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About IDFA

IDFA is the peak
patient body
providing support for
people with
Primary & Secondary
Immunodeficiencies
in Australia
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About Me

e Board member of IDFA.

e sit on various committees in Australia for
Immunoglobulin use, Leadership, Immunology,
Autoimmunity and the not for profit sector.

e Board member and Treasurer of IPOPI
(International Patient Organisation for Primary
Immunodeficiencies).

e the only Fulltime staff member of IDFA.
 have a background in business and education.

ROLE: Communications, Fundraising, Operations,
Finance, Advocacy, Support. = |DFA
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| am passionate about improving quality of life for
patients and carers because it’s personal!




| am a wife, mother, V‘(
- =] >
daughter, grandma, friend, » . A

manager, carer,
and a patient




| like:

1. Albert Einstein’s Three Rules of Work.
They are great guidelines for Life.
P Out of clutter, find simplicity
P From discord, find harmony
P In the middle of difficulty lies
opportunity

2. To learn a new thing every day
My goal is for you to learn something new

today! d IDFA
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Carers

e Carers to
family members and friends who have a
disability, mental iliness, chronic condition,
terminal illness, an alcohol or other drug
iIssue or who are frail aged.

e Carers Australia webpage

* As a carer, we often take second place to those
we are caring for

"IDFA
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Unpaid work Wagga New South

0, 0, H 0,
People aged 15 years and over Wagga (C) % Wales @ ATBIEE) o
Did unpaid domestic work (last week) 35,258 71.0 4,127,723 67.7 13,143,914 69.0
Cared for child/children (last two weeks) 14,393 29.0 1,659,250 27.2 5,259,400 27.6

Provided unpaid assistance to a person

. L 5,728 11.5 709,415 11.6 2,145,203 11.3
ith a disability (last two weeks)

Did voluntary work through an organisation

10,861 21.9 1,103,790 18.1 3,620,726 19.0
or group (last 12 months)

In Wagga Wagga (C) (Local Government Areas), of people aged 15 years‘and
over, 71.0% did unpaid domestic work in the week before the Census. During the
two weeks before the Census, 29.0% provided care for children and 11.5%
assisted family members or others due to a disability, long term iliness ©

problems related to old age ... 2016 CENSUS (7 iDFA
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http://www.censusdata.abs.gov.au/ausstats/abs@.nsf/Lookup/2901.0Chapter58002016

The definition of “Fine”
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Physical and Mental Health

e Definition of “health”
* Fatigue & management strategies
* Physical wellness
* Stress
* Mental health & strategies for coping

* How can health be a more positive
concept?

* Cognitive Behavioural Therapy|DFA
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The WHO (World Health
Organisation) definition of
health:

Definition

of Health e

Health is a state of
complete physical, mental
and social well-being and
not merely the absence of

disease or infirmity.

.




Being unhealthy is the
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https://www.oxfordlearnersdictionaries.com/definition/english/unwholesome

Contributors to being unhealtt

What are the
contributors

to being
“unhealthy”?
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Contributors to being unhealthy

-

NENVIE

L
Social {/

isolation ( (
Emotional '

/ \

Physical
Fatigue

Soar

Depression

Financial
Anger



Back to “I'm Fine”
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You say you are fine, but are you really???

e Dietrich Bonhoeffer defined health as

 Bonhoeffer says that

Unless | am an
Olympic skier | can be healthy even after the loss of a
leg. | can regain health — | can still flourish — by
seeking the courage to rewrite my life script.

e Thus

e Dietrich Bonhoeffer, (1906—45) German theologian. A Lutheran
pastor, he opposed the rise of fascism in Germany. Arrested by the ! I D F A
Nazis in 1943, he was executed for treason after documents linked him
with a failed conspiracy to assassinate Adolf Hitler in 1944.

Immune Deficiencies Foundation



How is your “health”?

Are you in a state of “complete physical,
mental and social well-being” ?

Do you have “the strength to be”?

Do you have “the ability to pursue your life
story without insurmountable obstruction
from your circumstances...”?

Are you able “to flourish without being
unduly impeded by your circumstances



How many
can truly
answer YES
to these
guestions?



Exercise: Think of or write down 3 aspects of your
wellbeing you consider unhealthy (can be physical, mental,
emotional, lifestyle related)

Fatigued

J
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Do very little exercise b

_d

—

y
Stressed J
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http://www.sketchbubble.com/
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Lets talk
about

fatigue




Fatigue is a feeling
of constant
tiredness and
weakness which

. : can be physical,
‘half full/  weighton / mental, or a

memory/  Body feels like
~ ogs it'’s made of
teryonly \— concrete

. shoulders N combination of
both.

Fatigue can be
very debilitating
and frustrating.

What is Fatigue?




Fatigue

e Patients experig
e |[POF

¥ How many of
vou feel

fatigued? ’




Management of Fatigue

Pacing
Resting
Sleeping
Exercise
Lifestyle
Emotional
Stigma
Preserving Energy




PACING

is a key skill to learn in energy
management. It involves pacing your exercise
and daily activities to avoid “crashing” or
“burnout”. It is also a great way to increase
strength and general physical function.

Pacing reduces the risk of burnout

Can be frustrating, especially when you just
want to “get things done”

Pacing can help reduce the roller coaster ride
of fatigue

"IDFA
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Resting

, together with pacing, is crucial to fatigue management.
When you take a break and rest you help recharge your batteries so

you can keep going.
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.

e Plan rest and
recovery times

e Remind
yourself its OK
to rest!

“IDFA
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Sleep

Practicing good sleeping habits is
knows as

Not as easy as counting sheep
Poor sleep means more fatigue

Avoid daytime naps if possible (I
know! also easier said than done)
Erratic sleep patterns can have
negative effects on the immune

system IDFA Patient and Family
Handbook, 2013

IDFA Member tips

T'LL 60 T0 SLEEP S00N, 1 JUST PAVE T0
THINK EVERY SINGLE THOUGHT REAL QUICK

“IDFA

vr.mune Deficiencies Foundation



Exercise Healthy Eating

 Important to know your limits

. e Too tired to shop for food let
when exercising

alone eat!
 Alittle is better than none, but

running a marathon is only for
some!

* No energy to prepare healthy
meals!

e Discuss with your GP what
exercises are appropriate for you

Immune Deficiencies Foundation



Stigma

STIGMA = A mark of disgrace associated with a
particular circumstance, quality, or person.

When a person is labelled, they are seen as part of
a stereotyped group. Negative attitudes create
prejudice which leads to negative actions and
discrimination.

“I'm tired

_Of being How to overcome stigma
ignored”

Strangers: be assertive and don’t
waste energy getting angry

Social Circle & community: Educate;
explain what you’re going through,

provide resources .
“IDFA

Immune Deficiencies Foundation



Preserving your Energy

Don’t use it all at once!

Know your limits, how much can you spend
today, what is most important?

Don’t waste energy on rude peoples comments
(instead use that energy for something you enjoy)

Priorities

Be smart with your energy
Learn to say “NO”

If you burnout, rest and recover

"IDFA
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Take care of yourself

e Consider for a moment
the advice you are
given when you fly on
a plane. The flight
attendant instructs you
to “put on your own
oxygen mask first,
before helping
others”. Self-care.is
you putting on your
oxygen mask first.

"IDFA
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In summary..

Fatigue is a feeling of constant tiredness and weakness
which can be physical, mental, or a combination of

both.

FATIGUE MANAGEMENT includes:
Pacing

Resting

Sleep hygiene

Exercise

Healthy eating

Stigma management

Preserving Energy

Self care




Let’s talk about
physical wellness

Best definition:

“Physical wellness promotes proper care
of our bodies for optimal health and
functioning. There are many elements

of physical wellness that all must be cared
for together. Overall physical wellness
encourages the balance of physical activity,
nutrition and mental well-being to keep
your body in top condition.”

https://shcs.ucdavis.edu/wellness/physical




Exercise

e Exercise is a vital aspect of self-care and the healing
process. Always check with your doctor or
specialist.

 The benefits of exercising on a regular basis have
positive long term effects compared to exercising
‘on a good day’. Tiredness or over whelming
feelings may exist, but the movement of the body is
a good tip to get through the day.

* Yes, there can be limitations on exercising when
you are a carer, however that depends on each

individual’s circumstance.
"IDFA
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What do you do
for exercise?

e Gym

e Resistance



What counts as Exercise?

Stretching
Walking

Yoga/Tai Chi
Pilates
Swimming
Dancing

Cycling

Running

Gym workout
Resistance bands

"IDFA
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BENEFITS OF EXERCISE

What are the benefits

of exercise?

mproves sleep patterns ..

®;
Reduces stress and anxiety

Promotes lung function

VV V V

mproves mood

» Allows for teamwork, communication anc
feeling of being normal if an individual i
struggling with isolation.



SIGNS TO MONITOR WHILE EXERCISING

» Difficulty recovering post workout

» Feeling faint during or after exercising

» Feeling “wired up” and weak at the same time

Immune Deficiencies Foundation



TIPS WHILE EXERCISING

» Go at your own pace

» Listen to your own body ? |
» Choose low impact exerC| '
> Include a warm up & cool down
» Limit the frequency

» Get adequate rest
» Ensure you are eating healthy to assist with

recover and energy : |DFA

Immune Deficiencies Foundation



30 minutes of exercise a day

e 2 minutes’ walk/jog/dance
e 1 minute jumping jacks
10 + 10 + 10 e 2 minutes’ walk/jog/dance
e 1 minute each:

e Squats

e Push-Ups

e Scissor Kicks

e Plank

e Sit-Ups
Substitute: High Knees, Lunges
resistance band




Don’t worry — |
am not going

to make you
do these!!




Resistance bands

Benefits of Using Resistance Bands for a strength-
training routine will:

Enhance posture
Increase physical strength and lean rHscIe mass -

L
i '

Increase circulation P
Improve balance {“‘* B
Increase bone strength and healti» >
Improve your mental health and m{llg
Improve your ability to do activitie"
Increase your chance of living long(
Decrease risk of diseases
Decrease chance of injury

Talk to your physio for excercises JEELP
Online: https://greatist.com/fitness/resistance-band-exer il L.

}



https://greatist.com/fitness/resistance-band-exercises

	Physical and Mental Health
	Acknowledgement
	Acknowledgement
	About IDFA
	     Primary Immunodeficiency
	Slide Number 6
	About Me
	I am passionate about improving quality of life for patients and carers because it’s personal!
	I am a wife, mother,�daughter, grandma, friend,�manager, carer,�and a patient
	I like:
	Carers
	Slide Number 12
	The definition of “Fine”
	Physical and Mental Health
	Definition of Health
	Being unhealthy is the opposite of being well
	Slide Number 17
	Mental
	Back to “I’m Fine”
	You say you are fine, but are you really???
	How is your “health”?
	How many can truly answer YES to these questions?
	Slide Number 23
	Lets talk about fatigue
	What is Fatigue?
	Fatigue
	Management of Fatigue
	PACING 
	Resting 
	Sleep
	Slide Number 31
	Stigma
	Preserving your Energy 
	Take care of yourself
	In summary..
	Let’s talk about physical wellness
	Exercise 
	What counts as Exercise?
	What counts as Exercise?
	BENEFITS OF EXERCISE
	SIGNS TO MONITOR WHILE EXERCISING
	TIPS WHILE EXERCISING
	30 minutes of exercise a day
	STRETCHING
	Resistance bands
	Neck stretches
	Arm stretches
	Back and Glutes stretch
	WALKING
	SWIMMING
	CYCYLING
	Changing your routine
	In conclusion
	Let’s talk about nutrition
	Basics
	5 Food groups
	Tips for healthy eating
	Let’s talk about Stress
	Effect of stress on the body
	Effect of stress on the body
	Let’s talk about Mental Health Strategies�
	What is mental health?
	Slide Number 63
	Mental health disorders
	What are the signs of mental health issues?
	Signs of Mental Health Issues
	Mental Health and Chronic Physical Illness
	Poor mental health cycle
	What helps – breaking the cycle
	Others not helping -Unhelpful advice
	YOU not helping YOU!
	Things that can help! 
	Things that can help! 
	Asking for help 
	Asking for help 
	Slide Number 76
	Slide Number 77
	Re-writing your life-script
	Slide Number 79
	Beliefs
	Core Values
	The wellbeing cycle: +ve or –ve flow
	Exercise – opinion or fact?
	How do we change our thoughts and behaviours?
	Cognitive distortions
	Cognitive distortions (faulty thinking)
	Slide Number 87
	Slide Number 88
	Slide Number 89
	Cognitive behavioural therapy (CBT)�
	CBT Techniques and tools
	CBT Techniques and tools
	CBT Techniques and tools
	CBT Techniques and tools
	Alternative action formula
	Slide Number 96
	Summary
	Slide Number 98
	Slide Number 99
	Useful Groups and Resources 
	References 
	Slide Number 102



