness or 
not.  Because you do have a chronic illness, you 
may need more help than the average person.  
But you can’t expect even those closest to you to 
read your mind about the kind of help you need.

There are many kinds of help.  Mowing the lawn or 
getting you to the clinic or carrying groceries— 
that’s one kind of help.  People who spend time 
with you and help you see that you’re still you, 
even with kidney disease, offer another kind of 
help.  Making you laugh and taking your mind 
off your troubles for a while is a kind of help, too.  
And there are others.

You may need to find new sources of help and 
support, besides your loved ones.  Some people 
with kidney disease feel alone because they feel 
different from everyone else they know, or even 
embarrassed or unclean because they are sick.  
Nobody really knows what it feels like to have a 

You’re Not Alone  
in Feeling Alone

Not wanting to seem different from everyone else  
is another reason that some people with kidney 
disease don’t ask for the support they need.  As 
patients have told us, they may not even tell people 
they have kidney disease: 

“I didn’t want to tell anybody.  I felt like I was 
sick, diseased, that I wasn’t clean, that people 
wouldn’t like me if they knew.”

“I haven’t talked about it in years, actually.  
We’re so focused on everybody has to be super-
human that any kind of defect...it’s almost like 
it’s contagious.”

“I really haven’t told anyone.  Well, my mom.  
But I haven’t told anyone else because I like 
positive energy coming toward me, not people 
saying, ‘Oh, you poor thing.’  I just want all 
positive thinking.”

“I just want to be seen as healthy and whole.   
I have a reputation for being in good health.  
You don’t want to be mollycoddled, or you 
don’t want to be pampered or have sympathy.  
You like to try to help people, but try to keep it 
as private as possible on a need-to-know basis.  
Even some immediate family members try to be 
overprotective.  It’s like you’re constantly under 
a microscope, where they’re watching what you 
eat.  ‘Well, you can’t have that!’” 

Who you tell about your kidney disease is up to 
you.  Maybe you don’t want the whole world to 
know, and that’s okay.  But if you can share the 
news—and your needs—with people you trust, 
you’ll start to feel less alone. 

www.kidneyschool.org
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kidney problem except someone else with a kidney 
problem.  So, it may help you to talk with other 
patients. 

A counselor, therapist, social worker, or clergy 
may also be able to help you—if you can bring 
yourself to ask for the help you need.

By asking those most able to help, you have the 
best chance of getting what you need and feeling 
connected in relationships.  Most people are will-
ing to help if asked, but be mindful of the person 
you’re asking.  If you’re too demanding or insen-
sitive to the needs of your loved ones, you may 
push them away even if they want to help you.   
If you’re in doubt, ask them if they feel taken for 
granted or imposed upon.  If they say “yes,” talk 
with them about how you can make your needs 
known in a way that is better for them.

On the lines below, write the first names of at 
least two people that you would be willing to ask 
for help when needed.  Then, list at least one need 
you have that they could help meet. 

Name 1: 

Need: 

Name 2: 

Need: 

Name 3: 

Need: 

Allowing others to help you is an art that must be 
learned and practiced.  But it is the exit from the 
empty room of isolation. 

The Woodshed (Anger)
The woodshed is a room where anger is felt.  
While anger is a valid feeling, it can be either  
a positive or negative force in your life.  We aim 
to make it a positive one.

When you have a chronic disease, there are no 
days off.  If this were a paying job, and your boss 
insisted on you being at the workplace 365 days  
a year, you would be angry! 

Add to that tiring schedule: 

■    Chronic kidney disease (CKD) is a job you  
dislike and never asked for.

■    Kidney failure may make you change your 
lifestyle to fit your treatment schedule.

■    You’re on-call 24 hours a day—every day.

■    The responsibility can feel like too much at times.

■    You must depend on people to help you.

When you add up all the time and energy this job 
can take, both physical and mental, it may seem 
like you don’t have much of a life.
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If you ever feel angry, we don’t blame you!  You 
didn’t ask for, or want, this disease.  But you do 
have to live with it. 

Anger is usually directed at someone or some-
thing—like God, the doctor, or even yourself.  
Let’s take a look at these feelings.

God
When something goes wrong, the desire to blame 
someone—anyone—is normal.  And when there 
is no one else to blame, you may even feel like God 
has let you down.  “Why me?” you may ask.  “Why 
am I being punished?”  It may help you to talk  
to a religious advisor about this test of your faith.

The doctor
Maybe your doctor did not catch your kidney disease 
early.  Maybe he or she didn’t tell you that you were 
at risk or didn’t listen when you said something 
was wrong.  As one patient said, “Right now, if I 
could see that lady [MD], I would choke her!  
Because I kept on to the point where I couldn’t 
walk.  I was incontinent at home.  I was by 
myself, I had to almost crawl to the bathroom.  
And I told this lady that there’s something 
wrong with me.  ‘Oh, there’s nothing wrong 
with you.’  She didn’t check me or nothing.” 

You may feel it’s not fair that your life is changed 
forever due to someone else’s mistake.  Changing 
doctors and finding a therapist or grief counselor 
to help you work through your feelings are steps 
you can take. 

Yourself
Could you have taken your blood pressure pills 
more regularly?  Kept your blood sugar in better 
control?  Drunk more fluids?  Seen a doctor sooner?  
Showed more faith?  Even if there was something 

Whenever life takes a bad turn, it’s only natural to 
wish you’d taken the other fork in the road.  Here’s 
what some of the patients we’ve talked to said about 
blaming themselves for their kidney problems:

“I was a little upset with myself because I used to 
make jokes whenever like, when I was younger 
and eating food, I’d say, ‘I’m still getting more 
salt, getting my pressure a little higher.’  I didn’t 
know what I was actually doing was really, you 
know, killing me.  It was dumb.  I could think 
about all the times I could have, just, cut that out.”

“One of my feelings was, ‘You did it,’ that I did 
it, from not having the control that I should have 
had.  Saying, ‘Well, you know what diabetes 
does, you know better than anybody.  You had 
it longer than your mom, longer than your 
brother, you know what it does.’  And by having 
poor management.”

“It doesn’t have to kill you.  We have more control 
than we think we do.  I did a whole lot of  
mismanagement, a whole lot of things that I 
shouldn’t have done, a lot of rebelling.  I mean, 
I’d be in the hospital with candy bars in my drawer.  
Seriously.  And so, it took a lot of things to happen 
in my life.  So I understand totally what they 
mean when they talk about living in denial.”

The only problem with looking back at what you did 
and what it meant for your life is—you can’t change 
it now.  Just as you might try to forgive someone 
else who did you wrong, you need to try to forgive 
yourself.  You’ll know you succeeded when you can 
look forward instead of backward, and do what you 
can to have the best possible life now. 

Breaking the  
Cycle of Regret

www.kidneyschool.org

5-9



Module 5 – Coping with Kidney Disease

5-4

you could have done differently, blaming yourself 
now will not change anything. 

Spinning around in a cycle of self-blame will 
keep you from moving forward in your life.  
Talking to a social worker, counselor, or therapist 
may help you deal with your feelings. 

Kidney disease makes your life harder.  But it is 
vital that you seek to move past anger, regret, and 
feeling like a victim.  If you don’t, these feelings will 
act like an emotional prison.  They will use up the 
energy you need to treat your kidney disease—and 
send you back to the empty room of isolation.

Some people can face major life changes without 
a lot of emotional response.  You might be one  
of them.  If so, we encourage you to reach out to 
other people with kidney disease and their families 
who are not coping as well as you.

The goal is to express your anger in a constructive 
way.  You don’t want to pretend it isn’t there, hide 
it inside you, or blast anyone with it. 

By putting your anger into words, you can make more 
sense of it and reduce its intensity.  But the way you 
go about this is key.  Below are some starting points; 
check the ones that you would like to work on:

❒    I will try to avoid using sarcasm, 
negativity, or criticism as clues to my 
anger.  Instead, I will say, “I’m angry,” and 
explain what I am angry about.  (This keeps 
the other person from guessing what’s going 
on and helps me sort through details that may 
not yet be clear.) 

❒    I will try to “own” my anger by using 
“I” statements.  For instance, instead of 
saying, “My doctor makes me so mad when he 
talks about dialysis,” I’ll try saying, “I have  
a lot of anger in me about needing dialysis.”  

(Because it is my emotion, I can do something 
about it if I want to.  Owning my anger also 
keeps me from blaming others and putting 
them on the defensive.) 

❒    I will look for ways to talk out my 
anger with someone, even if it’s not 
the person I’m angry with.  (When I hold 
emotion inside, it tends to grow larger and more 
intense.  Letting someone in on my anger gets 
me support and another point of view.)

❒    I am not feeling angry right now, but I 
will stay aware of my feelings and share 
them so I can stay as healthy as possible.

Some people are afraid of anger.  Somewhere 
along the line, they have gotten the message that 
expressing anger is wrong.  But even if you wanted 
to remove anger from your life, you couldn’t.  It 
is part of being human. 

Instead, think of anger as a healthy feeling when 
it is stated in a way that helps your relationships.  
Anger is also healthy when it moves you to take 
action and make good changes in your life.  
Using anger—instead of letting it use you—will 
help keep you out of the woodshed and out of 
trouble with the people closest to you.

The Blue Room 
(Depression)
As many as 19 million adult Americans struggle 
with depression at some point in their lives, says 
the National Institute of Mental Health.  You may 
already know that people with chronic diseases 
are even more prone to depression.  What you 
may not know is how to deal with it. 

Before we talk about managing depression, let’s 
take a closer look at what it is.

Depression is a broad term that describes a set of 
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mood disorders.  Some are long-term and some 
are short-term.  Certain types are milder, while 
others are very strong and paralyzing. 

For our purposes, we will clump them into two groups:

   Common mood swings

   Ongoing depression 

Everyone has common mood swings.  They may 
look like depression, because you feel sad, dis-
couraged, lack energy, may lose sleep, or doubt 
yourself over some event or relationship.  These 
moods last from a few hours to a few days, and 
then subside.  Clinically speaking, this is not 
depression, but a normal response to life changes.

Ongoing depression is more serious.  If you have 
more than one of the following symptoms for 
longer than 2 weeks, you may be depressed: 

❒    Persistent sad, anxious, hopeless, or empty feelings

❒    Loss of interest in activities I usually enjoy

❒    Fatigue, loss of energy

❒    Feeling worthless, helpless, or guilty

❒    Large weight loss—or gain

❒    Insomnia—or sleeping more than usual

❒    Feeling restless and irritable

❒    Having trouble concentrating, remembering,  
or making decisions

❒    Thoughts of death or suicide

❒    Other symptoms you have that might be related 
to depression (write them down below):

2

1

Some period of adjustment is normal when a major 
life change happens.  It takes time to get used to the 
idea that life is not what you expected.  Figuring out 
how the hopes, dreams, and plans you had before 
can fit into your new life is part of adjusting.  Feeling 
sad, cheated, or frustrated is a common reaction.  
In a very real way, you are grieving for the life you 
thought you would have, which is necessary before 
you can accept the new one.

Besides time, there are two other things you need to 
accept your new life.  One is hope.  Why do we think 
you can still have a good life with kidney disease?  
Because we know people all over the country who are 
on dialysis and still travel the world, volunteer or work 
at jobs they love, and even ride their bicycles across the  
 

U.S.  A transplant can make your life very close to 
normal. Is it easy to rebuild your life?  No.  Is it  
possible, and worth the effort?  Yes.  Others have done 
it, and you can, too. 

The other thing is knowledge.  By learning all you 
can, you can prepare yourself to manage your own 
health care, which will help you to stay as healthy as 
possible so you can go out and live your dreams.  

If you haven’t reached hope yet, and you’re still griev-
ing, here’s something to think about:  If your kidneys 
had failed just 50 years ago, doctors would not have 
been able to save your life.  Today they can.  So you 
can compare your life today to what it was before—
or you can feel lucky to be alive, and try to make your 
new life meaningful.

Grieving for the Life You Had
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Some of the physical symptoms of depression, like 
fatigue, loss of energy, weight gain/loss, and sleeping 
problems, can also be caused by your kidney disease 
or its treatment.  Before you diagnose yourself 
with depression, talk to your health care team about 
your symptoms and your concerns. 

If you are depressed, know that depression can  
be treated.  And depression can make you feel 
helpless—and even affect your will to live—if 
you don’t get help for it.

Depression with kidney disease can be serious 
because it can derail your treatment plan.  (For 
more information, see Module 4—Following  
Your Treatment Plan.)  Depression creates  
self-talk that can reduce your well-being. 

How does depression do this?  Match each of the 
common mindsets in the box below with the  
self-talk message it produces.  Do you ever fall 
into these mindsets or follow these messages?  

A key to fighting depression is understanding 
what you do with your feelings.  Most people who 
struggle with depression tend to hold their feelings 
inside.  But, as we’ve already seen with anger, it  
is healthier to let your feelings out. 

Over time, these pent-up feelings begin to feel like 
heavy weights on your shoulders and “depress” your 
mood, draining your motivation and energy.  You may 
start to feel like you’re walking through molasses just to 
get through your day—everything is harder to do, 
even just getting dressed or fixing something to eat.

Here are some tips to fight depression.  Check the 
ones you would like to work on: 

❒    I will try to share my feelings with someone— 
a friend, family member, or counselor.  (This 
will help me to gain some perspective and 
reduce the burden that I’m carrying all alone.)
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Depression Mindset
Incompetence  ___

Low self-worth  ___

Hopelessness  ___

Lack of motivation  ___

Self-talk Message
A.  I’m not worth taking care of.

B.  I’m too tired to do all that self-management.

C.  I can’t handle this responsibility.

D.    It doesn’t matter what I do, the outcome  
will be the same anyway.

Correct answers:  Incompetence - C, Low self-worth - A, Hopelessness- D, Lack of motivation - B.



❒    Instead of trying to pretend I am not sad,  
discouraged, or frustrated, I will try to admit it to 
myself and feel the emotion.  (Emotion will not 
hurt me, although it may feel uncomfortable.)

❒    I will try to focus on right now, instead of over-
whelming myself by worrying all the time about 
what the future holds, and what my health will 
be like a year from now.  (What I decide today will 
help to make my future.  If I live in the moment 
and focus on making good decisions for the 
present, the future will arrive when it is time.)

❒    I will start an exercise program, after talk-
ing with my care team.  (Exercise has been 
proven to help fight depression.  Setting small 
goals—and reaching them—will help me 
see that I can change my life for the better.  
Exercising is a good decision I can make 
today that will improve my future.)

❒    I will reach out for support.  (Research has 
shown that people with chronic illnesses who 
have good support systems manage their 
health better—and even live longer—than 
those who don’t.  If I don’t have a good support 
system now, I will talk to my social worker or 
a counselor about how to build one.)

Some people manage their mood swings and feel-
ings themselves with the kinds of choices we just 
talked about.  But for many others, more direct help 
is also needed.  Depression is a brain illness, just as 
kidney disease is a body illness.  It can be treated.

The two most common forms of professional  
help for depression are: 

■    Drugs (antidepressants)

■    Counseling (talk therapy) 

Usually a combination of both works best.  If  
you are feeling depressed, tell your doctor!  Many 

drugs are removed from the body by the kidneys.  
Talk with a pharmacist about which antidepres-
sants are safe for you—especially with other drugs 
you are taking.  Most people feel better within 
weeks to 2 months.

The Workshop (Rebuilding) 
Our last room is the workshop.  This is where a life 
changed by illness and struggle is transformed.  The 
veneer is stripped away, the weak joints are made 
stronger, and rough edges are sanded.  It is a long, 
slow, and sometimes painful process of rebuilding.

With time and perseverance, a new life takes shape 
that looks like the old, but is stronger, wiser, and 
more fully human.

Of course, this room describes your journey with 
kidney disease.  It has taken you down a path you 

Positive Self-talk
Self-talk isn’t only negative.  Life Options has done 
research with long-time dialysis survivors.  We inter-
viewed patients who have lived for more than 15 years 
on dialysis—some of them more than 30 years.  The 
question we wanted to answer was:  Why are some 
people able to live long, full lives on dialysis? 

What we found is that these patients coped with 
their changed self and changed lives, in part by 
using self-talk or “affirmations:”

■    “I want to live.”

■    “I am still me.”

■    “I am still valuable.”

■    “I am in control.”

Are these statements true for you? 
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would have preferred not to travel.  It has caused chang-
es you don’t like.  It has put pressures on you and your 
family that seem, at times, too heavy to bear.  Whether 
your life stays in this shape or becomes something new, 
is in the hands of the craftsperson—you.

You can build a new life that is full and meaningful, 
if you want to.  Your tools to do this are emotional.

One tool you can use is to embrace your life 
changes as being good for you. 

We’re not saying that having kidney disease is 
good for you, but you or someone you care about 
does have kidney disease.  So the life changes 
needed now or in the future, such as diet and 
fluid limits, drugs, and dialysis or transplant, are 
good in light of having kidney disease, because 
they keep your body healthy. 

When you embrace these changes, you affirm 
your value as a person by saying you are worth 
taking care of.  This fights that negative self-talk 
you read about before.

In contrast, people who fight these changes take 
poorer care of themselves.  As their quality of life 
declines, so does their hope. 

The progression looks like this: 

As you embrace change, it affirms your worth and 
helps you practice healthy physical and emotional 
self-care.  The better you feel, the more hopeful you 
become about your life and how it can be good. 

Embracing change means trying to do better—
not to be perfect.  No one can be consistent 100% 
of the time.  No matter how committed you are  
to managing kidney disease, you’ll have days 
when all goes well, and days when nothing goes 
right—just like everyone else. 

A better target to aim for is growth.  When you 
shoot for growth, you not only embrace change, 
but you take it one step further.  You actively 
look for ways to improve your health, avoid  
isolation, express your feelings, handle conflict, 
and so on.

Any time you make a change yourself, it means 
taking risks.  But the payoff can be so big for you 
that any challenge you run into (and it will be 
there) will seem a minor barrier in comparison. 

Growth can empower you in ways you can’t yet 
even imagine.  But for this type of growth to begin, 
you need to take action and refuse to give up. 

Start now by thinking of one change you would 
like to work toward and one area of growth you 
would like to start for yourself. 

Module 5 – Coping with Kidney Disease

5-14

Embracing change

Helps you value yourself

Rebuild a new life

Strengthen your hope for the future



Change to work toward:  

Growth to start:  

Each room in your emotional house with kidney 
disease has a purpose: to help you build the skills, 
motivation, and support to live a full life.  If you do 
not avoid those places, but learn what they have to 
teach you about yourself and others, you will leave 
each room more whole than when you came in. 

It’s time to wrap up this module on coping with 
kidney disease.  But before we do, we want to give 
you a Personal Plan to help you get a start on 
some of the most important ideas in this module.  
We encourage you to put it where it will remind 
you of the goals toward which you’re working.

Positive Attitude and Coping with Kidney Disease

Embracing change successfully, as you can see 
below, involves finding a way to have a positive 
attitude: 
“Just think very, very positive....  Do not 
dwell on, ‘Well, I’ve been diagnosed with 
kidney failure and I have to go to this 
machine because I feel like dying.’  If you 
get...yourself in that type of a mode, you’re 
just hanging on, you’re going to dread it.  
So if you can find any other activities...try to 
go on with the most closest normal life that 
you can, and you’re going to be all right.”

“I am a 64-year-old woman, diagnosed with 
lung cancer 5 years ago.  Since then, I have 
had bladder and kidney cancer, had a kid-
ney removed, and, due to the effects of chemo 
having damaged my other kidney, have been 
on dialysis a little over a year.  I volunteer 
5 days a week at the Cancer Center, putting 

in 25 hours a week.  Generally, I rest in the 
afternoon.  I do not feel sorry for myself, 
nor am I bitter, because I am so grateful to 
be alive.  Also, I wholeheartedly do believe 
a positive attitude takes you a long way.  It 
doesn’t cure cancer, but it does make life 
worth living.  I have seen cancer patients do 
better when they have a positive attitude...as 
well as dialysis patients.  I think we all need 
to put laughter in our lives, enjoy the things 
we have, accept the things we cannot change, 
and ‘stop to smell the roses.’” 

Having a positive attitude doesn’t mean being 
happy every minute or even every day.  But  
in the long run, being glad to be alive and 
making the most of the time you have are  
attitudes that can help you to be as healthy  
as possible with kidney disease—or any other 
chronic illness.
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The places most often visited as I adjust to kidney 
disease are:

■    The Red Room (Crisis)

■    The Empty Room (Isolation)

■    The Woodshed (Anger)

■    The Blue Room (Depression)

■    The Workshop (Rebuilding)

Crisis
Unpredictable change can create a crisis for me 
and my loved ones.  

Isolation
It’s common to feel alone after the crisis passes 
and those who were giving me support go back  
to their own lives. 

If I want someone to help or support me, I need to 
ask, instead of expecting people to know my needs. 

It is not wrong or weak to need or ask for help. 

Anger
Anger is a valid feeling and one that every person 
has.  I will use my anger in a constructive way.

Depression
Depression describes a number of mood disorders. 

■    Common mood swings are normal for most 
people and last a few hours to a few days.

■    Ongoing depression lasts for more than 2 weeks. 

Depression creates self-talk that is destructive. 
Common messages include: 

 Incompetence—I can’t handle it.

 Low self-worth—I’m not worth it.

 Hopelessness—I can’t do anything to change it.

 Lack of motivation—I’m too tired to try. 

The two most common forms of professional  
help for depression are: 

■    Drugs (antidepressants)

■    Counseling (talk therapy) 

Usually a combination of both works best.

Rebuilding
I enter the rebuilding phase in my journey with 
kidney disease when I: 

■    Embrace new changes

■    Strive for growth, instead of perfection 

I will be willing to take risks to rebuild my life. 

I will learn what I can about others and myself 
from my feelings, using them as teachers, instead 
of avoiding them.
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Personal Plan for ____________ 
Coping with Kidney Disease



1.   The heart of a crisis involves changes 
that are: 

 a) Predictable
 b) Unpredictable
 c) Certain
 d) Deliberate

2.   The best health care provider to call when 
you are in an emotional crisis may be a:

 a) Social worker
 b) Dietitian
  c) Technician
  d) Nurse
  e) Secretary

3.   When support people stop helping after 
a crisis, it usually means they don’t 
understand what living with a chronic 
illness means and they: 

  a) Don’t care
  b) Are going on vacation
  c)  Have found someone else who needs  

them more
  d) Have their own lives to care for

4.   One of the biggest obstacles to  
asking others for help is:  

  a) Our culture’s emphasis on self-sufficiency
  b) Feeling it is wrong to impose
  c) Being seen as weak
  d) All of the above

5.   One reason that people who have kidney 
disease may feel angry about it is:  

  a) It’s all their parents’ fault
  b) They would have rather had liver failure
  c)  It’s a “job” they don’t like and never  

asked for
  d)  They have to carry an oxygen tank to breathe

6.   The best response to the emotion  
of anger is to:  

  a) Keep it inside you
  b) Express it constructively
  c) Pretend it isn’t there
  d) Yell at someone

7.   Someone who is clinically depressed 
has symptoms for at least:   

  a) 6 months
  b) 4 weeks
  c) 2 weeks
  d) 1 week

8.   All of the following are classic  
symptoms of depression, except: 

  a) Fatigue, loss of energy
  b) Weight gain or loss
  c) Migraine headaches
  d) Feeling worthless or guilty 

9.   Professional help for depression  
typically includes which options:  

  a) Counseling and diet
  b) Community service and exercise
  c) Medication and counseling
  d) Acupuncture and retail therapy

10.   One tool you can use to make a  
successful adjustment to kidney  
disease and rebuild your life is:   

  a) Getting used to living with chaos all the time
  b) Embracing change as a positive force
  c) Wishing life could be the way it used to be
  d)  Ignoring kidney disease and living as if  

you don’t have it

Take the Kidney Quiz!
You’ll see how much you’re learning if you take our quick kidney quiz.  It’s just 10 questions.   
How about it?  (Answers are on page 5-2.)
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Additional Resources
In addition to the free Life Options materials you can find at www.lifeoptions.org, the resources below 
may help you learn more about the topics in this module of Kidney School.

PLEASE NOTE: Life Options does not endorse these materials.  Rather, we believe you are the best  
person to choose what will meet your needs from these or other resources you find.  Please check with 
your local library, bookstore, or the internet to find these items.

Books:
     Help, I Need Dialysis! by Dori Schatell, MS, and Dr. John Agar   
(Medical Education Institute, 2012, http://www.lifeoptions.org/help_book, ISBN-13: 978-1937886004)  
Easy to read, fully referenced book covers the lifestyle impact of each type of dialysis–including 
information on coping with crisis.

   A Delicate Balance: Living Successfully with Chronic Illness,  
by Susan Milstrey Wells (Harper Collins Publishers, July 2000, ISBN-13: 978-0738203232) 
The author follows 21 people, including herself, who have chronic illnesses.  She talks about such 
questions as finding a diagnosis, choosing a capable and caring health care provider, treatment 
options, making sense of emotions, strengthening bonds with family and friends, making career 
decisions, and thinking about how illness changes one’s life.  She also presents research on the 
mind-body connection and tips on topics such as using the internet for advice and support.

     Chronically Happy—Joyful Living in Spite of Chronic Illness, by Lori Hartwell  
(Poetic Media Press, October 2002, ISBN-13: 978-0972278300) 
This motivational book helps people living with chronic illness create joyful, fulfilling lives.  The 
author, who developed kidney disease at age two, fills the book with stories about her own experiences, 
as well as those of others coping with chronic diseases. 

     Dialysis: An Unanticipated Journey, by David L. Axtmann  
(Tucky Paws Pub, January 2001, ISBN-13: 978-0970705815) 
The author was 26 years old, married, the father of two young children, and going to college when 
he was told his kidneys were failing.  Axtmann shares those days of doubt and fear and explains 
how he coped with low blood pressure, sleep problems, lack of energy, and even changes in his  
sexual needs and desires.  He also explains his reason for choosing dialysis over a transplant.  

     Kidney Failure: Coping & Feeling Your Best, by Anna K. Hollingsworth  
(Pritchett & Hull, July 2000, ISBN-13: 978-0939838592) 
This book looks at the psychological and emotional aspects of living with kidney failure.  
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     Living Well with Kidney Failure, by Juliet Auer  
(Class Publishing, November 2004, ISBN-13: 978-1859591123) 
U.K. book on kidney failure, treatments, preparing for dialysis and transplant, relationships,  
care partners, and lifestyle.  Note: Does not include information on home hemodialysis.  

Audiovisual item:
   A Meditation To Help With Dialysis, by Belleruth Naparstek  
(Health Journeys; UNABRIDGED edition, May 2001, ISBN-13: 978-1881405382) 
Guided imagery designed to be listened to before, during, and after treatment to promote  
relaxation, ease pain, reduce fear of needles, reinforce optimism, help stabilize blood pressure, 
increase energy, and support a positive outlook.  Positive affirmations on side B.  (Running time 
approx. 60 minutes)

Support groups:
     National Kidney Foundation (NKF) 
To find out if there is a chapter near you, call (800) 622-9010 or visit the NKF website at  
www.kidney.org.

     American Association of Kidney Patients (AAKP) 
To join their membership organization, call (800) 749-2257 or visit the AAKP website at  
www.aakp.org.
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