MORE THAN TIRED:

Let’s talk about fatigue in PBC

A guide to getting the support you need
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Fatigue is more
than just feeling tired

Fatigue is the symptom most often seen in PBC,
and it can be difficult to live with'

You are not alone....

"It is like walking in a fog

like unpacking groceries
become impossible"°

of people with PBC
experience fatigue’

“Fatigue is hidden —
I look well, but inside
| feel mind-numbing
exhaustion"®

where even simple tasks,

Understanding how your fatigue affects
you can help you take back control

For many people with PBC, fatigue is the symptom that
has the biggest impact on their daily life®
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Problems with Reduced Sleep
memory or ability to disturbances?®
concentration® work’
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Less able to Finding it harder Feeling
stay connected to stay physically anxious
with others? active® or low?

There are other medical conditions that can cause fatigue or
make fatigue worse. Talk to your doctor about checking
for other conditions



Taking control

of your fatigue: [.CE =5}

Be honest with yourself and others about
how your fatigue is really affecting you

Everyone experiences fatigue differently so it’s important
to assess how it affects you. This can also help you be in

a better position to discuss this with others

Take time to think about
how fatigue affects the
different areas of your life

Is your fatigue worse at How is your fatigue
a particular time of the day impacting your job?
or after certain activities?
O o

O Does your fatigue
stop you from socialising
with friends and family?

You may find a simple 0-10 scale helpful in
recognizing how fatigue affects your daily life'
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For example: How is your fatigue
affecting your day-to-day activities?

10: “l can’t manage basic daily tasks
because of my fatigue”

0: “No impact—I can carry on with
my usual routine”

Another method is to assign traffic light colours
to your fatigue on a given day:?

)

Using these scores with your doctor can help them
understand the impact of your fatigue'

Red: An everyday task may
be overwhelming

Amber: Everyday activities are
manageable, with adjustments

Green: You have enough energy to
complete your usual daily activities




Taklng ContrOI You don’t need to minimise your symptoms

Of your fatigue: TELL - being open helps others understand what

you’re managing

Fatigue in PBC can make you feel isolated, but reaching
out for support can help. Here are some tips to help you
start the conversation about fatigue

Healthcare

professionals Support groups

® Giving real examples ® Be open with your manager ® Making notes about ® Support groups can provide
(e.g. needing to rest after about how fatigue may be your fatigue or preparing understanding, shared
small tasks) can help others impacting your work questions in advance can experiences, and practical tips
understand that fatigue is (e.g. needing more time for help you feel more confident for living with PBC
more than tiredness. tasks, reduced concentration, when discussing your * Even if support feels limited,
or ghanging energy levels symptoms with your doctor finding a PBC community can
during the day) ® Take someone with you, or help you feel more connected
use a notebook to record ® Fatigue can also impact
important information during how you feel emotionally -
your appointment speaking to someone about

your mental health can help



Taklng ContrOI Don’t worry if something does not help
Of you r fatigue - m straight away - it can take time to find what
: works best for you

Managing fatigue means making small changes every
day so you can feel your strongest

Try to spend your energy on the Take breaks and rest
things that/matter most to you during the day

(Q\ >) Trying to stay as active
. as possible can play

—

Notice what makes your Ensure you are eating well and . i
fatigue better or worse have good sleep hygiene anim po rta nt ro I eiln
managing fatigue in PBC
“I think of my energy What's achievable will be different for everybody — for some this will
like a battery pack. be walking around the house, others it will be pushing a shopping cart
It can run lo ickly, i

and Il;wavev:c?g:‘opy While gentle movement can help some days, on other days rest

and recharge” as your energy levels may may be more important

change during the day’

Speak to your doctor before starting
new exercise or lifestyle changes
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Pay attention and of how your fatigue
affects you and how your symptoms change over time'#

Talk about your fatiguelWi1aRY/e]s]ge[ele: (o] i [-Tale [}

family and colleagues?®

Speak to your doctor and for managing
your fatigue

Ask your doctor about available [ ELE]
support groups

Remember:

you do not have
to manage your
fatigue alone
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