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any further
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to further explore
the information
provided in this
pamphlet, please
contact the ME/CFS
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territory.
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Myalgic Encephalomyelitis (ME)/Chronic Fatigue Syndrome (CFS)
is a severe, complex, acquired illness with numerous symptoms
related mainly to the dysfunction of the brain, gastro-intestinal,
immune, endocrine and cardiac systems.

ME has been classified as a neurological disorder in the World
Health Organisation’s International Classification of Diseases
(ICD 10 G93.3) since 1969.
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“Pacing will
assist a person to

move towards a

higher level of

wellness.”

Learning to Pace

The challenge of any chronic disease,
including ME/CFS is to learn how to live
within the limitations of that disease.

Pacing is a key strategy to keep ME/CFS
symptoms manageable and to lead a
consistent lifestyle. Pacing will assist a
person to move towards a higher level
of wellness. The alternative approach is
the ‘push’ and ‘crash’ cycle, which is
unhelpful, frustrating and can lead to
further complications.

Six steps in learning to Pace

Step 1: Assess your ME/CFS Ability/
Disability Level

To understand the impact that ME/CFS
has had on your activity levels, refer to
Table 1. Your limitations are both
physical and mental. The interplay
between both mental and physical
limitations will fluctuate from day to
day.

The key to not making your symptoms
worse is to stay within your assessed
Ability/Disability level.

In order to actually improve your level
of wellness it is highly recommended
that you reduce your activity by a
further 50%. This means that a person
assessed at a level of 40 should reduce
further to do only 1.5- 2 hours of quiet
activity per day.

The key to assisting your body to move
towards recovery requires that you do
even less — but overtime with careful
pacing you will end up doing more.

B Reasons for the need to pace

@l Our body’s energy supply is produced

and stored in the cellular mitochondria.
They are sometimes termed our ‘cell
batteries’.

In ME/CFS the mitochondria are
dysfunctional and have difficulty
producing and storing energy.

When the energy stores are depleted
the mitochondria require sometimes up
to 4 days to manufacture more energy.

Step 2: Calculate the number of
minutes or hours per day spent on daily
activities

Over the course of a week estimate the
time spent on your daily activities.

Which days did your total activity match
your ME/CFS Ability/Disability level?
Establish at the end of each day whether
you were in a positive or negative
balance.

When you exceed your ME/CFS Ability/
Disability level you begin the next day in
deficit.

It is highly desirable to work towards
achieving small amounts of credit over
the course of a week. Being in credit
provides spare energy to aid healing.

Tracking your activity levels

People will track their activity level in
different ways. Some use hours and
minutes other may prefer the concept of
marbles. For example if your ME/CFS
Ability/Disability level is 40 then you
have 40 energy marbles to use in a day.

Estimate how many marbles you use for
each activity e.g. a shower =5 marbles,
preparing and eating breakfast = 3
marbles, 30 minutes on the computer=5
marbles. Because ME/CFS symptoms are
not visible to friends and family, having a
glass jar containing marbles on the
kitchen bench can be a way to help
others visualise and understand your
energy levels.



Step 3: Prioritise your activities

The next step is to prioritise each of your activities
as either high, medium or low priority (refer to
Table 2). Decide which activities you can manage
comfortably.

Step 4: Understanding your Symptoms

There are many symptoms associated with ME/CFS.
Some have been listed in Table 3, but you may have
additional symptoms.

Identify when your symptoms are low, medium or
high. Score your findings in Table 3. Are there any
links between your symptom scores and your daily
activities? It is important to note that some
symptoms may have delayed flaring, sometimes up
to two or three days.

Step 5: Establish a weekly routine

Establishing a weekly routine is an important way to
understand what you can achieve on a regular basis.

Within your weekly routine identify the best time of |I F I. l I
day for your activity. I I

Step 6: Building up

Only when your symptoms are comfortable for a
period of time, at least 2 weeks should you attempt
to add to your activity level. The activity that you
add should be slight.

Principles of Pacing

1. Have realistic expectations: Improvements are
rarely dramatic in ME/CFS, it is more usual to see
only slight improvements over a number of months. , \

Pacing is like any other skill. Over time with practice | Building up should never be greater than
it becomes easier.

10%.
2. Expect setbacks: Everyone will have setbacks
caused by things such as a virus or an emotional A slow build up is ideal. Your symptoms
stressor. .
are your guide.
3. Resting is important: Plan a daily rest. \. J

(Continued overleaf)
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4. Vary your activity between physical and
cognitive: When you find your physical energy
slowing switch to a cognitive task. For example
do the dishes then take a telephone call, then lie
down or make the bed then work on the
computer then lie down. This approach allows
you to continue to do things without ‘pushing’
or exhausting the energy supply to a particular
group of muscles or body organ.

It is important to discuss your Pacing plan with
your health team, as it is a vital aspect of your I .
medical and allied health plan. Find a supportive ﬁ.ll ~ ‘ll
heath professional who understands the

principles of Pacing, they will be able to support

you to stay on track.
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Adapted from Bell, D. S. 1994, The doctors guide to chronic fatigue syndrome: Understanding,
treating and living with CFIDS, Addison  -Wesley, USA.

100: No symptoms with exercise. Normal overall activity. Able to work or do house/home work
full time with no difficulty.

90: No symptoms at rest. Mild symptoms with physical activity. Normal overall activity level.
Able to work full time without difficulty.

80: Mild symptoms at rest. Symptoms worsened by exertion. Minimal activity restriction needed
for activities requiring exertion only. Able to work full time with difficulty in jobs requiring exertion.

70: Mild symptoms at rest. Some daily activity limitation clearly noted. Overall functioning close
to 90% of expected except for activities requiring exertion. Able to work/do housework full time
with difficulty. Needs to rest in day.

60: Mild to moderate symptoms at rest.  Daily activity limitation clearly noted. Overall function-
ing 70% to 90%. Unable to work full time in jobs requiring physical labour (including just stand-
ing), but able to work full time in light activity (sitting) if hours are flexible.

50: Moderate symptoms at rest. Moderate to severe symptoms with exercise or activity; overall
activity level reduced to 70% of expected. Unable to perform strenuous duties, but able to per-
form light duty or deskwork 4 - 5 hours a day, but requires rest periods. Has to rest/sleep 1-2
hours daily.

40: Moderate symptoms at rest. Moderate to severe symptoms with exercise or activity. Overall
activity level reduced to 50-70% of expected. Able to go out once or twice a week. Unable to per-
form strenuous duties. Able to work sitting down at home 3-4 hours a day, but requires rest peri-
ods.

30: Moderate to severe symptoms at rest.  Severe symptoms with any exercise. Overall activity
level reduced to 50% of expected. Usually confined to house. Unable to perform any strenuous
tasks. Able to perform deskwork 2-3 hours a day, but requires rest periods.

20: Moderate to severe symptoms at rest.  Unable to perform strenuous activity. Overall activity
30-50% of expected. Unable to leave house except rarely. Confined to bed most of day. Unable
to concentrate for more than 1 hour a day.

10: Severe symptoms at rest. Bed ridden the majority of the time. No travel outside of the
house. Marked cognitive symptoms preventing concentration.

0: Severe symptoms on a continuous basis. Bed ridden constantly, unable to care for self.

Disclaimer: This sheet is published by ME/CFS Australia for information purposes only and should not be used in place of medical advice.
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Fact Sheet 4: Learning to Pace

Table 2: Hours or minutes spent on daily activities

No. hours or minutes spent S M T W T F S
on each activity

Shower

Breakfast prep/eat

Dressing

Lunch prep/eat

Shopping

Telephone

Cleaning

Washing

Work/school

Travel

Dinner prep/eat

Family

Friends

Hobby

Parenting

Relationship

Garden

Banking

Social activity

Other:

Emotional work

Leave 50% spare to aid re-
covery

TOTAL USED

Final balance
(+ve or -ve)

Disclaimer: This sheet is published by ME/CFS Australia for information purposes only and should not be used in place of medical advice.
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Fact Sheet 4: Learning to Pace

Table 3: Understanding your symptoms

S M T \W T F S

What did | do today?

Energy account today
(=ve or -ve balance)

Tiredness

Post exertional malaise

Pain: Joint

Muscles

Headache

Thinking: Conversation

Decision making

Balance

Vision

Sensory overload: Touch

Taste

Smell

Light

Chemicals

Cardiac: Dizzy

Unable to stand/sit up

Cardiac palpitations

Bowel/stomach upset

Nausea

Urinary problems

Temperature changes

Abnormal appetite

Irritable/emotional

Depressed

Irrational behaviour

Sore throat

Sleep disturbance

Disclaimer: This sheet is published by ME/CFS Australia for information purposes only and should not be used in place of medical advice.
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Fact Sheet 4: Learning to Pace

S M T W T F S
Morning
Afternoon
Evening
Activity level
(+ve or -ve balance)

Disclaimer: This sheet is published by ME/CFS Australia for information purposes only and should not be used in place of medical advice.
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Fact Sheet 4: Learning to Pace

Table 5: Triggers and what to do

Triggers that may increase symptoms

Doing too much, doing too much exercise, managing too many tasks at once, holidays, social
functions, poor sleep, travel, flying, another iliness, emotional or financial stress, new
relationships, food and chemicals, sensory overload light sound touch, strong emotions both
happy and sad, loss of a family member or friend, exams assignment deadlines, seasonal
changes.

Early warning signs of having done too much

Suddenly feeling more tired, being clumsy, pallor, dizzy, increased pain, aching muscles, nausea,
confusion, difficulty talking, feeling stressed or anxious, irritable, sleepy, craving junk food or
sugar, sore throat.

What should | do if my symptoms start to increase?

Stop and switch to an easier task, Stop or reduce activity. Lie down. Get in help with household
tasks, breathe deeply and slowly to increase oxygen levels, avoid junk foods, sugar or chemicals
such as caffeine alcohol, limit time with people, reduce hours at work.

Ways to avoid a relapse

Stick to a pacing plan, stay in positive balance, ask for help, eat good food, avoid stressful
people, and reduce activity if symptoms increase. Regular deep slow breathing to increase
oxygen levels.

Disclaimer: This sheet is published by ME/CFS Australia for information purposes only and should not be used in place of medical advice.



