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Acknowledgement of Country

We are meeting today on the
lands of the Wurundjeri and
Boonwurrung clans of the Kulin
Nations, the custodians of these
lands and waters.

We pay our respects to their
Elders past and present and
emerging, and extend that
respect to all Aboriginal and
Torres Strait Islander people.

Carolyn Arnold HFA 26 August 2023



Extent of the chronic pain problem -

® O
ﬁ ﬁ In haemophilia, between
1in 2 and

4 In 5 have chronic pain
50% to 80%

In the overall adult population

1 in 5 people have chronic
pain
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Principle cause of chronic pain in PWH is
joint arthropathy

Most commonly affected joints:
Ankles 45%
Knees 39%

Elbows 7%

Ref: Wallney 2008, Stephenson 2020
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How we can reduce the pain in haemophilic
arthropathy ?

1. Prevention of bleeding, starting as young as possible, and into adulthood
2. Better management of bleeding, and recovery rehabilitation

3. I‘_Ecxercise’ and education for children and the families, and exercise for
ife

4. Medical* and surgical management of arthropathy

5. Adopt new approaches to pain management *
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Today | want to challenge our traditional
“biomedical” model of injury and pain
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Pain perception

Ancient and current concepts

Left: Cartesian view of pain.
According to the classical
Cartesian view, pain was
considered to be a hard-wired
system in which noxious input
was passively transmitted along
sensory channels to the brain

Right: 21st century view of pain.
Pain is acknowledged to represent
a multidimensional experience
that is influenced by both bottom-
up and top-down modulatory
influences

Irene Tracey 2008
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Chronic pain

* Is incredibly complex
 All pain is a protective response

* In chronic pain the nervous system is working in a protective fashion
but sometimes it is “over protective”, it’s doing “too good of a job”

* The degree of pain in chronic pain is not always a reliable indicator of
the severity of musculoskeletal disease and peripheral factors



more pain with less provocation
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Normal variations in pain sensitivity

512 AHB.Filingim « 158 ({2017 511-518 PAIN®

Experimental pain Stimulus
Pain ratings for Heat Stimulus
48 ° in 321 healthy young
adults

Pain Rating (0-100)

Rank

Figure 1 . Fain ratings inresponss to aheat stmulus (480 by 321 hedty young adulta. Bach line represents the pan raing ifrom 0 [no pain] to 100 [mostintense
painimagnabls] by a singls pemon. As can beaean, themean pain rating was T 1.8, butratings ranged fromd to 100, These dataillusirae dramaticintaindivicdual
diffarences in responses © a sndardized experimantal pain stimoius.
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A Roadmap to Manage Pain

1. Understand pain and learn how to manage your pain

2. Understand relationship between chronic pain and
emotions

3. Consider how mindfulness and tai chi (for examples) can
help with anxiety and other emotions

4. Exercise benefits — on land and back in the water

5. Nutrition and pain.
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1. Understand pain and learn how to
manage your pain

All pain is made in the brain in response to information available to it

Pain that persists, such as joint arthropathy, even without active bleeding
occurring, can fluctuate, and be influenced by many factors:

individual physiology
activity
stress / relaxation

based on past experience, how pain is interpreted, how it was learned
in development

general state of health
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e Remember pain is what the brain perceives and interprets from ALL
available information

* Both internal and external factors can affect pain in positive and
negative ways

e Can you think of some of these things?



NEUROSCIENCE EXPLAINS HOW STRESS CAN FUEL PERSISTENT PAIN

CHRONIC PAIN: A CYCLE OF STRESS AND PAIN C curable

T WHAT THE BRAIN TELLS THE BODY WHAT'S AFFECTED?
Lo TO DO WHEN IT'S STRESSED
Pc:lsl:injuries_ MARAEEEE L EE R T -.................: Muscles
accidents or ¢ Blood flow shifts from the frontal lobes (conscious way of . oI
health conditions thinking) into the limbic system (emotional, reacting, "fight or .

flight” part of the brain — the amygdala & AMNS) Mervous system

Relationships

(family, romantic) Heart
Work Gastrointestinal system
——— Genito-urinary system
Sadness or Grief
YOU MAY FEEL:
Anger Pain almost anywhere
Childhood adwversity in the body
Unresolved Tingling
painful memories Mumbness
PTSD Burning

IBS & bladder symptoms
Palprtations

Rapid heart rate
Headaches & migraines

Social isolation
or rejection

Discrimination

and many more HOW STRESSES ARE PROCESSED AND
: STORED IN THE “PAIN PARTS"™ OF THE BRAIN
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THE NERVOUS SYSTEM

STRESSES o ?HYGDA:LA Sends signals to activate the ANS; activating CAN "LEARN™ TO FEEL
(FROM PAIN) : 'ght or flight signals : THESE SENSATIONS
. : ANS (Autonomic Nervous System) Can cause acute spasms is cycle repeats, the
Sensitized : ° and other physiological changes anywhere in the body : ﬁﬂﬂlim CEEI'rItI'ﬂl LS
nervous system . : s
. ° ACC {(Anterior Cingularte Cortex) Emotional factors light up system can become wired
~ Fear, worry & : this area; when activated, DLPFC turns off to maoke the body feel
anticipation of pain - . continuous pain...
o . #&» DLPFC (Dorsclateral Prefrontal Cortex) An area of the . often times even in the
Associating “ N brain that helps to decrease pain : absence of structural or
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some catastrophic | | 2 oot orrotrorosorrssmms s
health issue

-

PAIN & LEARNING BY THE NERVOUS SYSTEM RETURN AS STRESSES >

LEARN HOW TO BREAK THE PAIN CYCLE WITH THE CURABLE APP C curable



Understand the relationship between
chronic pain and emotions

* Depression and anxiety amplify chronic pain

e Other emotions can affect pain too

* Fear of the illness itself can worsening pain and lower activity levels
* Social isolation

* Maladaptive cognitions- examples
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3. Consider activities that can help with anxiety and
other emotions for those experiencing chronic pain

* Mindfulness meditation

* Tai Chi  (breath and movement)

* Music

* Time in nature

* Time with friends and family

* Psychological counselling especially by
expert pain psychologists

* Accept support when you need it
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Understand pacing in activity

Dver-doing it }

Actinity Loval

Urtler-eeing it }

Pain flare up

Pain flare up

Fain flare up

Timie
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Window of Tolerance

Increasing Your Window of Tolerance
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Limited Capacity to handle Stress Resilient & Resourceful under Stress

https://mi-psych.com.au/understanding-your-window-of-tolerance/
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4. Exercise benefits — on land and ....
back in the water

* Exercise benefits to emotional well being as well as physical wellbeing

* People who have some regular physical activity have less pain and
sleep better

* Best advice is start slowly

* Choose ‘good’ forms of exercise, and adapt activities

21




5. Nutrition and pain

Being overweight is associated with worse pain
in arthritis and arthropathy

A healthy diet promotes a healthy microbiome in
the gut, which reduces systemic inflammation



Being overweight is associated with worse pain

* Mechanisms are complex and but this is not just due to mechanical loading of
arthritic joints

* Obesity is associated with systemic inflammation that weakens cartilage and has
an additive effect on joint inflammation

* Quality of diet, and the health of gut microbiome can benefit arthritis by
reducing pain and systemic inflammation

* The healthy diet can assist to control appetite and assist weight reduction
* Incidental exercise is also helpful

Blokzijl 2023 Haemophilia. Wilding 2018 Obesity Reviews. Bander 2020 Intl J Environ Res Public Health
Vijay 2022 EJCN
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SOCIAL CONTEXT

(eg. loss of work/income,
farmily roles and relationships,
cultural or religious ISswes)

PSYCHOLOGICAL
ds bl A ¥ STATES & TRAITS
(eg. injury, trauma, ‘ o -
medical conditions) - (eg. anaety, depression,

fear, catastrophesng)

COGNITIVE FACTORS

(eq, interpretation of pain,
coping style)

-
b e 1 CHRONIC
(eg. inflammation, p A | N

other co-mortedities) 4

BIOMEDICAL PSYCHOSOCIAL
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In conclusion

* Contemporary chronic pain management has a great deal to offer
patients with Haemophilia and arthropathy

e Access resources in your support network to learn more about
managing joint disease and persistent pain

* “Mind Body” pain management offers better management of

persistent pain, with reduced severity of pain, and better quality of
life

5 ' '
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Where to find assistance

* Physiotherapists in Haemophilia Treatment Centres
* Pain Medicine multidisciplinary programmes in public hospitals

* On-line resources
e https://arthritisaustralia.com.au/
* https://www.youtube.com/watch?v=gwd-wLdIHjs - Lorimer Mosely TED talk
* https://painhealth.csse.uwa.edu.au/
* https://www.curablehealth.com
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