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Hello everyone, | have taken over the job as Editim Jenny Murray. She expressed a
desire to hand this task on at the conference/AGMdecided to put my hand up. Jenny
has done a sterling job over the years and I'm gavewill join me in thanking her for all
the time and effort she has put into producingrawsletter. | hope she now has a little
more free time to pamper herself.
A little about me and my GBS connection. | livekiatikati on a kiwifruit orchard with my
husband. Our children (2 boys), have flown the cemupve are free to travel, fish and ride
our motorbikes.
| contracted GBS in November 2000 after returniagb from an overseas trip. | thought | was coming
home to pay off the VISA but instead spent the tlesde months in Tauranga Hospital. Not the ideal
holiday destination but | did get waited on hand &oot and had all my meals cooked for me. | wsased
once | proved | could use a set of crutches amalildn’'t get home fast enough. My husband had conwe i
visit me that afternoon on his motorbike so | d&nt straight home (30 odd kms) to get the car.dswhen
that the hard work started. Recovery was slow,fpband exceeding frustrating at times but thammksy
family, friends | am now enjoying doing the thingsve again albeit with a few nanny naps thrownvimen
fatigue rears its ugly head.

Any contributions any of you may have for the magezawvill be great fully received. My email and adsts
are on the front page so please don'’t be shy.

We know that times are tough, nevertheless, ogitgimembers turned up for the
biennial conference in Auckland in May and theyeveell rewarded. Not with Lotto-
like wealth but in new knowledge about the weirdnigmt is GBS and CIDP, in the

| renewal of old friendships and the making of newsonFor me, there were four stand
M\ out aspects of the conference:

1. We were able to pay tribute in person to Prafe&areth Parry in recognition of him receivingighh
award in the New Year honours list as well asigtehis presentations about up to the minute médion
about our neurological malady;

2. We heard courageous and informative addressesFralene Maharaj and Joanne Ho and we listened
while Harry Randall's Dad told us about how the ilgraoped with Harry’s iliness;

3. Dr Donald Campbell from the Food Safety Auttyoreminded us about the dangers inherent in food
handling and of campylobacter in particular;

4 The notable involvement of many members (tooemaus to mention in person) who contributed to the
overall success by welcoming people in the foyespécially new attendees) and those who assisted in
various un-asked ways with the smooth running efabent.

I’'m already getting ideas together for next confeeein Wellington in 2011.
Warmly

Bob Stothart
President



Where has the last month gone! It hardly seemsyldsterday that we were in Auckland at the
Conference. Changing from a proven venue is alsag@ncern for conference organizers but
the Auckland team did a great job and whilst thieehmay not have been 2tentury the
willingness of its staff to meet our every requisgtnmore than made up for that.

We had a GREAT gathering! — | am always amazedvithat might seem “the same old same
old” always turns out to be not just a good leagrerperience but also a most enjoyable couple y& deeeting old
friends and making new acquaintances.

The presentations were engaging. Hats off to Vackl lan Randall for dealing with their epic medistatiggles — of
which son Harry’'s GBS was only a part- with sugboaitive attitude - a lesson for us all. Harry hiadall entranced —
although his meanderings thro the connectionsefahdspeaker systems did cause our “Master otralgcs” Don
Martin a headache or two!

Gareth’s presentation, as always, is an essemtifibpthe conference and brings us “down underS@Bs up to date
with the cutting edge of research and clinical pcac The success of his work with “Pulsed sterbids persistent
CIDP sufferers and the potential of the “new” dRiguximab to offer a solution to GBS’ers who do nespond to
IVIG or Plasma Exchange is not only exciting fromadient’s viewpoint but offers the potential tvsdhe Health
Authorities huge amounts of money compared to cotimeal treatment options. Gareth’s recountingisf h
investigations into the GBS outbreak amongst warkeipig processing plants in the USA last yeati|svsomewhat
gory in places was hugely interesting and somethiagvere all looking forward to hearing about. diiywould like a
copy of Gareth’s full Power Point presentationetieg mail me.

Often when we hear things at lectures or presemsit is difficult to see those relating to ourropractical
experience — well it has happened in Nelson! Bancle Gareth was visiting our area and called irgisdh Hospital
to see an old friend who had gone down with ClD#®@ple of months previously and was not respondsgell as
he had hoped to standard treatment and was bec@mmething of a fixture in the Rehab ward. Garetfsalted
with the local (very experienced) neurologist tiegithe patient and they agreed to give the nevis&uSteroid”
treatment a go — the effect has been remarkabtalield into Nelson Hospital yesterday to have lagothat to the
patient — only to be told — Oh he gone home!!

A goodly percentage of you have already renewed ye@mberships but | shall shortly be chasing tivdse have yet
to continue their support. | know times are touglarcially for a lot of people but if the Grouptgscontinue to
provide essential support to new and ongoing seiffethen we need your continuing membership supppl¢ase
help us if you can.

Otherwise nothing too exciting on the admin frdrtave completed our first annual return undemée Charities
Act — not as daunting as it first appeared. Nowt tha winter is upon us | will get stuck into thst lof “tasks” that
came my way from the Conference and AGM and amihgpforward to celebrating that strange NZ eventiad
Winter Christmas in a week or so.

As always Take Care
Tony

It was with deep sadness that we learned at the cemence that a dear old lady, Mrs.
McMahon had passed away. She was in a rest homeG@ambridge, and a new member
to our group. We extend our sincere sympathy to heiamily and friends.
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After a very full Conference day on Saturday it weatifying to welcome some 30 members to the AGM
early on Sunday morning. Lots of familiar facescofirse, but also some new friends made over thel&
hours — the Friday evening Wine and Cheese getheges a great “barrier remover”!

With the new Trust Deed now operational electianghe Board took a new procedural route but engbed u
with the same Board continuing for another yeaery helpful for the Secretary as there is no oae to
be “broken in” so to speak!

We learnt that the Group is beginning to spreaditgs and took its message to other gatherings of
medical professionals in Auckland and Wellingtominig the year. We are planning to “man our staaid”
the Nurses 100Conference celebrations in Wellington in Septembeall part of the plan to increase the
awareness of the GBS and the support group to #ukcad world and general public.

Our President Bob Stothart’s annual report is répced elsewhere in this newsletter.

Peter Scott our Treasurer presented a reassutiing decounts with adequate cash in the bank edupled
with a warning of tough times ahead as the econoaaession inevitably impacts on membership numbers
and donation levels.

There is no change in the cost of Annual ($10)i6d ($100) membership — value for money at its wghio
my opinion when compared to my annual sub of $4H¢dUK group (which | maintain out of loyalty tioet
group that first supported me through my CIDP eiguexe) and $40 to the USA group.

The President and Secretary gave a short present#tthe Board’s policy plans for the Group in the
coming months and years including plans to appoimiblicity officer, develop a hospital visitor'stwork
across the country and streamline our internalaijuer.

We met our new website controller Lil Morgan. Undler guidance the site just gets better and betifer
you haven't accessed it yet please do — you willeodisappointed! Go wwww.gbsnz.org.nk.l is keen to
receive your personal stories. We all have diffeexperiences to relate and broadcasting them raky h
more people than you realise!

Our conference key note speaker Gareth Parry wrgéo improve the quality and depth of our Medical
Advisory Board and this is now actively underwagfd@e too long we will have access to some of &t b
specialist advice in the country on GBS and itatesl conditions.

The 2010 AGM will be held in Palmerston North ahd 2011 Conference in Wellington.
A good and lively meeting, lasting barely an hdaut nonetheless very important for the Board toaget
sense and understanding of where the membershiptheroup to go.

Tony Pearson - Secretary

$ % &

Hi,

My name is Beth and | volunteer to help spreadatbed about a new free Schizophrenia online support
group.

As | know this falls within your interest | thougthtat you might want to help us in the quest t@heass
many people as possible (the more people know ahewgroup the better help they will get). You can
support us in many ways (not financially): tellipgople you know, linking to it, writing a blog asrim
post and participating in the group discussions.

Your help is much needed and any support will betrappreciated.

You can check out the group atww.mdjunction.com/schizophrenia

Beth Green,

POB 200067, Pittsburgh, PA
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Introduction

| am proud to present this report on the activitiethe New Zealand Guillain-Barré Support Groligm
proud because the organization has visited peagiespital suffering from Guillain-Barré Syndromeda
CIDP (and other neuropathies), held a very sucakésinual General Meeting in Christchurch and have
provided information, stories and research findiftgghe benefit of interested people. The intggamd
excellence of these activities are provided by mt#ars who want to help others and the qualityef t
services offered is noteworthy.

Recognition

In the New Year Honours list, Professor Garethyaas recognized with the award of Order of New
Zealand Merit (ONZM) in recognition for his servict neurology in New Zealand. Members join me in
extending sincere and heartfelt congratulatiori®radessor Parry. His generous and memorable
contributions to our bi-annual conferences andsbygport (through workshops) for New Zealand
neurologists, has been outstanding. We are infonmat it is very unusual for New Zealanders rasiaeit
of New Zealand to receive such recognition so veeparticularly proud on Professor Parry’s behalf.
Professor Parry is held in high regard in the ma@onal world of neurology and is in constant dathas a
keynote speaker.

Thanks

We thank without reservation Taranaki Savings B@r#B) and ARA Lodge No 384, for their on-going
support. Without their contributions our task wabbke much more difficult.

Special thanks are due to all those who have digigmple in hospitals or elsewhere providing messad
hope and encouragement. The work you do is impprignerous and highly valued.

Thanks are due to people who sustain the orgaaizatienny Murray who coordinates our activitieshwit
great attention to detail and confidentiality; TdPgarson who provides outstanding secretarial&syi
Peter Scott who looks after our financial affaiighwvtact and skill; Gareth Parry who provides astant
flow of wise advice on medical matters and othenrners of the committee who are always on hand for
advice and ideas: Don Martin, Forbes Bennett, Jataid, Julie Rivett, John Davies and Chris Hewlett.
Particular thanks are due to our patron Steve ClekdWP for her on-going support and encouragement.
Members

Our membership fluctuates from year to year. Spauple welcome our support when they are initially
afflicted and as they recover then no longer wistetmain connected; others renew their commitment
annually and contribute in various ways.

Currently we have 230 financial members

Our regular Newsletter is distributed to 500 plesipients.

Activities

The law regarding the role and status of char@lemged in 2005 and thanks to the meticulous wbrk o

Tony Pearson with legal assistance from John Chekdwe are a properly registered charity under #he n
legislation: No CC20639.



| have already mentioned hospital visiting whiclaisore activity. The publication of a regular N#stter
is also a core function. The Newsletter contatislas which focus on recent research, storigseo$onal
encounters with GBS/CIDP and other neuropathies the main vehicle for keeping people informed a
in touch. Jenny Murray carries out the multiplektasf gathering copy, typing and distribution.

International

| was fortunate (along with my wife Margaret) toddge to attend the GBS/CIDP Foundation’s symposium
in Chicago in November (where Professor GarethyRaas a keynote speaker). This is the biggest
GBS/CIDP conference in the world and the best rebeas and speakers are assembled for this event.
Information gained at the conference has been conuated through the Newsletter.

Conference 2009

By the time this report has been read, the foustional conference will have been held, in Aucklafidhe
bi-annual conference is our shop-window and wedmpresent a programme which is of interest andeval
to all members. The sharing of experiences witts(&BDP, the availability of up to date research trel
forming and renewal of friendships, make the cariee a very significant component of what we atifer
members.

In Conclusion
| repeat my thanks to all who help to make the mizgion useful in providing, education, researot a

continued support.

Bob Stothart
President

Bob and Margaret Stothart intend to be presenteaGBS/CIDP Foundation’s Symposium in Philadelphja
in early November, 2010. If you're planning to gaetie Mary in Canada around then, or you needsib
you married daughter in Maine, stop over for thejsgsium and you will not regret it. Bob and Margare
are prepared to lead a group (or an individualopte) and your NZ support group will assist with
Registration Fees. The full details of the symposwill appear in the magazine The Communicatorctvh
you receive as part of your NZ membership. It ggeat conference with contributors from around the
world (including Gareth Parry) and you come awathwi wealth of research and information. This time)
will be especially noteworthy as Estelle Bensonpvidunded the organization a few decades ago weenjh
husband went down with GBS, is likely to retire.uf@ttendance guarantees that you become pare of tf
international fraternity of GBS/CIDP people. Ifyce thinking of attending contact Bob.




CIDP - My Story

On Friday April 17 " 20091 was diagnosed with CIDP.

This came three days after being admitted to Net&mpital as an emergency patient by my doctogr aft
repeated efforts to see a neurologist had dravaithes the urgent attention | felt | needed.

It has now been two weeks since my diagnosis asgditab discharge. With time to reflect | now realisy
road to CIDP actually started over a year ago @l & new pair of shoes. I'm 49 years old andithimy
story.

March 20081 purchased a new pair of good quality sports slaoesafter wearing them for a few days |
noticed they felt uncomfortable in the front seetés if the toe space was made from hard rubleokl

them back to the shop and was shown a new waygéathem that would help keep my heel back and thus
relieve the pressure off my toes. This new laceuaphique did offer me some relief and | furtheregted

that | just needed to ‘break the shoes in'.

Little did I know...

July 20081 noticed that, for a fit guy who lifts weightstiie gym regularly four nights a week, my leg
muscles appeared to have lost a little size anditton. | decided to work on my legs a little maoceget
them back to their former proportional specificato

August 20080n a cold rainy winter’s night | was driving to ISen for dinner when | felt a cold clammy
and numbing sensation in both of my legs from mistwdown to my feet. It felt like cold water wasiig
pumped through my legs, and even with the flootdrean full they still felt very cold. | was sweadj up

top and freezing down below. Thinking | must begdia¢d | stopped and bought two muesli bars andha ca
of apple juice to boost myself up. This episodégldsbout 6 minutes.

September 2009 was standing on the tail-gate of my Hilux pigimuck and jumped off onto the asphalt.
Bang! | hit the ground with a bone-jarring thudttfelt like | had jumped off grandma’s garden shed
hugging a sack of bricks. “Bloody hell, what happeimere!”.

The height from the tail-gate to the road is justeasly 89cm, or 35inches! At 6’ 2” | could havenakt
walked off!

| clearly remember thinking “Is this what it’s like grow old?”

October 2008I was walking down a ramp off my Hilux when | exigeiced a very unusual and unstable
transition at the point where my leading foot mgtwith the level ground. This feeling of instaljlit
repeated itself several times over the coming nowien walking down the same ramp. It didn’t hiart.
just didn’t feel normal either.

November 2008l spent the day walking the Abel Tasman NatiorakRrack. After about 13km of walking
in my still ‘very uncomfortable shoes’ | decidedwalk the last 4km barefoot. This wasn’t much fither,
as | struggled to walk barefoot on the gravel trac#d “ouch, ouch, ouch” was muttered often. | diear
remember putting this barefoot pain down to the fiaat | had soft ‘townie feet’ and | decided | idgo
barefoot more to get my ‘country feet’ back.

It was only as | got towards the end of the walk threalised the track was almost entirely forroédand.
There is no gravel on the Abel Tasman coastal track

December 2008y now | had noticed my feet were feeling numbgly, and swollen. My fingertips were
also feeling slightly numb.

| thought my balance might also be mildly affectdalit | wasn't sure.

| had just passed my commercial pilot licence madienewal with no problems. Surely this can’t be
anything serious? I'm good to go!

Then a friend of mine suggests | may have mercaiygning due the amount of tuna | eat! Yeah right.
was beginning to wonder and worry...



December 17 2008Was my first doctor’s visit with my concerns abthe growing numbness and tingling
feelings in my feet and fingers. He reassured mag probably nothing to worry about and scheduled
blood tests and checked out my heart. He alsoatitegeflex tests and | recall thinking at the titimat my
responses didn’t look particularly award winningy Mood tests concluded nothing out of the norm rauyd
heart was good to go! He then referred me to aiptherapist to investigate the possibility thatayrhave
pinched a nerve in my back as a result of a snaawdaag accident last winter.

So with 2008 coming to a close my feet hurt in rges. | thought | dribbled more in my sleep. | wient
the toilet too many times at night and with morgamcy in the mornings. My legs appeared to tirenfro
walking up one flight of steps and my thigh musdtesked like they were getting smaller. | also rember
waking up the day after any serious physical esertgeling like | had been punched around the hy;
the other hand I still managed to go to the gynr ftays a week, | could hang off the end of my ckamin
steep bush country for 4 hours straight, | coulohgroard all day virtually without more than a toisop
and | could ride my motor-cross bike non stop i $hhour Honda Iron Man motorcycle race. Nothing
wrong with that!

| simply concluded that 2008 was the year | wasspia}ly ageing faster than | would have liked. |
definitely noticed it, | definitely noted it, butdidn’t think | had enough wrong with me for anydodake
me too seriously. After all, some would say thad&i am not a spring chicken anymore.

January 7" 20091 now felt the intensity of the numbness and tinglin my feet and hands increasing at a
predictable rate. | had my first physiotherapy sesand | was shown some back and leg stretches to
improve my somewhat poor flexibility. By now | hatso noticed the soles of my feet had appeared to
become very ‘slippery’ when walking barefoot onperor dry grass. My feet just seemed to havesoste
of their natural grip and traction.

January 12" 2009My second physiotherapy session and nothing new jast the same painful leg and
back stretches.

January 19" 2009My third physiotherapy session and with no improeetrin my health the
physiotherapist wisely referred me back to my dos&ying he couldn’t help me.

February 23 2009Was the week before my @®irthday. It was back to the doctor for anothemm of
blood tests and this time he also recommended & seirologist. | agreed.

February 20091 felt the numbness and tingling increasing aneting up my legs and forearms in
waves. | felt also the odd ‘twinge’ across my bedgostly in my arms, abdomen or chest.

| sometimes woke up at night with cramps in bothlegs at the same time, which was something | had
never experienced before. | made a note to get magmnesium in my diet to counteract the crampksd a
noticed that the all-over buzzing sensation | wgseeencing was possibly being aggravated by haat as
taking a hot shower or a spa, and even warmingup@e cycle at the gym.

March 27" 20091 was driving home from Hanmer Springs and | actidlly stood on the gas pedal instead
of the brake pedal. | then noticed that the bradaapfelt unusually distant under my foot. Pressivey

brake pedal felt as if | was driving with a towalapped around my shoe, thus reducing the expeeidal p
feel.

Monday 6" April 2009 Was the first day | had difficulty walking. Whenvalked from my car to the
changing rooms at the gym | noticed my gait wasesehat staggered. | also noticed one of my kneeddvou
sporadically ‘let go’. This caused me to lurch aedetimes flail my arms momentarily. To some itkied

like | was a dancing drunk. That night at the gyfmend asked me jokingly “are you

pissed?” | also didn’t manage to finish my gym s@s$or the first time ever.

April 8" 2009Back to the doctor | now felt | needed specialephsooner rather than later.
My doctor ordered a final round of blood tests aadt a letter to Nelson hospital requesting
an appointment with the neurologist. He warned na¢ the hospital appointment could be a
few months away due to the long waiting list anggasted | consider the option to go



private, and | agreed; but with no private neur@bgvailable in Nelson he referred me to a rheoiogtst
instead. When | received the rheumatologist’s appoent | was told my initial 30 minute consultation
would cost me $250. Two hundred and fifty dollarsjtist 30 minutes! That's $500 an hour for a gunow
might not even be the right guy to help me! “Arahh pretty sure | do not have rheumatism!” So, hgbt
wrongly, | promptly cancelled that appointment amedhediately returned to my doctor requesting | &ee
neurologist, and preferably a free one! About timee | also began emailing the neurologist’s seaketvith
my updated symptoms, asking that | be seen ataties available opportunity. | even requested ishe
neurologist’s absence (at that time) that anyoeeetlvith some neurological expertise just read my
communicated symptoms. To be honest, communicatitnthem was pretty much one way traffic and
right up to the day | was admitted to hospital Vereactually received an appointment date

Monday 13" April 2009 | started experiencing singular and multiple electhocks today, mostly in my
legs and feet but occasionally in my fingers andsarThe shocks were lightning fast and felt likesh
biting hard and fast at a hook. At first they wgtete scary because they would strike without wagni
Some multiple attacks lasted up to 10 seconds.

Wednesday 18 April 2009 | woke up with my body being wracked by continuesres of uncomfortable
tingling, cramping, numbing and electric shockielt a warm burning sensation in my legs and wakin
was difficult, painful and unstable. My hips actet my balance was somewhat disappointing. As |
prepared for work | soon realised | now had morpartant things to sort out: My health. | had endure
enough. | felt like | had been sliding along a waeble for the past few months collecting new symys
and losing none. | could now clearly see the waithing and felt something not nice was possibly albmu
happen. | emailed both my doctor and the neurafgggcretary again with my latest feelings and
symptoms and once more headed to the doctor’'sgki@ aang the hospital and was told the earliest th
neurologist could see me now was possibly stilr@aeeek away. My doctor then told me he was gting
admit me as an emergency. It sounded extremepbthé first time in months | felt relieved and pghat
someone was finally going to see me. It's importarrtemember that at this time | still didn’t knafw had

a tumour growing in my brain or just a gorse prcki my foot.

When | arrived at the emergency department theg wrpecting me. | spent the next few hours undeggoi
general, blood and reflex tests. | was then taléh$ being admitted to hospital.

I'm 49 years old, single, being admitted to hospaathe first time in my life, and nobody is tield) me
much. | was scared but very relieved to be there.

Thursday 16" April 2009 Today | met Dr Clark the neurologist for the fitishe and after he examined me
he told me | was to have conductivity tests domeftiiowing day. A nurse later came into my roond an
told me Dr Clark is the “the man”, and that if angocan get to the bottom of this he can. | was yapl
confident she was right.

Friday 17 April 2009 Dr Clark came and took me for my conductivity $e€onductivity tests sound
much better than they really are. You get eledémnce strength electricity pulsed into your neraed joints
right where you really wouldn’t want it. They fireinto your wrist, elbow, ankle and even the sidegour
knee. My results indicated poor nerve conductiaitgd Dr Clark then advised me that he suspected | ha
something called - CIDP. He said this theory wdagdsupported by having a lumbar puncture and Iagpkin
for elevated levels of protein in my spinal fluitb be honest at that time | felt nauseous andr’'ticear
much about CIDP, blah, blah, blah... because | hekkld onto the bit about the lumbar puncture. Thstt |
plain didn’t sound very nice. The lumbar punctugsvgcheduled for that afternoon and actually wasn't
bad as | expected. They took three vials of a dparal fluid from my lower back and the resultderd
indicated an elevated protein level of .86

| was finally given the official diagnosis of CIBPChroniclnflammatoryDemyelinatingPolyneuropathy.
Dr Clark informed me that I'm one of about 20 peoplth this type of disease in Nelson.

Dr Clark almost immediately offered me a coupléreatment options:

| could spend a further 4 days in hospital havivigsl treatment (a drip) or | could try a home-based
treatment using a daily dose of 50mg Prednisomeiiicosteroid) and 50mg Azathiroprine (an
immunosuppressive). | was also told it would tagdaithree weeks for the medication to have any
significant effect. | opted to go home and was ltigsged on Saturday morning with pills in hand.



April 26™ 20091 have now been home and on my medication forayks dSome days are good and some
days are not so good. Overall | have seen no dvematovement in my health and | can still feel frs
nibbling at my right foot as | write this.

April 28™ 2009Today was my first post-hospital follow-up with rdgctor, which went well. We discussed
my medication and booked the scheduled monthlydtests. | also think he now has a better apptieaiat
of CIDP and what it is, how | feel, and what | harelured. After the doctor’s | hobbled into my lboca
pharmacy to seek some ‘doctor-approved’ Nurofers.Rdbviously due to my somewhat unsteady gait, |
was promptly refused access to purchase Nurofes) Rhich is a non-prescription codeine based pain
reliever. Phooey! The pharmacist told me she onppies Nurofen Plus to people she knows. Upon her
refusal of my immediate and genuine offer to depesincere and lasting friendship | had to hobilalek

to the doctor to get written verification of my abtion. Back to the pharmacy. | received a sin@grelogy
from the pharmacist for her “bad error in judgemiamd | finally got hold of the only pain relief f€CIDP
that | posses.

Why me?

To be honest with you | have never actually askgdatf that question and it's not even importantite.
What is important is that | accept | have CIDP #rat | get on and do the very best | can to maitage|
can get back to my normal healthy, active life.

So how did | get CIDP?

I'm told that CIDP can possibly manifest itselfrfr@an infection of some sort. Me get sick? | donioke,
eat junk food, or even drink alcohol! | did go hetgym 4 days a week and | will deliberately getgitally
active any chance | can. So if | didn't get sickyeften then there is nothing much I can tell yaue. Or is
there... Well, | do clearly recall this happeningroare than one occasion: My gym is 45 km from home.
would drive there at 5pm for training and head hagain about 7.00pm. On my way home | would often
stop at the supermarket and buy groceries. Figlatihgunger pangs on the 45km homeward trip | would
often snack or graze on my groceries. Maybe areapptlice of ham or some dried figs... nothing wrong
with that, except for the small bout of tummy phgometimes got the next morning. You see, assdina
concerned the knurled handles on gym equipmengdia® carry a lot of germs on them and sucking you
fingers after handling dirty weights can’t be tamod for you! By the middle of 2008 | actually desitito
carry an antiseptic pump spray in my car so | caigthfect my hands before | ate on the fly. Whallge
knows? By then my shoes were already uncomfortable.

So, that's my lot and what an interesting ride ligen so far. My shoes never got broken in, myregcles
never got bigger, magnesium in my diet never stdppg night time cramps, and | never got ‘countrgtfe
last summer and, oh, that cold clammy feeling fligihrough my legs last winter? Well that returieed
week, twice. To make matters worse the global sfiitnpandemic has just possibly touched down in
Nelson at a time when | have been told to be vargfal with my health due to my medically reduced
immune system...

All I know is that | want to be able to fly an aplane again, go snow boarding, ride my dirt bikestk up
on my land and get back to the gym. I've still at much | want to do and | am going to get thevatch
me. I'm Jon Anda and I'm from Nelson, New Zealgo@pinksalt.co.nz

Jon’s hot tip for CIDP feet relief

The only tip | have for CIDP sufferers is: Protgotr sensitive feet! Buy yourself some Muck Boddsick
Boots are a super-comfortable insulated gumbooenfradn thick neoprene, which is basically wetsuit
material. They are spacious, comfortable and déliemore foot protection than slippers,

which are the only other footwear | have been &blgear for the past two weeks. Muck

Boots are distributed in NZ by Swanndri and you ganthem from most farm stores like

Fruit fed and CRT. www.swanndri.co.nz



Exercise 1: One legged Stands Eyes Closed
Hold onto the back of a chair and close eyes.
Balance on one leg and hold as long as possible.
Repeat on other leg.

Repeat 10 times.

Exercise 2 Front Leans
Bring body weight forward and back as far as pdesib
Try to maintain balance without holding onto chair.

Repeat 10 times.

Exercise 3: Walking Head Turns
Standing close to wall, walk turning head right &meh left.

Touch wall if necessary to keep balance.

Exercise 4: Semi Tandem Standing
Stand with heel of one foot against arch of otloet.f

A. Look up 5 times

B. Look right 5 times

C. Look left 5 times

D. With RIGHT/LEFT arm, reach right, left,
forward and back.

Repeat 10 times.



Donald Campbell from the NZ Food Safety Authorippke at the conference
campylobacter. Here are a few facts and figures fittat speech which you may fi
quite interesting. lyou would like a copy of the article presented lmnBld Campbel
contact Jenny Murra

1. Itis caused by bacteria found in the gut of bietgecially poultry and animals such as cattlegg}
cats and dogs

It is passed on in the faeces (poo) of infebirds, animals and humans.

It survives refrigeratiotffood needs to be frozen for up to 6 weeks totkel bacterie

Small infectious dose can haveincubation period % days, (range-10 days)
Symptoms ofliness: diarrhoea, abdomincramps, fever, nausea;

First isolated 1909. Disease not recognised undl1870:

NZ has one of world’s highest ra

Campylobacteriosis risk strongly associated with & undercooked chicken & chicken eatel
restaurants.

Risk also associated with enseas travel, use of roof water collection, rawydaroducts, contact wit
puppies and calves,inted & diced meat & poultry from supermarkets &dher:.

89% (203/250) chicken meat samples collected pesiar Campylobacter

©NOORWN

<10% contamination oftber meats sampl

9. Guillain-Barré syndrome

Peripheral neuropathy, spectrum from muscular wesd®
complete paralysi® deathl0% fatal, 20% disabled, maj
driver of costs fronCampylobactemfection

Significant increase in incidence 1¢-2005

Significant correlation between increase & risi
campylobacteriosis

10.NZ has a serious campylobacteriosis problem with tge
public health impact
11.Fresh poultry has been dominant sourc«75%)

Ways to Lower Risks:

If possible use separate chopping ba when preparing raw foods, (especially meat andtpgudnd
cooked foods.

Scrub your chopping boards clean hot soapy wa

Cook poultry until the juices are cle

Keep raw meat covered and separate from other fandstore at the bottom of the fric.

Wash your hands in hot soapy water.

Where is it coming from?
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Time to start thinking about and preparing a spadhe garden for Garli
Shallots and Strawberry plar These should all be available in your lo
garden centre from the beginning of June. The génelle for Garlic ant
Shallots is to plant on the shortest day, June @dthharvest longest de
December 20th.

June is also the time to start looking ay rose care and maintenance th:

& needed as well as any fruit tree pruning that neayelguired. If you are n
\ able to do these yourselves, enquire at your lgaalen centre, they mi

either have a pruning service or know of someone prbvides suca
service.

Keep planting the vegies so you can continue toyettje fruits of you
labour. It is also a great time to replant youniéo gardens with winte /
flowering annuals like Pansies, Primulas, Violasppes, Polyanthu:

Stocks. While doing thishrow in a few spring flowering bulbs like Tulips
-] daffodils to come up among the annt A

Have a safe, warm wint \

\h / Terry Watton \' \ /

s

CORN & PUMPKIN SOUF

(Made in the Microwave)

INGREDIENTS

1 Butternut or Pumpkin

2 onions

60gms butter .
3.5 cups chicken stock .
440gm cream corn '
3tsp Worcester sauce

1.5 cups cream

1tsp chopped chives

METHOD

Combine pumpkin, onionand butteiin a large bowl.
Cover and cook on high for 3 minute

Add chicken stock, cover and cook on high fcO mins.
Stir three times while cooking.

Puree in blender.

Stir in corn, Worcester sauce and cree

Add chives and serve.



We have a web site that is being much underutilizeds lof members appear to

be looking but are too scared to write anythings & good way to swap ideas,
DO“ 'f thoughts and information so how about giving itta g

Go to the website and get active. If you aren’teaher already you simply
follow the screen prompts and you are away.

Go to: www.nzordforums.org.n2NOW and have your say.

0'1

GBS NZ BADGE: Our own unique badge. It's a silver outlined kiwi

With paua shell centre and the words GBS NZ wribielow. $5.00 ea plus p&p $2
GBS Teddy Bearwith lettering GBS NZ on its shirt $7.00ea pp&p $2
'+ 1

Publicity Officer: responsibilities include keeping the support nekworthe public eye; communicating
regularly with departments of neurology in hospitiaising with media and generally putting our doo
news stories out in public etc.

If you have the experience, the time, the passmhtle skills for this role please contact Bob IS4ot at
stothart@ihug.co.nz

+# 2 1

At the recent Board of trustees meeting it wasdieto form aGreeting Card System for new
GBS/CIDP Sufferers.This is based on a system started overseas whdreadanteers will be notified of g
new patient and they will then (at their own exmgrsend a greeting /get well card to that persen. A
GBS/CIDP is not a common occurrence we wouldn'teexphe volunteers to incur huge costs. A supply
$1 cards and a few stamps might set you back $Eaa

Please contact me (Chris) if you would like to baednvolved in this project.

Email me at: chrispy57@gmail.com
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