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What is fatigue?

Fatigue describes the feeling of constant
tiredness and weakness which can be physi-
cal, mental, or a combination of both. It gen-
erally occurs due to a depletion of energy after
extensive physical or mental exertion, which
often requires time and energy to recover
from. In a research study conducted in 2019,
it was found that fatigue affects up to 8% of
healthy adults.

Fatigue can be very debilitating and frustrat-
ing. Malaise and fatigue have commonly been
associated with PID (IDF Patient and Family
Handbook, 2013).

IDFA members have described their fatigue
using words such as:

Zombie Like

(cognitive difficulties)

Brain Fog

(mental fatigue)

Weighed Down

(physical fatigue)



How members describe their fatigue

An understanding of your own fatigue symptoms will help you to
manage and cope with your fatigue. Below are some more examples
of how members describe their fatigue:

Everything
just slows
down
Body feels
like it's
made of
concrete

Too tired Weight on
to think Shoulders

Battery only
half full




PID & fatigue

People with primary immunodeficiency (PID)
often report fatigue, yet this symptom has
not been extensively studied in PID. Fatigue
is present both before and after the diagno-
sis in many patients of PID and is described
as a feeling of physical and mental exhaustion
and therefore an extreme burden on daily life.
Most patients of PID say that they sleep very
well but remain tired.

Using retrospective data collected from the
US Immunodeficiency Network (USIDNET)
patient registry, it has been estimated that
the prevalence of fatigue among adults with
PID is 18%, compared to 6-7.5% in the general
population.




Lifestyle

Finding a balance between everyday life and
managing fatigue can be difficult. You may
have to make changes in your life. It's import-
ant to remember you are more than just your
illness and you have a lot to offer this world.
Changing your life to manage your fatigue is
not giving in to being a ‘sick person’, its accep-
tance of what is happening to your body and
finding ways to make things easier for your-
self!

This is where self-management comes into
play. Many people with PID have other health
issues as well — such as allergies, gastrointes-
tinal issues, respiratory problems, migraines,
autoimmune illness, and many more! Know-
ing what's going on in your body is key to sep-
arating illness vs lifestyle fatigue symptomes.

“Sometimes, with
PID, there’s just so
much going on in
your body it just can’t
keep up with it all”

IDFA Member

“How much is illness and how much is life-
style?”

Many IDFA members with PID experience
varying levels of fatigue. “Infections are the
hallmark of a PID” (IDF Patient and Family
Handbook, 2013) and fighting off infections
will cause fatigue. It is always important to
keep on top of your regular treatments for PID
(e.g. IVlg, SClg, gamma interferon) to reduce
your risk of infection.



Become an
IDFA Member
today!

Are you looking for a supportive commmunity
of people who understand life with an
immunodeficiency?

IDFA membership is FREE for patients living
with a confirmed diagnosis of a PID or SID,
their carers and healthcare professionals.*

When you become an IDFA member you
have access to:

e Resources (e-resources and hard copy)

¢ Patient meetings and conferences (in-person and
online)

e Webinars
* Member support (for patients and carers)
¢ Closed Facebook groups (for patients and carers)

e Patient linking - connect with others who have a
similar PID/SID

* Member get-togethers supported by IDFA

e Educational programs

e Peer support programs

e Guidance on accessing NDIS and Centrelink services
e Guidance from our Medical Advisory Panel

¢ A wider network of medical allied healthcare profes-
sionals, researchers and medical experts through
IDFA's relationships within the medical community.

Join now:

www.idfa.org.au/become-a-member

*Membership is available to Australian residents only.

Immune
Deficiencies
Foundation
Australia
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Managing & Coping
with Fatigue

In speaking to our members, we've detailed some of the ways
they cope and manage fatigue. We hope you find these member
stories, experiences and suggestions helpful.



“Start doing

things in the
morning when
you have the
most energy.”

IDFA Member

Pacing

Pacing yourself is a great way to preserve
energy and reduce the risk of burnout from
pushing yourself. One member describes
pacing perfectly: “Instead of gardening all day
without a break and feeling exhausted the
next day, | do half an hour, then come back
inside and rest for half an hour, then go back
out again and repeat.”

Pacing can be frustrating at first, especially
when you just “want to get things done” or
use the excuse “but | have energy now and
I might not have any tomorrow!”, however
pushing yourself too hard puts you at risk of
crashing down and taking longer to build
your energy back up.
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“You have to ask
others to work

within your time.
Putting limits

and boundaries
really helps with
managing fatigue.”

IDFA Member

The spoon theory

People often remind each other that “we
are not our disease” and that is true. How-
ever, spoon theory allows us to make that
separation intellectually.

The spoon theory describes the idea of
limited energy by using spoons. Energy
for people with chronic diseases and PID's
is often limited and depends on many fac-
tors such as stress levels, sleep quality and
pain. All of these contribute to immuno-
deficient related fatigue. In the proposed
theory, each spoon represents a finite unit
of energy. Each day has a finite quantity of
spoons and each spoon is taken away as
the day progresses.

This would enable someone struggling
with fatigue to plan out their day without
exhausting themselves and take out or
add spoons for the next day to better man-
age their fatigue day by day.

This depiction of finite energy is a simple
yet perfect description of how and why
people with fatigue must pace themselves
and can't participate in activities like most
people can.

While the spoon theory is often applied
to help outsiders understand what it's like
to live with illness, it helps patients in in-
credible ways too. It gives you the ability to
connect with others, express yourself and
work on self-compassion.
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Resting

Usually, PID and SID related fatigue is not
completely relieved by rest and remains per-
sistent. Resting, together with pacing, is cru-
cial to fatigue management. When you take
a break and rest properly, you help recharge
your batteries so you can keep going. Plan-
ning rest times throughout the day can help
with the management of fatigue.

Resting includes having a tea break, laying
down or sitting in a comfortable position for a
time, trying not to think of anything for a few
minutes or being too stimulated. In this busy
world, we can feel guilty when resting. It's
important to remind yourself that as part of
self-management of fatigue, resting will help
inthe long run. When you go to take your rest
break, take a deep breath, and remind your-
self “it's OK to rest”.

12.

You may need to rest several times a day.
Planning rest periods is a great way to keep
yourself in a routine and help with day-to-day
life activities. Sometimes, you may be so fa-
tigued you need to sleep in your rest periods.

“It's okay to be tired
[because of your
fatigue] and hold
yourself back from
time to time.”

IDFA Member



Sleep

Sleep quality has commonly been associat-
ed with fatigue in immunodeficient related
fatigue. Sleep quality moderates the relation-
ship between fatigue patterns and psycholog-
ical factors, including depression and anxiety.

We all know how important sleep is but get-
ting the mind to turn off at the end of the day
and drift merrily off to sleep is often not as easy
as it seems. Patients with PID have discussed
frustration about being fatigued throughout
the day and having trouble sleeping at night.

Sleep Hygiene

Practicing good sleeping habits is known as
sleep hygiene. These habits include getting
up at the same time every day, avoiding caf-
feine and heavy meals before bedtime, reduc-
ing the number of naps during the day and
practicing relaxation techniques. Eratic sleep
patterns have been shown to have negative
effects on the immune system (IDF Patient
and Family Handbook, 2013).

Avoiding sleeping during the day will allow
you to get more restful sleep during the night,
however, you may be so fatigued that stay-
ing awake isn't an option. If this is the case,
try limiting your nap to under an hour. Occa-
sionally, if you end up sleeping the whole way
through until the next day, don't be unkind to
yourself — it could be what your body needs. Of
course, if this is happening on a regular basis
you should consult with your health care pro-
fessional.

Sometimes, the longer it takes to get to sleep,
the more frustrated you become as you know
it will impact your fatigue levels the next day.
If you can't fall asleep within a reasonable
amount of time, get up and start your ‘wind
down process’ again. This could include read-
ing a book or having a warm drink.

Member tips for
good sleep hygiene

Warm milk (with honey!)

Have a relaxing bath

Rain app on phone

Soft music or white noise

No caffeine after lunch
Humidifiers

Bedroom is clean and comfortable
Calming tea (like chamomile)
Breathing exercises

Heat/cold packs

“Sometimes after a
long night of sleep, |
still feel too tired to
get on my feet.”

IDFA Member
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Exercises to help
with fatigue

IDFA members with fatigue have
benefited from exercises like:

e Yoga

e Physiotherapy exercises

¢ Swimming

o Pilates

e Tai Chi

e Walking

e Stretching

e Light weights

These exercises are low impact and
a great way to start exercising if you
suffer from fatigue.

Exercise

It is important to try and get some gentle
exercises in your routine 3-4 times a week.
People often experience discomfort and a
feeling of ‘stiffness’ when they don't get out
there and get moving. Some people who
are very fatigued must start as slow as walk-
ing 10-30 metres once a day, have a rest day
and then gradually increase the distance
bit by bit (pacing).

It is important to note that some kinds of
exercise may be inappropriate for people
with specific PIDs. For example, a boy with
Wiskott-Aldrich Syndrome who has a low
platelet count should not engage in con-
tact sports. Similarly, people with Chronic
Granulomatous Disease should not swim
in the ocean or freshwater (IDF Patient and
Family Handbook, 2013). Your immunolo-
gist can recommmend appropriate types of
exercise for you if you are unsure.




Pain

Some people experience aches and pains,
headaches, and/or a general feeling of heavi-
ness or being weighed down. Depending on
the level of pain, it can be very distressing.
Fatigue has commonly been identified as
a measure of pain. This is because the body
requires more energy and focus to utilise the
parts of the body that are in pain, which in-
creases physical and mental fatigue.

The overall aim when managing pain is to:

1. Minimise inflammation and the perception
of pain

2. Minimise fatigue
Pain is a dynamic process involving:

e Pain transmission: Neural signals from pain
sight up to the brain

e Pain inhibition: Neural signals from brain
down to pain site

e Pain perception: The experience of pain as
the messages reaches consciousness

Pain Intensity

There are many factors that can also impact
pain intensity. These vary widely from person
to person. They can include:

e States of excitement, stress or anxiety

e ‘Exposure to others pain’

e Past pain experience and anticipation

e Underlying disorders such as anxiety,
depression, hyperactivity disorder or autism

e Cultural norms and societal expectations

e Coping ability and style

Member tips for
managing pain

Heat / cold packs
Hot shower / bath
Physiotherapy / osteopathy

Therapy (psychological, hypnotherapy
or art)

Acupuncture and massage
Meditation

Hobbies (drawing, knitting)
Listening to music

Painkillers (consult with your GP)

15.



Healthy Eating

e

be consumed each day to support overall
health and wellbeing, the quality of life and
- B N reduce the risk of chronic diseases. It is a vi-

& b tal part of the management of fatigue and it
LY | b\‘ can be useful to check with your healthcare
g provider whether you have allergic reactions

to certain foods that might aggravate fatigue.

LY
i 3 ¥y A wide variety of nutrient dense foods should
A

The immune system is a complex system of
organs and processes that actively fights
against infections invading the body. Ade-
quate and appropriate nutrition intake is re-
quired for all cells within the body to function
optimally, including the immune system.

b - The main macronutrients that the body re-
L S X quires through dietary sources are protein,
"} carbohydrates, dietary fibre and dietary fats.

It is also essential to be drinking enough
water each day, where women should have

Member tlps for around 2 litres or 8 cups, and men have about

H 2.5 litres or 10 cups per day (IDFA Nutrition
healthy eating i ps per day |

e Keep easy snacks in the pantry — like
rice crackers and tuna, healthy frozen Choosing the right food to include in your diet
meals. is important in optimising mental health and

mood. Eating for good gut health, consuming

plenty of oily fish, keeping blood sugar levels
steady, limiting highly processed and high
sugar foods and drinks are a few of the food

e Cook meals on ‘good days' and store
in the freezer (like soup) for the ‘not so
good' days.

« See if it's possible to get the groceries choices you can make to your diet to protect
delivered. your mental health, while also ensuring you
get plenty of sleep, regular exercise and man-

o Ask friends and family or a carer to help age stress effectively.

out.

e Pre-boil eggs as an easy shack in the
fridge.

e Use more Lite ‘n’ Easy or pre-made, aka
healthier, store-bought meals.
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Enjoy a wide variety of nutritious
foods from these five food groups
everyday.

g;zﬁ,f;lf giagiegef;zr: ‘Australian Guide to Healthy & p r Ot e i n i S
necessary for
internal healing

as well as
energy.”

IDFA Member
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Keeping on top of any emotional or mental
stressors in your life, in addition to resting and
eating healthy can help with fatigue manage-
ment. Sometimes, people may experience fa-
tigue because of depression, extreme stress,
anxiety, or other mental illnesses.




Stigma & PID

What is Stigma?

Sometimes, you may come across people
who do not understand what you are going
through. They may make insensitive remarks
such as ‘you are just lazy'. This is called stigma.

Stigma is a mark of disgrace that sets a per-
son apart. When a person is labelled by their
illness they are seen as part of a stereotyped
group. Negative attitudes create prejudice
which leads to negative actions and discrim-
ination.

Although the research and awareness of im-
munodeficiencies has been increasing in re-
cent years, immunodeficiency related fatigue
has still not been extensively researched.

Fatigue is not included as a major indicator
of immunodeficiency amongst symptoms
such as recurrent fevers, eczema, unnatural
or weak responses to infections and granu-
lomas. The lack of immunodeficiency related
fatigue research makes stigma related to fa-
tigue especially prominent. This can be men-
tally, physically, and emotionally exhausting
for people seeking support related to man-
aging and understanding their immunodefi-
ciency related fatigue.




“IDue to the

stigma around
fatigue] sometimes
you think the
fatigue is all in

your head. You
question why you
are tired all the time
and become
confused. You learn
to hide it very well.”

IDFA Member

As someone with PID, your energy is precious Mem ber tips for
to you. It is not worth spending it on ignorant A A A
people, so take a deep breath and let it go. deallng Wlth Stlgma

Re-focus your energy away from sources of

stigma and prioritise it! * Use IDFA pamphlets to help you cope

with and explain symptoms of PID.
Speak to someone who understands, reach
out to support groups, talk to other IDFA » Communicate your feelings with the
members. It can be very difficult when some- people who matter to you and let
one close to you does not understand and them know what to expect from you
makes unfair judgements about you. if you can.

And always remember, YOU ARE NOT ALONE. » Use methods like spoon theory to ex-

plain how you are doing the best you
can under the circumstances.
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Our Vision

A future where primary and
secondary immunodeficiencies are
diagnosed and treated early, with
affected people supported by
clinicians, community and
government to enable optimal
quality of life.

Our Mission

Raising awareness for primary and
secondary immunodeficiencies;
supporting and advocating for
improved health outcomes for
patients, carers and families.



IDFA

Immune Deficiencies Foundation Australia

1800 100 198
info@idfa.org.au

www.idfa.org.au Q
PO Box 742, Wollongong NSW 2520



