Dialysis and Your (Health-related) Quality of Life

Dialysis saves your life, but it can also change
it. Depending on which type you choose,
dialysis may change what you can eat and
drink, how many meds you need, and what
you can do each day. If you work, dialysis
can make you more or less able to keep your
job. Health-related quality of life (HRQOL)
is your rating of:

B Your own physical health

B Your own mental health

B How much of a burden kidney disease is

As it turns out, HRQOL is vital. Why?
Because it predicts your risk of a hospital stay
and a longer or shorter life. And there are
steps you can take to improve your HRQOL
and your chances of living long and well.
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Taking the KDQOL-36 Survey

Your social worker will measure HRQOL by
asking you to take a survey called the
KDQOL-36, which has 36 questions in 5
sections:

B Physical health

B Mental health

B Burden of kidney disease

B Symptoms and problems

B Effects of kidney disease on daily life

The questions ask things like, “During the
past 4 weeks, how much were you bothered
by itchy skin?” or, “Too much of my time is
spent dealing with my kidney disease”
(True/False).

There are no right or wrong answers. The
point is just to find out how you feel about
your own life in each of the five areas. The
survey takes about 10-15 minutes to do. Not
sure what to answer? Go with your first
instinct. It’s best if you can complete the
survey by yourself. The social worker may
help you if you can’t—but answer honestly.
The scores won’t mean a thing if you
pretend to feel better than you really do.

You can choose not to take the KDQOL-36,
or not to answer a question. Please answer
the first 12 questions, though! Your clinic
needs at least those 12 to look at your risk of
poor outcomes and offer you help if you
need it.

Medicare Requires HRQOL Surveys
New Medicare rules as of October 14, 2008,
require clinics to give all adults on dialysis
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the KDQOL-36 at least once a year. The
results must be used to help make a Plan of
Care for you, to help you feel your best.
KDQOL-36 results are also a “benchmark” of
good dialysis care across the U.S. So, like
blood tests, results will be sent (as a group)
to Medicare. They will help find out how
people on dialysis in the U.S. feel physically
and mentally and what helps them do
better.

Having Medicare require the KDQOL-36 is a
big deal! It marks the first time that clinics
must ask you how you feel instead of just
checking your blood tests.

A Life-and-Death Matter

The link between low HRQOL scores and the
risk of hospital stays and death was first
found more than 10 years ago. A doctor
gave a HRQOL survey to 1,000 people on
dialysis. Two years later, those who rated
their physical function low were more likely
to have had a hospital stay. And, they were
twice as likely to have died.’

Other studies have found the same thing. In
more than 14,000 people on dialysis, each 1
point higher in physical function dropped
the risk of death or a hospital stay by 2%."
Mental function was a predictor, too. A
study of 10,030 people all over the world
found that those whose scores were in the
bottom 20% had a 56% higher risk of
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hospital stay and a 93% higher risk of
death.™

In fact, HRQOL scores are as good as serum
albumin (protein) levels or dialysis
adequacy at predicting how well you will do.

How to Improve YOUR Odds

When you take the KDQOL-36 survey, your
clinic should give you your scores. If they
don’t, ask for them! Knowing how you did
compared to people who are like you in age,
gender, and diabetes will tell you a lot about
your own future risk.

Using the KDQOL-36 to measure HRQOL
scores gives you and your clinic vital
information that can’t be found in any other
way. Your social worker will talk with you
about your scores. He or she may ask you
what you would like to focus on if your
scores are not all where you would like them
to be. If not, tell him or her what you want to
work on. Studies have found a number of
things that can help improve HRQOL scores.
Some of them might work for you:

B Set goals. Knowing where you want
your life to go and taking steps to get
there can help you feel better. A study
found higher HRQOL scores among
people who learned how to set goals."
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B Exercise! Many studies have found that

exercise helps fight depression and
improves physical function.”"""** Qut
of shape? Talk to your doctor first, start
slow, and build up. You don’t have to do
jumping jacks. Anything that gets you
moving—from walking with a friend to
gardening or mowing the lawn to
ballroom dancing—can help.

Use a cycler for peritoneal dialysis
(PD). People who used a cycler scored
higher than those who did their PD
exchanges by hand* (perhaps because
doing PD at night allowed a fuller life).
After 13 weeks, those who used
icodextrin PD fluid had higher scores,
t00." If you use icodextrin, talk with your
doctor or home training nurse to be sure
the blood glucose meter you use will read
your blood sugar right.

B Get more hemodialysis (HD). Short
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daily HD is done 5-7 days/week for 2-3
hours at a time. Nocturnal HD is done
while you sleep, 3-6 nights/week for 8
hours or so. Either one improves HRQOL
scores.”™ " This may be in part because
those who use these treatments have
fewer cramps, headaches, blood pressure
drops, and other symptoms and it takes
less time for them to feel normal after
dialysis. People who get more treatment
feel better.

Treat anemia. Feeling tired, cold, and
weak due to anemia (a low red blood cell
count) can mean you don’t have the
energy to do things you need and want
to do. This can reduce mental and
physical function scores. Treating
anemia helps improve HRQOL.™*

Treat bone disease. Renal bone disease
can cause pain and fractures. Ina
study, some people used the drug
cinacalcet to reduce levels of parathyroid
hormone and keep their bones healthier.
They had higher HRQOL scores than the
control group, which was given a
placebo.™

Treat restless legs syndrome (RLS).
RLS causes a “creepy-crawly” feeling in
the legs that makes people have to move.
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It interferes with sleep, and good sleep is Talk to your doctor. Medicare pays for

needed for you to feel your best. Using a the drug in some cases.™™

drug called gabapentin eased RLS

symptoms, aided sleep, and improved Conclusion

HRQOL scores.™! Your HRQOL scores on the KDQOL-36

survey are vital clues about how well you are
doing now, and may do in the future.
Anything that makes you feel better
physically and/or mentally can help you to
stay out of the hospital and live longer. So,

people who were given carnitine for 24 set a goal. Takea step! Let your dialysis

weeks had much higher HRQOL scores team help you reach your goal. .Mov.e
than those who were given a placebo " forward toward a good life on dialysis.

B Treat carnitine deficiency. Carnitine
helps your body burn fat for energy. It
is found in nearly every cell. Dialysis can
use up stores of carnitine, and add to
fatigue and heart damage. In a study,

References

" DeOreo PB. Hemodialysis patient-assess functional health status predicts continued survival, hospitalization, and dialysis-

_ attendance compliance. Am ] Kidney Dis. 1997;30:204-212.

" Lowrie EG, Curtin RB, LePain N, Schatell D. Medical Outcomes Study Short Form-36: A consistent and powerful predictor of

_ morbidity and mortality in dialysis patients. Am J Kidney Dis. 2003;41:1286-1291.

" Mapes DL, Lopes AA, Satayathum S et al. Health-related quality of life as a predictor of mortality and hospitalization: The

~ Dialysis Outcomes and Practice Patterns Study (DOPPS). Kid Int. 2003;64:339-349.

" Callahan MB, LeSage L, Johnstone S. A model for patient participation in quality of life measurement to improve
rehabilitation outcomes. Nephrol News Issues. 1999 Jan;13(1):33-7.

" Levendoglu F, Altintepe L, Okudan N, Ugurlu H, Gokbel H, Tonbul Z, Guney I, Turk S. A twelve week exercise program
improves the psychological status, quality of life and work capacity in hemodialysis patients. ] Nephrol. 2004 Nov-
Dec;17(6):826-32.

" Painter P, Moore G, Carlson L, Paul S, Myll ], Phillips W, Haskell W. Effects of exercise training plus normalization of

_ hematocrit on exercise capacity and health-related quality of life. Am ] Kidney Dis. 2002 Feb;39(2):257-65.
" Painter P, Carlson L, Carey S, Paul SM, Myll J. Low-functioning hemodialysis patients improve with exercise training. Am |
_ Kidney Dis. 2000 Sep;36(3):600-8.

! Tawney KW, Tawney PJ, Hladik G, Hogan SL, Falk R], Weaver C, Moore DT, Lee MY. The life readiness program: a physical

~ rehabilitation program for patients on hemodialysis. Am ] Kidney Dis. 2000 Sep;36(3):581-91.

* Molsted S, Eidemak ], Sorensen HT, Kristensen JH. Five months of physical exercise in hemodialysis patients: effects on
aerobic capacity, physical function and self-rated health. Nephron Clin Pract. 2004;,96(3):c76-81.

* BroS, Bjorner JB, Tofte-Jensen P, Klem S, Almtoft B, Danielsen H, Meincke M, Friedberg M, Feldt-Rasmussen B. A

~ prospective, randomized multicenter study comparing APD and CAPD treatment. Perit Dial Int. 1999 Nov-Dec;19(6):526-33.

* Guo A, Wolfson M, Holt R. Early quality of life benefits of icodextrin in peritoneal dialysis. Kidney Int Suppl. 2002

 0ct;(81):572-9.

™ Heidenheim AP, Muirhead N, Moist L, Lindsay RM. Patient quality of life on quotidian hemodialysis. Am ] Kidney Dis.

2003 Jul;42(1 Suppl):36-41.

Ting GO, Kjellstrand C, Freitas T, Carrie BJ, Zarghamee S. Long-term study of high-comorbidity ESRD patients converted
~ from conventional to short daily hemodialysis. Am | Kidney Dis. 2003 Nov;42(5):1020-35.

™" Beusterien KM, Nissenson AR, Port FK, Kelly M, Steinwald B, Ware JE. The effects of recombinant human erythropoietin
on functional health and well-being in chronic dialysis patients. ] Am Soc Nephrol. 1996 May;7(5):763-73.

* Agarwal R, Rizkala AR, Bastani B, Kaskas MO, Leehey D], Besarab A. A randomized controlled trial of oral versus
intravenous iron in chronic kidney disease. Am J Nephrol. 2006;26(5):445-54.

Xiii

©2009 Medical Education Institute, Inc. www.homedialysis.org 4




“ Cunningham J, Danese M, Olson K, Klassen P, Chertow GM. Effects of the calcimimetic cinacalcet HCl on
cardiovascular disease, fracture, and health-related quality of life in secondary hyperparathyroidism. Kidney Int.
2005 Oct;68(4):1793-800.
Micozkadioglu H, Ozdemir FN, Kut A, Sezer S, Saatci U, Haberal M. Gabapentin versus levodopa for the treatment of
Restless Legs Syndrome in hemodialysis patients: an open-label study. Ren Fail. 2004 Jul;26(4):393-7.

Steiber AL, Davis AT, Spry L, Strong J, Buss ML, Ratkiewicz MM, Weatherspoon L]J. Carnitine treatment improved
quality-of-life measure in a sample of Midwestern hemodialysis patients. ] Parenter Enteral Nutr. 2006 Jan-
Feb;30(1):1-5.

Treatment of Dialysis-Related Carnitine Deficiency http://www.renalresearch.com/pdf/dialysistimes/DT9-6.pdf

xvii

xviii

xix

©2009 Medical Education Institute, Inc. www.homedialysis.or§




