


art s chronic epaitn, A self eportratt



one day
1°LL chop my strings. ..
tt’LL Be Because of you, Theo.




1 worked very Long and wonderful days.

1 ualked everywhere, Lunching, dintng, starting every day at a Llocal cafe,
ptcking up art materials, walking the dog, to carlton, the city, fitzroy.

1 enjoyed Long drives with Theo on the weekends.

when on annual holidays, 1 skipped through the great arrondissements of earis
and swore By my four day a week yoga routine that unravelled my Body
and had me feeling Like ecumby -
warm to the ends of my extremities...

there was no
“tired’,
‘sore’,
‘fatigued’,
“have to rest’.
there was no
‘pain’.




in a split second,
1 had dropped to the concrete floor.

b

1 thought 1 sat too Long
so I Bought a fitkall
to make sure my Back was Being cared for while I was sttting.
ALl was going well
until my fitball
...Burst.



at ts this pain? what’s wrong with me? 1s this a Long-term thing? why does Lt come and g¢o? why do 1 feel Like 1’m Betng punished for my activity? why can’t 1 stt? why can
- Be seen? where s Lt? what’s that flickering? why s it Like a toothache? why does my rectum spasm? what happened to my totlet sitgnals? why do 1 get so fatigued? why am
ways tired? what is this toothache in my backside? am 1 getting worse? 1s there anyone out there that can help me? Nhy Ls thtis paltn SO LtChg and hlhl_.] S ¢

nauing me? pg 1 stay on the horriufic medication and Be a turned down version o
|gse Lf fO rever? po I need some operation? why do the backs of my legs hurt so Badly? why was the heat bag giving relief at the start and nouw it’s not?
ectalists missing something really oBvious? How can there Be so much pain and no evidence for tt? oid 1 fracture my coccyx? oid Lt heal Before 1 had my x-rays? why do 1 get
eepy when the pain comes? Nhg does notLse make me S Leepg? 1s this a disability? will 1 get depressed? 1s this what rrida kahlo felt? :
s going to Lead to mMs? pid 1 damage my nervous system? How can 1 Live Like this? How would anyone Believe 1°m horizontal at times when 1 Loo
Lne? 1n uhat age do we Live tn? what ts thits fire? How can this not Be visiBle on my %-rays and MRIS? How can Lt Be possiBle to Be distracted? How does distraction Lead f
cructating pain? why is it worse after activity and not during? 1s it a coincidence 1 feel the flare at the 24 hour mark post activity? what is with the car, why does it Brur

so nuch pain? HOW CAN NO 0ONhe UnderStand th LS? why do professionals Look at my with such dumbfounded expressions? why can’t anyol
derstand my pain Language? why hasn’t anyone heard my explanations of pain Before? TS Lt aLL Ln mg head? COULd I reaLLg have qa psgcho

ochaL ConstLon? Am 1 going crazy? T § th LS reaL? why does it hurt to talk Loudly, sing or raise my voice? why does Loud noise hurt? will the:
pointments ever end? How many people can 1 see? why do 1 feel a surge up my Back when 1 get frightened? Nhg are my Legs weak? why can’t 1 Lie on my Back? How can

ch patn Be tnvisiBle? why do 1 hear 1°m the worse case scenario eveaone has seF.n? why does the anaesthetic give an:o much relief. How can 1 possiBly “go home and get cor

rtaBle’? why does the paitn feel as if 1 fell yesterday? ShOUL 1 & Op mg Cocch 0

rve Block last? 1s cortisone Bad for me? will it help, why doesn’t it Last? How do 1 Live this way? How do nerves work? what is this excessive and most uncomfortable stimul:
on? why does this feel Like 1 have my finger stuck in a pouerpoint? why does it hurt so much to walk barefoot? Nhg doeS mg heel, cause Shrl_l,l,l_n'
aln Up mg Sp LI']E? why s it still possible for me to bend or reach for something but it hurts Later? why does it hurt to walk quickly? why is it easier to wal
' my toes? poes a nerve BLock hurt? 1s Lt possiBle 1 could wake up one day and this could Be gone? what ts fiBromyalgia? what ts pudendal neuralgia? can my pelvis just get ovi
? why can’t 1 find much information about my pain? Will 1 Be Like this to the day 1 die? what if 1 can’t make art anymore? AM I JUSt goi_ng to exiLst? :
at the end of my working Life? will 1 never Be aBle to return to work? will 1 never return to my Beautiful active Life? How did 1 do all that 1 did Before my pailn? Houw c:
e drop to concrete create such a nightmare? will 1 Become sutcidal? HOW CadN Theo Cope ULth th[_s? why didn’t 1 rest more after the accident? ptd I caus

1ts? How can I only achieve a few tasks a day? uhat sort of a Life is this? can 1 go on? IS there trauma tn my head? uhats
' memory? What’s tn my pelvis’s memory? if I take all that medication now, what uill Become of me Later? Hoy wLlLL I age? 1’m hardly moving, what is this doing
 Body? will 1 get more sick from this anxtety? Nhg Can't I hOLd thoughts) Concentrate? How can I Live with pain distracting my Bratn ever
w seconds? How can I achieve anything this way? How can I not Be able to paint for even 1o minutes? HOW LS Lt possi_bl,e that 1°’m knocked out JUS
repaang to Bake a cake, or start some art? will 1 never drive again? will 1 never ‘zip over to the shop’ and buy something? will 1 neve
e my printing press that was delivered the afternoon of my accident? How can 1 explain this so people understand? what sort of cruel tease s that? witll 1 just Be watchun:
ver doing? po I give up the hunt? am 1 kidding myself, causing more angst? Magbe 1 should consider the adece, rgO home and get comfort
Ble - Lt’s Qual.Ltg of Life for you now soula’. 1 can’t stand the interruption all the time. pain is in the way every minute. 1’m sick of jugglis
nor activities. I°'m sick of making sacrifices, all day. 1f 1 do this, 1 won’t Be aBle to do that, sitck of Lt. my Life couldn’t be ani
re different. maybe 1’LL try yoga. How can explain this so people understand? 1’m so sick of being judged. 1’m going to sleep the rest of my Life away. I g m LLke (
aLk Lng Zomb e —d LLV Lng dead person . 1 can forget about Buying shoes, no more heels, great Boots, even nice flats. 1 can’t even hold a hal
¢. my irhone is too heavy. If my Brain can create a tune why wouldn’t tt fund the tune (t played for 38 years? if my brain can grou then why is choosir
erou tadly? W@t the hell ts fatty tissue and why s Lt just tn my tatl? wou cone no one has seen a “Fatty tail

) 1 ¢Lve up the hunt, never tnvestigate again? s Lt really possible for me to “go home and ¢et comfortable? ts Lt just aBout quality of Life for me nou

? what ts a nerve Block, witll tt help? How Long does



HHTALYAH

no,
Lt can’t Be.

my fatty tatl and 1
had some more tnvestigating to do...




seen me smiling? 1t hurts. seen me having coffee with a friend? 1t hurts.
seen me walking up the street? it hurts.
seen me having a glass of wine? 1t hurts.
seen my online soctal activity? it hurts doing that.
Heard 1 went away for the weekend? 1t hurts... more.
pid 1 ematl you? 1t hurt.
were we having a conversation aBout the weather? 1t hurt.
pid you read my Latest post? it hurt putting it together.
pid you see my Latest art plece? 1t hurt making iLt.

in fact it all hurts. ..
and most of the time.

patn is invisible.
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there isn’t any way of explaining fthe relief

of having a roaring pain that’s Been halting ypur soul for 4.5 years,

tdentified,
clarified,
acknouledged,
the suggestion was, o ’ manipulated with a single finger’s pressure point.
rather than take drastic action my pain was most probably coming from
that we first try a eeripheral nerve sthuLSgton pevice. .. ¥ my eudendal werve...

my patn had a name!
...a few months after having the device implanted, & felt Like 1 was normal again!

’
’
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pudendal neuralgia (eN) is a painful neuropathic condition of the nerve
that tnnervates the rectum, anus, urethra, pertneum, and genital area.

1t s a Little knoun condition that is frequently misdiagnosed.

1t s common for eN patients to Be told their problem is psychosomatic
and to seek psychtatric help.

Treatments tnclude:
e rhysical Therapy
e Manual therapy e medications
e pudendal Nerve Block 1njections
e BOtox e surgery
e Neurostimulation e ketamine




phystotherapist: How is your pain now?
Me: My pain s good nou.
phystotherapist: Laughs... but doesn’t really find this funny.
“patn is never good’.




creativity is the best ammunition for Life’s toughest moments.



o e————

over to ms soula nou. ..
she can communicate the patin.




A martonette s the only way 1 thought to express my Living with chronic patin.
1 Lost my independence
and yet the debilitating qualities couldn’t Be seen on my exterior.
No one could grasp my torment By Looking at me, in fact 1 Looked ‘“well’.

1 Lost my control in Life and the pain dictated my days for many years. ..
for some days it still does. ..

currently this ts how 1 see myself
But 1 remain hopeful that this image will change
one day.
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