FIGHTING
FATIGUE

n

\
.

MULTIPLE
. SCLEROSIS

-

Practical Ways to Create New Habits

and Increase Your Energy

NANCY A.LOWENSTEIN




FIGHTING FATIGUE IN
MULTIPLE SCLEROSIS



This page intentionally left blank



FIGHTING FATIGUE IN
MULTIPLE SCLEROSIS

PRACTICAL WAYS T0 CREATE NEW
HARITS AND INCREASE YOUR ENERGY

NANCY LOWENSTEIN, OTR

4 demosHEALTH

NEW YORK



Visit our web site at www.demosmedpub.com

© 2009 Demos Medical Publishing, LLC. All rights reserved. This book
is protected by copyright. No part of it may be reproduced, stored in a
retrieval system, or transmitted in any form or by any means, electronic,
mechanical, photocopying, recording, or otherwise, without the prior
written permission of the publisher.

Medical information provided by Demos Health, in the absence of a
visit with a health-care professional, must be considered as an educa-
tional service only. This book is not designed to replace a physician’s
independent judgment about the appropriateness or risks of a proce-
dure or therapy for a given patient. Our purpose is to provide you with
information that will help you make your own health-care decisions.

The information and opinions provided here are believed to be accurate
and sound, based on the best judgment available to the authors, editors,
and publisher, but readers who fail to consult appropriate health
authorities assume the risk of any injuries. The publisher is not respon-
sible for errors or omissions. The editors and publisher welcome any
reader to report to the publisher any discrepancies or inaccuracies
noticed.

Library of Congress Cataloging-in-Publication Data

Lowenstein, Nancy A., 1953-

Fighting fatigue in multiple sclerosis : practical ways to create new

habits and increase your energy / Nancy Lowenstein.
p. cm.

Includes index.

ISBN-13: 978-1-932603-75-0 (pbk. : alk. paper)

ISBN-10: 1-932603-75-1 (pbk. : alk. paper)

1. Multiple sclerosis—Popular works. 2. Multiple sclerosis—
Exercise therapy t—Popular works. 3. Fatigue—Popular works.
L. Title.

RC377.L69 2009
616.8'34—dc22
2008046920

Special discounts on bulk quantities of Demos Medical Publishing
books are available to corporations, professional associations,
pharmaceutical companies, health care organizations, and other
qualifying groups. For details, please contact:

Special Sales Department

Demos Medical Publishing

386 Park Avenue South, Suite 301

New York, NY 10016

Phone: 800-532-8663 or 212-683-0072
Fax: 212-683-0118

E-mail: orderdept@demosmedpub.com

Printed in Canada
09 10 11 12 54321


www.demosmedpub.com

CONTENTS

Foreword
Preface
Acknowledgments

Busy Lives, Busy Minds, and Busy Bodies
Nancy Lowenstein

A Look at Your Daily Routine
Nancy Lowenstein

It’s All so Important! What Can I Change?
Nadia D’Arista and Nancy Lowenstein

Ways to Grab Some Rejuvenation
Daria Rabkin and Nancy Lowenstein

Incorporating Exercise Into Your Daily
Routine: The Importance of Exercise in
Combating Fatigue

Sarah Hudak and Nancy Lowenstein

Fitting It All In
Ann Wighton and Nancy Lowenstein

Do I have to Go Upstairs Again? How Your

Environments Tire You Out
Megan Boyce and Nancy Lowenstein

Ways to Simplify Activities and Tasks
Nancy Lowenstein

How to Make Changes Stick
Daria Rabkin

Index

Vil

xi

xiii

13

33

45

65

77

101

131

147

165



This page intentionally left blank



FOREWORD

Fatigue is a major problem in multiple sclerosis, affecting
as many as 90% of individuals with the disease. It is most
commonly defined as a sense of exhaustion and is often
solely attributed to just mood or impaired physical func-
tioning. Yet, fatigue is a symptom in its own right. Phar-
macologic management is usually quite incomplete in
solving the problem and non-pharmacologic interven-
tions are critically important. When fatigue is not
addressed it can lead to tremendous frustration and
adversely affects quality of life for the person with multi-
ple sclerosis, the family and health care provider.

In this wonderfully practical and highly individual-
ized approach to fatigue, a very important management
strategy is laid out in a detailed manner. Such an
approach is critical for a symptom which causes such
diverse problems. The specific recommended guidelines
can lead to a dramatic improvement but will require indi-
viduals to be highly motivated and conscientious. Fortu-
nately, the vast majority of individuals with multiple
sclerosis have just this type of motivation and wish to
improve their lives and reach their maximum potential.
As outlined in this book, the key is to control the disease
rather that be controlled by it. Fatigue can be effectively
treated and this guide can provide the way. The step by
step approach addresses fatigue head on and provides the
necessary tools to overcome this pervasive symptom.

Lauren B. Krupp, MD

Professor of Neurology and Psychology at the State University of New York at
Stony Brook and Medical Center, co-director of the adult MS Center at Stony Brook, and
author of Fatigue in Multiple Sclerosis: A Guide to Diagnosis and Management
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PREFACE

his book came about due to my 10 years working at
I the Mount Auburn Hospital Comprehensive Multi-
ple Sclerosis Care Center where I have taught
energy conservation techniques to people living with
multiple sclerosis. I have done many presentations and
workshops for the New England Chapter of the National
Multiple Sclerosis Society on fatigue management. Learn-
ing to manage fatigue requires changes in the way you
think about yourself, changes in the way you do tasks,
changes in your routines and habits, and involves help
from your family and friends.

This book will work best if you read the chapters in
order and if you do the exercises and activities through-
out. There is no magic pill for managing fatigue, and this
book does not suggest that you stop taking medication
that your doctor has prescribed. However by learning the
techniques in this book, in addition to any medication you
are taking, you should begin to feel more in control of
your life and your symptoms of fatigue.

Additionally, managing your fatigue should not be
something you try and do alone. By involving loved ones,
friends, co-workers and health care professionals, you
will have a greater chance of being successful. It may
seem that you are “giving in” to your multiple sclerosis if
you ask someone else to cook dinner, or drive the kids to
activities, however, if you are then able to enjoy more
quality evening time helping with homework or reading
at bedtime, isn’t the payoff worth asking for the help?

'
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PREEACE

You will need to take an honest look at your priorities,
to not attach who you are to what you can or cannot do. It
is also important to understand that change takes time
and patience. Be kind to yourself, applaud your successes
and don’t get down on yourself if you can’t stick to your
new behaviors 100% of the time. It takes around 6 months
to develop a new habit. Learn to laugh at your mistakes,
tell others what you are trying to do so they can help you.

If you are feeling the need for more formal support
and instruction, there are professionals who are available
as well. An occupational therapist can teach you many of
the energy management techniques in this book. They can
also look at your environments and make suggestions for
ways to make these work better, they can also show you
adaptive equipment that might be useful. A physical ther-
apist can help you develop an exercise routine and talk to
you about external supports for walking, such as a cane,
walker, or scooter. A psychologist or social worker can
help you with anxiety or depression, two conditions that
may impact how tired you feel. In addition there are pro-
fessionals who can help you with clutter, housekeeping,
exercise and even doing errands.

I hope that this book provides you with ideas to help
you feel more empowered and better able to manage your
fatigue. The techniques in this book may also be helpful
for those without multiple sclerosis. If you know others
who are trying to fit everything in to busy lives, teach
them the techniques that you learn throughout this book.

Nancy Lowenstein, MS, CTR, BCPR
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1

Busy LIvES, Busy MINDS,
AND BUSY BODIES

NANCY LOWENSTEIN, OTR

onserving your energy was probably not some-
< thing you thought about before you were diag-

nosed with multiple sclerosis. You were able to go
through your day without worrying about when you were
going to “hit the wall.” You managed all aspects of your
life, from personal needs to family demands to work and
leisure time. Now, however, you find yourself losing
energy by midmorning or later. The tank gets empty much
quicker and is harder to refill. By the end of the day, you are
wondering, “What did I do today that made me so tired?”
This chapter will help you to realize that your daily life is
very energy consuming, even if you don’t think so.
Throughout this book, you will learn about your daily
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activities and which ones take a lot of your energy and
which ones help to restore your energy.

In this chapter you will learn
+ The importance of habits and routines
+ Where your energy may be leaking out
+ How emotions and stress impact your energy levels

Night Owl or Lark?

Our energy levels naturally ebb and flow in cycles through-
out the day. These are called circadian rhythms. We each
have our own patterns and preferences: some of us are
“morning” people; others are “night owls.” Some people
jump right out of bed, ready to attack the day, and others
take awhile to hit their stride. Take the quiz, “Are You a
Night Owl?” to see if you are a night owl, a morning per-
son, or an intermediate.

Maybe you are a night owl who has learned to live in a
morning world. You may still have these natural patterns
and, with multiple sclerosis, your old patterns may be tak-
ing over again. Learning about your daily patterns and
how to manage your day in accordance with your natural
energy cycles is an important aspect of managing fatigue.

Why am I so tired if I haven't
done anything yet?

For as long as you can remember, you've performed many
daily tasks. It's gotten to the point that, now, you don’t even
think about them anymore. These are called habits and rou-
tines. Habits are those activities that you do automatically,
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Are you a Night Owl?

Think about a time before you had multiple sclerosis when
answering these questions.

In the morning,

1. 1 don’t usually rely on an alarm clock or | wake and
get out of bed as soon as the alarm rings.

2. | hit the snooze button. | hit the snooze button. | hit
the snooze button. Eventually, | drag myself out
of bed.

At 9:30 in the evening,

1. | have been in bed for an hour.
2. | am doing the laundry, vacuuming, and baking
bread.

The time of day that | am most alert and energetic is

1. Early morning.
2. Afternoon.
3. Late evening.

If you answered 2, 2, 3, you are a night owl; if you answered
1, 1, 1, you are an early bird. An intermediate person may
respond to some questions as a night owl and to others as
an early bird; intermediates are often able to be more flexi-
ble with their schedules. This information was originally pub-
lished in Birds of a Different Feather by Carolyn Schur and
is used with permission of the author and Schur-Goode
Associates.
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without thinking. When performing habits, you can multi-
task. For example, you can usually get dressed while talk-
ing on the phone or checking email, without forgetting
what you're doing (except if you have cognitive prob-
lems—problems with thinking or memory). When you get
into your own car, you don’t think about where your key
goes; you simply put the key in the ignition. Routines are
a series of tasks, such as a child’s bedtime routine or a
morning routine, which may consist of showering, dress-
ing, and getting coffee.

The habits and routines that you have performed with-
out thinking for so many years can now seem exhausting,
and you may wonder why. For one thing, many of these
activities consume high levels of energy. Showering is akin
to aerobic activity. In the shower, you stand, bend, reach,
and move your arms and legs nonstop for 15 to 20 minutes.
Then, you get out of the shower and dry yourself, which
involves more standing, bending, and reaching. Then, you
get dressed, during which you stand, bend, and reach
some more. Finally, you make breakfast, which involves
even more standing, bending, and reaching! Of course
you're tired—you just had an aerobic workout! If you have
balance problems, spasticity, or pain, you have been work-
ing even harder—expending even more energy. And this
is only your morning routine. What if you are a parent car-
ing for young children who need you to bathe, dress, and
feed them, or what if you need to drive 40 minutes in
stressful rush-hour traffic?

I think by now you get the point that your daily activ-
ities involve a lot more than you may realize and that,
when you string together a series of routines, you may
simply be burning through all of your energy and all of
your reserves.
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To understand how you spend your time and where
your energy might be going, it may be helpful for you to
list the routines and habits that you engage in on a regular
basis. Use Chart 1 to list your routines and then list the
“habits” or activities that make up each routine.

I don’t want to give in to my multiple
sclerosis, so I need to walk a lot

Multiple sclerosis causes multiple physical symptoms—
muscle weakness, spasticity, difficulty walking, tremors,
ataxia, and pain, to mention a few. If you have any of these
symptoms, you'll need to expend more effort to move cor-
rectly or to maintain proper posture. Fighting these phys-
ical symptoms by walking without the support of assistive
devices, such as a cane, rollator, walker, or leg orthotics, is
a huge source of lost energy. Your body is working extra
hard to move correctly, and you will fatigue more quickly
just by trying to compensate for your physical issues. It
is important to consider these issues as you look at man-
aging your fatigue. Perhaps you’ll want to use a device to
help you manage your physical symptoms, in the same
way that you may be taking medications to manage other
symptoms. In Chart 2, list your physical symptoms, how
they affect you, and what you might be able to do about
them.

I sit at a desk all day, why do I feel tired?

You've now looked at your routines, habits, and physical
symptoms, but other activities that you may not have con-
sidered may be causing your fatigue. We all know that being
physically active can make us tired, but using “cognitive”

5
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Chart 1

Habits and activities that make up my daily
routine

Routine Habits/activities

Morning routine Shower

(example) Groom (make-up, shave, dry/style
hair)
Dress
Make a light breakfast

6
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Chart 2

Physical symptoms: How they affect me and
what | can do about them

Physical How it What | can do
symptoms affects me about it
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energy, that is using our minds, can result in fatigue
as well.

Reflect on a time when you had to sit in a class, meet-
ing, or other venue in which you were listening and think-
ing more than you were moving around. Were you tired at
certain times? Did you look at your watch to see when the
event would be over? Did you leave at the end of the class
or meeting feeling exhausted? Just like your body, your
mind requires energy to run. Being in a meeting or class-
room requires you to sit still but upright, to process what
many people are saying, and to remain focused on multi-
ple sources of input, perhaps a document, a presentation,
and a speaker all at once. Even if you don’t have any cog-
nitive impairment, your mind must work very hard to
manage all of these inputs. If you do have cognitive impair-
ments, you will use even more cognitive energy in these
situations. Take some time to think about all of the cogni-
tive tasks that you complete on a daily basis—these include
cognitive tasks both at work and at home—and write
down your tasks in Chart 3.

Have you ever noticed that you feel tired even after
doing an activity while sitting down, such as crafts, com-
puter work, or even preparing a meal? Why is sitting down
and not doing anything physical so tiring? The answer lies
in the mechanics of muscles: when you are sitting, you are
asking your trunk muscles to support your body in an
upright fixed position for long periods of time; your arms
are being held in a fixed, and perhaps, unsupported posi-
tion (see ergonomics in Chapter 7); and your head is also
being held in a flexed forward and fixed position. These
fixed positions require your muscles to hold contractions
for long periods of time to keep you in the positions, and,
by not moving around, you are not increasing your blood

8
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Chart 3

Cognitive tasks that | regularly do at home
and at work

| regularly do the following cognitive tasks
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flow. Additionally, your eyes are working very hard to
remain focused on the task. Include the mental activity of
attending to the task, and it all adds up to very large energy
consumption. This holds true whether you are doing the
task for leisure, fun, or work.

Reflect on the amount of time that you spend each day
on tasks while you are seated. You can use the examples in
Chart 4 to get started.

Chart 4

Time spent on various sedentary activities

| sit in one place for minutes at a time when doing
a task.

I look at the computer screen for minutes without
a break.

| sitin or drive a car for minutes without a stretch
break.

Emotional energy

Our emotions also eat up valuable energy. Anger, depres-
sion, and stress all require large amounts of “emotional”
energy. A variety of biologic processes take place when
your emotions are high. During stressful times, your body
produces chemicals to help you cope with the situation.
These substances increase blood flow, reaction time, and
the rate of other biologic process. When the stressor is
removed, your body goes into a relaxed state again, leav-
ing you more tired than before you were stressed. Long-

10
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term stress can have an impact on your health and immune
system as well, so it is important to be realistic when look-
ing at your own stress levels and to seek help from an
appropriate professional. It is not possible to avoid every-
day tensions, but it is important to recognize the role that
stress plays in fatigue and to learn how to manage stress.
Think about areas in which you expend emotional energy,
and jot your thoughts down in Chart 5.

Chapter Summary

In this chapter, you learned that your daily energy is finite
and that there are many ways that the steam seeps out of
you throughout the day. You may not even be conscious
of the many ways that you lose energy. Your daily routines
and habits, your cognitive tasks, and your emotions all
require energy. Whether you are a day or night person will
be an important factor when it comes to figuring out how
to create a more efficient routine. This book will help you
to explore all of these areas and to learn skills that may help
prevent your strength from “leaking” out during the day.

In the next chapter, you will take a look at how your
days are structured and examine how this structure may
be having an impact on your fatigue levels.

Reference

Night Owl Network. Are you a night owl? Available at
http:/ /www.nightowlnet.com / archive06.htm. Accessed on
October 7, 2008.
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Chart 5

How | expend emotional energy

Things that | get angry easily | feel depressed
regularly when and sad about
stress me

12



2

A LOOK AT YOUR DAILY
ROUTINE

NANCY LOWENSTEIN, OTR

n important part of learning how to manage your
Afatigue is looking at what you do during a typical
day. Energy can just leak, out and you are left
wondering, “What did I do today, and why am I so tired?”
It is important to remember that all activities use energy.
Understanding how much energy each activity uses and

having ways to renew your energy throughout the day will
help you to better manage your fatigue.

In this chapter you will learn
+ About habits that can be problematic
+ How to categorize your daily routines and habits
+ How to create a daily activity log to analyze

13
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Habits that can cause problems

The habits and routines that you have had for a lifetime
may be difficult to change. Additionally, who you are is
often embedded in what you can do or accomplish. You
may have always had an excellent memory for names, or
maybe your claim to fame was that you could go all day
on a cup of coffee and a muffin. However, now that you
have multiple sclerosis, your memory may not be as good
and you may forget names, or you may be tired after sim-
ply taking a shower, and the cup of coffee doesn’t help
rev up the engines anymore. These changes in your self-
perception may be difficult to accept. You may resist mak-
ing the necessary changes to manage your multiple
sclerosis and energy needs because these changes also
alter your self-perception. Embracing the changes and
learning how to take control of your symptoms of multi-
ple sclerosis can empower you. Making these changes
doesn’t mean that you have to give up the activities that
you like; instead, you may need to learn new ways to do
these activities, arrange your schedule, and maybe even
ask others for support. For others, making a few key
changes in their daily routines may be all that they need to
keep their engines running during the day. Even so, mak-
ing adjustments can be difficult.

Habits that can cause problems

+ Being too independent; not asking for help

+ Being too spontaneous; not wanting to plan ahead
+ Juggling too many things at once

+ Wanting to “do it all”

14



A Look AT Your DAILY ROUTINE

A typical day

Typically, you engage in a variety of different activities dur-
ing the day. Table 1 provides an example of a completed
activity chart for a single day. You have to do some of these
activities yourself—no one else can do them for you; oth-
ers have to be done, but you might be able to delegate them
to someone else. You may have still other activities that you

Table 1: Typical daily activities

Activities that you have to do Shower, dress, eat

Activities that can be Grocery shopping,

delegated laundry, cooking, cleaning,
etc.

Activities that could be Work, childcare, exercise,

restructured etc.

Pleasurable activities Hobbies, movies,
socializing

have to perform, but you might be able to structure them
differently so that you use less energy, and, finally, you
have some activities that you enjoy, that you find pleasure
in performing. However, these pleasurable activities are
often the ones that you give up first, when, in fact, these
activities may also be activities that will help rejuvenate or
restore your depleted energy. Now it’s your turn to write
down your daily activities—where would you put them
(Activity 1)?

You may also believe that, when you perform an activ-
ity while sitting down, you may not be expending a lot of
energy. However, simply sitting down doesn’t make an
activity relaxing or rejuvenating. Working on a computer is

15
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Activity 1 Typical daily activities

Activities that you have to do

Activities that can be delegated

Activities that could be restructured

Pleasurable activities

16
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an activity that is often thought of as relaxing, but it actu-
ally takes a lot of energy to work on a computer: your eyes
are focused, your mind is very busy processing the infor-
mation on the screen, and your muscles are working to
keep your body correctly positioned. This is not relaxing!
Sitting down and concentrating on a task—whether it be a
hobby, work activity, or paying bills—also uses a lot of
mental and physical energy, making the task more tiring
than you think.

Where does my energy go?

To understand how you use your energy, it is important to
identify your personal activity profile. This is a way of look-
ing at how different activities may affect your fatigue levels,
that is, how much an activity tires or rejuvenates you. You
often don’t realize how much energy an activity takes
because, previously, you hadn’t had to think about it.

If you are interested in creating your activity profile to
understand how you may manage your fatigue, here is an
exercise to help get you started. You can use the form at the
end of this chapter to make photocopies, as it is best to
track your activities over several days, including a week-
end day and a weekday. You can also make up your own
format that you personalize for your needs.

Creating your activity profile

The chart at the end of this chapter is divided into several
columns. These are time, activity, fatigue level, symptoms,
and comments.

For each hour during the day, briefly note the activity or
activities that you have been doing. In the fatigue column,

17
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note, on a scale of 1 to 10, how tired you feel during or after
doing the activity (1=not at all tired to 10 = exhausted) or
note with an R any activity that felt relaxing and restored
your energy. In the column marked Activity Priority, write
down a number between 1 and 5. Table 2 provides the def-
initions of these numbers.

Take a moment to write down your activities from a
typical weekday and weekend day on a sheet of paper,
start from the time you wake up, and stop when you go to
sleep. Don’t skip anything, and ask someone to help you if
you can’t remember your activities.

Table 2: Scoring guide for activity priorities

1 = Activity has to be done by me, and it works fine the way
it is (e.g., getting dressed)

2 = Activity has to be done, and it could be delegated to
someone else (e.g., grocery shopping)

3 = Activity has to be done by me, but | need to look at how
to change the activity so it isn’t so tiring (e.g., work,
taking a shower)

4 = Activity that | like doing and don’t want to give up (e.g.,
going out with friends)

5 = Activity that doesn’t have to be done; it’s a bonus if |
have enough energy (e.g., cleaning the closets)

In the symptom column, note any symptoms you feel
during or after doing the activity (e.g., blurred vision or
stiff muscles), and, finally, in the comment column, note
anything else about this activity that you feel is important.
See the example of a completed Activity Profile in Table 3.
Alternatives to trying to remember all of your activities
when completing an activity log, but still obtaining this

18
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important information, could be to look at your planner for
the way you spend your days.

Rate and rank your daily activities

Now that you have completed your activity logs, it’s time
to figure out what it all means. When you’re battling
fatigue, it's common to get rid of your fun activities and
fill up your days with the “have to dos” or important
activities before you run out of energy. This creates an
imbalance in your life by focusing too much on the mun-
dane and necessary activities and not creating time for fun
or restorative activities. Leisure activities can help to alle-
viate stress and even fatigue, especially while you're
engaged in the activity. When you're doing something you
enjoy, your brain creates dopamine, a chemical that
enhances your pleasure centers and gives you a feeling of
well-being. Your focus is on the activity because it is enjoy-
able, and you will not feel tired.

Analyzing your activity log and setting
daily priorities

You will now want to look at your activity logs to try to
identify patterns around your fatigue. You can look for pat-
terns in many different ways. Patterns can be related to the
time of day; for instance, you may not feel fatigued until a
certain time of the day. Patterns may be related to symp-
toms; some people with multiple sclerosis develop blurred
vision before they become fatigued. Patterns may be
related to activities; for example, doing a certain activity
may increase your fatigue level. Finally, patterns may be
related to activities that are not fatiguing but, instead, are

19
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Table 3: Example of a completed 24-hour activity profile

Time Activity Fatigue level
5:00 AM
6:00 Wake at 6:30 3
7:00 Wake son; shower self 8
8:00 Drive son to school; walk dog 10
9:00 Eat breakfast; read paper 4
10:00 Start laundry 6
11:00 Computer Internet, email, games 2
12:00 PM Computer Internet, email, games 8
1:00 Pick up son at school; take 10
him to the dentist
2:00 Take son to music lesson 10
3:00 Grocery shopping 10
4:00 Home; walk the dog 10
5:00 Make dinner 10
6:00 Dinner 8
7:00 Clean up; watch TV 8
8:00 Bedtime reading to son R
9:00 Bed R
10:00 Sleep
11:00 Sleep
12:00AM Woke to go to bathroom




A Look AT Your DAILY ROUTINE

Activity
priority Symptoms Comments
N/A Morning stiffness
1 Use a tub seat for shower
2;4 Legs wobbly
1 Felt less tired after sitting
2 Up and down stairs
4
4 Blurred vision, Forgot to eat lunch
headache
1 Headache, urinary
frequency, stiffness
1 Same
1 Lights bothered my eyes
2 Legs very stiff
1 Headache, forgetful
]
2
3 Muscles very tired | Fell asleep on son’s bed;
husband woke me to go to our
bed
N/A
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rejuvenating—those that give you energy. Once you have
found patterns, you can try and find solutions.

Use the charts provided in Tables 4 and 5 to analyze
your activity logs and look for patterns.

You have now taken a look at how your day is struc-
tured, what makes you most tired, what rejuvenates you,
what symptoms to be aware of, and how you build your
day with necessary, fun, or other tasks. This is the founda-
tion from which to build your energy management skills.

Table 4: Activities: Fatigue related to various activities
and priority ratings

How tired does this | Activity
make you (1-10) priority#

Activities | have
to do

Activities | can
delegate

Activities | can
restructure

Activities | like
to do

N
NO
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Summary

In this chapter, you looked at your habits and routines and
a typical day more closely to identify patterns that may
contribute to your feelings of fatigue or of increased energy.
Additionally, you looked at which activities you might be
able to delegate, change, or add to your daily routine. In
the next chapter, you will use this information to decide

how to make changes in your daily routines to manage

your fatigue.

Table 5: Activities

Identify how many of each numbered activity you had during

each day that you kept an activity journal

Day | 1| 2| 3| 4
1 = Activity has to be done by me
2 = Activity has to be done, and |
could delegate to someone else
3 = Activity has to be done by me. |
need to look at how to change the
activity so it isn’t so tiring
4 = Activity that | like doing and don’t
want to give up; my fun activities
5 = Activity that doesn’t have to be done;
it’s a bonus activity that | can do if
| have enough energy
FATIGUE LEVEL
Activities that make me most fatigued
were (over 8 on the fatiguescale) Day | 1 | 2 | 3 | 4

Continued on next page
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Table 5: Activities, continued

FATIGUE LEVEL, continued

Activities that make me somewhat
fatigued were (between 4 & 7 on the
fatigue scale) Day

Activities that make me least fatigued
were (2-3 on the fatigue scale) Day

Activities that restored my energy Day
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Table 5: Activities, continued

SYMPTOMS

| noticed the following symptom(s)
when | was getting fatigued or
already fatigued Day | 1

PATTERNS

I noticed the following patterns
regarding my fatigue, symptoms, or
activities Day 1
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My Activity Profile

Use this chart to create your own activity profile. Make copies of
it and fill this out for a few days, make one a weekend day and
one or two weekdays. Use the following scales for each section:

Fatigue: 1= not at all tired to 10 = exhausted;
R=relaxing/rejuvenating

Activity Priority:

1 = Activity has to be done by me, and it works fine the way it is
(e.g., getting dressed)

2 = Activity has to be done, and | could delegate to someone else
(e.g., grocery shopping)

3 = Activity has to be done by me; | need to look at how to change
the activity so it isn’t so tiring (e.g., work, taking a shower)

4 = Activity that | like doing and don’t want to give up (e.g., going
out with friends)

5 = Activity that doesn’t have to be done; it’s a bonus activity that |
can do if | have enough energy (e.g., cleaning the closets)

Fatigue | Activity
Time Activity level | priority |Symptoms Comments

5:00AM

6:00AM
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My Activity Profile, continued

Fatigue | Activity
Time Activity level | priority | Symptoms Comments
7:00AM
8:00AM
9:00AM
10:00AM

Continued on next page
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My Activity Profile, continued

Fatigue | Activity
Time Activity level | priority | Symptoms Comments
11:00AM
12:00PM
1:00PM
2:00PM

Continued on next page
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My Activity Profile, continued

Fatigue | Activity
Time Activity level | priority | Symptoms Comments
3:00PM
4:00PM
5:00PM
6:00PM

Continued on next page
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My Activity Profile, continued

Fatigue | Activity
Time Activity level | priority | Symptoms Comments
7:00PM
8:00PM
9:00PM
10:00PM

30
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My Activity Profile, continued

Fatigue | Activity
Time Activity level | priority | Symptoms Comments

11:00PM

12:00AM

31
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IT'S ALL SO IMPORTANT!
WHAT CAN | CHANGE?

NANCY LOWENSTEIN, OTR, AND
NADIA D’ARISTA, OTS

ities, tasks, routines, and habits and decide which to

keep, change, or delegate. How do you change your
routines and habits to make them more efficient and to
expend less energy? You can modify an activity in many
ways; you may need to experiment with different methods
before you find the best way for you. Think about three
areas when you are trying to change an activity: (1) Do you
need to change yourself?, (2) Do you need to change how
the activity is done?, or (3) Do you need to change the envi-
ronment in which the activity takes place? Let’s use the
example of taking a shower: changing yourself may lead

In this chapter, you will learn how to look at your activ-
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you to exercise your quadriceps so that you can lift your
leg over the edge of the tub; changing the activity may
mean taking a shower at night instead of in the morning;
changing the environment may mean using a tub seat or
even taking a shower in a different bathroom in the house.

In this chapter you will learn how to modify or adapt
your daily tasks or routines by

+ Changing something about yourself
+ Changing something about the activity
+ Changing something about the environment

Changing something about yourself

Each person with multiple sclerosis will have a unique
experience. Additionally, multiple sclerosis causes many
different symptoms, and the symptoms can vary from day
to day. One day, you may be very stiff; another day, you
may be able to move more comfortably. Changing yourself
may be difficult, but you can begin by simply thinking
about what you need or want to change. You may want to
incorporate exercise into your daily routine or learn yoga
or meditation. Perhaps you want to change the day or time
that you take your medication (after checking with your
physician), or you may even want to try a medication that
you have not ever taken. Maybe your biggest change may
simply be trying to get more sleep.

In the exercise shown in Table 1, you will use the infor-
mation that you identified in your activity log in Chapter
2. List here those activities that you rated above a 6 on the
fatigue scale, and see if there is something that you can
change about yourself to make the activity less tiring.
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Table 1: Activities that I participate in on a regular
basis: What can I change about myself to make the
activity consume less energy?

Activity Change in Me

When should you perform activities?

When you analyzed your activity log, you identified pat-
terns to your fatigue; these may have included being more
tired in the afternoon or, conversely, waking up tired and
getting more energy by noon. As we discussed in Chapter
1, you may be more of a morning person or you may be a
night person. Your energy level will vary throughout the
day. Your mood may be different, and performing a task
may be less difficult at certain times. Also, some activities,
such as exercising and eating healthy snacks, can increase
your energy levels. Whatever your particular pattern, com-
plete the most energy-consuming activities during the part
of the day when you feel the most energized. Later chap-
ters in this book will discuss how to balance your daily,
weekly, and monthly routines. Use Table 2 to look at the
time of day that you complete your high-energy activities.
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Table 2: High-energy activities and performance times

Activities that take | Usually performed | Try to perform
take a lot of energy | at this time at this time

Change something about the activity

Making significant modifications to the tasks themselves
will have the biggest impact your fatigue level. You can
make these changes in a variety of ways, and, as you think
about your different routines, habits, and activities, you
may even see that you've already made changes to some of
them without even realizing it. In this section, you will
learn ways to make changes to the number of steps,
sequence of steps, time of day, or amount of time it takes to
complete an activity. You will also learn to make changes to
the tools, equipment, or materials that you use to perform
the activity, breaking the task into smaller chunks, and
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varying who completes the activity or asking someone to
help you with all or part of the activity. Let’s look at each
of these different ways to modify an activity. To do this, we
will look at a task that has lots of steps, such as baking
cookies from scratch, and use this example for all the meth-
ods so that you can get an idea of the many ways of chang-
ing the same activity.

Change the sequence or number of steps

To figure out how to alter the sequence of the steps or to
eliminate steps in any activity, you first have to list the key
steps of the task. Now let’s look at this list of the key steps
in baking cookies from scratch (Table 3) and see how you
can do this in fewer steps (Tables 4).

By first gathering all of the ingredients, measuring
tools, and other equipment at once and putting them all on
the workspace, you are able to reduce the number of steps
and save energy by not walking, bending, and reaching
more than is necessary. You may even be able to think of
other ways to save steps.

Change the time of day or amount of time
needed to do an activity

When making cookies, you can choose when to bake them:
during the hottest time of day, with the oven then adding
heat to an already-hot kitchen, or later in the day or early
in the morning. You can also make them during the time of
day when you have the most energy. You could use a
quicker method, such as using a commercial mix or a slice-
and-bake cookie dough. You can premix all of the dry
ingredients, keeping the mix in a container, so that you
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Table 3: Steps involved in baking cookies from scratch

1.

© N o 0o ~ 0 DN

10.
11.
12.
13.

14.
15.
16.

17.

18.

Take out or find the recipe

Preheat the oven

Take out the mixer

Take out and grease a cookie sheet

Take out the butter, put it into a bowl, and beat
Take out and measure the sugar

Add the sugar to the bowl with the butter and beat

Take out the eggs, add them to the butter and sugar
mixture, and beat

Take out and measure the vanilla; add it to the butter,
sugar, and egg mixture; and beat

Take out and measure the flour
Take out and measure the baking powder and salt
Add all of the dry ingredients to a bowl and mix

Add the dry ingredients to the butter, sugar, egg, and
vanilla mixture and mix together

Spoon individual cookies onto a cookie sheet
Put the cookie sheet into the oven, and set the timer

Remove the cookie sheet from oven, remove the
cookies from the sheet, and place the cookies on a
cooling rack

Place the cooled cookies into a container

Clean up
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Table 4: Steps involved in baking cookies from scratch
(modified)

1.
2.
3.

10.
11.

12.
13.

Take out the recipe
Preheat the oven

Take out the mixer, measuring cups and spoons, and
cookie sheet, and place all of the items on the
workspace

. Gather all of the ingredients and place them on the

workspace

. Combine all of the dry ingredients
. Beat the butter and sugar together

. Add the eggs and flavoring to the butter and sugar

mixture

. Add the dry ingredients to the mixture and beat

together

. Spoon the cookies onto a nonstick cookie sheet

Put the cookie sheet into the oven and set the timer

Remove the cookie sheet from the oven, remove the
cookies from the sheet, and place the cookies on a
cooling rack

Place the cooled cookies into a container

Clean up

only have to cream together the wet ingredients and then
add the dry ones when you're in the mood for fresh-baked
cookies. If you always bake holiday cookies, but you get
tired because of all the other obligations you have, you
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might want to bake your cookies early, before the mad
rush, and then freeze them. Many cookies can be frozen
with good results.

Change the materials, tools, or equipment
Before we begin this discussion, let’s define a few terms.

* Materials: Materials can be anything that is dispos-
able or used only once. Examples include flour, but-
ter, or eggs.

* Tools: Tools are things that you need to use to com-
plete the activity; they are usually items that you can
hold in your hand. Examples include measuring cups
and spoons, spatulas, or a cookie sheet.

e Equipment: Equipment includes those items that are
larger and more mechanical than tools. Examples
include a mixer, oven, or refrigerator.

Changing materials may be more difficult than chang-
ing the time of day in which you bake, for example, but
using things like prechopped vegetables or different kinds of
packaging may make changes in this area easier. The tools
can be changed by size, weight, ergonomics, height, color,
or various other ways. Lastly, equipment may need to be
modified, moved to another place, or changed completely.

We can use the example of baking cookies to see how
materials, tools, and equipment can be changed to decrease
the amount of energy that you expend. In the realm of
materials, you could change from a made-from-scratch bat-
ter to a commercially prepared cookie mix or slice-and-
bake cookie dough. Tools that may be helpful include a
nonstick cookie sheet or measuring cups and spoons that
are lighter or have larger handles so your muscles don’t
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have to work as much. Finally, a variety of equipment can
be employed that requires less energy. Using a tabletop
mixer instead of a handheld one will make it easier on your
arms and use less of your energy. Baking your cookies in a
wall oven instead of a stove top-oven combination will also
be less tiring because you don’t have to bend to put the
cookies into and pull them out of the oven.

Break task into smaller chunks

Breaking a task into smaller chunks, may mean doing a
part of the task, then resting and resuming the task later.
When preparing cookies, one way to break the project into
smaller chunks is to take out the ingredients and baking
tools and then wait while the eggs and butter come to room
temperature; another way is to prepare the dough, put it
into the refrigerator, take a rest, and then return at a later
time to bake the cookies.

Change who does the task or ask someone
to help you

People with multiple sclerosis often have the expectation
that, if they let go of doing something or ask for help to do
it, then they are giving in to the disease. If you are of this
mindset, then your way of thinking may be costing you
lots of energy. Even if you give up doing a few things, you
can still take care of your family in other ways, or, if you
share the task with someone else, you can still enjoy social
time. Certainly, if baking is something you enjoy doing,
you may not want to ask someone else to bake the cookies,
but, if you are baking simply because you always bake the
holiday cookies and it is expected of you, then maybe this
is a time to teach the art of baking holiday cookies to the

41



NANCY LOWENSTEIN, OTR, AND NaDIA D'ARISTA, OTS

next generation. In the same way, you could share the
cookie baking with children, grandchildren, or other fam-
ily members, letting them do a lot of the moving around,
gathering of materials, etc, while you mix the batter. This
can be a wonderful way to pass down family traditions
and recipes, as well as a great time- and energy-saving
technique. Lastly, think about whether you need to do the
task, or can you ask someone else do it?

One caveat: when you ask other people to do a task, you
have to let them do it their way!

I like to tell a story of when I had two small children and
had to go down four flights of stairs and then to a different
building to do our laundry. When my husband volunteered
to take on the task, I had to let him do it his way; he didn’t
sort clothes, and everything went into the dryer. I quickly
learned to buy cold-water detergent and keep any clothing
I cared about out of the wash and do that myself. By mak-
ing this change in my thinking, I was able to give up a very
tiring task and use that time and energy for playing with
my children, cooking dinner, or doing another task.

Now it’s your turn to practice analyzing an activity or
task using Table 5. Start with something easy, but it should
be something that you do on a regular basis, so that you
can easily list the key steps.

Change something about the environment
where the activity takes place

The last area that you want to look at is where you usually
do the activity. Ask yourself the following questions: Is this
the only place to do it? Is the space set up in the most
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Table 5: Changing the way you complete an activity

Activity/task
steps

What steps
can |
eliminate?

What changes
can | make to
the sequence?

What changes
can | make in
the materials,
tools, and
equipment?

Where | can
break it into
smaller
chunks?

Who can |
get to do it?

With whom
do | want
to do it?
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energy-efficient way? Is the equipment in this room the
best for the task? Is the lighting appropriate for the task?
What is the noise level in the space? Some activities have to
take place in the space you do them, e.g., showering, laun-
dry, grocery shopping. Other activities can be moved to a
different space, e.g., you can move the computer to a room
on the first floor so that you don’t have to take the stairs
every time you want to check your email. Chapter 7 will
allow you to explore your environments in more detail, but
keep in mind the impact that the space can have on the
amount of energy that you are expending.

Summary

In this chapter, you looked at ways to change activities,
tasks, habits, and routines to make them more energy effi-
cient. Changing something about yourself, the activity, or
the environment is key to doing this. By changing one of
these, you may find a better way to perform the activity
that is quicker or less tiring. Remember, when you try to
change the way you do a task, it takes a while to feel com-
fortable with the new way of doing something. It may take
practice, adjustments, and patience, but the payoff will be
feeling less tired. In the next chapter, we will look at ways
to restore your energy throughout the day.
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WAYS 10 GRAR
SOME REJUVENATION

DARIA RARKIN, OTS, AND
NANCY LOWENSTEIN, OTR

hen learning to manage fatigue, it is important
Wto find ways to “fill the tank” throughout the day,

preferably before you feel so tired that you can’t
recover. Rejuvenation is defined as something that “restores
to a former state” or “makes you fresh or new again.” Know-
ing what activities provide you with energy, or allow you to
rejuvenate, is a key part of managing your fatigue. You will
need to identify several activities that are rejuvenating
because you will be in different situations and one method
may not fit all of these situations. For some people, restoring
energy can be accomplished by exercising, meditating, or
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eating right, but, for others, it may be more difficult to find
restorative activities.

This chapter will speak to the various ways that an indi-
vidual can decrease daily fatigue. Part of understanding
how to manage your lack of energy is also understanding
the signs your body is giving you that say, “Slow down!”
Rather than ignoring these signs and plowing on, it is
important that you respect these signs and use a restora-
tive technique before your tank hits empty. Restorative
techniques that will be discussed include getting enough
sleep at night; taking naps or breaks during the day; using
simple meditation, yoga, or T"ai- chi; eating right; finding
leisure and enjoyable activities; exercising; and balancing
your day.

In this chapter you will learn

+ How to recognize the right restorative activities for
you

+ The importance of scheduling “down” or restorative
time throughout your day

My energy bank

When you think of energy, it is helpful to have a visual
image. You may find one of these two images helpful.
Imagine a jar that holds your energy. When you wake in
the morning, that jar is full, or nearly full; each time you
do an activity, you either empty the jar or add to the jar.
Some activities will consume and others will restore. In
Chapter 2, you ranked how fatiguing or restorative you
found different activities. You can go back to this exercise
and, using the image of a jar, see how much energy you
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removed from the jar and how much you returned on
your typical days. How did you come out at the end
of the day? Did you have energy to spare or were you in
the hole?

A second image that you can visualize is making
deposits and withdrawals from a bank account. Every time
you do an activity, you either remove or restore your own
account. It is equally important for you to find ways to
restore energy throughout the day. You will need to find
activities that restore large or small amounts of energy and
those that restore energy in a short period of time or require
a longer period of time. This is so that you have choices
throughout the day to restore your energy.

Getting enough sleep

Sleep is important for both physical and mental health, and
getting enough sleep at night is essential for just about
everyone. Eight hours is the most common recommenda-
tion, but an individual’s need for sleep actually varies
depending on several factors. These factors include

* Genetics
* The activities you do to control alertness (e.g., drink-
ing coffee)

The quality of your sleep
Your unique sleep cycle
The activities you do during the day (e.g., exercise)

All of these factors, plus your symptoms of multiple
sclerosis, interact to determine how much sleep you may
be getting. Though some of these factors, like genetics,
cannot be controlled, it can be beneficial to adjust the ones
that you can control if they are standing in the way of your
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getting a good night’s sleep. Start with your neurologist;
talk with him or her about your sleep and any symptoms
(such as restless legs syndrome, bladder urgency or dis-
tention, pain, anxiety, or side effects from medications)
that may be interfering with your sleep. Next look at
your sleeping environment, i.e., your bedroom, and your
sleep habits. Over the years, experts in sleep medicine
have developed many helpful suggestions to improve
sleep (Table 1).

Table 1: Tips to develop good sleep hygiene

+ Set a fixed bedtime and wake-up time

+ Make sure your bed and bedding are comfortable; old
mattresses and pillows can be a major reason that you
are not sleeping well

+ Keep the room at a comfortable temperature and well
ventilated

+ Block out noise and light

+ Do not use your bed as an office, TV, couch, etc.; it is for
sleeping and intimacy only

+ Develop a ritual to do before you go to bed; this might
involve reading, drinking a warm glass of milk, or eating a
banana

- Do NOT watch TV in bed; as a matter of fact, take the TV
OUT of the bedroom

+ If you can’t go to sleep after 15-20 minutes, get out of
bed, read, relax (no TV or computers), and then try
again. (Do not try and convince yourself that you are
ready to go to sleep)
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The idea behind these suggestions is to make bedtime
a habit with a consistent routine. Your brain will become
aware of these cues and will begin to slow down when you
start the routine. If you have children, you may remember
creating a bedtime routine for them, such as singing a lull-
aby or reading a story to them. This routine served to help
them calm down and be ready for sleep. As adults, we still
need these bedtime routines. Take a moment and use Chart
1 to think about your current routine and how you can
adapt it to create a bedtime routine that is more conducive
to sleep.

Sleep deprivation has adverse effects on health (it can
decrease the functioning of your immune system), alertness,

Image 1. Notice the eye mask and ear plugs to black out
light and noise
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Chart 1 Bedtime routines

Current routine

Y/N

Create a new
bedtime routine

My bedtime is the
same each night

I get up at the same
time each day

| watch TV in my bed
| read in bed

My mattress is more
than 6 years old

My pillow is more
than 6 years old

My room is dark
when | go to bed
My room is quiet
when | go to bed

My room is a
comfortable
temperature for me,
or | have enough
bedding to make

it comfortable

| eat high-energy
foods before | go to
bed (sugary,
caffeinated, alcohol)*

*These foods should be avoided.
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and performance and can, therefore, increase the amount
of fatigue that you feel during the day. In other words, if
you aren’t getting enough sleep at night, you will be more
tired, less focused, and less able to perform throughout
the day.

Keeping a sleep diary, such as the one provided in
Image 2, may help you figure out how fatigued or
refreshed you are upon awakening, as well as what
changes you may need to make during your day (e.g., tak-
ing a nap).

Sleeping

+ An adequate amount of sleep is important for daily
functioning

+ Too little sleep has a negative effect on health,
alertness, and performance

+ Figure out what is causing your lack of sleep, and fix
it!

+ Talk with your doctor about your symptoms of
multiple sclerosis and medications that may be
affecting your sleep

Taking Naps

Another way to get some restoration during the day is to
take a nap. When you have multiple sclerosis it is okay, and
sometimes necessary, to nap. Several studies have con-
cluded that humans are actually biologically prone to tak-
ing midafternoon naps. Have you ever wondered why
toddlers and elderly people have a tendency to nap at that
time? Well, now you know! The National Sleep Founda-
tion encourages the use of naps to restore energy during
the day and recommends various napping strategies.
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COMPLETE IN MORNING COMPLETE AT END OF DAY
| went to | got out of Last night, | woke up When | woke | Last night My sleep was | | consumed I exercised Approximatel | Medication(s) | About 1 hour
Fill out days bed last bed this 1 fell during the up for the I slept a disturbed by: caffeinated at least 20 y 2-3 hours | took during | before going
1-4 below and | night at: morning at: | asleep in: night: day, | felt: total of: e drinks in the: rninl:lt.es befl;)r‘ej gloing the day: tz slfee"p, I.did
days 5-7 (Record number (Check one) (Record number emotional, physical | (e.g. coffee, tea, in the: iz, [List name of @ e- .o owing
on page 2 of times) of hours) orenvitonmental | colg) consumed: | pegicarion/druges) | Activity:
your sleep; e.g. (List activity; e.g.
stress, snoring, watch TV, work,
physical discomfort, read)

temperature)

0 Morning | & Morning
DAY 1 O Refreshed T | O Afternoon | Afternoon | O Alcohol
—————— | O Within several| [} Within several| (] A heavy

oA PM/AM | ____PM/AM | ___ Minutes Times | fgp::;:t ___Hours | | hoursbefore | hoursbefore | meal
DATE | gongtobed | goingtobed | (] Not
0 Fatigued ) Not 0 Not applicable
—— | applicable | applicable
0 Morning | 0 Morning
DAY 2 0 Refreshed T | O Afternoon | Afternoon | CI Alcohol
DAY O Somewhat [ Within several| 1 Within several| 0 A heavy
PM/AM | __ PM/AM | ___ Minutes Times refreshed | —Hours | hours before hours before meal
DATE - going to bed goingtobed | O Not
— O Fatigued ] Not [ Not applicable

applicable applicable

O Morning | & Morning
DAY 3 0 Refreshed [ Afternoon | [ Afternoon | 0 Alcohol
— | O Within several| & Within several| 0 A heavy

PAY ___PM/AM | ____PM/AM | ___ Minutes | ___ Times . srg;::;rézt ___Hours | hoursbefore | hoursbefore | meal
DATE o going to bed goingtobed | O Not
- O Fatigued 0 Not [J Not applicable
| applicable | applicable
) Morning [J Morning
DAY 4 0 Refreshed | O Afternoon | U Afternoon | o Ajcohol
DAY 5 SR —— | O Within several| & Withinseverel| 1 A heavy
___PM/AM| ____PM/AM | __ Minutes | ____ Times refreshed _ Hours | hours before hoyrsbefore meal
DATE goingtobed | 9ongtobed | o Not
0 Fatigued O Not & Not applicable

applicable applicable

Image 2. An example of a sleep diary. Reprinted with permission of the National Sleep Foundation,
Washington, DC.
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Benefits of Napping

* Increases alertness, energy, and productivity
(especially if you did not get enough sleep the night
before)

+ Improves memory and the capacity for learning

* Improves health

* Increases relaxation

+ Decreases stress

Taking a nap can help you to function better during the
day. However, you should keep some important consider-
ations in mind when it comes to taking a nap. These points
will help you get the most out of your naps.

Special Considerations for Napping

+ Try to nap either in the morning or just after lunch

+ Decrease your consumption of caffeine and fatty
food before napping

+ Find a comfortable, clean, and darkened area to nap

+ Grab a blanket and set your alarm (your cell phone
likely has one)

+ Do not rely on naps instead of getting a full night’s
sleep

+ Keep your nap to one hour or less

+ Take a nap when your children nap

Naps are meant to help rejuvenate you, but they will not
be nearly as beneficial if you did not get enough sleep the
night before.

Though naps can be incredibly helpful, they are not
a substitute for a good night’s sleep. It is also important
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to remember that taking a nap is not a sign of laziness—
napping will help you become more productive, energetic,
and alert for whatever the remainder of your day will
bring.

Write down when and where you can take a nap
during the day.

Taking breaks during the day

Similar to taking naps, taking breaks during the day will
allow you to step away from whatever you may be doing
and take a few minutes for yourself. Many people feel that
they “have to do everything before I get tired” and are will-
ing to work hours until they “hit the wall” and can go no
further. Though this may get things done, it totally depletes
your energy for the rest of that day and sometimes for the
next day as well.

Taking breaks from doing activities that are tiring is
very important. You can schedule a break from the task
itself, or you can plan to follow a tiring activity with one
that is more relaxing.

If you work at a computer or sit in the same position
for more than an hour, it is important to schedule a 10-
minute break to stretch, relax your eyes, and give your
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muscles a break. Taking breaks will give your body and
mind a chance to replenish and will allow you to come
back to your work or task at hand with a fresh set of eyes
and a sharper focus. Figure out what helps you to restore
your energy in a short period of time. Is it closing your
eyes, listening to music, taking a walk? Try a few different
things to see what works for you.

Taking Breaks

« Schedule a break approximately every hour

+ Breaks will give your body and mind a chance
to relax

+ Breaks will allow you to come back to your work
more refreshed and focused

Activities | want to try as a break from computer or
other sedentary work
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Yoga, T’ai-chi, meditation

Some people have found that activities such as T’ai-chi,
yoga, or mediation are very helpful in teaching them ways
to restore energy. Yoga and T’ai-chi have also been shown
to have beneficial effects on balance and flexibility for indi-
viduals with multiple sclerosis. It is important to find an
instructor who is familiar with multiple sclerosis or is open
to helping you with any modifications that you might
need. Meditation is a way of quieting your mind, slowing
your heart rate, and providing a relaxed state of mind. As
with learning any new skill, meditation takes practice and
patience to learn, yet this is a great way to find rejuvenation
any place, in a short amount of time.

Having a Good Diet

A good diet is balanced, including lots of different foods
and not too much of any one food. This way, you get all of
the nutrients that you need. Some foods (such as oily and
fatty foods) can drag you down and decrease your energy,
whereas other foods (like fruits and vegetables) can
increase your energy, stamina, and focus.

Having breakfast will give you a boost of energy to
start your day and may prevent you from feeling the need
to overeat later in the day—which can lead to increased
fatigue. An abundance of processed snacks and junk food
will leave you with a bloated and dragging feeling
because they are not filling; instead of eating processed
foods, eat “real” food in moderation and savor it. Eating
foods that provide wellness and power—such as vegeta-
bles, fruits (especially berries), whole grains, nuts and
seeds (especially almonds and walnuts), organic dairy
products, beans, and avocados—will also increase your
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energy and keep you from eating junk food. Additionally,
you may need to monitor your intake of soda, caffeine,
and sugary drinks because these beverages may give
you a temporary bust of energy but leave you feeling
tired later.

The National Multiple Sclerosis Society has several
resources regarding nutrition and multiple sclerosis,
including the nutrition tips to manage fatigue (Table 2).

Table 2: Tips to help manage fatigue

* Never go longer than four hours without food. You don’t
have to eat a lot. A small snack is fine.

+ Shrink your meals so that you eat more frequently. For
example, save half of your lunch, and eat it three hours
later.

+ Eat a small protein snack in the afternoon, such as a
mozzarella stick, beef jerky, cottage cheese, or peanut
butter, to help you feel more alert.

+ Avoid big helpings. Avoid sugary desserts. Both will
increase fatigue!

+ Avoid over using caffeine. If you use caffeine as a pick-
me-up throughout the day, it may lead to restless sleep
and increased anxiety.

Eating Right
- Eat breakfast
+ Eat more vegetables
- Eat real food in moderation; and savor it
+ Eat wellness power foods, like nuts, grains and berries
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Leisure activities and hobbies

When you have fatigue, it is often all you can do to meet
your daily demands, so thinking about adding a leisure
activity may seem like too much. However, doing things
that give you pleasure is often rejuvenating. It may not be
possible to continue your same leisure activity, such as
running or knitting, so it is important to find something
else that you can do to replace a cherished activity. People
often substitute many hours of watching TV or sitting at
the computer for their previous pleasurable leisure activ-
ities. Although watching TV and surfing the Internet can
certainly give you pleasure, they do not occupy your
mind in the same way that having a hobby or sharing an
interest with someone else does. If you can’t remember
what you enjoyed doing in the past, or you are unable to
do those activities because of your multiple sclerosis, use
the space provided in Table 3 to brainstorm about other
ideas for enjoyable activities and possible adaptations
that you might need to do them. You might find it help-
ful to do this with a partner or someone else with whom
you want to enjoy this play time. If you can’t think of
leisure activities that you used to enjoy, completing an
interest checklist may be helpful to identify new activi-
ties (You can find a Modified Interest Check List at the
end of this chapter).

But I am too tired to exercise!

Exercising regularly is important. Research has clearly
documented that regular exercise is beneficial in combat-
ing fatigue for people with multiple sclerosis. You may feel
that you are too tired to exercise, but, in the long run, exer-
cise increases your capacity for activity. Exercise will help
you get a better night’s sleep and reduce your levels of
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Table 3: Leisure activities old and new

Leisure activity that

Leisure activity that

Adaptations | might

| love to do | want to try Barriers need to make
Hiking Bike riding Poor balance Use a bicycle built for two
Knitting Knitting Visual issues Direct task lighting, large

needles and bright colors
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stress and anxiety. Doing some form of daily exercise is
most beneficial because it is not the length of time, as
much as it is the regularity of exercise, that matters. Con-
sulting a physical therapist who is familiar with the
unique needs of individuals with multiple sclerosis is
important before you start any exercise program. (Chapter
5 provides more information about exercise and multiple
sclerosis.) The key to using exercise as a rejuvenating
activity is to remember that each day is going to be differ-
ent, that doing a few minutes of exercise may be enough
to get you going again, and that not overdoing exercise is
important because too much exercise will make you more
tired.

Creating a schedule for yourself will help you to
remember the exercises that you should do during the day.
Picking exercises that you can do sitting and standing will
help you to easily incorporate them into your day. Try to do
some kind of exercise every single day.

Exercising

+ Pick exercises you enjoy doing

* Do at least 1-2 exercises a day

+ Create an exercise schedule

+ Spread out exercises throughout the day
+ Do not overdo it!

Having a balanced life

It is important to know what goes into having a well-bal-
anced life. While you are taking care of your kids, your
home, and maybe your parents and working, where do you
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Balance in Life

+ Balance work, leisure, and sleep
+ Prioritize activities that you have to do and those
activities that you want to do

fit in? You have to fit in somewhere, and that’s why it’s
important to have a healthy balance among all parts of
your life. Balancing leisure time (doing activities that you
enjoy and that will rejuvenate you, such as taking a walk or
getting a massage or manicure) with work time (doing
your job or something you find tedious) and with sleep
time may be difficult—but it is nonetheless quite impor-
tant. A balance in your life will help you prioritize and
schedule activities that you have to do along with activities
that you want to do (see Chapter 6 for more information
on how to do this). Combining these areas equally creates
a balance in your life that will allow you to feel happier,
more energetic, and less fatigued.

70 I:I % leisure
60 - I:I % work
01 - % rest

Image 3. A balanced day.
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80

70 I:I % leisure
I:I % work
- % rest

Image 4. An unbalanced day.
Summary

Being able to visualize your energy needs as either a jar
that empties and refills or a bank account in which you
make withdrawals and deposits may help you in thinking
about where and when you need to make time for rejuve-
nation. When you are feeling fatigued, you can find ways
to restore energy throughout your day or week. Getting
enough sleep at night allows you to wake up refreshed and
rejuvenated; taking naps and breaks during the day will
help keep you focused on your task at hand when you
return after your nap or break. Learning T’ai-chi, yoga, or
mediation; finding a new hobby or leisure activity, or
resuming a forgotten one; watching your diet and nutri-
tion; and exercising regularly will all help increase your
energy level. Finally, having a balance among work,
leisure, and sleep will help you to manage your fatigue by
allowing you to prioritize among the things that you have
to do and the things that you want to do.
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INTEREST CHECKLIST

Activity

What has been your level of interest

In the past ten years

In the past year

Do you
currently
participate in
this activity?

Would you
like to
pursue this
in the future?

Strong | Some | No

Strong | Some | No

Yes No

Yes No

Gardening Yardwork

Sewing/needle work

Playing card

Foreign languages

Church activities

Radio

Walking

Car repair

Writing

Dancing

Golf

Football

Listening to popular music

Puzzles

Holiday Activities

Pets/livestock

Movies

Listening to classical music

Speeches/lectures

Swimming

Bowling

Visiting

Mending

Checkers/Chess

Barbecues

Reading

Traveling

Parties

Wrestling

Housecleaning

Model building

Television

Concerts

Pottery

Image 5. A Modified Interest Check List.
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Resources and references

For more information and tips on sleep hygiene, check out
the following websites:

* www.sleepfoundation.org

e www.stanford.edu/~dement/howto.html

e www.umm.edu/sleep/sleep_hyg.htm

e http:/ /www.sleepeducation.com/Hygiene.aspx

Matsutsuyu J. The interest checklist. Am J Occup Ther
1969;23:323-8.

The University of Illinois at Chicago. The MOHO
(Model of Human Occupation) Clearing House. Available
athttp:/ / www.moho.uic.edu. Accessed on October 6, 2008.

National Multiple Sclerosis Society. You can ... maintain
good nutrition. Available at http://www.nationalms
society.org/living-with-multiple-sclerosis / you-can /main
tain-good-nutrition/index.aspx. Accessed on October 6,
2008.
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INCORPORATING EXERCISE INTO
YOUR DAILY ROUTINE:

THE IMPORTANCE OF LXERCISE
IN COMBATING FATIGUE

Sarall Hupak, MS, OTS, AND
NANCY LOWENSTEIN, OTR

healthy lifestyle. Regardless of your age or sex, mak-
ing time to incorporate exercise into your daily life
can help you feel good and look good and can contribute
to your overall health. Exercise can even help ease the
symptoms of multiple sclerosis (MS). It can help you to

E xercise has always been a key component in living a

retain your balance and flexibility, while regulating your
sleep patterns, bowel movements, and appetite. Exercise can
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also help alleviate fatigue by building balance, flexibility,
endurance, and strength so that you can perform your
everyday activities. Today, however, going to gyms, joining
yoga studios, and spending money on fitness gimmicks
have been the primary ways that you think of for “working
out.” Incorporating strength into a daily routine is impor-
tant, but, if you're wondering, “Do I have to go to the gym
to have an exercise routine?” The answer is firmly, “No!”
This chapter introduces ideas and strategies for incorporat-
ing exercise throughout your day, while highlighting the
importance of exercise to sustain your well-being.

In this chapter you will learn

+ The importance of exercise in combating fatigue

+ Your supports and barriers to exercise

+ Ways to incorporate exercise into your daily routine

- Different types of exercises that might be beneficial
to you

Supports and barriers to exercise

Finding ways to condition your body or incorporating
exercise into your daily routine can be challenging. For
those who have never exercised or don’t even like the
thought of it, it’s not as hard as you think! For those who
enjoy exercising, but who now feel that exercising is more
difficult because of MS and fatigue, it may be simply a mat-
ter of finding the right balance and learning to exercise
within new limits. It is important to remember that, with
MS, your daily abilities to exercise may vary. One day you
may be able to take a 20-minute walk, and, the next day, 5
minutes may seem daunting. This variability should not
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cause you to skip exercising or to push yourself on a “bad”
day; just understand that this is normal.

Barriers to exercise will be different for everyone. Some
people can’t find the time during the day, and others may
have time but just don’t know what activities to do. It is
common for people with MS to be afraid to exert the energy
necessary to exercise. They may think that their energy
should be used elsewhere or fear not knowing what to do if
something “bad” happens while exercising. The term “exer-
cise” may haunt their thoughts! What are your fears? What
barriers and supports do you have to exercise? You can use
Table 1 to record some of your barriers and supports.

Common barriers to exercise

+ Too tired: Don’t have energy to spare!

+ Unmotivated: Don't like it, don’t want to try it, don’t
want to use it!

+ Finances; Gym memberships are too expensive!

+ Scared: What if something happens to me while I'm
on a walk—Who'’s there to help?

+ Difficulty getting to a gym, pool, or other facility

It is also important to understand what supports are
available for you to exercise. For some people, it may be

Supports to exercise

+ Paying for a club or gym membership

+ Exercising with someone

+ Being able to make exercise fun

+ Having a specific exercise plan

+ Not needing equipment

+ Establishing a regular time to exercise everyday
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paying for a gym or club membership; for others, it may
be having someone with whom to exercise. Now, think
about what supports you have for making exercise a regu-
lar part of your life, and record your supports in Table 1.

Table 1: My barriers and supports to exercise

My barriers My supports

How will my diagnosis of MS affect my
ability to exercise?

When you have MS and want to start an exercise program,
it is best to start with an evaluation by a physical therapist
who is familiar with the needs of individuals with MS. He
or she can give you specific exercises for your particular
needs. For instance, you may need to stretch or strengthen
particular muscles, or you may need to work on balance. If
you have spasticity, you may need to perform exercises in
special ways. Common problem areas for those with MS
are balance, strength, flexibility, and endurance. It is there-
fore very important to be able to figure out how to make
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sure that you do the exercises that are given to you on a
regular basis.

What are the different types of exercise?

You may have heard of activities that work on strength, or
balance, or endurance, but do you know what the differ-
ences are and why they are all important? MS affects the
myelin sheath, the covering, around the nerves, which in
turn affects the speed with which messages are sent from
your brain to your muscles. If you have less myelin, your
nerves are less efficient in sending messages, your muscles
become weaker, and you may experience loss of strength,
decreased range of motion in your major joints, and spas-
ticity. Strength training can help prevent contractures (a
permanent shortening of the muscles, which pulls the joint
out of place), atrophy (a wasting away or shrinking of a
muscle), and fatigue, while improving function. Exercises
can be classified as resistive or nonresistive. Resistance can
be accomplished by using weights, an exercise band, or
even a one-pound bag of rice. Resistive exercises are used
to increase muscle strength; by lifting against a resistance,
you build muscle. You can slowly increase the amount of
weight you use as you build muscle. When doing resistive
exercises, it is important to not overdo it, as this can cause
pain or muscle pulls. Nonresistive exercises are best for
building up muscle endurance; endurance is how long you
can move a muscle or hold it in a certain position. You need
your muscles to be both strong and have good endurance.

Flexibility is another area that is important to address.
Flexibility refers to how elastic your muscles and tendons
are. Problems with flexibility can be caused by decondi-
tioning, lack of activity, or spasticity. When you have
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decreased flexibility, you may have problems with walk-
ing, reaching, bending, or other activities. Exercises that
address flexibility are also known as stretching. In this type
of workout, it is important to hold the stretch for 20 to 30
seconds, relax, and then repeat the stretch, trying to go a
little farther in the second stretch.

The last type of exercise is known as aerobic. Aerobic
exercise works on cardiovascular fitness, which is impor-
tant in combating fatigue. As your aerobic fitness
improves, you will find yourself able to do more and have
more energy. Aerobic activity is a low-intensity activity
requiring high endurance over a continuous period of time.
Riding a stationary bike, swimming in a pool, and going
for a walk are all examples of aerobic activities. Difficulty
with aerobic exercise can be a result of muscle weakness
and limited endurance. If you choose to swim, it is impor-
tant that the pool water temperature is between 80°F and
85°F. Ask what the normal temperature the pool is. If the
pool in which you swim has an arthritis program, it will
probably be too warm for someone with MS.

With any workout program, it is important to learn
your limits. Starting small can help you understand what
exercises work best for you.

How do I know what I need to incorporate
into an exercise routine?

Discussing a routine with your physician, physical thera-
pist, or occupational therapist is necessary before starting
an exercise routine. Get as much information as possible,
and ask questions! Exercise should be helpful, not hurtful.
Before you go to a professional, you may want to ask your-
self these questions to help guide your thinking.
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+ Do | need to work on my balance? Am | often falling
over or having trouble sitting on my bed?

* Do | need to increase my aerobic endurance? Am |
often tired after walking in the grocery store or while
at work?

+ How flexible am 1? | know I’'m not a gymnast, but can
| comfortably bend and reach?

+ Am | strong enough to do most of my daily tasks? Do
| have enough strength to carry my child or lift
shopping bags?

It is important to ask questions about yourself as well.

+ What are my limitations? Do | know my limit? How do
| know I've reached my limit?

+ What are my goals for exercise? Do | want to be
stronger? More balanced? More energized?

+ What are my problematic symptoms?

* Do | know what | feel like when | am overtired?

Understanding potential risks to exercise:
What should I do if I get overheated?

As an individual who wants to exercise, you should defi-
nitely understand your limits. If you don’t know them, you
could hurt yourself. Therefore, it is always important to be
safe. Stretch before exercising. If using equipment, make
sure that you know how to use it properly. Do you know
where to find medical help, if needed?

Although many people sweat when exercising, over-
heating is an issue that people with MS are more likely
to experience. Therefore, you may wish to employ a few
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techniques to prevent overheating while exercising and, if
need be, to help cool off. Additionally, there are some
important considerations to keep in mind as you plan your
exercise program.

+ Exercise in a cool room, place a fan near where you
exercise, or exercise in an air-conditioned space

+ Drink plenty of water before, during, and after
exercise

+ Exercise in a swimming pool with temperatures
between 80°F and 85°F

+ Wear light clothing made of a fabric, like cotton, that
breathes

+ “Precool” your body, and rinse your body with cool
towels before beginning your exercise session

+ To keep your body cool while you are exercising
outside, use a cool towel or wrap behind your neck or
wear a cooling vest

+ Do not overdo it; listen to our body, and, if is telling
you to stop, then stop

How to incorporate exercise into your
daily routine

Media, gyms, and other social norms have told us that, for
exercise to be useful, we need to spend a lot of time doing
it. However, research has shown that exercise can be effec-
tive when done in smaller doses. The important part of any
routine is to do it correctly, do it to your muscles’ limits,
and do it regularly. Some individuals like to set aside an
hour to exercise; others find this too demanding. If the lat-
ter is you, there are ways to incorporate exercise into your
daily routine so that exercise doesn’t feel so demanding.
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Table 2 includes some ideas on how to incorporate exercise
into some very common daily activities.

Table 2: How to incorporate exercise into some very
common daily activities

If you want to ...then use these
focus on... “hidden” techniques
Balance « Stand while brushing your teeth

+ Sit on a pillow while watching TV

+ Stand while you are waiting for a
pot of water to boil or while
something is toasting in the
toaster

Aerobic endurance + Walk while grocery shopping. If
balance is a problem, push a
cart for part of the trip

+ Go swimming

+ Park your car a few spots further
away in parking lots

+ Be the one in charge of getting
your newspaper at the end of
the driveway

Flexibility + If stretching on your bed, touch
your toes and hold the stretch
for 20 seconds while putting on
your socks

+ During commercial breaks,
stretch your back and legs

+ When you first wake up or
during a time when you feel
stressed out, use deep
breathing to reach your arms to

continued on next page
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Table 2: How to incorporate exercise into some very
common daily activities, continued

If you want to ...then use these
focus on... “hidden” techniques
Balance, continued the ceiling and to your sides while

stretching your back and arms
+ Take a break at work to stretch

Muscle strength + While doing laundry, lift a heavy
detergent container a few times

+ Take advantage of heavy food
containers.

* When doing dishes, hold onto
the sink for support and do
some squats

Summary

Regular exercise is important in helping you combat
fatigue. It will help you overcome the complications from
spasticity, muscle weakness, and decreased endurance
from inactivity. A balanced exercise program will address
strength, flexibility, balance, and cardiovascular health. It is
important to consult with a healthcare professional who is
familiar with the needs of people with MS, such as a phys-
ical therapist, before starting an exercise program. If you
have MS, it is important for you to be careful to not over-
heat, to listen carefully to your body, to not overdo it, and
to realize that, day-to-day, the type and amount of exercise
that you can complete may vary. If you are not used to
exercising, start slowly, and you will see benefits just by
being active. If you are thinking about starting an exercise
program, answer the questions in Table 3. You will discover
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your reasons for exercising and the roadblocks and sup-
port to getting started.

Table 3: Key questions to answer as you contemplate
embarking on an exercise program

1. Is exercise important for me? " lYes | ] No

2. What are some reasons why exercise is important for
people with multiple sclerosis?

3. What are some barriers that | will have to overcome in
order to exercise?

3. What are some supports that | have to help me exercise?

4. What aspects of exercise can | incorporate into my
routine?

Balance: [ | Aerobic [ | Endurance [ | Flexibility [ |
Muscular Strength [ | Other things I'd like to work on:

5. What do | need more information about before | can start
exercise?
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FirriNG IT ALL IN

ANN WiGHTON, OTS, AND
NANCY LOWENSTEIN, OTR

“Y 'm so tired, but my son has to be picked up from
Ihockey practice, my daughter’s piano recital is
tonight, the house is a mess, I have to go to the grocery
store, and I have work piling up on my desk!” Sound famil-
iar? Just thinking about it, is enough to make anyone feel
exhausted. If you are a busy person, but also have multiple
sclerosis-related fatigue, you may be wondering, “Is it even
possible to fit it all in?” This chapter will help you look at
your calendar from a larger perspective (daily, weekly, and
monthly) and teach you how to create a balanced life that
includes work, leisure, and restoration, while not running

out of energy.
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In this chapter you will learn how to

+ Create organized weekly and monthly time
schedules

+ Assess how you are currently spending your time

+ Reorganize your schedule to fit your priorities

+ Adapt your schedule

Take the time to save time

When life gets busy, people have a tendency to stop plan-
ning and live “on the fly,” just trying to keep up with life’s
demands. When you do this, you can miss valuable
opportunities to save time and energy. The time and
energy saved by good planning can dramatically lower
your stress, another cause of fatigue! So, take a little time
out of your day once a week to plan out a realistic daily
schedule for yourself and then to review your plan. You
will need a computer-based calendar program, a paper
planner, an electronic device such as a PDA, a cell phone,
or a plain old paper calendar. If you are responsible for
other people’s schedules, it may be good to purchase a
large white board calendar to hang in a central place so
that everyone can be involved in the scheduling and be
aware of the demands on your schedule. You can use dif-
ferent colored markers for different people, appointments,
social engagements, etc.

The weekly schedule

A weekly schedule is a 7-day schedule of tasks to be com-
pleted: appointments, social activities, meetings, exercise
plans, etc. Remember that this schedule should be flexible
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and can be adjusted if higher-priority activities arise or
your symptoms change. Don’t forget to plan in rejuvena-
tion or “me” time during each day as well.

A completed weekly schedule can paint a clear picture
of which days have been overbooked and gives you
enough time to reschedule events to ensure that the week
is more balanced and manageable. The weekly schedule
can help identify days that are less busy. Those less-busy
days can be used to complete tasks of lower priority, or to
participate in one-time high-energy activities (such as
spreading mulch in your garden), because these activities
should not to be coupled with other high-energy daily
tasks. On the other hand, those less-busy days might be a
good day to relax. Highly booked days may indicate a need
to prioritize yours tasks (refer to Chapter 2) or may be an
indicator that the previous day or following one should
include more restorative time or fewer activities. Consider
the energy level of each activity you schedule. If you have
a very energy-consuming task to do on one day, make the
other activities that day less energy consuming; for exam-
ple, going out at night may mean rescheduling the grocery
shopping to another day. Also look at how your hour-to-
hour day is scheduled. If a task is very tiring for you, such
as showering and dressing, then either split the tasks apart
or follow them with a less energy-consuming task, such as
eating breakfast.

To create your weekly schedule, either look at your
daily log from Chapter 2 or write down your daily activi-
ties and note the ones that are very fatiguing and their pri-
ority (Chart 1). Using Chart 2, make a list of your daily
activities and tasks, along with their fatigue and priority
levels; you will use this list later in the chapter to create a
weekly schedule.
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Chart 1

Example of a daily activity log: fatigue level
and activity priority

Fatigue Activity
Time Activity level priority

5:00 am
6:00 Wake at 6:30 N/A

7:00 Wake son; 1
shower self

8:00 Drive son to school;
walk dog

9:00 Eat breakfast;
read paper
10:00 Start laundry

11:00 Computer internet,
email, games

12:00 pm | Computer internet,
email, games

1:00 Pick up son at
school take to dentis

2:00 Son to music lesson

3:00 Grocery store

4:00 Home walk dog
5:00 Make dinner

6:00 Dinner

7:00 Clean up, watch TV
8:00 Bed

9:00
10:00
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Chart 2

Complete the daily activity log: fatigue level
and activity priority

Daily activity/ Fatigue
Time | task/event level Priority
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The monthly schedule

A monthly schedule allows you to look at your schedule on
a larger scale. It includes important events, appointments,
and activities that may occur less frequently, such as a
monthly book club or PTA meeting (Chart 3). Monthly
schedules can guide you through your tasks week by week,
thus making you feel more in control of your time and
scheduling and thereby reducing fatigue. Looking at this
schedule gives you an idea of which weeks may be partic-

Chart 3

Monthly activity log: frequency, fatigue level, and
priority

Frequency
of

Monthly activity/ occurrence | Fatigue
task/event in a month | level Priority
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ularly busy, allowing you the opportunity to reschedule
events accordingly. For example, if the end of the month is
heavily booked with important appointments and obliga-
tions, it may be wise to schedule your dinner party or
evening out with friends for earlier in the month. Using
Chart 3, write down those activities that occur regularly,
but on a weekly, monthly or bimonthly basis, and note the
fatigue level and priority for these, as you did in Chart 2.

GETTING STARTED: Create your own schedule

Blank templates of both weekly and monthly schedules are
provided at the end of this chapter.

Weekly schedule: Plan the days of your week by enter-
ing tasks, activities, and events into the appropriate time
slots (Chart 4). Keep in mind that you may experience daily
patterns of symptoms or fatigue (refer to Chapter 2), and
this should be considered when planning your weekly
schedule. Under the column labeled “comments,” com-
ment on why tasks were not completed and how you felt
overall that day (including your symptoms and fatigue).
Keep these schedules so that you can analyze them later.

Monthly schedule: Enter important appointments and
events, making sure to include activities that do not occur
regularly each week. Use your monthly schedule as a
guide when planning your weekly schedule (Chart 5).

Review how you are spending your time

Making a schedule—whether daily, monthly, or weekly—
does not mean you can’t change the schedule. If you have
multiple sclerosis, you need to be flexible because, on any
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Chart 4

Blank calendar to develop a weekly schedule

SUN MON TUES




Chart 4, continued
SUN

5PM
6PM
7PM
8PM
9PM
10PM
11PM
12AM
1AM
2AM

Tasks not
completed

Comments




Chart 5

Blank monthly calendar

SUN MON
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given day, your fatigue may be too great for you to do what
you had planned. When you have a weekly plan, however,
you can look at that, see what is a high priority for that day,
and make adjustments to the remainder of the week or
month. To learn more about your patterns, you may find it
helpful to review your weekly schedules at the end of each
week and again after 3 to 4 weeks. Did you have days of
the week or times of the day during which you were
noticeably more fatigued? Was there a particular daily
combination of activities that was difficult to accomplish
together? Did you notice a successful combination of tasks
and activities? Are there any patterns in your symptoms
throughout the week related to your activities? What tasks
didn’t you accomplish and why? Did you not keep the
schedule because of errors in scheduling, tatigue, or unex-
pected interferences? Did you plan enough restoration and
leisure time into your schedule? Looking at the example of
the weekly schedule in Chart 6, you can see that not
enough restorative time was built into each day and that
there is room to delegate tasks, such as picking up kids
from practice by arranging a carpool with other families.
Your answers to the questions in Table 1 will help you
as you create your schedule for the following week or
month. If you noticed that whenever you paired grocery
shopping with laundry you were more tired and accom-
plished fewer other tasks, try putting grocery shopping
and laundry on different days, and note any changes in
task accomplishment or fatigue level. If you noticed that
your symptoms were always worse on Wednesday and
that you often scheduled a lot tasks on Tuesdays, try
changing your schedule around, and note any change in
symptoms on Wednesday. If you are using any disease-
modifying medications, you might notice that, on the days
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Table 1:

The days of the week or times of the day that | was
noticeably more fatigued were

The following daily combination of activities were difficult
to accomplish together

The following daily combination of activities was a
successful combination of tasks and activities

These patterns occurred between my symptoms and
activities

| was unable to accomplish the following task because

| was unable to keep to my schedule on days
because

Did | plan enough restoration and leisure time into my
schedule?

that you get your shot or the day following a weekly shot,
you may experience more fatigue. By being aware of these
symptoms, you can try and modify the day of the week or
time of day that you do this task.

Adapting your schedule

There will be days and weeks when, for reasons out of your
control, you will need to adjust your schedule. It is impor-
tant to remember that these weekly and monthly schedules
are only guides; they are not written in stone and can be
changed if you feel the need. At the last minute, a meeting
or appointment of yours may be cancelled and rescheduled
for 2 weeks later, a child can get sick, or your symptoms of
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Chart 6

Example of a completed weekly calendar

SUN

MON

TUES

WED

THURS

FRI

SAT

7AM

Wake up/eat
breakfast

Wake up/eat
breakfast

Wake up/eat
breakfast

Wake up/eat
breakfast

Wake up/eat
breakfast

Wake up/eat
breakfast

8AM

Drop kids off
at school/go

to work

Drop kids off
at school/go

to work

Drop kids off
at school/go

to work

Drop kids off
at school/go

to work

Drop kids off
at school/go

to work

Wake up/

shower

Work

Work

Work

Work

Work

Eat breakfast,
drive Danielle
to ballet

Wake up/

shower

Work

Meeﬁng at

work

Work

Staff meeting

Work

Eat breakfast

Break to
stretch

Break to
stretch

Break to
stretch

Break to
stretch

Break to
stretch

Go to church

Work

Work

Work

Doctor’s

appoirrl’memL

Work

Pick up
Danielle; mall
with Danielle

Continued on next page



Chart 6, continued

SUN

WED

THURS

FRI

1PM

Work

Doctor's

a/opoinfmenf

Work

Shopping

2PM

Lunch w/ Jean

Work

Doctor's

a/opoinfmenf

Work

Shopping

3PM

Work

Go for a
walk along
the beach

Work

C'rocery

shopping

Pick Robert
up from school,
bring him to
hockey

RELAX

Pick up Danielle

from track

pracﬁce

Drive home

Drive home

Watch Robert's
hockey

Make dinner

Start making

dinner

Eat dinner

Eat dinner

Eat dinner

Watch Robert's
hockey

Have a snack

Eat dinner




Chart 6, continued
SUN THURS

7PM Watch Robert's
hockey

8PM Eat dinner Help Robert Grab quick
w/ his project | dinner w/

Robert
9PM Shower/ TV Shower/ TV Shower/ TV Shower/ TV Dinner Watch a movie

10PM Go to sleep Go to sleep Go to sleep Go to sleep Go to sleep Shower

11PM Go to sleep
12AM Go to sleep
1AM
2AM

Tasks not Watching Left work Watching the
completed '

Continued on next page



Chart 6, continued

SUN

MON

THURS

FRI

SAT

Comments

| had a very
relaxed day

today, I'm

feeling good.

Fee/ing good
today.

Was pretty hot
out today-not
best day for
the beach.

the rink |
started feeling
dizzy and had
blurry vision.
Had someone
else drive
Robert home.

Vision still very
blurry today.
Left work

At early.

| was so tired
today | fell
asleep at

830 pm. Did a
little too much
today.
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multiple sclerosis can be particularly bad. By having a
monthly schedule, you can look ahead to identify a partic-
ularly rough week, and you can adjust your weekly sched-
ule to make it less packed. At other times, you may
experience a day when your symptoms worsen unexpect-
edly. Although it may change what you accomplish in your
schedule that day, you have the ability to look ahead and
see where you can adjust your future schedule to complete
the tasks that you had been unable to accomplish on the
day when your symptoms were worse than usual. If you
were supposed to have done yard work that day, yet, later
in the week, you had scheduled a movie day, you could
watch the movie instead, and try fitting yard work into the
schedule later in the week.

Looking at the completed monthly calendar (Chart 7),
you can see that, in Week 2, your husband will be away,
which means that all of the childcare responsibilities will
fall on you, and, in Week 3, you have scheduled a lot of
appointments. By knowing this in advance, you can per-
haps arrange for help in carpooling the kids, plan to order
take out, or make meals ahead of time to reheat. During
Week 3, you may want to ask your husband or someone
else to take the kids to their appointment, and knowing
that you will be away for the weekend at a soccer tourna-
ment may require putting other tasks at different times
during the week. By seeing this visually in advance, there
will be no surprise of “How am I going to do all this?”

To adapt your schedule with ease, it may be helpful to
create your calendar on a computer so that changes can be
easily made or you may want to write activities in pencil so
that they can be erased. It may also be helpful to keep your
monthly schedule on a dry erase board so that the monthly
schedules can be easily changed and adapted and so that
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Chart 7

Example of a completed monthly calendar

SUN

MON

TUES

WED

SAT

]
Labor Day

2

Pilates class

6
Family party at
the cottage

8

Everyone's

passports need

to be renewed

9

Pilates class

10
Husband on

business trip

11
Back to school
night; husband

on business trip

12
Husband home

from business trip

13

SOCC@F game

15

16

Pilates class

17

Danielle and
Robert dentist
appointment

Z:30pm

18

Neurologist
appoinfmen’r

19

Soccer
tournament in

Maine

20
Soccer
tournament in

Maine

21
Soccer tournament
in Maine

23

Pilates class

24

26

27

Soccer game

28
Maya’s Tth
Birthday

30
Pilates is
cancelled
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all family members, roommates, etc. know what is happen-
ing and when. You may even be surprised if you do this,
that others may start taking on tasks themselves without
you even asking.

A practical schedule is a balanced schedule

Every person is unique, with different life roles and respon-
sibilities. The importance of a particular task will vary from
person to person and can change from day to day. If you
want to stick to your schedule, you must create a schedule
balanced between activities that have to get done and activ-
ities that you enjoy doing. Also, to be able to fit everything
in, you need to balance your schedule between tasks that
are necessary but are tiring to do, with tasks that help you
feel rejuvenated when completed. It is important to keep in
mind that some tasks that “need to get done” can be dele-
gated to family and friends. Reorganize your schedule to
match your priorities with your interests in Chart 2.

My life in a dresser

Before creating your next schedule, think of your list of
things to do as a dresser in which you keep your clothes. In
the top drawer of your dresser, put all of the items that you
“have to do.” These are important tasks and activities that
must get done during the week. Make sure to put them in
your schedule first so they have priority. In the second
drawer, include the items that you “need to do.” These items
can be put off for a while—but are still important. In the
third drawer, include activities that you “want to do.” In the
fourth drawer, include restorative activities, and, last, in
the bottom drawer, include the tasks that you can give fo
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someone else to do. Then, when planning your daily, weekly,
and monthly schedules, think about getting dressed in the
morning. To be dressed appropriately, you select clothes
from each drawer. Similarly, when selecting items to “dress
your schedule,” you need to select activities from each
drawer to have a balanced and appropriate schedule for
yourself.

As you begin the dresser activity, look at the tasks, rou-
tines, and activities that you have already identified that
you do on a daily, weekly, or monthly basis. Remember to
include the activities you do for yourself (self-care activi-
ties such as bathing, dressing, medication, grooming, etc);
activities you do for others (children, spouses, significant
others, siblings, parents, or grandparents, pets, etc.); activ-
ities that you do to maintain your home (grocery shopping,
laundry, cleaning, yard work, repairs, etc); activities you do
for work (transportation to and from, work brought home,
business trips, regularly scheduled activities done at work
which you know tire you out, etc); and last, but NOT least,
activities that are enjoyable (hobbies, reading, movies, cre-
ating nice meals, etc.). Use Chart 8 to begin noting the dif-
ferent activities and in which drawer they should go.
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Chart 8

My activities and the drawers in which they belong

Activity

Top drawer
Have to do

Second drawer
Need to do

Third drawer
Want to do

Bottom drawer
Give to someone
else to do

Self-care

Care of others

Continued on next page



Chart 8, continued

Activity

Top drawer
Have to do

Second drawer
Need to do

Third drawer
Want to do

Bottom drawer
Give to someone
else to do

Home maintenance

Work related




Chart 8, continued

Activity

Top drawer
Have to do

Second drawer
Need to do

Third drawer
Want to do

Bottom drawer
Give to someone
else to do

Leisure

Restorative activities
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Summary

To manage your fatigue and fit in all of the important
things in your life, you need to plan appropriately and be
flexible in your plans. The way you schedule your time can
affect your daily symptoms and levels of energy.

Proper planning will help you manage your fatigue and
help you to adjust to unexpected circumstances, such as
variations in your symptoms and changes in your plans.
Make sure to create a balanced and manageable schedule
for yourself. Include activities that you enjoy and want to
do, not only activities that have to get done, and remember
to include restorative activities. Don’t be afraid to delegate
tasks to others, especially those that are most tiring. Lastly,
enjoy the process. Decorate your schedule in a way that is
visually pleasing to you so that it is something to which
you want to refer, and take the time to acknowledge all that
you accomplish each day. Nothing in time management is
more satisfying than crossing things off the list! In the next
chapter, you will look at how your environments can
impact your energy levels.
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Do I HAVE 10 GO UPSTAIRS
AGAIN? How Younr
ENVIRONMENTS TiRE YOU Out

MEGAN Bovce, OTS, AND
NANCY LOWENSTEIN, OTR

can wear you out. The places in which you spend time

can also affect how much energy you use during the
day. It is important to consider how your different environ-
ments are set up and the impact that the setup has on your
energy level. The conditions of the environment can make
your activities easier or harder to perform. You can change
or adapt your existing environments to create spaces that
make your activities easier to do and help you to better
manage your fatigue.

It’s not only activities and keeping a busy schedule that
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In this chapter, we will explore simple environment
modifications for your home and other places that you
spend your time: where you work, shop, worship, and
spend time with family and friends.

In this chapter we will discuss

+ How environments tire people out

+ What about environments can be changed to help
manage fatigue

+ Where you do important activities and how your
environment makes your activities tiring

+ How to set up workspaces: ergonomics

+ What can be difficult about making changes to
environments

How environments tire people out

It is important to take a close look at the spaces in which
you live, work, socialize, and interact throughout the day
so that you can see how these spaces make your activities
more or less fatiguing and how they affect your overall
energy level. The setup of these spaces can add to the
energy demands of an activity. Consider the following
example of environment adding to fatigue: Megan lives in
a one-bedroom apartment; Pam lives in a two-story home.
Who will use more energy keeping her home clean?
Pam’s larger home has more area to clean. Pam will
use more energy carrying supplies over longer distances.
She will also have to walk and carry supplies up and
down the stairs. When cleaning her apartment, Megan
will have less area to clean, shorter distances to carry sup-
plies, and no trips up and down the stairs. Megan’'s
energy level will be less depleted than Pam’s during this
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common activity because of the environment in which the
activity is performed.

The size of your home is one aspect of the environ-
ment that impacts your level of fatigue. Other factors
maybe the temperature, noise, or lighting (see Chart 1).
One obvious solution to these space problems would be
to completely change environments, either by moving to
a smaller home or renovating, but these are often not
viable options. Other modifications that can help to lessen
the burden of fatigue are simpler to implement than an
environmental overhaul.

Chart 1 The space | am looking at is
the

Isit...

Too hot?

Too loud?

Too stressful?

Too bright?

Too far?
Too high?
Too big?

What about environments can be changed to
help manage fatigue?

You may not be aware of aspects of your commonly used
spaces that may have an impact on your fatigue level. Cer-
tainly, size is the one that is most evident; however, other
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aspects of your space may affect fatigue and will not
require a large outlay of money to change, with a good
payback in terms of feeling less tired. This sectiion will
explore different aspects of your environment and how
these factors may impact your fatigue.

Temperature

Is it too hot?

Spending time and doing activities in a room that is too hot
can increase fatigue. Keep in mind that heat and increased
core body temperature are major contributors to fatigue. It
is important to figure out the best temperature for you to live
in and to modify your environment to help maintain that tem-
perature. You may live with someone who has different tem-
perature needs than you do; in this case, it is important to
find a middle ground for everyone involved. It may require
one person to wear a sweater or one to wear short sleeves
to feel comfortable, but these compromises are possible.

How to beat the heat

Consider installing an air conditioning unit or fans in your
home or car. Even air conditioning one frequently used
room can be helpful. You can figure out which room is the
one you use the most and arrange to do as many tasks as
possible in this space. Hanging window coverings to block
excess sunlight from entering and heating your home,
office, or vehicle is a very effective way to beat the heat.
I remember my mother closing all the curtains on the
sunny side of the house in the summer during the daytime
and opening them up at night. In this way, the sun’s hot
rays did not heat up the room. Consider using breathable
materials on chairs and furniture. As nice as leather is to
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see and keep clean, it does not breathe and can trap heat,
transferring heat to your body when you sit on it. This is
especially true in a car, where leather seats can become
especially hot. Trade these materials for cotton or other
breathable cloth materials. You don’t have to buy new fur-
niture or a new car; instead, you can have slipcovers made,
get a large sheet and put it on the furniture, buy a breath-
able cover for your car seat, or even use a towel to sit on.

Other ways to beat the heat
If it is not possible to control the temperature of your envi-
ronment, think about other strategies. For example, you
may want to schedule activities during cooler times of the
day. If your home is hottest in the afternoon, consider
cooking dinner in the morning when the kitchen is coolest
and then reheating the meal later before serving. Outdoor
activity may also be scheduled depending on when it is
coolest; doing errands in the morning or evening hours
when the temperature is lower may be best. If you can’t
reschedule a task to a cooler time, consider wearing a cool-
ing vest or a cool cloth on the back of your neck to keep
your body temperature down. Wear light-colored and
loose clothing made of breathable materials, usually nat-
ural fibers or blends.

In the box on the next page, write down the spaces that
you frequently use that are too hot and brainstorm about
some possible solutions to beating the heat.

NOISE

Is it too loud?
The noise level in your environment can affect your energy
level. Loud and irritating noises, like the sound of the lawn
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Spaces that may be Solutions to beating
too hot the heat

mower or honking car horns, may stress your nervous sys-
tem and contribute to fatigue. You may not be aware that
sounds are bothering you, like the hum of electronics equip-
ment, until you remove them from your environment.

How to lower the volume

Decreasing the stress and fatigue caused by too much noise
in your environment may be as simple as turning off or
lowering the volume on the television or other electronics.
If you cannot get rid of noises, consider installing a music
player, nature-sounds machine, water statue, or white-
noise machine in your home or office to help replace stress-
ful noises with calming sounds. You can copy the effect of
a white-noise machine by using other consistent noises,
such as the sound of a fan or air conditioner. Use calming
sounds or soft music at home, at work, or in your vehicle
to decrease fatigue after completing various activities in
these environments. Adding insulation such as carpet and
wall fabrics may help decrease the noise entering your
environment from street noise, from apartment mates, or
between rooms in your home.
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Other ways to lower the volume

You may not be able to control the noises in your environ-
ment around the clock because of other people and events in
the environment. Consider working out a schedule with
housemates, designating certain hours for noisy activities,
like using the hair dryer or television, and other hours for
more quiet activities to help you plan ahead for managing
your stress. You may want to change environments by going
to the library or another quiet location if noises in your envi-
ronment, such as construction, cannot be controlled and are
causing fatigue. Having kids in the house is noise producing
in itself. They may have noisy games and toys or shout and
yell a lot. Make a “noisy” and “quiet” play time, put the
noisy toys away after dinner; make a no-shouting rule and
create a noise zone, perhaps even outside. You may find that
everyone benefits from this “quieter” time.

Spaces that may be Solutions to decreasing
too noisy the noise
Stress

Is your space causing stress?
Environments themselves may cause stress and frustration
that can increase your fatigue. Disorganization, clutter,
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broken tools, and cramped spaces may heighten your
stress level. Stress uses up emotional and physical energy,
increasing feelings of fatigue.

How to stop environmental stress

If small and cramped spaces are causing stress, consider
reorganizing your space, getting rid of things that you no
longer need or use, and purchasing storage containers to
help control the clutter in your home, car, or work environ-
ments. A good rule of thumb is that if you haven’t used it,
looked at it, or worn it in a year, you can safely get rid of it.
If you are saving toys, knickknacks, or broken equipment,
fix them, give them away, or throw them out. Create good
habits for clearing out the junk. When the mail comes,
immediately sort it, and throw out the junk mail; have a
space to put the bills and catalogues and decide immedi-
ately what to do with each piece of mail. If you have a desk
that is piled high with papers, start with one pile, corner, or
a desk drawer, and clean that first; then move on to the next
pile and so on until you have finished that section. This
may take several weeks to accomplish, so keep your eye
on the prize at the end—a stress-free space. Develop color-
coding filing systems, so your bills are one color, medical
information is another color, etc.,, and make a place for
everything. This won’t happen in a week, but it's worth the
time in the long run. Great books have been written about
how to declutter your spaces, but check the book out of the
library so you don’t have something else to clutter your
bookshelves when you finish reading it!

Other ways to stop the stress
Your kitchen may be organized but may still be too small to
cook in with someone else. Or you may find it difficult to get
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ready in the morning if you are sharing bathroom space with
other family members. Scheduling activities that have to be
done in limited spaces can help to get rid of the stress caused
by cramped or cluttered environments. In the box below,
write down the spaces that you frequently use that are stress-
ful or cluttered and ways to make these spaces better.

Spaces that may be too Solutions to taming the
stressful or cluttered stress or clutter
Lighting

Is it too bright? Is there poor light?

The lighting where you spend time and do activities can
make your activities more or less fatiguing. Bright lights,
glare, or older types of fluorescent lights can overstimulate
your nervous system, causing headaches and eye strain,
and can contribute to an increase in fatigue. Having too lit-
tle light or indirect light makes it hard for you to see dur-
ing tasks, such as reading; having the wrong lighting can
also cause stress and fatigue.

How to right the light
Make sure that there is enough light for you to see easily
while doing activities. Consider using task lighting, such
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as a desk lamp for writing or a book light for reading, to
avoid eyestrain. You can also adjust the brightness of a com-
puter screen or use a glare shield to decrease eye fatigue.
Sunshades in your home, car, or office can also lessen exces-
sive light and glare. Flickering fluorescent bulbs can be
upgraded to those using electronic ballasts to eliminate the
flicker. You may find natural light, soft light bulbs, or can-
dles more relaxing than other lighting, and you can use
these in your environment to control your fatigue.

Where you place objects is also important. If you place
a computer monitor or TV screen in front of a window, you
will have to fight off the bright glare of the light that is
behind the object. So, use a shade, curtain, or blinds on the
window or move the TV or computer screen so that the
window is behind or to the side of it.

Other ways to right the light

You may not have direct control over the lighting used at
work or in public facilities. Consider talking with the indi-
viduals in charge of these environments to discuss the ben-
efits that all individuals can gain from ergonomic lighting:
fewer headaches, less eyestrain, more energy, and greater

Spaces that have Solutions to resolving
lighting issues the lighting problems
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productivity. In the box on the previous page, write down
the spaces that you frequently use that have lighting issues
and ways to solve these problems.

HEIGHT

Is it too far or too high?

Doing activities in your home, at work, or in other envi-
ronments often involves tasks such as walking, reaching, or
bending, which can use up a lot of energy. The way your
environment is organized can require including more or
fewer of these tiring tasks. You may have to reach for items
in closets or cabinets or carry supplies throughout your
home, but the way you organize your space can help you
to save energy on these tasks.

How to fight the far and high

To save your energy that would be used up by bending,
reaching, and carrying supplies, organize your home so that
the items you use most often are the easiest to access. Con-
sider organizing all storage areas, such as closets, dressers,
pantries, garages, and your home office, so that popular
items are easy to access and items are stored close to where
they will be used. In the kitchen, have the dishes and pans
that are used most frequently on the shelves that are most
accessible—that is, between your waist and shoulder
height—therefore, limiting how much you have to bend
and reach. Put items on open shelves versus closed cabinets
(Image 1). In addition to organizing items according to their
frequency of use, try to store items within each room close
to the area or surface where you will use them, such as stor-
ing pans in cabinets close to the stove. You may consider
not storing frequently used items in cabinets, but, instead,
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Image 1. Open cupboards make reaching for
dishes and other items easy.

keeping your most-used pots and pans on the stove itself
(Image 2). Alow-hanging pot rack can also be used, as long
as it isn’t so high and far away as to require a huge reach.

In the shower, store items on wall shelves instead of
along the lip of the shower or tub. Another energy-saving
strategy for storage areas is to limit stacking items on top
of each other, which requires you to move several items to
access those on the bottom of the stack. If necessary, stack
items with those needed most often on the top, or use a
vertical storage system or pullout drawers. To save energy
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Image 2. Sometimes it’s simpler to leave the pans that
you use most often right on the stovetop.

while doing laundry, you may want to use separate laun-
dry baskets for darks and lights, ask family members to
take their laundry to the washer, and keep all laundry sup-
plies at an easy level for access.

To decrease walking and carrying of items from room to
room, store items throughout the home in the area in which
they will be used. For example, instead of carrying clean-
ing supplies throughout your home, store a bottle of bath-
room cleaner and paper towels under each bathroom sink.
For cleaning a multistory home, you may want to have a
set of supplies on each floor to eliminate the need to carry
objects up and down the stairs.

Other ways to fight the far and high

In addition to organizing your home as already described,
you can save energy by creating workstations at an easily
accessible height, again limiting bending and reaching. If
you have a front-loading washer, consider using cinder
blocks to raise the machine and decrease the need to bend
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when loading the laundry. For working in the kitchen with
high counters, you may want to sit on a high stool so that
your elbows can be relaxed and bent along your sides. In
the box below, write down the spaces that you frequently
use that need reorganizing as far as distance and height,
and develop some solutions to these problems.

Spaces that may be too Solutions to these
far or high problems
SIZE

Is it too big?

Large spaces or moving large objects may also contribute to
your energy loss. You may have to move furniture around
your home or office to access items in cabinets or to open
doors. You may also have to rearrange while cleaning. This
extra work makes an already busy day more difficult and uses
up your energy. Your space may be so large that you need to
move around a lot to access supplies or complete a task.

How to battle the big

For items in your environments that have to be moved fre-
quently, consider making them easier to move by putting
them on wheels or removing friction surfaces, such as
thick rugs, from underneath them. You can put furniture
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on casters or on gliders to move them easily; these can be
found in most hardware stores. If your house is large, try
to use only a few rooms that are close together. Think
about your day and what you will need when you come
downstairs in the morning so that you don’t have to make
extra trips back up the stairs. Keep duplicate items in dif-
ferent rooms so that you don’t have to go looking for
them. Also, look at rearranging a large space into smaller
work or sitting areas within the room. This will make the
room seem cozier while at the same time decrease the
amount of moving around that you need to do.

Other ways to battle the big

Big spaces such as malls, grocery stores, and big-box stores
can seem overwhelming, and the thought of going there
may be tiring. Most of these places now offer electric
scooters with baskets on them. You may have to ask at the
service desk for a key, but it is well worth it in terms of
energy saved for more fun things. You needn’t be embar-
rassed to use these devices, and the myth that, if you aren’t
walking then you are giving into your disease, is just that,
a myth. In the box below, write down any spaces that are

Spaces that may be too Solutions to dealing
large or include objects with BIG
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large or large objects that you need to move and solutions
to these issues.

The places you spend your time

Think about the environments you live in: home, work,
school, public facilities, recreational parks, and places you
shop or go to with friends. Use Chart 2 to make a list of your
unique environments and their shortfalls. To help you
brainstorm, consider what you do on a typical weekday
and weekend and where these activities take place: consider
errands, social activities, work, transportation, etc.

Chart 2

Evaluating problems in my environment

My environments The problems
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Where you do important activities and
how your environment makes your
activities tiring

By now, you have a better understanding of how your
space can have an impact on you in many ways. So far, you
have listed your environments and where they fall short.
Now, it is time to think about ways to make them work bet-
ter for you and others in your life. You will find that the
changes you make will have a positive impact not only on
you, but also on others who share these spaces.

1. Look at the list of your environments you made earlier
in this chapter.

2. For each environment, list the activities that you do in
the environment that are fatiguing. For example, in the
kitchen, you may list washing dishes, putting away
dishes, cooking, cleaning, and putting away groceries.

3. Ask yourself why the activity in this environment is
fatiguing. Use Chart 1 on page 103 “Is it ...” to help
you figure out how the environment tires you out.

4. Then, list ways to change your environment to make it
less fatiguing. Look in the section listing ways to
change environments for solutions that will work for
you in your environments. You may want to do this
activity with the other people who share the space, as
they may have some good ideas as well.

Take a look at Chart 3 for an example of how to com-
plete this analysis of your environment. Chart 4 provides
you with an environment—your kitchen at home—and
starts you off with some activities that you might perform
in your kitchen. Now you fill in the rest.
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Chart 3

A completed chart of activities and environment

Environment: kitchen at home

Activities in the environment: washing dishes, putting dishes away, cooking, cleaning and putting away
groceries

Factors
contributing Contributors to fatigue in your
to fatigue environment Ways to change the environment

Is it too hot? Yes. When | use the dishwasher, oven, or stove, my | Use a fan, open windows, or install an a/c unit to help keep

kitchen gets uncomfortably hot. the kitchen temperature more comfortable for cooking.

Is it too loud? Yes. When people turn on the TV in the living Develop a schedule for the house so that cooking and
room, the sound travels into the kitchen. watching TV don't happen at the same time.

Is it too stressful? | Yes. It is hard to cook when other people are Develop a schedule for when peaple will use the kitchen
trying to use the kitchen.

Is it too bright? Yes. The overhead lights in my kitchen hurt Turn lights off in the kitchen and instead use natural light
my eyes. coming through windows, lights on in another room, or under

the counter lights.




Chart 3, continued
A completed chart of activities and environment

Environment: kitchen at home

Activities in the environment: washing dishes, putting dishes away, cooking, cleaning and putting away
groceries

Factors
contributing Contributors to fatigue in your
to fatigue environment Ways to change the environment

Is it too far? Yes. My pantry is not in my kitchen, and | have Set up the kitchen to make supplies more accessible, storing
to walk back and forth down the hallway to items used every day, like cereal, on the counter and the

get supplies. pots used most often on the stovetop.

Is it too high? Yes. The counter is too high for me to sit while Organize workstations with help, gathering all of the supplies
I'm working in the kitchen. in a designated work area before starting to cook. Use a

stool in the kitchen to sit while preparing meals.

Is it too big? Yes. | have to move the kitchen trashcan to Put the trashcan on a piece of wood with wheels so it is

open the broom closet. easier to move.




Chart 4
A blank chart for evaluating a workspace from an ergonomic perspective

Environment: kitchen at home

Activities in the environment: washing dishes, putting dishes away, cooking, cleaning and putting away
groceries

Factors
contributing Contributors to fatigue in your
to fatigue environment Ways to change the environment

Is it too far?

Is it too high?

Is it too big?




Chart 4, continued
A blank chart for evaluating a workspace from an ergonomic perspective

Environment: kitchen at home

Activities in the environment: washing dishes, putting dishes away, cooking, cleaning and putting away
groceries

Factors
contributing Contributors to fatigue in your
to fatigue environment Ways to change the environment

Is it too far?

Is it too high?

Is it too big?
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Setting up spaces: ergonomics

Ergonomics is the practice of setting up your space to com-
plete activities in the most efficient manner, reducing stress
and strain on your body, and, thus, making your activities
less fatiguing. Using ergonomic principles helps you to
think about how your body does specific tasks and still
maintains a comfortable and relaxed position. By setting
up spaces ergonomically, you can avoid repetitive stress
injuries such as carpal tunnel syndrome, learn to support
your body properly, and, in the end, use less energy during
the task.

Chart 5

Identify the spaces you use that need an
ergonomic overhaul

Spaces in which | sit for a long time

Spaces in which | stand for a long time

Spaces in which | regularly do a task
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Where to use ergonomics

Consider making changes to the many workspaces within
your environments. Workspaces are anywhere you sit or
stand for an extended period of time while working on a
task. These workspaces include a desk at work or in your
home office, the kitchen while cooking, the laundry room
while folding laundry, or even your car when driving.

What are the principles of ergonomics?

The main ergonomic principles are to keep your body com-
fortable and relaxed. Standards have been developed that
enable people to use the most ergonomically correct meth-
ods to perform a task. Below you will find the main ergo-
nomic principles for when you are sitting and standing.

Sitting
+ Make sure that your feet are flat on floor. If they don’t
reach, then place your feet on a foot stool.

+ Keep your knees at a 90° to 110° angle relative to the
back of your thighs.

+ Keep your hips at about a right angle, slightly open.

+ Support your lower back, using a small pillow or
rolled towel to provide lumbar support if your chair
lacks a built-in support.

+ Keep your shoulders relaxed. It is amazing how often
you hunch up and tighten your shoulders and don’t
even know it. Tight muscles take more energy than
relaxed muscles do to maintain in that position.

+ Keep your elbows relaxed and close to your body.
This is the natural position of the arm.

continued on next page
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Sitting, continued

Keep your forearms supported on the table or desk
or armrests and parallel to the floor. When your
forearms are supported, the muscles aren’t working
as hard and you can write or type for a longer period
of time.

Keep your head and neck aligned with your spine,
not jutted forward or looking down. You may have to
adjust your computer monitor to help with this
(Images 3 and 4).

Keep your wrists in a neutral position. That is not
bent up or down.
Take a small break every hour.

Standing

Find a counter or table that is a good height.
Do not hunch over or bend at the waist.

Put equal weight on both feet or, to relieve lower
back pain, stand with one foot slightly raised on a
step.

Keep your shoulders relaxed.
Keep your elbows close to your body.

Keep your forearms supported and about parallel to
the floor. This may be more difficult in a standing
position, so, if you can’t keep your forearms
supported, relax them to your sides every 15 minutes
or so.

Keep your head and neck aligned with your spine,
not jutted forward or looking down.

Keep your wrists in a neutral position. That is not
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Image 3. Note the position of the hands and forearms as
they reach for the keyboard. The head is looking down at
the screen, and the shoulders are hunched because the
armrests are too high. Holding this position for more
than 10 minutes will cause the muscles to begin to tire.

Image 4. Note the better position of the arms with the
keyboard and the armrests lowered. With the monitor
raised, the head is in a better position, allowing the person
to sit up higher and not hunch over. In this position, the
muscles are more supported, and the person can sit for
longer. Don’t forget that, even if you're sitting in the proper
position, you will still need to take stretch breaks.
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Driving

How many times have you been driving and realized that
you were gripping the wheel, your neck and shoulders
were tense, and your back hurt? (Image 5) When you drive,
do you take advantage of the lumbar support in your car
seat? Do you set the seat or the headrest to the right height?
Do you hold the steering wheel correctly? If you are not
positioned properly, driving a car can steal energy. So, the
next time you are in your car, before you start driving,
check your seat height and distance from the pedals; the
back of your head should rest on the back support. If your
car seat doesn’t have a built-in lumbar support, you can
fold a small towel and place it behind the small of your
back. Lastly, support your elbows on the armrests, and
place your hands on the steering wheel at 3 and 9 o’clock,
keeping your elbows relaxed and slightly bent (Image 6).
Once you have found a comfortable position, you will find
that driving is not so stressful on your body and not as
exhausting.

What can be difficult about making changes
to your environments?

So far, in this chapter, you have learned ways to change
your spaces to make activities you do use up less energy.
But, initially making these changes may itself use up a lot
of energy! Remember to pace yourself when making
changes to your environments. Even making one change,
such as adding a fan to a heated environment, can make
an important difference in helping you save energy. Don’t
feel as if you have to make many changes to achieve a ben-
efit or that all of the changes to your environments need to
be made immediately. Additionally, changes don’t need to
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Image 5. Poor positioning in the car.
The body is not adequately supported.

be costly; you may need to be creative. You may also con-
sider asking a friend or relative to help you make changes
or hiring help to complete more large-scale and fatiguing

Image 6. Proper position is achieved by using
the seat back, head rest, and arm rest to support
the body while driving.
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changes, such as moving furniture or reorganizing entire
closets. Money may also be a concern when making
changes to your environment. Many quick fixes use mate-
rials that you may already have around your home, such as
using books under your feet instead of purchasing a foot
rest. The appearance of your home, office, or other envi-
ronments may also be a consideration. You will need to
find a balance between making your environment easier to
live in and maintaining a space that you enjoy and that is
functional. For environments in which you may not be in
control of making changes, you may need to advocate or
convince others that changes are important and would be
beneficial to many people. You may need to engage
coworkers or contact local support groups or agencies to
connect with other people in your area who are advocating
for common changes. An occupational therapist can be a
good professional to evaluate your space for ergonomics,
safety, and energy conservation.

How to make changes more easily
+ Pace yourself
+ Consider asking for help

+ Use materials that are already in your environment to
save money

+ Balance functionality of your space and appearance
+ Advocate to make changes in public areas

+ Talk with other people in similar situations for ideas
and support
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Summary

When working to manage your fatigue, keep in mind that
the environments in which you spend your time can make
activities more or less fatiguing. Simple changes to your
environments can help you to save energy and feel better.
Consider the aspects of your environments at home, work,
school, and places you shop or spend time with family and
friends. Think about the light, temperature, noise, stress,
the size of the area, and the size of objects in the environ-
ment. Think about the activities you do in these environ-
ments and how aspects of the environments make your
activities more fatiguing. Brainstorm solutions to help
manage your environments and your fatigue. Also remem-
ber that setting up ergonomic workstations can help you
to feel better and less fatigued. Pace yourself when mak-
ing changes to your environments. You may need to advo-
cate for changes in public spaces or recruit help for
large-scale changes. In the next chapter, you will examine
ways to simplify specific activities.
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WAYS T0 SIMPLIEY
ACTIVITIES AND TASKS

NANCY LOWENSTEIN, OTR

friend of mine tells a story about baking a ham.
AWhenever she bakes a ham, she cuts off both
ends. She has been doing this her whole life
because she thought it was necessary to cook the ham cor-
rectly. One year, she asked her mother, who had taught
her this technique, why she did this. The answer: the ham
didn’t fit into her baking pan and that was the only way
to make it fit! I start with this story to make the point that
we often do things a certain way without thinking about
why or whether it is the most efficient way to accomplish
the task.
Our lives are filled with lots of tasks and activities that
we have been doing a certain way without thinking about
why we do it that way. Sometimes we do a job in a certain
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way because that is how we were taught to do it (like my
friend and her ham); sometimes it is the only way you can
think of to do the activity (because you have always done
it that way). However, the way you are doing some com-
mon activities may not be the most efficient way and,
therefore, may be contributing to your fatigue.

In this chapter, you will look at different common activ-
ities and specific ways to change them, as well as look at
some simple gadgets and tools that you can purchase to
help make activities easier.

In this chapter you will learn

+ Ways to simplify common activities
+ Ways to change habits
+ How to delegate tasks

Ways to simplify

In Chapter 3, you learned principles of looking at your-
self, the activity, or the environment to change the way
you are doing an activity. Look at the listing of common
activities in this chapter, and use the suggestions as start-
ing points to think about changes that fit your particular
needs (Table 1).

Changing habits

Habits are useful in that they allow us to be able to com-
plete tasks without thinking about them. Imagine having
to stop and think about where the ignition is every time you
get into your car, or how to hold your toothbrush. By creat-
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Table 1: Common activities and ways in which you can change them

to be able to reach behind

your back, bring legs up, etc.

Activity Change yourself Change activity Change environment
Showering Strengthen quadriceps Shower when you have more | Use grab bars, a tub seat
Improve balance energy or at night. and handheld shower.

Use a terrycloth robe instead | Remodel bathroom with

of towel to dry your body. walk-in shower stall with

Sit on toilet to dry off. built-in bench.

Change to different shampoo

or soap containers that are

easier to open,close, and hold
Dressing Stretch your arms and legs Gather all of your clothes Put a firm chair in your room

together before dressing.
Wear clothing without small
fasteners. Use elastic
shoelaces for shoes or shoes
with Velcro or that slip on.
Use adaptive equipment so
that you don’t have to bend.

to sit on when dressing
instead of standing or sitting
on the edge of the bed.
Make sure clothing is within
easy reach in drawers or
closets.

Continued on next page



Table 1: Common activities and ways in which you can change them, continued

on sitting balance.

knee before standing.
Make sure toilet paper is
within easy reach.

Activity Change yourself Change activity Change environment
Grooming Strengthen your arms, Build up handles on Sit down in front of a mirror
wrists and hands. toothbrush, comb, brush, and | instead of standing.
Work on balance. razor for easier grip.
Use smaller containers of
toothpaste, shave cream, etc.
Toileting Strengthen your legs, work Pull clothing up over your Put rails around toilet.

Use raised toilet seat.

Meal preparation

Work on endurance, leg and
arm strength.

Make meal in smaller chunks.

Make part of the meal in
the morning. Use built-up or
large-handled utensils.

Gather all ingredients at once.

Use prepackaged foods. Use
a Crockpot, George Forman
grill™. Cook a large portion
and freeze

Sit to do the tasks of cutting,
putting together ingredients.
Ask someone to handle

the oven. Create work-
stations. Arrange the kitchen
so you don’t have to bend
and reach a lot. Keep items
on the counter if you

use them frequently.




Table 1: Common activities and ways in which you can change them, continued

Activity

Change yourself

Change activity

Change environment

Making the bed

Work on endurance, walking,
and balance.

Use lightweight comforters.
Make one side of the bed,
then move to the other side.
Eliminate extra pillows.
Teach children to make
their beds.

Don’t make the bed.

Buy sheets for the next
larger size of bed.

Don't put the bed against

the wall.

Remove clutter from the floor
and surfaces.

Cleaning

Work on endurance, balance,
arm strength.

Don't try to clean the whole
house or apartment in one
day. Clean one or two rooms
a week or day and rotate
through all the rooms. Hire
someone to clean. Give kids
chores to do. Use easy
cleaners such as Swiffer®.

Have cleaning supplies in
each room in which they will
be used. Use a robotic
vacuum or one that is easy
to push (an upright is easier
than a canister).

Continued on next page




Table 1: Common activities and ways in which you can change them, continued

strength, and endurance

grips or build up your grip

with insulation foam for pipes.

Use cups with a lid or handle
if you have a tremor.

Use finger foods.

Have others set the table

Activity Change yourself Change activity Change environment
Grocery shopping Work on endurance, balance, | Make a list, plan meals Go to the same grocery store.
walking. ahead of time. Ask for light Don’t go to a superstore.
bags and for all items Use an on-line grocery
that need refrigeration to service, if available.
be put in bags together so Use the scooter provided by
that you can wait until others | the store.
are there to take the bags
out of the car.
Mealtime Work on sitting balance, arm | Use silverware with large Use lightweight dishes

(not paper).

Use contrast under dishes
and do not use clear glasses
if you have vision problems.
Make sure your table is at a
good height with a firm chair
with armrests.




Table 1: Common activities and ways in which you can change them, continued

strength, and leg strength.

loads. Don’t sort; wash in
cold water. Place detergent
and fabric softener within
easy reach. Use a reacher
to take laundry out of a
top-loading washer.

Activity Change yourself Change activity Change environment
Childcare Work on balance and upper- | Create a changing space so | Modify crib so that one side
extremity strength. you can sit down while opens out instead of going

changing, but still keep your | up and down for easier
infant or toddler safe. Have access. Use Tripp Trapp®
toys ready to give infant or chair instead of high chair.
toddler when changing them | Use a lightweight folding
to distract them. stroller.

Laundry Work on balance, arm Do more frequent but smaller | Buy front-loading washer

and dryer. Use a laundry
bag and throw it down the
stairs instead of using a
basket. Ask family members
to take their dirty laundry to
the washer. Have a table
and chair near the washer
and dryer for folding.
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ing habits from the tasks we perform every day, we are able
to perform them faster and even do other tasks at the same
time. For instance, when you dress, you can talk on the
phone. Habits help us get through our days much faster.
However, the way we do something may not always be the
fastest, easiest, or safest way, especially if you have mobil-
ity or physical problems due to your multiple sclerosis.

Habits can also be difficult to change because, when
you are learning to do a task in a new way, it will take
longer until the new way becomes a habit. Humans tend to
like familiarity, and change is difficult. However, the pay-
back to changing the way you do something can be doing
it safer, easier, or faster.

You may have only one habit that you need to change
or you may have many, and it can seem daunting to try and
figure out new ways to do something. The familiar is com-
fortable but, again, may be causing you to expend a lot of
energy. On the flip side, you can’t change all of your habits
at once! So, the best way is to choose one activity that you
wish to change and start with that; when that becomes a
habit, you can try another and keep on going.

Change who does this activity

Lastly, we hang onto activities for many reasons. One is that
you don’t think anyone can do it as well as you do it or in
the same way that you do it; because doing it yourself
makes you feel like a good caregiver; or because it feels that,
if you give up too many activities, you are “giving in” to
your multiple sclerosis. All of these reasons are valid, but if
fatigue is a problem for you, then you are not doing your-
self or those around you any good by trying to hang onto
everything. As you try to hang onto all of your activities,
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you do them less well and you feel less positive about your-
self because you aren’t doing things up to “your standards.”
However, those around you want to help but may not know
how, may be afraid to ask, or may not know what you need.
So, now is your time to look at what activities you can give
to someone else to do. There is one bit of caution that goes
with this; if you give up a task and ask someone else to do
it, you have to allow them to do it THEIR way, not yours. If
you sort the laundry into colors and whites, but your
spouse doesn’t, then get cold water detergent, keep out any-
thing that is valuable to you from the wash, and tell your
spouse to wash everything in cold water. The laundry will
be clean, folded, and put away, and you will not have done
it! What a great way to fight fatigue!

Table 2 provides some examples for you to look at
regarding who else could do an activity for you. Remem-
ber, recruiting children to help is fair game. It teaches them
responsibility. It does not mean that you are abdicating
your parenting role but, instead, that you are teaching
them great life skills. Now it’s your turn. Use Table 3 to fill
in your own tasks.

Energy-saving assistive devices

Finally, you can find many devices in stores that you go to
every day that can help you save your energy. These
devices make it easier to do common everyday tasks by
assisting with the task, such as a food chopper; by giving
more mechanical advantage to the task, such as a can or
bottle opener; or by making clean-up easier, such as non-
stick pots, pans, and griddles. When you are shopping in
the grocery store, department stores, or specialty stores,
keep your eyes open for items that may be able to make a
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Table 2 Completed chart to examine tasks and who can do them

Task

Currently done by

Could be done by

What do | have to
give up to have
someone else do
this task?

Can | give this up?

Grocery shopping

Me

Husband, sister,
mother

They won'’t use
coupons or buy
sale items.

Maybe; | will try to
let go

Put clean laundry
away

Me

clean cloths

The children could
put away their own
put in right places

Clothes may not be

Yes!




Table 3 Blank chart to examine tasks and who completes them

Task

Currently done by

Could be done by

What do | have to
give up to have
someone else do
this task?

Can | give this up?
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task easier to accomplish. Especially visit the gadget sec-
tion of these stores. If you would like to make a task easier
and wonder if there is an energy-saving device for this
activity, check the Internet or the big-box stores and specialty
stores. Many mainstream products are now on the market
with ergonomic grips, stay-put bases, and other adaptations
to make using them easier than the traditional device. Pic-
tured here (as images 1-8) are some of these devices. I am

sure you can find more; you may even have some in your
house already that you aren’t using, so check those drawers
and cabinets!

Image 1.

Mini food processor for
chopping small amounts of
herbs, onion, garlic, and
more—a larger one can chop
larger amounts and should be
kept on the counter.
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Image 2.
This one-touch
can opener
requires no
hands to use.
Just put on the
can, touch the
button, and
watch it go!

Image 3.

A George
Forman Grill™ is
a quick and easy

way to make
grilled
sandwiches,
hamburgers, and
other foods and
doesn’t require
flipping the food
to cook the
other side.
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Image 4.
These elastic shoelaces turn sneakers into slip-ons.

Image 5.
This is a coil of elastic shoelaces before
they are put in the sneaker.
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Image 6.
A Crockpot is another easy and efficient way to make
delicious meals without expending a lot of energy.

Image 7.
A simple jar gripper can make opening jars easiet,
even for those with weak hands.
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Image 8.
A simple device like this pop-top can opener gives
you more leverage and makes opening cans easier—
and saves a few fingernails as well!

Summary

In this chapter, you looked at very specific activities to get
ideas about how to make changes in these activities. Addi-
tionally, you looked at the importance of changing existing
habits and asking others to help without feeling like you
are giving in to your multiple sclerosis. You saw photos of
a few of the hundreds of energy-saving assistive devices
that are available in the marketplace. Keep your eyes open
for them in stores where you shop. Also, ask your physi-
cian to refer you for an evaluation by an occupational ther-
apist, who can help you identify different ways to do an
activity and equipment that may assist you during a task.
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How 10 MAKE
CHANGES STICK
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current habits and why they are not helping you in

managing your fatigue. This will help you move for-
ward toward a new life, instead of staying stuck in your
current way of doing things. When you do decide to make
changes in your life, you must stay on track and continue to
follow through until these changes are complete. It is
important to develop a mindset that focuses on the changes
you wish to make. If you find a reason to change (i.e.,

B efore you make changes, be sure to understand your

decreasing your fatigue), the changes you make will be
much more likely to stick. If you actively plan to change
(i.e,, making small goals for yourself), your goals will be
easier to meet. In short, you are more likely to be successful
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if you have developed a mindset that says you are ready
to change.

In this chapter you will learn how to

+ Understand your current habits and why they
don’t work

+ Develop a “ready-to-change” mindset

+ Find a reason to change

+ Actively plan to change

Understanding your motivation to change

To alter your lifestyle to implement the suggestions dis-
cussed in this book, it is necessary for you to first under-
stand why you want to change. Fatigue is a symptom that
may be alleviated by implementing specific strategies into
your lifestyle. Although change may seem daunting, it will
be beneficial to switch the way you go about your daily
routine so that you lessen the effect fatigue has on your
well-being. By understanding the effect these changes can
have in your daily life, you can become motivated to con-

Understanding Your Motivation to Change

+ Ask yourself why you want to change

+ Understand the results of change

+ Become excited about the changes you are making

+ Understand the benefits of energy conservation

+ Think about the purpose your changes will serve in
your life

+ Imagine how much better your life will be once the
changes are made
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tinue making your changes and possibly implement other
changes to counteract the effects of fatigue. Maintaining a
positive attitude by continually realizing the benefits of
using these techniques will motivate you to continue to use
various techniques throughout your routine.

Your turn
| want to change the way | do things because

By changing behaviors | hope to be able to

I will be excited about making changes by

Be confident

Change can take time—especially when you have already
established routines in your daily life. Do not even try to
change everything at once, but, instead, choose an area that
seems like an easy place to start so that you can experience
success. Do not worry if you are not able to implement
change immediately or all at once. It is difficult to break
routines that have been established for a long time. How-
ever, by taking time to analyze your daily and weekly
schedules, you can see where to start. Begin with small
changes because this will increase your confidence and
make you feel more accomplished. Once you begin incor-
porating ideas, you can add more of them. Some strategies
incorporate asking others for help, whereas other strate-
gies rely on you to change the way you do things.
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Be Confident

+ Have confidence in your ability to change

+ Maintain a positive attitude about change

+ Understand that change takes time

+ Having people who support you increases
confidence

Support from other people helps. Letting people know
how and why you are trying to make changes in your life
will help them understand why you are working so hard;
they will support you, as well as help you acknowledge
the little accomplishments you make along the way—all of
which will boost your confidence.

Your turn
| have confidence in my ability to make changes because

| will be able to stay positive by doing

| will ask for support from

Make your change your mission

Writing a mission statement is a powerful way to help you
make a change because it can help you focus on your
goals. Keeping focused is important because you do not
want to take your eye off your target; if you do, the change
will be harder to make. To develop your mission state-

150



How 10 MAKE CHANGES STICK

ment, write down what you hope to accomplish, why you
want to accomplish it, and how you hope to accomplish
it. If you include a target date for the change, your goal
will seem more realistic, and you will be more likely to
achieve it.

Make Change Your Mission

+ Write a mission statement for your change

+ Write down what you wish to accomplish, why you
want to make the change, how you wish to make the
change, and the date by which you want to make
the change

+ Make your mission into a simple slogan that will
remind you of your goal

Once you have written your mission statement, make it
into a slogan that you can and will remember, and repeat
it to remind yourself of the goal or goals you wish to
accomplish. Your slogan can be a fact, an idea, a statement
of purpose, or even a question, as long as it is a simple
phrase that expresses your reason to change. Keep refin-
ing your slogan until you get it down to a simple clear
phrase because the objective is for you to have something
easy to remember that will remind you of what you are try-
ing to accomplish. Chart 1 shows an example to help you
create your mission statement and slogans for every
change you may want to make. Put your slogan someplace
where you and others can see it everyday. Share your mis-
sion and slogan with others, and ask for help in reaching it.
Now it’s your turn! Use Chart 2 to outline your own goals
and how you plan to accomplish them.



Chart 1

Example of a completed goal-setting worksheet

What you want to
accomplish

Why you want make
a change

How you hope to
make the change

Target date for
making the change

Your mission
statement or slogan

Exam/a/e: eat less
junk food and

more "real” food

| want to savor the
food: | don't want to fill
up on processed foods

anymore

Buy healthy food: eat

more fruits, vegetables,

and nuts; eat in
moderation; savor

my food

June 30, 2009

Healthy food equals
better mood




Chart 2
A blank goal-setting worksheet

What you want to
accomplish

Why you want make
a change

How you hope to
make the change

Target date for
making the change

Your mission
statement or slogan
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Start small

When making changes, it is essential to initially start small.
It is too much to drastically change your routine. Begin by
implementing one strategy, and, once you have established
that strategy in your life, you can begin to implement other
changes. Once you are confident in your new ability, you
can try to make another change. While evaluating your
daily routine and determining the ways you can incorpo-
rate energy conservation tips, you can decide what changes
will work best for you. By implementing small changes
and gradually incorporating more tips into your daily rou-
tine, you will gain confidence in your ability to implement
and maintain change.

Start Small

- Start by adding small goals, and take it one step at
atime

+ Continue to add changes as you are able

+ Focus on one goal at a time

| will start by choosing the small task of

Set goals

Setting goals is a very important aspect of making any
modifications in your life. Setting goals is similar to having
an action plan that you will follow to make changes. An
action play can be a verbal or written agreement (with
yourself) that you want to follow. If you develop an action
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plan, you will be more likely to be successful in making
your change. Both your action plan and your goal should
be as detailed and specific as possible. Though there are
many ways to set goals, this chapter will review the
SMART method (Table 1).

Table 1: The SMART method to setting and achieving
goals

S | SPECIFIC Set a specific simple behavior to
change

M [ MEASURABLE | Set up ways to measure your
progress toward meeting your goal

A | ATTAINABLE Make sure that your goal is
attainable, and find ways to achieve

your goal
REALISTIC Make sure that your goal is realistic
T | TIMELY Set up a timeframe for your goal so

that you have a clear target

You have to be confident that you can achieve your
goal; otherwise, you are setting yourself up for setbacks or
even failure. If your goal is realistic and attainable, you
should feel confident that you can achieve it in the time
you allotted for yourself. Once you have set a goal, ask
yourself “How confident am I that I will achieve this goal?”
If the answer is lower then 85%, then you should consider
resetting your goal so that it falls into at least a 90% confi-
dence level. (See Charts 3 and 4 for examples of a com-
pleted SMART plan and a blank chart for you to use in
setting your goals.

Once you have a specific goal that is realistic for you
and that you are confident you can achieve, it may help to
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Chart 3

Chart using the SMART method to set goals, including concerns and supports related to
achieving those goals

General goal

Specific goal

Measurable

Attainable/confidence

Timely

My Concerns

My supports

To eat less
junk food

I will eat
healthy
snacks (fruit,
vegetables,
low-fat foods)

3 times a
day

90% confident

I will
complete
this in

3 weeks

I love cookies
and brownies,
and fruits and
veggies are
expensive.

My husband
and
coworker,
Margie




Chart 4
Blank chart to use in setting goals with the SMART method

General goal

Specific goal

Measurable

Attainable/confidence

Timely

My Concerns

My supports
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track your progress. Keeping a diary to measure your suc-
cesses (or even failures) can be beneficial because you will
be able to visualize what worked and what didn’t. Also,
sharing your goal or goals with someone else is a good way
of ensuring that you will work on the goals.

Once we say our goal out loud, it becomes real. In shar-
ing your goal, you can tell people specifically how they can
support you. For example, if you want to go to the gym 3
times a week, but you know that you may need a ride
sometimes or specific encouragement or incentives, ask
someone to help you in these ways.

Your turn
Write down a goal that you want to accomplish

Set Goals

+ Setting goals gives you an action plan to follow
+ Use SMART goals
— Specific, measurable, attainable, realistic, timely
+ Make goals as specific and detailed as possible
+ Be confident that you will achieve your goal
+ Track your progress

Action plan

Once you have a goal, you need to implement it. A good
way to reach your goals and keep on track is to develop an
action plan. An action plan includes the steps that will lead
you to your goal. These will include a timeline, the sup-
ports you need, any environmental changes you need to
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implement, any new tools you need to acquire, etc. For
example, if my goal is to eat healthy snacks in 3 weeks, my
action plan may look like the one pictured in Chart 5. Try
it yourself! Chart 6 is set up so that you can use it to iden-
tify the steps—your action plan—that you need to under-
take to achieve your goals.

Don’t give up

When you are trying to change, it is not uncommon to
reach a point at which you want to give up. When you
don’t see progress right away, or when progress slows—as
it inevitably will—frustration can set in. However, long-
lasting changes are made gradually and take time and
effort (up to 6 months to become a new habit). Changing
your lifestyle starts by changing the way you think. But,
the way you think is as ingrained and habitual (and as
resistant to change) as your habit of biting your nails or
cracking your fingers. Because of this, learning something
new—such as a new behavior—requires much repetition.
Do not give up after a short time; it is possible that your
change hasn’t become ingrained in your brain yet. Keep
repeating your new behavior or behaviors, and they will
become more automatic for both your body and your
mind. Don’t be too hard on yourself, and definitely don’t
give up! This is when your support system (family, friends,
therapists, or even doctors) will come in handy. They can
be crucial in helping you to stay on track, keep up your
confidence, and accomplish your goals. It is also a good
technique to identify the “red flags” that may indicate that
you are slipping into old habits again. For instance, in try-
ing to eat healthier, you may identify as red flags that,
when you have are stressed, you want to grab the candy
bar or, when you slip once, you tell yourself you’ve blown
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Chart 5

Example of a completed chart to lay out the steps, supports, barriers, and solutions to

reaching goals
Step

Supports

Barriers

Solutions

By (date), | will have identified
3 healthy snacks

| will buy the snacks and have
them in my house in 4 days

| don't know what is healthy
| can't get to the grocery store

| will do research online or ask
to see a nutritionist

| will ask someone to buy the
snacks for me

By (date), | will have replaced
2 of my usual snacks with
healthy snacks

| will do this on Tuesday and
Thursday

| forget to bring them to work
with me

| will find an alternative healthy
snack in the vending machine,
keep healthy snacks in my office,
go out and get a healthy snack

By (date), | will have identified
healthy drinks

| will buy the healthy drinks and

have them in my house

| don't know what is healthy
| heed my coffee to keep me going
| can't ge1' to the grocery store

| will do research or ask a
nutritionist

| will decrease my coffee by one
cup a week

| will ask someone to go to

the store

By (date), | will drink a hea/fhy
drink in place of my usual

drinks 50% of the time

| will do this on Tuesday and
Thursday when | eat my
healthy snacks

| crave sugar
| won't like it

| will post a sign in my office
to encourage me to stick to
my goals

| will tell one coworker for
support




Chart 6

Blank chart to lay out the steps, supports, barriers, and solutions to reaching my goals

Step Supports Barriers Solutions
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it all and eat junk foods. Identifying these flags and then
planning how to overcome them will help you to keep you
on track.

Don’t Give Up!

+ The best changes are made gradually and take time
and effort

« Changes require a lot of repetition

+ Patience is important

* You may experience setbacks—but don’t be hard on
yourself if you do have a setback

+ Get support from family and friends

You aren’t alone

While you are making changes, it is important to keep in
mind those individuals in your life who can provide you
with support. Friends, family members, and medical pro-
fessionals can help you to implement changes as well as
keep you on track with your routine. You can rely on these
support systems to ask for help with your daily responsi-

You Aren’t Alone

+ Find a supportive network of individuals such as
family members, friends, and health-care
professionals

+ Explain changes to others; this will help further
facilitate change and maintain changes that you are
making and will make

+ Find others to help with your responsibilities so that
you do not fatigue easily
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bilities when you are hoping to delegate tasks to others so
that you are not overwhelmed with responsibilities in your
daily routine. Also, make others aware of the changes you
are trying to incorporate into your life. When others are
aware of why and how you are making changes, they will
support you, your hard work, and your accomplishments
throughout the whole process.

Summary

Now you know what will make the changes in your behav-
ior stick. Make sure to not try to change too much at once.
If you start with small changes, you will be more likely to
accomplish these changes, and your confidence will
increase. After you incorporate a few smaller changes into
your life, incorporating more changes will seem easier. If
you have friends and family members who support you,
not only your changes, but also your accomplishments,
will be more successful.

If you have completed each chapter, you have learned
a method for managing your fatigue that you can use for
the rest of your life. You will find that your way of think-
ing changes so that, when a new symptom appears or you
experience a change in your multiple sclerosis, you will feel
more confident in being able to adapt. If you added only
one thing to your routine, like regular exercise or restora-
tion to your day, then you have taken an important step in
fighting your fatigue and being in control of your life.
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INDEX

Action plan, for goal achievement,
158-159, 160-161
Activities. See also Habits; Tasks;
Routines; specific activities
activity chart of, 15
activity log/ profile of, 17-23,
26-31
activity prioritization scale of, 18,
21, 22, 23, 26-31
analysis of, 19, 22-26
creation of, 17-19, 26-31
daily, 79, 80-81
monthly, 82-83
rating and ranking of activities
with, 19
scoring guide for, 18
delegation of, 138-139, 140-141,
162-163
energy-conserving, 1-2
energy-consuming, 1-2, 4, 15
energy-restorative, 15
daytime breaks, 54-55
“energy bank” concept of,
46-47, 62
exercise, 45-46, 58, 60
good nutrition and diet, 56-57
leisure activities and hobbies,
58, 59, 62
meditation, 4546, 56, 62
nutrition and diet, 45-46
ranking of, 4647
scheduling of, 79, 95-96, 100
sleep, 47-54, 62
T'ai-chi, 56, 62
yoga, 56, 62
incorporation of exercise into,
72-74
pleasurable, 15
benefits of, 19
scoring guide for, 18
prioritization of, 18, 19, 22, 23,
26-31
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for a balanced life, 61
scheduling for, 79, 81, 95
typical, 15-17
Activity log/ profile, 17-23, 26-31
activity prioritization scale of, 21,
22,23, 26-31
analysis of, 19, 22-26
creation of, 17-19, 26-31
daily, 79, 80-81
monthly, 82-83
rating and ranking of activities
with, 19
scoring guide of, 18
Advocacy, for environmental
changes, 128
Aerobic endurance training, 70, 73
Air conditioners, 104
as white-noise machines, 106
Anger, 10
Anxiety
caffeine-related, 57
exercise-related reduction in, 58,
60
Assistive devices
energy-saving, 139, 142-146
can openers, 143, 146
crockpots, 145
elastic shoelaces, 144
electric scooters, 115
George Foreman Grill™, 143
jar grippers, 145
for walking, 5
Ataxia, 5
Atrophy, 69

Balance
in life, 60-62
in scheduling, 95, 100
Balance training, 68, 69, 71, 73, 74
Bed making, 135
Bicycles, stationary, 70
Blurred vision, 19
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Body temperature, core, 104
Body temperature control

with clothing, 105

with environmental changes,

104-105

during exercise, 71-72
Book lights, 109-110
Brain, dopamine production in, 19
Breakfast, effect on energy levels, 56
Breaks, as restorative activities, 54-55

Cabinets, organization of, 111-112
Caffeine intake
as anxiety cause, 57
effect on sleep, 53, 57
Calendars, use in scheduling, 78, 93,
95
for monthly schedules, 93, 94
for weekly schedules, 89-92
Can openers, 143, 146
Carpal tunnel syndrome, 122
Cars, heat control in, 104, 105
Changes, in activities and routines,
147-163
confident approach to, 149-150,
163
decision making about, 3344
goal-setting for, 147-148, 151, 153,
154-158
action plan for, 154-155
SMART method of, 155-158
identification of barriers to, 159,
160-161, 162
in materials, tools, or equipment,
40-41
mission statement for, 150-151,
152
motivation for, 147, 148-149
positive attitude toward, 149
repetition as basis for, 159
in sequences or steps of activities,
36-37, 38-39
setbacks in, 159, 162
slogans for, 151, 152
“starting small” approach to, 154,
163
support for, 150, 159, 163
in timing of activities, 37, 3940

Childcare, changes in, 137
Children
bedtime routines for, 49
delegation of tasks to, 139, 140
noise management with, 107
Circadian rhythms, of energy levels,
2
Cleaning
changes in, 135
energy-saving approach to, 113
as fatigue cause, 102-103
movement of furniture during,
114-115
Cleaning supplies, storage of, 113,
135
Closets, organization of, 111
Clothing, for body temperature
control, 105
Clutter, as stress cause, 107-108, 109
Cognitive energy, 5, 8, 10
Cognitive impairment, effect on
cognitive energy use, 8
Cognitive tasks
energy consumption during, 17
as fatigue cause, 5, 8, 10
listing of, 9
Computer monitors (screens)
brightness adjustment of, 110
ergonomic adjustments of, 124, 125
glare control for, 110
Computer use
breaks during, 54-55
energy consumption during, 15,
17
ergonomic principles for, 124, 125
as leisure activity, 58
Confidence
in approach to change, 149-150,
163
in goal achievement, 155, 158
Contractures, prevention of, 69
Cookie baking, 37-42
Cooking utensils
accessible storage of, 111-112, 113
changes in, 40-41
energy-saving
crockpots, 145
George Foreman Grill™, 143
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Cooling methods, for body
temperature control
clothing, 105
environmental modifications,
104-105
during exercise, 71-72
Core body temperature, role in
fatigue, 104
Crockpots, 145
Cupboards, open, 111, 112

Daily activities. See Activities
Delegation, of activities and tasks,
4142, 138-139, 140-141, 162-163
cookie baking, 41-42
laundry, 42, 139, 140
scheduling of, 95-96, 97-99, 100
Depression, 10
Diaries, sleep, 51, 52
Diet, 45-46, 56-57
Disease-modifying medications, as
fatigue cause, 87-88
Dopamine, 19
Dressing, Changes in, 133
Driving, ergonomics of, 123, 126, 127

Ear plugs, 49
Efficiency, in task performance, 131
Electric scooters, 115
Emotional energy, 10-11, 12
Endurance
decrease in, 68
definition of, 69
Endurance training, 68, 69, 71, 73
aerobic, 71, 73
Energy
cognitive, 5, 8, 10
emotional, 10-11
“Energy banks,” 46-47, 62
Energy conservation, 1
Energy-consuming activities, 46
daily patterns of, 35
scheduling of, 35-36, 79
Energy levels, circadian rhythms of,
2
Energy-restoring activities. See
Restorative activities

Environmental changes, for fatigue
management, 42, 44, 101-129
accessible storage, 111-114
as action plan component,
158-159
in bed making, 135
in childcare, 137
in dressing, 133
environmental evaluations for,
116, 117-121
in grocery shopping, 136
in grooming, 134
in laundering, 137
in lighting, 109-111
for management of large spaces,
114-116
in meal preparation, 134
in mealtime, 136
for movement of large items,
114-115, 126, 128
noise control, 105-107
in showering, 133
for sleep improvement, 48
for stress control, 107-109
support for, 127-128
temperature control, 104-105
in toileting, 134
Equipment, changes in, 40
Ergonomic evaluations
of kitchens, 120-121
of workspaces, 128
of workstations, 120
Ergonomics, 122-126
applications of, 123
definition of, 122
of driving, 123, 126, 127
of lighting, 110-111
principles of, 123-124
Exercise, 65-75
balance training, 68, 69, 71, 73, 74
barriers to, 66—67
benefits of, 65-66
as daily routine, 66
effect of spasticity on, 68
endurance training, 68, 69, 71, 73
flexibility training, 68, 70, 71, 73
“hidden techniques” for, 73-74
nonresistive, 69
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overheating during, 70, 71-72
resistive, 69
as restorative activity, 4546, 58,
60

risks associated with, 71-72
scheduling of, 60
supports to, 67-68

Eye masks, 49

Eyes, focusing of, 10, 17

Eye strain, 109-111

Fans, 104
as white-noise machines, 106
Fatigue
activity patterns as cause of, 19, 22
daily patterns of, 35, 83, 87
sleep deprivation-related, 49, 51
strength training-related
prevention of, 69
Filing systems, color-coded, 108
Fitness, cardiovascular, 70. See also
Endurance
Flexibility, decrease in, 69-70
Flexibility (stretching) exercises/
training, 68, 70, 71, 73
Fluorescent lights, 109, 110
Food, healthful, 45-46, 56-57
Food processors/ choppers, 139, 142
Frustration, 159
Furniture, moving of, 114-115, 126,
128

Genetic factors, in sleep
requirements, 47-48
George Foreman Grill™, 143
Glare shields, 110
Goal achievement
action plan for, 158-159, 160-161
confidence in, 155, 158
tracking the progress of, 155, 158
Goals, sharing of, 158
Goal-setting, 147-148, 151, 153,
154-158
action plan for, 154-155
SMART method of, 155-158
Grocery shopping
changes in, 136
as delegated task, 140

Grocery stores, electric scooter use
in, 115
Grooming. See also Dressing;
Showering; Toileting
changes in, 134
Gyms, 66, 67-68

Habits
bedtime/sleep-related, 48-49
changes in, 138
definition of, 2, 4
as fatigue cause, 14
as part of daily routine, 5, 6
usefulness of, 132, 138
Headaches, poor lighting-related,
109, 110-111
Head positioning
during computer use, 125
during sitting, 8, 125
Heat
control of, 104-105, 106
as fatigue cause, 104
Height, as environmental barrier,
111-114
Hobbies, 58
Home size, relationship to fatigue,
102-103
Housecleaning. See Cleaning

Independence, as habit, 14

Insulation, for noise control, 106

Internet use. See also Computer use
as leisure activity, 58

Jar grippers, 145
Junk food, 56-57

Kitchens

counter height in, 114

energy-saving materials, tools,
and equipment for, 4041

can openers, 143, 146

crockpots, 145

food processors/ choppers, 139,
142

George Foreman Grill™, 143

jar grippers, 145

environmental analysis of, 118-119
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ergonomic analysis of, 120-121
organization of, 111-112

Laundering
changes in, 137
clothes washer accessibility for,
113-114
as delegated task, 42, 139, 140
exercise routine during, 74
Learning, use of repetition in, 159
Leather, heat-transmitting properties
of, 104-105
Leisure activities
barriers to, 58, 59
energy-restoring effects of, 58, 59,
62
interest checklist of, 58, 63
as percentage of daily activities,
61, 62
stress-reducing effects of, 19
Life, balance in, 60-62
Lifestyle changes. See Changes, in
activities and routines
Lighting, 103, 109-111
Living spaces
large, as fatigue cause, 102-103
shared, as stress cause, 108-109
small, as stress cause, 108-109

Malls, electric scooter use in, 115
Materials, changes in, 40
Meal preparation. See also Kitchens
changes in, 134
energy-saving assistive devices
for, 139, 143, 145, 146
exercise routine during, 73, 74
Mealtime. See also Breakfast
changes in, 136
Medications
disease-modifying, as fatigue
cause, 87-88
effect on sleep, 48, 51
Meditation, 45-46, 56, 62
Mission statements, 150-151, 152
Monthly schedules, 82-83
calendar for, 93, 94
guidelines for creation of, 83, 86

Multiple sclerosis, physical
symptoms of, 5, 7

Multitasking, 132, 138

Muscles, during sitting, 8, 10

Muscle weakness, 5. See also Strength
training

Music, 106

Myelin, 69

Naps, 51, 53-54, 62
National Multiple Sclerosis Society,
nutritional guidelines of, 57
National Sleep Foundation, 51, 52
Night Owl Network, 11
“Night Owl” quiz, 2, 3
Noise
control of, 105-107
as fatigue cause, 103
Nutrition, 45-46, 56-57

Occupational therapists, 128
Overheating. See also Cooling
methods
during exercise, 70, 71-72

Pain, 5
Patience, required for lifestyle
changes, 159, 162
Physical therapists
consultations with, 60
pre-exercise program evaluation
by, 68, 70
Pleasurable activities, 15
benefits of, 19
scoring guide for, 18
Prioritization, of activities and tasks,
18, 19, 21, 22, 23, 26-31
for a balanced life, 61
based on weekly schedule, 79
scheduling for, 81, 95
Protein, dietary, 57

Reading, proper lighting for,
109-110
“Red flags,” 159, 162
Rejuvenation. See also Restorative
activities
definition of, 45
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Repetition, as basis for lifestyle

changes, 159

Repetitive stress injuries, prevention

of, 122

Rest. See also Naps; Sleep

as percentage of daily activities,
61, 62

Restorative activities, 15

daytime breaks, 54-55
“energy bank” concept of, 4647,
62
exercise, 45-46, 58, 60
leisure activities and hobbies, 58,
59, 62
meditation, 45-46, 56, 62
nutrition and diet, 4546, 56-57
ranking of, 46-47
scheduling of, 79, 95-96, 100
sleep, 47-54
effect of caffeine on, 53, 57
habits/routines for promotion
of, 48-49, 50
required amounts of, 4748, 51,
62
t'ai-chi, 56, 62
yoga, 56, 62

Routines

bedtime/sleep-related, 50
daily, 13-31

definition of, 2, 4

in exercise, 70-71, 72-74
morning, 4, 6

Scheduling, 77-100

of activities performed in limited
spaces, 108-109

adjustments in, 88, 93-95

advantages of, 78

for avoidance of hot
environments, 105

balance in, 95, 100

for delegation of tasks, 95-96,
97-99, 100

“dresser” analogy of, 95-100

of energy-consuming activities,
35-36

of exercise, 60

flexibility in, 83, 87

monthly schedules, 82-83
calendar for, 93, 94
guidelines for creation of, 83, 86
prioritization of activities in, 79,
81, 95
of restorative activities, 79, 95-96,
100
use of calendars in, 78, 93, 95
for monthly schedules, 93, 94
for weekly schedules, 89-92
weekly schedules, 78-81
adjustments in, 87
calendar for, 89-92
daily activity log for, 79, 80-81
definition of, 78
flexibility of, 78-79
guidelines for creation of, 83,
84-85
review of, 87
Scooters, electric, 115
Sedentary activities. See also
Computer use; Sitting
breaks during, 54-55
energy consumed during, 15, 17
as fatigue cause, 5, 8-10
Self-perception, changes in, 14
Shelves, open, 111, 112
Shoelaces, elastic, 144
Showering
as aerobic exercise, 4
changes in routine of, 133
Showers, 112
Simplification guidelines, for
activities and tasks, 131-146
bed making, 135
childcare, 137
cleaning, 135
dressing, 133
grocery shopping, 136
grooming, 134
laundry, 137
meal preparation, 134
mealtime, 136
showering, 133
toileting, 134
Sitting
breaks during, 54-55
energy consumed during, 15, 17
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ergonomic principles for, 123-124,

125
as fatigue cause, 8, 10
Sitting areas, 115
Sleep, 47-54
effect of caffeine on, 53, 57
effect of exercise on, 58, 60

habits/routines for promotion of,

48-49, 50
naps, 51, 53-54, 62

required amounts of, 47-48, 51, 62

Sleep deprivation, 49, 51

Sleep diary, 51, 52

Sleep medications, 48

SMART method, for goal setting

and goal achievement, 155-158

Spasticity, 5
effect on exercise ability, 68
myelin loss in, 69
Spontaneity, as habit, 14
Stair climbing, 115

Standing, ergonomic principles for,

124
Storage areas, organization of,
111-112, 111-113
Stores, electric scooter use in, 115
Strength, loss of, 5, 69
Strength training, 68, 69, 71, 74
Stress
adverse health effects of, 10-11
environmental, 107-109
noise-related, 103, 105-107
Stress-reduction activities
exercise, 58, 60
leisure activities, 19
meditation, 56
napping, 53

Stretching (flexibility) exercises, 68,

70,71,73
Support
for exercise, 67—68
for lifestyle changes, 150, 159
Support/support systems
for environmental changes,
127-128
Swifter®, 135
Swimming, as aerobic exercise, 70

111

Swimming pools, temperature of,
70, 72

Tai-chi, 56, 62
Task lighting, 109-110
Tasks
breaking into smaller
components, 41
delegation of, 138-139, 140-141
multitasking, 132, 138
as source of habits, 132, 138
Television
glare control of, 110
removal from bedroom, 48
volume control of, 106
Television watching, as leisure
activity, 58
Temperature. See also Body
temperature control
as fatigue cause, 103
Thinking, changes in, 159
Timeline, for achievement and
implementation of goals, 155,
156, 157, 158-159
Time management. See Scheduling
Timing, of activities, 37, 39-40. See
also Scheduling
Toileting, changes in, 134
Tools, changes in, 40-41
Tremors, 5

Vision, blurred, 19

Walking
as aerobic exercise, 70
assistive devices for, 5
difficulties in, 5
as fatigue cause, 5

Water therapy, 70

Weekly schedules, 78-81
adjustments in, 87
calendar for, 89-92
daily activity log for, 79, 80-81
definition of, 78
flexibility of, 78-79
guidelines for creation of, 83,

84-85

review of, 87
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White-noise machines, 106 Workstations

Work, as percentage of daily accessible height of, 113
activities, 61, 62 ergonomic, 129

Work areas, 115

Workspaces Yoga, 56, 62

definition of, 123

ergonomic, 123

ergonomic evaluations of, 120, 128
lighting in, 110-111



