What a Wonderful WorldA

I know that this is all confusing.

Don't worry: it is not you. The topic is not well understood by the doctors, either.
Study this material, bring it in with you, we will discuss it as long as we need to
so that you know what is going on, what your options are, and you can decide
what is right for you.
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In Limbo - Part 1: It's the End of the World as We Know It

He delivers the information with great seriousness and gravity and suddenly I've fallen down the shaft of a
well | didn't see. | hear words like necrosis, loss of use, crumbling, deformigoltt®lood slowly trickles

from my brain to my senses as | iggr that whatever revelations | had thought might come to pass in this
surgeon's office a pulled tendon, a sprain, perhaps the ganglion my OT friend was so sure-dbosg
possibilities have evaporated, swallowed by the light of th@yimage beig projected on the wall.

Having only just opened my file for the first time, the surgeon is suddenly rushing from the room to consult
with his colleaguesthere is a flurry of activity, of doors opening and closing, his white coat whisking around
the caner. Then, there is the discussion of treatmesb many terms | can't understandocabulary | would

later, over time, permanently add to my lexicon. There is an immediacy to his look, an urgency | don't fathom
He wants me to say something, to decidg course of action. | swear | see something close to pity in his eyes.
Perhaps it is impatience.

| keep bouncing my twgear old on my lap. Then | say | will call him. | get up, take the elevator to the parking
lot, buckle my son in his car seat, thasllapse in my own, sobbing.

You're probably expecting me to say that | have cancer or, at the very least, some other terminal, life
threatening condition. Thankfully, no, and no. | have and had Kienbock's Disease, also known as avascular
necrosis of théunate, a small bone in your wrist. Doesn't sound so bad now, does it?

Not life-threatening, true, but lifealtering in many ways. Besides not knowing any of the terms my surgeon
tossed around that morning, | knew least of all that his most grave prorement would set me up to

become fearful, paranoid, and singularly obsessed for over two years as | became a reluctant member of a
small club fighting for the best treatment possible.

R.E.M. - It's The End Of The World As We Know It
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In Limbo - Part 2: Welcome to the Jungle

I know that this is all confusing.

Don't worry: it is not you. The topic is not well understood by the doctors, either,
Study this material, bring It In with you, we will discuss it as long as we need to
S0 that you know what is going on, what your plions are, and you can decide
what is nght for you.

There is not much grey in a surgeon's wererything is as black and white as theays they inspect and
dissect. For those who have had any professional contact with a surgeon, you will nod furiously in agreement
when | describe mine as Tyde decis/e, blunt, jargorprone, and about as fun as a bunion. Surgeons are also
very much one other thing: unavailable.

When | left my surgeon's office that morning, disoriented and overwhelmed, having tossed a "I'll call you" as |
sprinted to the elevator, deperate for some ak some thinking space, | had no idea, no basic understanding
at all, that one does not simply ring up his surgeon and have a chat.

After | had slowed my sobbing to a weep and was generally able to drive my son and me home gdfely, | d
what every modern patient or potential patient does: | googled my diagnosis.

This should have been straightforward | suppose, except | had no idea what my diagnosis was. All | had was
foggy memory of the name of a disease that was uttered beforerstaught of images and terms and
treatments were thrust upon me. My surgeon hadn't written anything down and my inexperienced self hadn't
thought to ask. | had left his office in shock and completely ignorant. | racked my brain for the sounds of the
word. | got as close as | could recall and in the Google search box, | IpalS BOX disease

Now, any fellow sufferers might be laughing their pants off right now or, like when reading those lines posted
on "misheard lyrics" sites, might be thinkin¢edn, that's what | heard too

The truly funny part is, Google responded witlid you mear{ A Sy od&s&x$e a
No word of a lie. And so it began.

| googled and read and cressferenced stories, websites, and medical journals. | am a researching geek, a
linguist by training and a writer by will. | can and will eek every bit of information about something until the
information and | are spent. But as my fellow sufferers will attest, to find any "answer" in Mlth& y 6 2 O Q
research and articles is impgble. Each bit of information brings only more questions.

So | called my surgeon for a chat. As I'm sure | don't need to tell you, the conversation with the surgeon's
receptionist/bodyguard went something like this:
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Me:l A GKSNBE® LOOAVA [YRIASYKIF @SF ISNHS g |jdzSaaAaz2ya | o62d
Receptionistim, o.k. | can book you a follayp appointment.

Me: Can he call me back? Or can | just leave some questions with you and he can email me or call me with
some answers?

ReceptionistNo. | can book you into the clinic in two weeks.

A

Me:! Y 201 ® 2 KSNBQa GKFGK 2KFd GAYSK

930X SGOX

Surgeons do not chat. Surgeons are unavailable. Duh. Two more weeks pass.

Guns N' Roses - Welcome to the Jungle
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In Limbo - Part3: Superfreak

| keep looking at my left hand, my wridboking for changes, looking for anything. | imagine the bones inside,
all of them, not just my poorly lunate, crumbling, breaking off, crashing into each other like dominoes, taking
each other down. | stick my tongue out at it sometimes, swear at it under my breath quietly and other times
loud, out loud. But mostly, | nurse it, cradle worry that my every action will hurry along the inevitable. | am
afraid to carry my books toass, too chicken to open heavy doors. Two weeks is suddenly a long time.

My husband comes with me to the "clinic", the orthopaedic casting clinic at the local hospital. This is where, |
am to discover, my surgeon spends two days of his week, consultisting, and splinting for trauma and
non-trauma patients alike. | feel like a trauma patient.

When my surgeon sits down across from my husband and me on our cold metal chairs, he peeks at my file a
gathers his thoughts for a brief moment before he sdy/fy aren't you in a cast?

I, um, | don't know. WhatPsplutter.l um, have a few questionishave my sheaf of papers, articles from
medical journals, a list of questions one is supposed to ask her surgeon. | kind of hold them up and wave the
in front of his face. | have lost my nerve completely.

Listenhe saysyou don't have time to fool around. If you can't decide on surgery, you have to be put in a cast
today, now. I'll get John to come and cast you.

He stands up and leaves the room. Enter John.
So, um, what kind of cast is it? Can | get it wet?
No,said Johnbut you can pay extra for a gortex one if you want; those you can get wet. They're 75 bucks.

Well, how long am | going to be in it?

6 months John responds casually.

Oh my godI think tomyself. | am lethanded. How will | drive? How will | write? How will | teach? How will |
cook? How will I dress myself? How will lashything? I'm bloody well going to shower.



Gortex, please. Can | have the black wrap, please?

The casting process itself takes only 20 minutes or so, and my husband and | are back in the car making our
way home. | can't remember if we speak. The list of activities and responsibilities that | now feel | can't do or
fulfill seems to be growing by treecond, by each intersection we pass. My surgeon came back briefly to
check the cast and was gone as quickly. | don't know how | see him again. The cast completely immobilizes t
forearm, wrist and all but the tips of my fingers. | can't hold anythingy wits hand. | can'tlo anything with

this hand. The cast feels very heavy with its layers of gortex and stiff, hard black fibreglass. It's hot.

When we get home, | go straight to the bathroom. | pee. | pull some tp from the roll with my right and pass it
to my left, as usual. Then | stare atHiow am | going to...? Oh my god.

Rick James - Superfreak

Mechanics of the One-handed Tear

TEARING POINT




In Limbo - Part4: The Last Day of Our Acquaintance
| am 50/50 when | pick up the phone.

50% wanting to get some answers out of the m@d% freaking out because my right wrist is now hurting
quite a bit and, it seems, losing some range of motion. Sigh. All 100% of me needs to meet with my surgeon
asap.

| live on beautiful Vancouver Island, off the coast of British Columbia, CanadaiaM&tbe provincial capital

and a haven for young families and retirees alike. We are blessed with a medical system that is accessible to
everyone, although it can creak along at a dinosaur pace at times. In Victoria, all hand and wrist surgery is
performed by plastic surgeons. We have 4 plastic surgeons. Number of plastic surgeons in Victoria who will
treat Kienbock's: 1

The answers | seek are elusive. | know this. In addition to all | have read and researched, | joined an online
support group and thogh Kienbock's Disease is classified as "rare", the numbers in the group belie such
designation. All the information | have and all the stories | am now intimate with make it eclestalthat

each case it very different and each corresponding treatmebiatkeble. There are some constants, though,
and it's these that give me the confidence to approach my surgeon again.

For those with Kienbock's, or KD as | have come to know it, the abbreviations and terms | use next will be
familiar; for those unencumberk the abbr. will be more than adequate. Suffice to say, the lunate bone is
"dying" because it is no longer receiving blood and there are a number of stages and corresponding
treatments and surgical procedures that attempt to either trigger or redirect thaod flow again,

“revascularize", or essentially act as pain management, known as "salvage procedures". Skip ahead even. T
me.

| am diagnosed Stage 1, possibly Stage 2 (although I'll later doubt this original diag¢imiesswhat | have for

the moment) and my surgeon wants to perform a radial shortening with a VBG. | am negligibly ulnar negative
-1mm. Therefore, while | don't take any major issue with the VBG, | feel pretty strongly that | am NOT a
candidate for radial shortening, particulafhaving read so many of the complications and "rsoiccess”

stories arising from that procedure. I'm also keen to discuss MCD, a relatively new procedure that is less
invasive and has reported good outcomes.

I've got my printouts ready again. I'll stidk my guns this time. My husband is with me this third vibi¢
knows | might crack and we talk strategy. Stay focused, he reminds me.

It all goes wrong almost immediately. My surgeon walks in the room, barely glances at either of us, and says:



S, what is it?

| decide to go with the warm up, a plea to that side of him that is supposed to help me. Help me. | tell him tha
my right hand is giving me trouble and | am worried. He nods, completesanrequisition and hands it to
me. He doesn't exam@émy wrist. He doesn't touch me or even look at me.

| ask him when | can get my cast off. He say) more weekd askhen what?He sayshat depends.

| am starting to panic, feel a bit crazy. He's treating me like | am crazy. | don't understarrdalize though
that this is probably my last chance. | ask him if he has ever heard of MCD. | feel the air leave the room. | car
see that he is deciding whether to be civil with me or not. He decidesfpeshe moment.

He tells me that he has reabmething about it but doesn't know anyone who has performed it. | seize the
moment. | show him the copies of articles on MCD that | have brought. | mutter something about good
outcomes. My eyes and my body language practically beg him to look down papiees or even take them. |
feel like a Jehovah's Witness on a Catholic's doorstep.

He stops being civil. He suggests that | am wasting his time. | crack. | am not going to cry in front of this man
say | have to go and rush out the door. While | amming down the stairs, he is telling my husband that he
cannot treat me anymore.

| am crying, again, in the underground parkade. | am clutching-thg requisition, the eventual test and
results of which one week from now will suggest | also havebiéiekis in my right wrist. My surgeon never
passes on those results. My surgeon never refers me to another doctor. | will see this man again one day, in

horrible moment neither of us can predict, but for now:

My left arm is in a cast. | have bilaterakbock's. | have no surgeon.

Sinéad O'Connor - The Last Day of Our Acquaintance



In Limbo - Part5: Timebomb

Surgeons remind me of children at Christmasay CIscan, and MRI requisitions are like their letters to
Santa. The results, the giftspw, the possibilities. Dr. Johnny could get a sketch pad but man, imagine if he
gets the NerL.ongshotCS6, rare and extremely coveted by all the litlehnnysout there. Dr. Susie is hoping
for a Taylor Swift Jukebox Doll Set. The othaesiewill be so jealous.

Like all of us, perhaps even more so, orthopaedic surgeons want to do something exciting and challenging.
Something different. Another carpal tunnel? No thanks. When the test results come back and it's something
“rare", Johnny and Sieshave just scored this year's hataHind-totally-sickChristmas present with full

bragging rights. That present gets their full attention. For about as long as it takes for the next big thing or ne:
birthday to some around.

My kindacoolY A Sy 6s€ebehat delivered, opened up, and played with for awhile. Now, I'm the scruffy
Taylor Swift doll under the bed, hair matted and skirt askew. Nobody wants to play with me.

So, | play by myself for awhile.

| visit my GP and confess the story behing surgeon's refusal of treatment. I'm still feeling a little crazy,
unkempt,guilty. To her credit, she thinks what | asked of him was perfectly reasonable. She reassures me. W
will find you another surgeorGive me a week or twdleither of us knows yehat the week or two will

stretch to months.

| go back to my onarmed life. I've figured out some things, like if | keep driving straight, it's not so hard. Sure,
it takes me a little longer to get around but hey, | get there. | discover parallel gasaven harder now than
it was on my driving test 20 years ago.

| clock that it takes 102 minutes for my cast to drip dry as | wait on the mat outside the shower, squeezing
the fibreglass andortexevery so often.

| quit running because even thogny cast weighs only a few pounds, my back and shoulders geif-out
whack and it hurts. | probably look silly too. | continue with aerobics though and feel guilty when the sweat
drips from my cast and leaves small puddles on the floor as we leap abortdhe | worry I'll slip. | worry

one of the sweet, little old ladies that frequent my gym will slip in my sweat puddle. There are a surprising
number of sweet little old ladies that frequent my gym.

I'm surprised what a good sous chef my husband makesha kindly shows me how the food processor
works. Chopping is quite tricky with one hand. Tricky and dangerous. More than one cucumber has shot out
from underneath my cast and flown across the room.

My soonto-be threeyear old is getting quite adept auttons, laces, and zippers. He even tries to help me
with mine. Now, if only he could get my ponytail right. Don't even ask about the toilet thing. Or bras.



| write righthanded on the classroom board. My letters are almost legible. When | wagajiit{imy mom
would sometimes get me to practice writing with my ridfand- just in case you lose your left hasigde would
say. Creepy.

| stop typing. It's awkward with my cast propped up on the desk and my other hand is too sore from doing
double duy. | can't mark my students' work or add comments on their essays. | miss email. The techie at the
college where | teach sets up a voice program for me, so | can leave private audio messages for my students
the computer lab. | install it on my home comtpr too and start send voice emails instead. | think it's brilliant.

| try to explain it to my friends and colleagues but most don't get it and never open the audio files attached to
the emails. | think they think that I'm sending them spam or dirty viddé@m relieved when the spring session
comes to an end.

| am coping but | have also become keenly aware of why God designed our bodies with two of mostly
everything.

During all of this, I'm worried. What is happening under those layers of gortefitardlass? KD is a

progressive disease after all. The clock is ticking. | also need an MRI to confirm or refute the diagnosis on my
right wrist. Only a specialist can order one. My GP comes through in early March: | have an appointment with
a new surgeotfior mid-April. Sure, | can wait 5 more weeks. No problem.

Beck - Timebomb

In Limbo - Part6: Emotional Rescue

ae KdzaolyR (y2¢a | 3Idz2 ¢gK2 1y2¢6a | IJdzzod [ SGQa OF
biking. Yves also does the graveyard shift on the MRI machines at one of our local hospitals.

L Y IABSY , @SaQ OSftft maillontal Yveswitthyour coRaRtNidemation; itskirte R
time opens up on one of those long nights in medical imaging, Yves will call or email you to come on down.
ASAP and on the hugtush. | feel like a drug dealer.

For reasons unknown to me, MRI tesgiis carefully rationed in this part of Canada. Perhaps our provincial
government is worried about its effects. Perhaps our premier thinks they are alien probe machines. Whatevel
the problem, patients sometimes wait years for an MRI, often long past ¢ivé phat reasonable treatment is
possible for whatever ails them. Sometimes patients die waiting, the machines and those that operate them
sitting idle and empty.

L 1y29 LQOS 0SSy fdz0led L KI @S | OGdz it RF Kb RL GBI Sk
problems and excellent doctors and sometimes friends in, if not high, at leasplae##d positions. My MRIs
have led to immediate and successful treatment. It should be the same for everyone.



Now, my deal with Yves may sounctitlbut when | do get the call and rush to the hospital at 11 in the
evening, squeezed between his first patient and his 12:30 one, Yves is nothing but professional. Of course |
R2Yy Qi KIF@S | NBljdAaAGARZY FTNRBY | aLISOAlLfAaGET |, ©Sa
knows this, but he does it on having copies of ngonfirmeddiagnosis and the xray that suggests my

possibé diagnosis, which recommends an MRI for confirmation.

|1 § A4 R2G0Ay3 KAA AU& FYR ONR&aaAy3d KAa GQad 1S A
urgency to my treatment. He knows his MRI can get me help faster. This gives me a strange confidence.
| put on my head phones and slide into the tube. | detest the tube. It is like a coffin and when the banging
starts, it is easy to imagine yourself bangamgthe lid of the coffin, trying to get out. The U2 being piped in to

comfort me is barely audible. | am very uncomfortable and a little scared but most of all, | am grateful.
Progress at last.

Rolling Stones - Emotional Rescue .mp3

In Limbo - Part 7: Out of Control

ae Olad Aa aildlFNIAy3a (G2 oNBI]l R2gy® b20 GKS FAONS
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flaking and flying ofinto space, drains, dinner.

a® Dt RdziAFdz & NBldAaAGA2ya  OFad OKFy3dIS IyR L

S ONRSTie RAaOdzaa GKS aAyOARSKIGEE SAMYKR Y2RTK BB NEYSENS
newsurgeolt KS [alad L GStf KAY GKIFO A{LQXIIDSyNI JBhSISYR
tells me Dr. T is a good gbyt did you know he works in the same officeas Dt.D?R2 ({y 26 | YR L
g2y QG 0SS I LINgssidndafigrall SQa | LINE

LQY  fAGGES aK2O0O1SR o0& Yeé N ¢gKSYy AGQ&a dzy 6 NI LILJ
white but also a bit hairy and dirtipoking. John tells me that it is just dead skin &0 Ry QG @& 2 dz 2 dz&
from Mexicowhen | put this ot My January tan has flaked off and stuck itself to my old gortex padding. Gross.

| choose a baby blue wrap to celebrate spring and drive home with a fresh 75 dollar cast, still hot from the
molding and shaping, my shrinking arm pusunderneath. Four days until | see Dr. T. | am excited, nervous,
and relieved all at once.

The phone rings the next morning and | mumble a hello through a mouthful of tdastl speak with Fiona
BrambleL it A& 5NIP¢d | SQa (pBadMfcade and edshdiB undblizto tré@tSne. My &  N.
aSO2yRY aySli{eés awlL KlFla 2dzad 6SSy FT2NBINRS®R (G2 K
beyond my epertise, he says.



| have been waiting to see him for almost 3 months.

My appointment is in 2 dayd sayl know, which is why | am calling you personally. | am very $@si him
GKFEG L Y &adzllll2aSR G2 R2 y2GoedluckBestN®& LI A Sa GKIF G KS
L aK2dzZ RYyQl 06S &adzNLINA&SRI L yadBld? § 2> F yVAREL QY OF D
several minutes.

2KSy L OFry &aLlsI12 L LAO] dzZLJ GKS LIK2yS o RI2 Safieat Ye
S B T SSONEENE O T Y2 Dt QE 2 T ANEES OF agk’d 3488 5 K S NJ_N.
understanding of my case and conditidmeed to see Gillian right @y, | tell her. She asks what is happening.

My voice shakes when | tell habout the call from Dr.T. Thereisapaus€QY a2 NNE X RAR @ 2 dz
KAYaSEt TK L R2y Qi dzy RSNEIIfH yRENR KRASAVQKA BKIE ¥ ¥ayz0R&

| am starting to feel crazy again. | have cried more in the last foudinfod G Ky Ay Y& Sy dAN
because my wrists hurt. Or because my feelings are hurt. | have lost control over my body. Over my life.

The tears come, hot and furious.

The Chemical Brothers - Out Of Control
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In Limbo - Part8: Help! (atlast)

If I had to pinpoint the day and time | started to get desperate and paranoid, it would probably be this day in
PLINAE S GKFG YAydziS 2N Gg2 L ALISYR 2y GKS LIK2yS 4
definitely moved beyond tat some call a healthykepticism. | now have a very unhealthiigepticism.

2 KSNBla L YlIe KFE@S FStid tA1S I RNHzZZ RSIFESN 6KSy
looking for afixPlease R2 OO0 2NE ¢2y Qi aditkedlz KSf LJ YS 2dzi K Wdza i

There is a psychology to any illness, whether you have chicken pox or a broken leg. There is a particular
psychology to a progressive iliness or disease, one in which the pain, loss of mobility, and exhaustion are all
framed in a race against the clock.elimatter of you walking or not, or living or not, is a matter of time and
timely treatment and, occasionally, of timely miracles. The sense that time is slipping from you and taking witl
it your potential to live well or better or at all makes your heate. The squeeze of time shortens your

breath and flips your stomach. It makes small talk and eye contact difficult, and it pushes you to the edge of
every seat, one leg rapidly shaking and tapping. Up and down, up and down. You are ready to takeaflight at
given moment.

Another thing occurs as you begin to identify with yourself as sick or disafadhink you are too young

You feel ripped off. The irony 8fA S y g &s@@ll@simany other much more serious conditions, is that it
generally affeci (1 KS & & 8 yzgnd& tofmmonly affects those aged 20 to 40. People just starting

their working and family lives. At 37, | am a grandmother in¥the S y* 6f@riy), il have young children, a
YyS6 Kdziol YyRI YR | ySoNDBEAIYSAESOSLOYL CRAVIQASHRKAY
relative concepR2 SaIW®i € 6S02YS Of SINJ dzyiAf e2dzQNB 2f RSNX
young.

You believe that the medical profession should be rushing to treat @WWZ@ NS | & 2dzy 3> @A 0 N
GKS g2NIR YR GUKSE@QNB 2dzad fSGOAy3 &2dz 6l aidsS gl
LISNELISOGAGPS 2F AffySaa yR 3IAydId ¢KSe NBIFfenyS S
1SSt 20SNJ gKSYy HSQNB dhn FyR 32 3ISYyatS Ayaz2 GKIG

No, the secret is that our bodies start to break down slowly, lose function bit by bit: bursitis by herniation by
emphysema by cancer by toothache. The secret is that there comes a dayowdem several "medical”
conditions, however minor or serious, exist in your body and there is no cure or treatment, there is simply
managementYour body and its activities may be forever limited or altered and there may be chronic pain.

Thatdoctorsi{2 6 GKAA&A YR OGKIGO GKSANI LI GASYyGa OFyQl Tt al
medical care.

L OtyQi SELXLIFIAY Y& yS6r alR &aSyasS 2+ asStf¥ G2 |ye
pathetically, alone. There is no ne&at this, for what is tantamount to seffity, yet this new introversion
smothers me, traps me.
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is working her way up to a setftiendly takeover ®my medical care. When all is said and daribe
numerous phone calls and faxes and costly private consultations (yes, there idiartsygstem in Canada?)

good old Mum has landed me a surgeon. A surgeon who has even tréate8 y 6 2 O] Q& @

Dr.Gworksdzii 2F {0® t | dzA Qa A Y -haut cr@i de@yJdudmey dman homé. BUE A (i
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Help!

The Beatles - Help

In Progress i Partl: ¢ KSNX Q4 b2 hiKSNI 21| @&

The rain is bucketing down, sheets of it, constant and punishing. How will we find the hospital if | can't even
see the road?

Elvira is sitting beside me, whitenuckled, possibly praying. She is a good friend. | am thinking how ironic it
would be if weare in a car crash and rushed into St. Paul's emerg by ambulance. Would | hop off my stretche
broken leg askew, or worse, and s&ht then, must pop up to see Dr.G about this pesky wrist tiviogbid
thoughts? Maybe. Oddly, | am buoyed by theihputs my condition in perspective. Now if we can just get

there.

This first visit will be one of many and the route my mind and car are mapping through these unfamiliar and
busy Vancouver streets will become as etched and automatic as the drive from mytbdneegrocery store.

The parkade, the street, the fastest hospital elevator, and the waiting room protocol become small lessons |
will quickly memorize and master.

We are both in dainty summer dresses and sandals, no jackets or umbrellas, completelgarad for a

rainy day downtown. | don't know what we were thinking. We weren't thinking we'd be spending the whole
day in the city. My appointment is for 9:30 a.m. It is now 9:45. The ferry was late and the roads were brutal.
We bolt from the covered p&ade for the side door of St. Paul's. It is, by chance, the exact door through which
we should be entering. Not knowing this, we follow the blue and yellow lines around St. Paul's until we
eventually ask at an information desk. We are guided back to tloe @e initially came in. We're off to a good
start.

| am worried that Dr.G won't see me newam worried | have insulted him by my lateness. | don't know it yet
but he is going to raise the bar on waiting room wait times. Whatever the national avis;ageltiply that by
5.

What is both wonderful and terrible about St. Paul's is that it is a teaching hospital. What is both wonderful



and terrible about Dr. G is that he is an excellent, snedpected surgeon. The wonderful and terrible thing
about mynew surgeon working out of St. Paul's is that it will be aln3dsbursbefore my name is called and |
am ushered into an examination room. Late shmate.

The past 5 months have been hard and I've hardened myself astwdiessing my body and fortifigg my
expectations. My cynical self is completely unprepared and undone by what happens next: it is Christmas
again.

| am greeted with smiles, two interns, and two surgeons, one of whom | assume is Dr.G. I'm hoping he's the
cute one on my right. Elvira led out to the hall while four heads lean in and four sets of hands try to get their
hands on my hands. The questions come; the range of motion and strength tests come; much nodding and
writing and whispering takes placBilateral Kienbock'svly tiny examination room is literally abuzz. | feel
special. | feel like | am finally going to get the treatment | need.

The cute surgeon leaves. He is not Dr.G. The three remaining men huddle around a large screen showing m:
MRI. | have no idea what they see.®Trs like an excited kiche wants to show and explain everything to his
interns, to me. He is constantly in motion. The interns move aside so | can see the image. | suspect Dr.G is a
great teacher. He is patient and thorough. It is like there aren't 4denpeople in the waiting room.

During my examination, we discussed all possible procedures, even MCD. Dr. G seems willing to try it or at
least consider it. All treatment options are open.

| hear Dr. G sago you see thisBut I'm not really followingl've been lulled and comforted by these
knowledgeable meof-action. | know what they are discussing is important, urgent, but to me it is a melodic
background. I'm jarred to attention by Dr.Cook right here. The lunate has collapsed oddly. On theQeft

you see?

| guess | can see it; | don't know. So what. You just told me you can do anything. I'm thinking these thoughts
and I'm feeling strange again because one of the interns is now looking at me closely.

What he means is there is nothing wenado. A salvage surgery is your only option nble intern says this
softly and kindly and | am deeply grateful for him at this moment. Dr.G, too, is gentle, suggests | go have lunc
before | come back to get my right arm casted and book the surgeryyfdefin

I've read about salvage procedures; they sound as horrible and permanent as the word itself. | am devastate:
Screw lunch. Elvira and | run, hands like useless umbrellas over our heads, jaywalking across Burrard and d
Georgia until we find adr. We slip, dripping, into a booth. Two martinis please. Cold. Dry. Martinis. It's 1:25 in
the afternoon.

Blur - There's No Other Way



In Progress i Part2: The Beat Goes On

This was what | had feared most. This was my monster under the bed.|Vageameans to save from peril,

from complete destruction. My wrist is one step from annihilation. All those months under the gortex and
fibreglass, it was disintegrating quietly. It had done everything | had imagined it could. And here it and | are, ¢
least with a chance of salvaging.

Yet | also have a nagging feeltmpuld it have been this bad all along? In the coming days, still obsessed and
preoccupied, | will crosgeference MRI results and doctors' notes. From a report done 7 maitsmy

initial diagnosis, one sentence haunts nige lunate looks very similar to the previous study done in December
2007.

| have not let go of my anger and sense of betrayal over my (lack of) treatment by the Victorian group of
plastic surgeons. Even thougarh now in the gifted and concerned hands of another surgeon, | cannot forget
what has happeneddid Dr. D actually know this all along? Was this the reason for his arrogance and
reluctance?

| know how petty and sad this seemsislpetty and sad. Theris no end to my conspiracy theories. Nothing
will satisfy my need for validation. My family, my friends, and my neighbours listen to me patiently. It will be
many months before there is a letting go, a peace established within myself but also, sigyifiaathtiDr.D.

In the meantime, my monster has not only reared his ugly, bony head, but is waggling his slimy tongue at me
Surprising even myself, and despite my suspicions and bitterness, | almost immediately begin coping,
strategizing. The worst caseenario is being played out and there is nothing to do but accept it and move on.
That is all there is.

A rant, a drink, and a few tears later, Elvira and | are on our way back to St. Paul's. Unfortunately, the day ha
progressed and with no known protokfor queue jumping, we wait with dozens of others until our need to

get to the ferry terminal becomes urgent. | don't get to see Dr. G again this day but after five more hours in
Friday afternoon gridlock and a ferry ride, | am home, exhausted, shdwngews with my husband.

There is also a voicemail from Dr. G. He regrets that he didn't get to see me again and leaves a detailed
explanation of why he must do the salvage procedure and an insistence that | cast my right wrist immediately
It seems a sl and natural gesture, this@inute follow-up call, but | recognize and respect it for what it is:

an anomaly, a gift.

Sonny & Cher - The Beat Goes On



In Progress i Part3: 652y Q0 [SIYy hy aS$

Pain is a personal thing. Explaining your own physical pain is challenging, it is almost pointless. And dull. Not
that that stops any of usMy head is killing meéMy arms are going to fall off can't move my baclt's sore.
It's swollen. It's tender. It throbs. It stings.

It burns. Burning. A burning pain. This is the only word | can find that fitstmeeonly description | can
muster that matches the sensation in my wrist.

In describing my pain this way gl that I'm disrespecting true burn victims. Victims. Not mere sufferers or
simply patients. The extraordinary pain of a burn makes one a victim, as if you were shot in your own bed by
crazed stranger. Something horrible has been don® you.Somethirg unexpected. Incomprehensible.
Irrevocable. | am dishonouring many | know: acquaintances, a dear frreed and women who daily

tolerate extraordinary, unrelenting pain. | think of Natalie and | am ashamed.

However much | know | am not on fire or ev@noldering, | can only say and feel that it burns. In my
imagination, a slow burn, like a subterranean Saskatchewan coal seam, is methodically laying waste to the
core of my handsuntil it is spent.

"Some smolder deep within abandoned mines; otheagebforth in exposed seams of coal. Like forest fires, coal fires can be sparked
either by natural phenomena such as lightning or by people's carelessness. Beyond their potentially devastating efféoty on mi
communities, coal fires change the landscaped damage the environmerit.

But what | think | know about pain at this moment, even after surgeries and disease and childbirth, will be
shattered, blasted apart in a few months time. Burning has its own vocabulary. Burn. Singe. Sear. For now, |
have myslow burn.

Doctors have a system for helping patients articulate their pain. Th@ dcale. You know 80 where does it
hurt? Here? How does it feel now? When | do this. On a scal&05f11being little pain.

Of course, the relativity of pain relers this assessment tool almost useless. One man's 10 is another man's 5.
The man that has broken his back understands 10 just a little differently from the man who has suffered a
bout of indigestion. Nevertheless, somehow, both you and your doctor lsammething about you.

And then there is the hierarchy of suffering. Me and my Natalie. Many, ilhof us, in our quest for
validation and treatment, seek to paradoxically *score* higher on and refute the hierarchy. But the hierarchy
is meaninglessnlthe end, it is only you. You, and what you can bear.

| can almost bear the burn. There is no painkiller that can reach inside a dying bone and soothe it. No tonic o
lotion. There are jusfiorgetting drugs: wine, laughter, love, distraction. These \dan abundance, when |
remember to take them. And accept them.



God bless my husband for easing my pain and my{tizahk you, Eric, for showing and saying time and
again:Lean on Me

Al Green - Lean On Me

In Progress i Part4: Cruel Summer

I'm watching Eric unload the car, humping tents and poles and coolers stuffed with food.
is helping in that nortommittal way teenagers dea pillow here, a pop bottle there, draggin
his body from the car to the picnic table.

It's our annual, ed-of-schoothop-on-the-ferry-drive-to-the-interior camping trip and we've
just arrived at Paul Lake Provincial Park. The campground-i# fsliCanada Day after alhnd
we are perched at the end of what is essentially a parking lot. A parking lospéictacular
views of the lake and a cool shower close by. It is hot and dusty and my teenager is moa
want to jump in the lake so desperately.

But there are chores to desetting up camp and all that implies: assembling tent poles,
inflating matresses, organizing food and drink and camp chairs and camp stoves. | am n
doing a damn thing. | am standing, sitting, pacing. | am about as useful as a turnip.

The day before we left the island, | saw John, my cast man at the orthopaedic clinicsHe
casting me for the third time in 6 months, but this time it was my right arm.

A month previous, in my desperate search for a surgeon, | had paid $500 for a surgical
consultation at a private clinic in Vancouver. This new surgeon examined me and ptdpes
exact procedure | didn't need at a cost of about $8000. He did, however, cut off the 4 1/2
month-old cast that encased my left arm. | had been anxious to have it removed, someth
one would do without a surgeon's requisition. | didn't have a sarg yadda yadda...there is
hole in the bucket dear Liza, dear Liza...so | guess that was worth the $500.

Anyway, John was acting on orders from Dr.G. and was prepping his materials when | as
a light summer colour in fibreglasSorry, but we'rall out of gortex right now, | can only do ¢
plaster cast,John shouts from the computer. Turns out, there is no gortex in any of the
hospitals on the southern part of the islandill take about 2 weeksgohn tells me. When did
start living on Gilligas Island? It's the beginning of summer and I'm about to leave for the
for a week. Me and my oldchool plaster cast. | can't quite believe it.



So here | am, Mrs. Turnip, with a left arm so weak | can't trust it with a cup of coffee and
arm weighted down in layers of plaster, dreaming about swimming in the lake and helple
watching my husband do virtually everything.

As the week passes, we settle into a routine of early morning walks, midday swimming, ¢
afternoon excursions. The sarfaanilies seem to gather at the lake shore by fmdrning and
there is an easy rapport amongst us all. I've wrapped my plaster in a plastic grocery bag.
securing it with elastic bands. | splash a little at the water's edge when the heat becomes
unbearable.

One of the dads around that week, midedlged with a bit of paunch and goofy look, makes
new wisecrack about my cast every mornid¢hat does the other guy look like? Time to sto
skateboarding, heylt makes me crazy. | see him lumbering towards nith @ floating duck
ring under his arm. He's smiling and about to greet me with something spectacularly unft
about my cast. | sigh.

It's going to be a long,
Cruel Summer.

Bananarama - Cruel Summer

In Progress 1 Part5: Beast of Burden

However much | hate being in cast, being without one is sometimes territgDgufferers know the
brutalizing pain of an accidental bump or twist of the wrist as well as the constant, grinding agony of the wrist
simply at rest.

ForKDsufferers in thdate stages, there is no respite at rest or in action. A cast can at least eliminate the fear
of further injury, prevent one from oveusing, and provide a convenient cradle in which to nestle the lame
appendage.

Similar to this lovénate affair with onés cast is the compromise one accepts with public reaction. There is
relief in the fact that people are more careful around you, more solicitous, sometimes more helpful. There is
frustration in the reality of constant questions, annoying quips (migdjedmen with floating duck rings),

and the worst, medical opinion. Most people believe you have a broken arm. Others might inquire and with
the brief details you provide them conclude you have something akin to carpal tunnel syndrome. Not that
there is anythmg wrong with that.

It is so childish, so smatlinded, but every so often | am enraged by this and want this-nvelning stranger

to feel very bad about my condition. | want to establish my case in the hierarchy of illness. | will solemnly
reveal all he sad details of my disease and its worst case scenarios. | will watch as the stranger's face drops .
little. It's mean. | can't resist it.



With one arm casted and the other virtually useless | have given up the pretence of being capable. My
reluctanceto ask for help has all but slipped away. | can't cook, drive, or write any longer. | now have a
housekeeper. | order my groceries online and they are delivered promptly. | am working out a system that wil
let me live my life and fulfill my responsib#s. | miss small things though. | miss reading to my youngest at
bedtime, snuggled beside him on the pillow. My hands can only bear the weight of the lightest of books. So w
sit up and lay the book out on the duvet, my&ar old turning the pages. It'©hso bad.

Dr.G has booked a surgery for my right wrist for late October. He is keen to not lEDiivegress as it has in
my left. While | am willing to do almost anything to be rid of the pain idefty| understand his logic. In the
meantime, | ca onlybe.

Again, toEric,mytirelessBeast of Burden.

The Rolling Stones - Beast Of Burden

In Surgery i Part1l: Going the Distance

Brian, the anaesthetist, is looking at my chart and callingprtteopaedicallychallenged. We both chuckle a
little. I'm laughing mainly because I'm a little bit stoned and freaked out lying there in the operating room
while everyone goes through their pacesrossing off their checklists and arranging equipment.

| like Brian he has a sense of humour and a bit of dexéy-care about him. I've met a couple of

anaesthetists in my time and they're all a bit quirky, in a good way, | think. And hope. The better part of their
days involve whacking people otihat takes a certain chacter. I'll be awake for this procedure, so Brian

must strike that delicate balance of pain relief, distraction, and alertness. Perhaps his little joke is a test to set
how well his cocktail is working.

| have a nerve block for my arm and something fgrimead to relax me a little. | fekhe. Dr.G is all business
but takes the time to make sure | can see the scalpel action otvtbereen above me and says he'll keep me
posted throughout. I'm having a *minor* surgery, arthroscopyjust to check the tate of my lunateand sort
anything that might need sorting. It's the first step towards real treatment forvimly S y 6aRdd aini &
relieved.

The OR crew are relaxed and seem to know each other well. They share some jabs and jokes. | can see my
opened wist on the screen above but there's nothing too impressive there, certainly not the blood and guts
fest | had anticipated. Just the whitest bones you can imagine. The only significant thing | remember is Dr. G
sayingyourlunateis in great shape. Why, th& you | think to myself.

The entire event lasts no more than a hour and while I'm waiting in recovery, | watch Dr.G visit alldoiggpost
| see more evidence of him being a good doctor, of him being a good man. Dr.G spends many minutes with &



olderman who is not sure what he needs to do next and many more minutes with an older woman who just
wants to talk. When he gets to me, he is happy that there is no visible sign of damageduoateand hopes

that this KDwill stay in its infancy. He didean up some fragmentahile he was in there. Fragmentswhat |

will always wonder. It occurs to me that | may never have known Kizid my right hand had | not lost the

use of my left.

This is all good news. After a month or so, after my right haradstend regains some strength, I'll be ready
for the surgery | really need. | am thrilled. The nurse finally gives my husband and me the thumbs up for
discharge, a prescription for painkillers, and 2 Tylenol Blee.nerve block will wear off in about h@ursshe
saysget ahead of the pain have no idea what she means. Yet.

My husband races with me to the ferry and we arrive just in time to see the Spirit of British Columbia pull fron
the dock. I'm groggy and tired and not too bothered by thleair wait ahead of us. Hoping to catch the ferry,
we decided to fill my prescription once we are horiée nurse said we had 12 hoursgemind Eric.

Within an hour, | am kneeling on the floor below the front passenger seat, breathing deeply and moaning a
little, as if in labour, propping my bandaged arm on the seat. Nerve blocksvaear'toff,they switch off. On.
Off. | never get my 12 hours.

This is my recovery learning curve and there is no going back. My surgeon, my family, and | are Going the
Distance

Cake - Going the Distance

In Surgery i Part2: What a Wonderful World

It's been 3 months since narthroscopy | can't get my surgeondOAoN the phone. She doesn't reply to my
emails. | have realized that a surgeon is only as good as his handslgras$ available as M4OA I've now

passed the one year anniversary of my diagnosis and my every waking thought is about having my surgery a
getting on with my life. This holding pattern is purgatory.

| have learned this past year that protocol isibof a sham. | have no intention of waiting in some imaginary
gueue. When | do get Ms. P on the phone, Ille:G was clear that | was to have my surgery 1 month after my
arthroscopy Ms. P taps on her keyboard and replies that she doesn't see ameg tothat effectout if he told

you that, then...oh, | have an opening for Februarth1i is that easy. After all the fighting and waiting and
suffering, it comes down to a single, wethed phone call. The lie was more of a partial truth anyway. What
Dr. G actually said was that | needed to vediteast a monttbefore my next surgery. &€l like | have reached
the summit of a mountain. February th7is 3 weeks away. | am almost giddy.

Dr. G meets me in the nurse's office, where she and | are completingeygp paperwork. He smiles and
says:so you're ready to do this, are yoli'® asif he doesn't know | have latstageKD It's as if he's forgotten
that we last talked about this surgery 8 months ago. | am struck again by the irony of a surgeon not



comprehending the loss of the use of one's hands. | just smile.

Dr. G brandishes a macinglooking red marker and starts mapping my arm. Some circles here, a line or two
there, a definitive "L" on the back of my hand. God forbid they get the wrong arm. | am not comforted by this
extra security measurésee you in therdie says over hihsulder as he goes to prep.

| am a little disappointed that Brian is not my anaesthetist. We had talked about round 2 back in October and
he'd said he'de around | actually don't have just one anaesthetist, | have a teanteantin-training, it turns

out. | tell them about my last nerve block wearing off after 3 hours. They exchange glances with each other
and say they'ltop it up.

| am decidedly wasted when they wheel my bed into the OR. This will be a longer surgery than before. And
noisier. Eleaic saws, pliers, and chiseéli,the chisel could be my imaginatiefut I'll never forget the
crunching sound of the pliers or thvehirr of the saw blade cutting through bone. Or the bits of bone and flesh
that spit out of the wound. | don't get thiv screen for this one. | am grateful.

My surgery is called a PRC and involves the removal of the proximal row of three bones, one of which is the
lunate - the source of all my trouble. The surgery allows for the distal row to slide down into the vacated
space, in turn helping convert the existing joint to something more akin to a hinge. Like a door.

There is a point where | can feel incredible pressure and my OR anaesthetist slides a syringe into my IV. The
pressure fades away.

In recovery, | am quitedipless. | think my gown is twisted. One of my breasts is hanging out. | don't really
notice or care. A nurse discreetly shifts and tucks my gown until | am covered. In an hour or so, this same
nurse will try to help me put on my underwear and bra. | am $toned to stand and my right arm is like jelly.
She has to remind me to hold it up because otherwise | don't remember it is there and it thuds to the side of
the bed. Getting dressed seems to take forever and makes me giggle like a little girl. Gouitdess

Incredibly, I've been discharged. This time, | have the pain killer prescription filled. This time, when we get to
the alreadyfull ferry, my husband declares us a medical emergency and a vacant spot magically appears. We
learn that this spot islways left free for any emergency. | store that little nugget away in my cloudy mind.

| am three bones lighter, high as a kite, and on my way home to rest and recovery. Hallelujah.

Louis Armstrong - What A Wonderful World
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The room is dark and quiet. The boys are at school. | remember Eric leading me in here last night after the tri
home, into our eldest son's bedroom, where | can sleep uninterrupted.-i}ea4d old climbing into bed in the
early hours. No jumping on the bedo jarring my arm.

Eric was here beside mavas it an hour ago?bringing my pain meds and the Celebrex. He set the alarm
through the night. Every four hours. He wants me to sthgad of the painas we've been instructed. I'm still

SO groggy. My an is elevated on several pillows next to me, tightly casted. It's been almost 20 hours since my
surgery but | feel like I'm on another planet. The pain meds are just scratching the surface. The slightest
movement of the blanket or my body brings a stiflag to my lips. Itis 9 a.m.

By noon, | know something is terribly wrong. | doubled my meds at 10. | can barely breathe through the pain.
When | call Eric, | suddenly begin sobbing. The most he can get from me is ay=zspleen he asks if | need

to goto the hospital. It's a “minute drive from our home to his office. He's by my side in 5. In 6, he is helping
me descend the stairs. In 10, the thought of footwear finally abandoned, | am in the passenger seat of the ca

As he backs out of the drivewatye tiniest edge of curb dips the tires and | scream. My arm is on fire. |
whimper, alternately audibly and soundlessly, during the short drive to the hospital.

| know this emergency room well. | have 2 sons. Many a Saturday afternoon with bumpecdhdadssted

ankles, many a Sunday night with high fevers and unexplained spots have been idled away here. The last tin
was here, my youngest had tripped and cracked his head open on a concrete pad at the park. His head spew
blood like a furious fourain. In the two hours we spent waiting to have his head cglagd, he had peed all

over my lap and read every book in emerg. | was able to dry my skirt in theuatmer sun before the doctor
could see us.

Somehow | know they are not going to make wait this afternoon.

Our admission begins in the usual way. Eric is talking because all | can do is moan or gasp. The triage nurse
asks the standard questions but, at some point, it becomes obvious that | need care. Now. Perhaps it's the
mention of postop. Perhaps it's because I'm about to pass out. Either way, | am rushed through an
astoundingly packed "inner" waiting room and directly into an examination cubicle.

Please don't ask me how | remember this or why, but 3 interns, young men straight prirneftime hospital
drama and betteflooking than necessary, are instantly in my cubicle. If it is odd that they seem to come from
nowhere and seem to know not a fig what they are doing doesn't dawn on me until much, much later. Where
they eventually disppear to is also a mystery. Unfortunately, while they are very much in my cubicle and in
my space, one of them begins to remove my cast.

I'm not quite sure where my screaming ends and my sobbing begins. This sobbing is as deep as the Earth's
core. My cutain is open, so | can see all patients in the inner waiting room. | am screaming and looking at
them. | am screaming at the intetno not EVER touch me agairam pleading with Eric to help me. | can see



my hand now togc it has been unwrapped and reveal- and it is massive and throbbing and purple and red.
This thing is attached to my arm. | want them to cut it off.

Kanye West - Stronger .mp3
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I've already forgotten the name of my angel. Of all the things | can recall of these days, her name eludes me.
Her essence does not. She swept aside my torturers with a quick word and a firmtemokeedle at the

ready. She is gently brushing the haorh my forehead as the morphine seeps into my bloodstream. She calls
me dear.Andsweetie.

| do not know how | arrived here in the hallway, on the gurney. My angel is telling me they are trying to find a
doctor for me.lt's just crazy here tonigh@onidnt. Where did day gol wonder. | am able to wonder. The
morphine has both anchored me and allowed me to be free again. | am also aware. My gurney is opposite thi
doorway of a room. | can hear and see the elderly wife of an elderly man berate him. Shienhiggh

something. Her purse | think. The morphine does not let me feel shock but | feel Eric behind me shift
uncomfortably. Security is called and the wife screams obscenities as she is pulled from the room. This is mc
than | can fathom at this moment

My angel is telling me that the orthopaedic surgeon on duty is in the clinic. My gurney starts moving in that
direction. | know this hallway welthe "clinic" is where | have had my arm casted no less than 5 times in the
last 12 months. The clinicagmost like a second home. And who should be there but John, myfedtright
hand man.

Beside John is Michael. | think. I'm pretty sure it's Michael. I'm certain he is an orthopaedic surgeon. I'm
doubly certain he has just returned from Afghanist&he pieces of his life trickle through the morphine. But
who is reporting them? And why?

Michael looks so tired, already. He is reading my file. John is filling in the bits he knows. Michael leans close
me and asks mavhat happened? talk about thecoming of the pain. | talk about the onslaught of the pain.

He asks me what | feel now. | saymbnessHe looks confusedBut you can feel this, rightPesbut it is

numb.He stares at mdf it's numb then you can't feel itfeel anger build in me. How can this be happening?

It is like | am arguing with myykar old instead of talking to a doctor. The veil of morphine is liftiignb

does not mean without feelingwant to shoutAnyway, | feel fine now.refuse to loolkat him.

Michael shifts some paperwork, talks into his computer mike, and instructs John to cast me again. The dange
has passed. | seem ok.

John is so gentle with the gauzmy eyes thank him. Michael is talking to Eric as John lays the first hrgi o
plaster on my arm. My angel has left me. There is onKpige and blooered and black. The whimper comes
before the scream. The scream comes from someone outside my-baiy suspendeebegging Eric to help



me, to make it stop. | am begging ascteaming at John, at Michael, at Eric. | lose feeling in my left arm. Then
my right arm, then my right leg. | can't feel either of my feet. | am going into shock. | don't comprehend this
logical chain of events. | am beyond logic.

Michael calls emerg aagss the halt but we discharged her from emerg to orthopaedics. $hiear him sayi

can't have morphine unless I've been admitted or am in Emergency. John is pushing my gurney to emerg, fa:
Michael is dialing St. Paul's hospital as we cross thHe/émal Incredibly, | hear him laughing. He and Dr. G are
sharing some joke. Michael has just come back from Afghanistarlittle drama must pale in significance.

| catch sight of Eric's faeéhere is a surprising degree of control there. | am anoflane now, moaning low

and deeply. When my angel reappears and rushes me back into emerg, | know relief is close. | just need to b
inside the emerg doors and she can give me morphine. She stops in the nearest hallway and injects me
quickly. It takes no wre than 30 seconds to

flood my body. | breathe.

Michael is suddenly back and, beside him, Dr. D. Dr. D speaks in the softest oftpiEEsahow are you
feeling now™My tongue is thick and slowired | reply. Dr. D is holding my arm and chagtvith Eric as he
gently wraps it in gauze and padding and a soft sliigs can happen sometimé3y,. D is telling Eric. There is
some talk of opening my hand up for what sounds like bloodletting, to relieve the preSheealoesn't need a
plaster cast we'll leave it like thisDr. D has been summoned from dinner. He is not on call.

Something is happening in this moment between me and Dr. D and Eric. It has been almost exactly a year
since he refused to treat me. There is a strange reparation tgkame. There is more than morphine
spreading peace and light through me. Perhaps.

We arrive home some time after dinner. The house is dark. An entire day has passed. Only a single day has
passed. Eric walks me to bed and the boys quietly watch me askerstairs. | am fine, completely and totally
fine, and will only continue to get better. My pain is manageable and within a day or two requires no
management at all. My cast had simply been too tight. My skin and flesh squeezed to bunstingerve

endings raw from surgery and my pain receptors on stg®arge. Small things.

Rare Earth - | just want to Celebrate

In Recovery: Here Comes the Sun

It's as if it has been winter for a year. As if I've been in hibernation for 4 seaaarsmpy, hairyear
forgetting to emerge from my den. As my therapy continues and the pain slips away, my body has become m
own again. As | move back into myself, there is-aaguaintance, an awakening. It is glorious.

And it just so happens to be spring.



| don'thave much function I never will have full functionbut | can sit on my front porch and plan what I'll

plant next season. More tulips and shrubs and vines and geez, I'll prune that tree and fix that fence and stain
that deck and move that...there is remd to my plans and hopes. | am not yet able to squeeze my secateurs
but | am able to dream and recognize that it is just enough to sit in the spring sunshine and not hurt or fear or
worry. One day soon, I'll dream to plan to write again. Teach again. &aak. Fully live again.

My hand therapy is going welthe hand *hot tub*, massaging, gripping, stretchingfretching the tendons,

the skin, all to remind my hand regularly to heal and accept its new self, to not curl into itself as is its
inclination. We've gone from twice a week to once every two and soon Nicole will tell me there is nothing else
she can do. The remainder of my progress is up to me. In a few months time, Dr.G will not be impressed with
my solitary efforts, however, and I'll fegtdi a child being reprimanded.

When my wrappings first come off, | am pretty horrified by my Frankenstegue wrist. It takes awhile

before | perversely delight in flashing my severed hand at unsuspecting friends, guests, and strangers. It was
truly severed, of course, but the back of my hand has a straight, thin scar running the length of my wrist. If on
doesn't see the other side, it is easily imagined that my hand was lopped off and sewn back on. Plus my left
hand is now shorter than my right. irethree bones short a full hand. | love that it freaks people out. | don't
love that they get too mushy and sympathetic and murmur total lies ¢éikejt's not so baar | didn't even
notice.Their first reactions have already given them away. | don& &aw it looks at all | am well past

vanity.

So this is my new hand, my new life. I'm not so naive that | don't know this surgery, as many KD treatments
have, could fail down the line, but it could be 3 or 10 years. It could be never. | know my nigfhtould start

to deteriorate. Could be tomorrow or 20 years from now. It's been almost four years now since my initial
symptoms starting making themselves knowlike a hungry, cranky toddler. Gradually more impossible to
ignore.

These thoughts, thesworries are pushed far back into my mitthey are only possible futures. My now is a
new lease on life. A chiefly pairee life with hope and plans for progress. It seems like years since it's been
here but... Here Comes the Sun

Beatles - Here Comes The Sun

In the End:  This Much Is True (for me)

Some people have referred to niDstory as a journey. | suppose it was. And is. It is one journey woven
through our daily travels and travails. MyDis running alongside all the other challenges and joys of life and in
doing so, has imparted wee nuggets of knowledge. | consider them gifts and, although some of these may be
specific to my experience, | feel there is a general thread of truth and conexyerience worthy of sharing.

This is what isrue for me when it comes to:



Y A Sy 0@sedsdd sucks. It sucks the joy from your life. It is a progressive and potentially debilitating
disease. It's the end of the wdrand it's not the end of the worldt is not as rare as it appears and yet rare
enough to make finding treatment tricky. No one, not even surgeons, knows why WBfgetsure. No one,

not even surgeons, knows with certainty hE®will progress in each patient. No one, not even surgeons
knows with certainty what the best treatment is for each patient. No one, not even surgekbBswiferers,

knows with certainty when and what surgery will be the most successful or if another surgery will be required
down the line. It is these uncentgies coupled with the loss of the use of one's hand(s) that create fear and
anxiety inKDsufferers.

KDis not a vascular disorder. Three months of acupuncture and four months of casting did not and will not
trigger the blood supply to thieinate. In the months | believed a cure fikDwas simply a case of restoring
blood flow to thelunate, | wasted precious energy and time on the wrong solutions. The only way to restore
blood flow to thelunateis surgically, through eevascularizatiorprocedure. Inmy amateur opinion, if casting
*cures* yourKD you did not hav&D

Canada's Medical Systeithere exist many myths about Canadian health care and Canada's Medical Services
Plan, mostly perpetuated by Michael Moore and my grandmother. OhKaiidrSutrerland.Don't get me

wrong, Tommy Douglas was a great man with astounding vision, but no system is perfect, and ours certainly
has its flaws. It is incredible that ANYONE, rich or poor has access to medical treatment for every category ot
illness, diseas@y injury. No one in Canada will or can go bankrupt due to the need for medical care. Paying fc
the prescription drugs one might need is another story, of course.

Medical care in Canada is nfoge. Yes, those living desperately at or below the pouartydo not pay for

medical services, but that line is pathetically low. Middled highincome families or individuals pay around
$1500 a year. Our personal tax contributions to the system amount to much more, though don't ask me how
much (that's what @Gogle is for).

But Canada is a vast country with a relatively small population, a large number of which resides in rural
communities. The number of medical care facilities and practitioners is not infiiaikéng dois the motto of
the northern communit, the norurban hub.

In our courts of justice, it stands that if one is not granted timely access to trial, then justice is not being serve
Many of us seeking medical care in Canada are receiving too little, too late, sometimes with tragic
consequence

The small matter of life or death aside, | fail to understand the economics of a young workforce crippled by a
lack of medical treatment. The cost of sick days and disability and unemployment payments alone must be
staggering. What is the social andosomic cost of a young man or woman waiting a year for a surgery that
will allow him or her to return to work within weeks?

SurgeongChances are, if and when you need a surgeon, he will most likely be male, ag§édA5I1've written
before, he will be &/pe-A personality with a very blagnd-white approach to your surgical needs. He will be
confident and, in most cases, absolute. He will not be impressed by your @egmge in medicine.



It is important that you like and trust your surgeon. He duatscare if he likes or trusts you. If you do indeed

feel comfortable with your surgeon, you must accept that the surgical procedure he performs on you will only
be one he is both willing and able to do, regardless if there is a multitude of theoretgiabspossibilities, as

in the case oKD Despite the unprofessional and, in my view, unethical behaviour of my Dr. D, | now realize
that he had only the capacity for those two things. Being willing. And being able.

If you don't like nor trust your suegn and have the option of a second or third opinion, seek one without
delay. If your surgery is inevitable, commit to it as soon as possible and get on with healing and life.

Most surgeons see their jobs as starting and finishing in the OR. Your outm@mesderately important to

them and best read about in a journal of medicine. A good surgeon is a surgeon who is good at performing
surgery. A rare surgeon is one who is a good surgeon, a preaer, and a compassionate human being. |
wish everyone aare surgeon.

Spandau Ballet - True

In the End: It Just s

Pain

| know little about the physiology of paithe neural pathways, the synapses, the receivers and transmitters of
pain signals some sense, some medicalmbcjumbo. | understand &ttle more about the psychology of

pain, acute and chronic, which both aids and hinders us humans along the path of illness and hopefully,
wellness.

It's possible we humans do not possess identical pain processing plants. It's certain that we huoeaws, per
and therefore, feel pain on radically different scales of agony. That we perceive pain differently is widely
accepted. Why we perceive pain differently is universally questioned.

And so we are left with this: pain is relative. There can be narblgy of pain because there is no constant
template from which to establish a frame or point of reference.

The pain you perceive to feel is as real as and as *painful* as you believe it to be. You are your brain and yol
body. You cannot escape this slenfact. You cannot compare yourself to another or your affliction to

Iy 2 (0 KySuNake dot stronger or weaker or braver or more cowardly than other sufferers. You just are. Your
pain just is. Or isn't.

Medical practitioners and caregivers know thikey are willing to treat and mitigate your pain without
judgment. Enlist them when you need to and discharge then when you don't.

As I've writtenin the end, it is only you. You, and what you can bear.

lliness"There is a psychology to any illnessewier you have chicken pox or a broken leg. There is a particular



psychology to a progressive iliness or disease, one in which the pain, loss of mobility, and exhaustion are all
framed in a race against the clock. The matter of you walking or not, ay tivinot, is a matter of time and
timely treatment and, occasionally, of timely miracles." So | once wrote.

| don't profess to know much about iliness on the whole but even in my short journey, | fell victim to the sudde
sense of isolation that envelopse when sick or injured. We've all had a bad cold and spent a sick day or two
in bed with tissues and a book. Remember the feeling you had when you eventually showered and dressed ¢
went back to work and life. It seemed like you had been away for Hgeay have only taken a few minutes

or perhaps an entire morning before you slid back into your routine, but for a short time, you felt the tiny stab
of knowledge that the world marched along without you. Unaware and unconcerned.

For those with lengthgr terminal illnesses or injuries, you begin to feel like a ghost in the outside world,
neither fully present, nor completely absent.

The reasons for your phantom existence are nrfialtl but mainly it is because you feel terrible and unable.
Participaing in regular life might highlight or antagonize your disability. Worse, you might utter a complaint or
an audible moan of pain. You want neither to be a martyr nor be viewed as one.

You sometimes believe and behave as if it is easier to stay honmeatorie, to not have to ask, explain, or
negotiate what should be simple things, like small talk in the grocery store or ladies' baking night. Of course,
this is what life is but it suddenly seems so daunting, and tiring.

lliness is a state of mind arady.

SupportEveryone has a support network. They may or may not be individuals or organizations that you
automatically identify as such. It may be your spouse but it could also be your aerobics class or your dog.

Even your standard definition of qugrt may be unrecognizable. It might be in the form of drug therapy,
aromatherapy, or laugh therapy. It might be more concrete, like a buying an automatic can opener when the
task finally becomes insurmountable.

You may desperately seek out support, cejeoutright, grudgingly accept it, or fall into it, as | did.

My wise advice: When any such supportive form begins to make itself recognizable to you, embrace it and
surround yourself with it. Don't abuse it but don't feel guilty about drawing stfeagtl assistance from it

either, whenever necessary.

Me There's no great epiphany here. | haven't seen the end of the world. I've just explored more terrain and
foreign topography.

Someclichés | am learning how to be grateful, more patient, less judgmental, more helpful, lighter, freer.

| am learning that cold, damp winters will be hard. | am ad8r old with the hands of an arthritic
octogenarian. | cannot be trusted with your dishesaurybaby.



| am learning that | can bear more than | realize but not as much as | thought.

| am learning that there are many causes and reasons for a person's appearance and behaviour.

| am learning that everyone bears some pain in some form.

| am learning that good and bad can come at anytime in equal or unequal measure and that *fair* is a myth.
| am learning how to age.

| am learning how to accept.

| am learningt Just Is.

Van Morrison i Summertime in England




