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(= A couple of new cases of GBS have been reportest $he last newsletter. We wish these
new sufferers a speedy recovery and sincerely tiapewill be home for Christmas.

Planning for next year's AGM is well under way. Bi&t are revealed later in the magazine.

There have been lots of interesting articles pappip on the internet with regard to swine

¥ flu vaccinations. Some in favour, some not, butyas | have had no response from the
writers re permission to reprint. | am hopeful that happen before the next issue.

Terry’s garden tip re used coffee grounds has heerking a treat and the number of slugs taking up

residence in my cabbages etc has dramatically eeduspparently the worms like them as well which

might explain the huge ones I've been seeing lately

Please keep your stories coming in and any othieftesr you think might be of interest to the grolipanks
to all those who have contributed so far.

| wish you all a very Merry Christmas and a HappuNY ear.

Chris

A recent Listener carried an extensive piece onpgdmbacter but nowhere was Guillain
Barré Syndrome mentioned. However, there seerns togrowing understanding about
how to safeguard against infection from this pattic nasty. Members who attended the
national conference in Auckland this year will iétiae presentation from Dr Donald
Campbell of the Food Safety Authority about campwgicter and he said that education
about food handling, particularly uncooked chickeas making a difference in the
incidence of severe gastroenteritis illnesses.rtme this because about 40% of GBS and
' CIDP cases are precipitated by campylobacters dtgase of being forever vigilant to
avoid this horrible, sickening bacteria.

Because GBS/CIDP are rare diseases we will nevarrbgular high profile, front page news item bet w
can and should always be aware and alert to paar iandling practices. If you see low standardsuiplic
places avoid them forever.

Along with my wife Margaret and Peter and RobintBae put up a stall at the Nurses Annual Confezenc
here in Wellington and handed out a whole lot @ichures and pamphlets. It was heartening to ¢alk t
many of those gathered who had nursed GBS/CIDRmiatand to share their understanding about this
perplexing neurological condition. | thought wedaa small impact and I'm sure we left an imprestiat
here is a support group with its eye on the BAIE'll be looking for other, similar opportunities.

On a more cheerful note, enjoy Christmas, take @adegreet the New Year with courage and optimism.

Further to Bob’s comments on Food Safety for tlidsgu who have internet access take a look atlitiks
A very interesting article.

http://www.nytimes.com/2009/10/04/health/04meat.html? r=1&partner=rss&emc=rss&src=igw




As Vivienne and | eagerly await the arrival of ¢hird grandchild — courtesy of
our younger daughter and her partner — I am minaoléink back over the last
eight years since our arrival in New Zealand — ray hime flies!! | arrived as a
keen immigrant to this great country but nevertb&elgomewhat nervous on the
. medical front having only just received a (somewbated) sign off from my
neuro consultant to allow me to fly after 3 conseeuattacks of GBS (CIDP)
over the previous 18 months in the UK. Was | craagked myself to leave the
tried and tested UK medical system, that had gothre the attacks, to risk a
medical set up | knew nothing about in a compaedyitiny commonwealth
country and to walk away from a strongly supportike Support Group and to throw myself on the mercy
of a NZ Group that — as far as | could determinthaitt stage - involved just one lady called Jenkgll — if
| have learned anything in my time here it’s “dgainp to conclusions”!
True our medical and hospital service has its sbarings but, overwhelmingly, | hear from Group
members that — once they have been diagnosedi{are] of course, is the key to GBS — the world Qver
then the treatment and care they have receivegisgworthy. And as for that one “lady” — while she
remains the pin wheel of the Group | now know #gfa is ably supported by a raft of “official” and
unofficial helpers that make up the strength of@reup today. Yes there is still a lot we can do-band
here is the second thing | have learned - “ Rormasnt built in a day” and, just perhaps, the rushr and
deadline setting | was used to in my London job matygenerate the lasting results we need here.
So my worries were groundless, at least from a @&Spective, and all | have to worry about now as
“certificated kiwi” is understanding the MMP Elecsb system — grasping the implications of the Tyexit
Waitangi on the social and economic future of dmantry and wondering why — against all the obvious
signs that this country and its people are havitmugh financial time at present — the kiwi doigone of
the strongest and most regularly internationaligléd currencies in the world!
Mind you these momentous issues are nothing in eoisgn to the headache | have caused our Tredsurer
have over the last month or so! In the last neweiétasked our Editor to include a “Yellow ShegtViting
readers who were not already financial membersitogur happy band. We did indeed receive a few
additional new members BUT a goodly number of yasimterpreted my objectives and paid up again —
even though you were already financial.
SO.ciiiinnnns With the new membership year commencing endinber 1st — | will, with Peter’s help, try to
ensure that those who have already paid for 09.@@t chased again and receive your new membership
card without further delay.
And finally..... So you think you know all about GBI you because you have gone through the ordeal
yourself or helped someone through it and sautjinseveral Conferences?— well how about S.I.In@. a
Anti Mag ???? Both of these variants have ocdundNZ during the last few months to new sufferams,
surprise surprise, the medics reference to therargiad a few blank faces BUT guess who we turnéokrto
help — and guess who knew exactly what they wern® prizes, of course, for it was none other than o
valued Medical Advisor Dr Gareth Parry. | won't taly you with an explanation at this point but have
asked our Editor — if she has room- to include @ésealescription elsewhere in the Newsletter —isafit to
say that when SIDP was explained it rang a belllameint back to my own case notes — and guess-what
it's what | was diagnosed with — although it didrégister at the time! As for the Anti Mag variantarer
than Hen's Teeth | gather BUT if you know someorm®was it (because it's chronic) PLEASE let me
know — there is a gentleman down this way who wéaNé to share experiences and prognosis for the
future. As an aside those of you at the Conferemag recall Gareth describing a “new” GBS treatntent
was trialing in the USA involving the drug Rituxain which was not then available in NZ — Well
Nelson/Marlborough DHB have just funded a courfsieeatment with this drug — it's one of the VER&W
that Anti Mag responds too!!
Well, as another busy year draws to a close, Iglies many of you, we are making plans to makebiwst
of the summer months with family and visitors (odlgets of overseas visitors on our schedule $paad |
hope you are able to have a good time even if wufriend GBS is making life somewhat tougher tiyan
may wish — as my old Dad used to say
“Nil desperandum carborundtim which roughly translated — he assured me — médon't let it grind
you dowri !!
As always take care
Tony

V.

P



S.I.D.P.

The 'S’ of SIDP is for subacute. As has been statede people use the term to distinguish betwd®s, G
that progresses for up to 4 weeks, and CIDP thedseo progress for at least 8 weeks. In my opi&i»P
is just a form of CIDP. Almost all SIDP patientdivieed some form of treatment for a relativelydon
period of time, typically a minimum of months. Pnogis may be a bit better than typical CIDP.

ANTI MAG

Myelin-associated glycoprotein (MAG) is an essdrdganponent of myelin that holds the layers of myel
together. Antibodies against this molecule leadegcompaction of the myelin - instead of beingtligh
wound around the axon it becomes loose and thds feadegeneration of the myelin sheath. Thus,at
demyelinating neuropathy as is CIDP but it is mfiammatory. Since it is not inflammatory the tygli
approaches to treating CIDP do not work very wedt all. Steroids definitely do not help. [Vigight
help a little bit because it does bind antibodiethe blood but the effect is minimal and shoredy

PLEX also helps a little but as sole treatmemiosvery effective which is why | typically use PXE&long
with chemo. PLEX removes the antibodies whiledthemo stops them being formed again. This approach
is sometimes effective but even then it is not drten

Rituximab is a fairly new drug that targets thdscthat produce the antibodies. A recent studyvslabthat
it was effective in anti-MAG neuropathies but ihist a cure. Many patients do not need to beddeat
MAG neuropathy usually comes on late in life (7sl beyond) and can be quite mild, causing nothing
other than a little imbalance. When it comes oa ybunger age it is more likely to need treatnbmttause
it does progress and the younger onset gives iemmie to produce disability. One conundrum ig tha
treatment is much more effective if given early poi don't want to treat too early because thertreats
carry some risk and may not be necessary. | ysteskerve treatment for people under the age of 70
although | will treat older people who are in exeel health and likely to live another decade orendr his
a very rare neuropathy, constituting perhaps 5%IbP-like neuropathies.




Take your brain out for a wal

Two new studies spell out
benefits for people recovering
from stroke as well as for those
50 and older.

we've underestimated it. We're
actually putting this idea back as a
potential mechanism of how
walking is controlled.”

o About half of 71 study subjects with
Walking is good for your head. Sure, some movement disability were

we knew about the improvements  5sked to walk on a safety-rigged

it can provide to aerobic capacity,  treadmill three times a week for up
not to mention muscles and joints, g 40 minutes, increasing intensity to
but two recently released studies 5 moderate level as the study

show that walking can enhance progressed. The others did assisted

brain function too. ~ stretching exercises for the same
Walking or other repetitive exercise  gmount of time. All were tested in i

can change the brain in a number of beginning and after six months for
ways, says Prof Gary Small, of the  gpeed and aerobic capacity; about
University of California's Semel half in each group were given
Institute for Neuroscience and functional magnetic resonance
Human Behavior. The heart pumps  jmaging tests before and after to
more blood, affecting not only determine brain aatity. The walking
mu_scles but also the brain. "_Your group increased its speed by 51%,
brain needs bI_ood, because inthe  \ynile the stretching group improved
blood are nutrients and oxygen, by 11 %. The walkers' fitness levels

In the other study, a walking regimen
tr(osted cognitive scores in adults
who were encouraged to exercise at
home for 24 weeks in a moderately
intense regimen (most chose
walking). Researchers at the
University ofMelbourne in Australii
did randomised tests on 170 adults
aged 50 and older who didn't have
dementia but were considered at
increased risk due to memory
problems. All participants received
education materials on memory loss,
stress management, diet, alcohol
consumption andmoking, but not o
physical activity. Half - the control
group - were not encouraged to
exercise. The others were asked to
exercise for three 5@tinute sessior
per week. Cognitive function was
measured over 18 months with the
Alzheimer Disease Assessment
Scale-Cognitive Subscale, which
measures cognitive dysfunction in
people with Alzheimer's and other
forms of dementia. Those in the
exercise group showed a small
improvement in cognitive scores

which are good for the cells and will 3|50 increased, with aerobic capacitycompared to the control group and

make the brain healthier," he says.
"The vessels thateliver the nutrient
also branch out and become more

effective.” Functional MRI tests revealed

The act of doing a movement over jniensified activity in the subcortical
and over can also stimulate the brain's;egion in the walking group, which
neurocircuits, he adds, resulting in - gyrprised the researchers (the
activity in various regions of the bra  gyretching group showed no change)
That activity may decrease over time e found that change can not only

as the body becomes more efficient happen in the superficial layers of
at the activity. But other stimulation

can have an effect - while a person \yg|| " says Prof Luft.

walks outside with a friend, for "The movement repetition that
example, the brain is guiding a typically goes on in a physical
number of activities, such as tagin therapysession is very low," says |
and observing. _ Daniel Hanley, a professor of

In one study, stroke patients put neurology atlohns Hopkins Medic:
through a walking programme could |nstitutions and a co-author of the

rising about 18%, while the
stretching group's fitness levels
decreased slightly.

walk better and faster afterward and study, which was conducted at Johns

the repetitive movements also Hopkins, the University of Marylar

activated areas of their brain. and the Department of Veterans
Researchers expected to see most Affairs, Maryland VA Medical

activity in the cortex, which governs center, "we did a lot of repetition
motor skills, but instead much with the same leg, and we think that
activity was seen in the subcortical s gssociated witthe brain changes
region, which, says lead author Dr - The researchers believe the brain is
Andreas Luft professorof ~ gjther relearning how to walk, or

role inwalking, but maybe

brain, but in the deeper brain levels as

also displayed better delayed recall.
Researchers believe the progress is
significant, considering participants
engaged in only moderate amounts
of physical activity.

Jeanine Stein is the hea
correspondent for the Los Angeles

Times.

((Q)l
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Zealand




A Day of Celebration
By Bob Gregory

Guillain Barré Syndrome arrives suddenly and ehtiunbidden into busy lives, transforming stricken
individuals from their familiar world of normalitynto a strange and different place, where they tmeco
dependent patients and/or clients, unable to take af their own needs and becoming generally ialckap
at least for a time. The damage to the periph@alous system creates strange and frightening
physiological sensations, blocked internal conestj and ravages one’s physical body.

Psychologically and emotionally, GBS leaves indelimarks, for one endures a major and profoundrteau
to the self. Most, fortunately, are able to geliwed perhaps even, if lucky and gifted with pate,
stronger and more aware and appreciative of thertapce of such positive activities as “smelling th
roses” each day thereafter.

For me, GBS started over 20 years ago, and qudikhypted my life, even though it took over a yieaget

a diagnosis confirmed by two neurologists and syibbset personal understanding of what was wrong Th
funny electrical sensations, the fatigue, and tiraih dead” feelings gradually left me over thetralecade

or so, and my patience in dealing with denial; angeceptance, and moving on were eventually res¢hrd
But the huge impact of the disease left its mark.

Following recent retirement from my job and paseea, | wanted to get into something new, something
different, something rewarding. | wanted to refecever that “brain dead” feeling, and test myafaipties
to learn and find alternatives.

From childhood, | always wanted to get into “hamadio, and so | decided that might be a suitablgpto
something new about which | knew very little. Adtiogly | began studying the complexities of recapt
and transmission of radio waves, antennas, atmasptunditions, electricity, transistors and diod&sd so
much more of the special lore common to amateuo rggerators. Over several months, | attendedoited
NZART meetings where | was welcomed and advisedgiveh access to their excellent specialist library
read the magazines and books available at the libcaty, talked with and listened to various expeand
listened in on a 2 metre radio to the "rag chewimiggbcal hams. | was surprised at the enormoapeof
knowledge required, and by the depth of informatwailable on so many topics that were quite
mysterious. | studied hard, putting my brain upiagt the plethora of complex bits of information.

Eventually, the big day came and | sat down an#l tbe formal written examination. | was fortunate
enough to pass the first time, and | have now lassigned a unique call sign — giving me the priélef
being able to transmit as a ham operator. Thetcpoode is ZL, the 2 stands for the region of New
Zealand I live in, and the final three letters, wiveupled with the ZL2, are unique to me. Quitturally, |
chose and was rewarded with a special sign thatdyoark and celebrate my involvements with the
Guillain Barré Syndrome. My call sign is ZL2GBSddnam proud of that! | have just received my
certificate today, and | have yet to make my vénst tall - but you and | know full well that we Giers are
special and we know better than most, about canmmfysmelling the flowers! Celebrate, enjoy, andtena
the most of each and every day.

Life summarized in ..... 4 bottles



| had been searching for stuff for the next magaaind | found this picture in an old book on worsen'
health that | have.

It shows a view of the nerve and | noticed thatdlappears
to be two nerves that could be involved in GBS. €atys it's
the motor nerve from brain to muscle; the othehes sensory
nerve from sensory organ to brain.

My question is, is this the reason that some peexperience
pain and some do not with GBS. Can the motor nieeve
affected and not the sensory nerve?

Dr Parry Replied:

This is very insightful and quite complex questibat | will
try to address in less than 10 pages. Maybdiinis to talk
about pain in GBS again at the next meeting.

When they first emerge from the spinal cord thessgnand

the motor nerve fibers are completely separateeyTtin just as they emerge from the spinal colur@mce
they emerge from the spinal column the sensorynaotdr nerves are intimately mixed together and
anything that affects one is likely to affect thber

The initial pain that occurs in GBS is due to inflmation and swelling in these nerves within the
spine but outside the spinal cord itself. Theanfimation activates specific pain nerve fibers & th
nerve sheath. Itis really not much different frorflammation causing pain anywhere. If you get
arthritis (inflammation of the joints lining) yotegjoint pain; if you get appendicitis (inflammatio

of the appendix) you get abdominal pain, etc. Baidy pain in GBS tends to be felt in the general
region of the spine or the upper parts of the limbstween the shoulder blades, low back, hips and
thighs, shoulders and upper arms. It subsideseasmflammation subsides, generally over a few
days to a week or two. It tends to be of an achimgity. This pain occurs regardless of whether t
motor nerves or the sensory nerves are involved.

The second pain tends to come on as the firstdebsilt feels different in quality; it is burning,
shooting, stabbing although sometimes also fedlmgc It is felt farther down the limb, usually in
the hands and feet but can involve the entire afréfae limbs and even the torso. This pain is edus
by damage to the sensory nerves, usually outs@sgimal column; i.e., after the motor and sensory
nerves get mixed together. It typically lastsddew weeks but can last for months and may even be
permanent if the GBS is severe.

It is not entirely clear why some patients get paid others don't but it is generally related to
severity. The more inflammation there is the meady pain there is and the more nerve damage
occurs so the later pain is also more common ane severe. Some people with mild GBS can still
get quite severe early pain but they almost negetlee late pain because there is very little nerve
damage.

This is the brief version and probably raises ntprestions than it gives answers.

| attach a brief article | wrote and that we prollggpublished in the newsletter a couple of yegs a
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By Dr G Parry

Guillain-Barré syndrome (GBS) is a disorder in whibhe dramatic nature of the paralysis overshaddlws
other features. Pain is not given much attentigtridoan integral part of the disease; in someisg,ghain
has been reported in more than 80% of patientisadtbeen my experience that pain is frequently
underappreciated and undertreated by physiciangnéextreme, | have talked to patients who haenb
told that they cannot have pain because pain dotesacur in GBS. Pain may occur during the actigsp
of the illness and may even predate the onseteofvibakness or it may occur during recovery and
rehabilitation. Because of space limitations, Il mot discuss the emotional pain but close attanto
anxiety and depression in both patients and tbegd ones is a critical part of overall managenoéi@BS.
Nor will I discuss the pain which may occur durihg rehabilitation process.

1. Pain during the acute phase of the illness:

Pain may be the first symptom of GBS or may devébgether with the weakness. It typically is l@zhin
the region of the spine and the upper parts ofithies. For example, there may be pain between the
shoulder blades, in the low back and buttocks ourad the hips and shoulders. The pain is oftercdif to
describe but tends to have an aching or crampiagtgu There may be stabs of pain with movemdnis
not at one clearly localized point but is somewh#tse and seems to be deep in the body rathaerdha
the surface. It is usually no more than a nuisdnutanay be severe, particularly in patients wapidly
progressive and severe paralysis. In such patiehis may be on a ventilator and unable to comnaiaic
easily, it is very important to ask specificallypiin is present. This is the most neglected ofjgeain seen
in GBS since the doctors are concentrating onite¢Hreatening aspects of the disease. Howeveenw
severe it may cause dangerous heart irregulaatidschanges in blood pressure and aggressive geatm
with strong analgesics such as morphine may beegee@are must be taken with the use of these tiesco
in patients with reduced respiratory function sitteey may cause respiratory failure. If the pdtien
already on a ventilator there is little cause f@n@ern. This pain may resolve rapidly during tmet with
plasmapheresis. It also improves with steroidé stscprednisone. It is also important to realz t
immobility causes pain which can be alleviated tagfient turning and passive movement of paralysed
limbs so experienced high quality nursing is venportant.

2. Pain during recovery:

As recovery from paralysis progresses, the paicudsed above usually subsides but may be replacad b
different type of pain. This new pain tends tddi=lized in the lower part of the limbs, partialyan the
feet. The pain is less often of the aching/cramguality and is more burning, stabbing or shootitignay
be associated with marked sensitivity to touchhsd ¢ven the light touch of the bed sheets is pardeas
pain. Itis also exacerbated by exercise and wigharing so it may interfere with rehabilitatiomhis is
called “neuropathic pain” and it responds rathesrpyoto narcotic analgesics although they shoulbist
used in severe cases. Best responses are seerentatim antidepressant drugs such as amitriptyhieevil)
and nortriptyline (Pamelor) or with anticonvulsalntigs like gabapentin (Neurontin) and carbamazepine
(Tegretol). High doses are usually necessary espplonse may not be immediate. In my experienee, th
commonest cause of failure of these drugs is teatlose is not high enough and is not used for long
enough. Most patients will experience side effddise drugs are used in sufficient doses to velipain

but the benefit should outweigh those side effegétsother problem is patient expectations; treatnmsen
expected to reduce the pain but will seldom abatislf a patient is expecting to be pain free émere is
only a 50% reduction in pain intensity that will legyarded as a treatment failure and yet thatasitaibe
best that can be expected. Nontraditional treatsm&urch as acupuncture may also help. Neuroppaic
also subsides with time but may persist for moothgears and occasionally some pain may persist
permanently.

In summary, pain of some degree occurs in mosepatisuffering from GBS and may
occur at any stage of the illness. It is frequeighored and usually is undertreated.
Fortunately, in most patients it is mild and, ewdren severe; it usually improves
spontaneously or with treatment



ARRON'S EXPERIENCE OF GUILLAIN-BARRE SYNDROME

(Written by Theresa and first bublished in our nEg@ in 1999)

GBS - a viral infection mimics the chemical compdwamnd myelin sheath around the nerves, the immune
system attacks the virus and the nervous systemsimng paralysis.

Arron had the 48hr flue one weekend but by Mondaynimg he seemed to have recovered so he went to
work all OK. He had a few dizzy spells during theek but nothing to worry about. Then Saturday
morning he woke up with tingling fingers and feétworsened; he began to walk funny so he wehé¢o
doctor who said 'take some aspirin and rest'. it he had back pain and at midnight was cryingain
so we went to emergency.

We spent the whole night in emergency. It was &éer 3-4 doctors looking at Arron and some beatigv
he was making it up before the most senior peraomecalone and thought it may have been GuillaiméBar
After | had dressed him to leave (because we wette fled up and angry at having had to wait the whol
night before someone would help us) they admittedfor a lumbar puncture and sent a very moody wife
home. | went back to the hospital. After somegléArron had deteriorated. He was in intensive,czery
very scared and the paralysis began to travel sipimns and legs. Over the next 2 days he stabilbde
on a drip of immunoglobulin, so they sent him teoamal ward. But, he couldn't move his arms and
couldn't ring the bell for attention so he coulde&d himself and didn't eat. Then he wet himisetfause he
couldn't contact a nurse. With the help of hissh&arrie, we moved him to the private ward, betth
moved him straight to intensive care again bechisbreathing had become worse. He didn't sleethé
first week. Four patients died and were wheeldd &larms went off all night. After a couple malays

he became unable to swallow, talk or breathe aedteally asked to be put on a ventilator. His eyese
terrified and he begged me to help him but there mathing | could do. If | cried he got upsetwds there
14 hours a day, only going home to sleep briellize house was awful without him around, so deae- |
the life had gone completely and | began to haiegbiere.

So, they knocked him unconscious and ventilated hlso connecting him to every other life support
machine he wasn't already on.

We expected it to be a simple procedure. Howevkile | was in the waiting room a new doctor | hadn
seen before came in to tell me they were goingataster him to Charing Cross Hospital. | panicked
thinking the hospital was actually in Charing Cregsch was Central London, very difficult to get to
expensive to park (if parking could be found a} alid the drive in rush hour traffic would be hifberi |

cried and shook. | called Arron's boss who trieddlm me down. He said Price-Waterhouse-Coopers
(Arron’s work) would pay for the car parking andt h@ worry. Eventually my uncle arrived and tolé m
the hospital was in Hammersmith - not very fargigint down the M4 about half an hour’s drive depegd
on the traffic). Arron was totally unconscious; e no idea of what was happening. The doctorsésur
promised not to wake him at Charing Cross untibbwhere so | could explain where he was and whg. T
ambulance people arrived, transferred him to dcétee and off he went looking 'dead’ and leavingima
hysterical state. | followed them out to the amabge where they said he might be able to hear nhe so
should say good-bye and give him a kiss. | climipetthe ambulance and whispered that everythingdavou
be OK and I loved him. In a state of shock | stoadhe footpath and watched the ambulance drilvenoft
knowing if | would ever see him again. | had tghti from fainting, | shook but didn't cry. The gor
experience of my life was happening. Was | ineadr? Was this really happening? Did | have the
strength to get through?

My Uncle Peter took me to dinner, then to the hiaépiAt the intensive care unit we were met witboéid
door and an entry telephone. We rang the belthayt wouldn't let us in. | asked how he was and te&
he was awake and fine. Awake?? - They promisedonetike him until | was there. Why wouldn't tHey
me in? | started to yell at them. | was incregldohgry that | couldn't see Arron. | was shaking aouldn't
breathe very well. We were told to sit in the weajtroom. Sit? - | couldn't sit still. | paced laand forth
until about an hour later they let us in. Arronsvesleep again. | became even angrier! He looked



dreadful. He looked as if he could have been dédbthe life was gone. No more strong solid husdh#or
me to rely on. My best friend was gone.

The next day | arrived before 7 am. When | sawalmachines | was overwhelmed. Something swept
through me and | felt myself falling. | landed e chair and the nurse gave me some water. Avesn
surrounded by machines. He was still unconsciddarms kept going off. There was constant beeping
The nurse gave him injections. A doctor took mdeaand explained what the machines were. | agked
Arron would die. He said he expected to see hiaeryeday like he expected to see me. Arron had a 5%
chance of dying, but then | could die in an accidenthe way to the hospital. He was realistidwnite.

For 4 days Arron remained unconscious. | calledhamgnts from a mobile at the hospital usually ado
am their time. Eventually | asked mum to come dwarause | was in a state, hadn't eaten for dags, a
couldn't think straight. | told her to hurry anetdpere before Arron died. My mother and Arronttimer
arrived from New Zealand within hours of each oth&rron had begun to wake at various times, but he
could not speak because of the ventilator. Wetha@lphabet written out and when he wanted tagell
something | would point to the letters and he wawdd or shake his head. The first time we usesl thi
system, he wouldn't agree to any of the letterstawdme frustrated. Eventually when a nurse tadueelp
we realised | had missed the "W’ off the alphahdtthat was what he wanted!! The strong drugstdite
him and he would ask weird things such as was laewheelchair? No he was lying on a bed but it did
have wheels. One morning | arrived and read tlestipn he had asked during the night - 'Am | dead?"

That made me very sad. He must have been terrifigginted to be by his side 24 hours, but hagkto
some sleep. | generally left the hospital at 11tprgo home and left the house in the morning 2@ &m to
get back to the hospital.

At first all Arron's food was given to him via aoelithrough the nose. But for some reason Arrod totam
the nose and mouth constantly for 4 days. | woglkelthe yankasucker to suck away all the bloodsahda
which collected. Bottles of blood would fill up b taken away. | continued to ask why he was biged
but was only told it was OK. Eventually they taalktubes out of his mouth and nose. They gavedim
tracheotomy (put a ventilator straight into hisott), put the food tube straight into Arron's stomand
packed his nose to stop the blood. Then Arrongtasinapheresis which means he was connected to a
machine by 8 lines in each thigh and his blood taken out, cleaned (the white blood cells taken aund
put back. Throughout each 2.5 hour session Arroualdvbe in terrifying pain, although he could npeak
or make a sound, his face screwed up in agonywadidgd ask to be knocked out for each session, but
although they gave him more drugs, they would ma¢ §im enough. | would cause a scene on his behal
each time. Eventually they told me | was not altdvin the ward from 12 - 2 p.m each day (which was
rule for all relatives) and they would give him gilasmapheresis at that time! Finally the sessstoped.
They hadn't worked at all. The tubes came odtrodn's thigh, blood spurted everywhere.

On numerous occasions the ventilator tube wouldgibprron's neck, stopping him from breathing. |
would usually jam it back on, but Arron was tegdiwhen he was left alone because one time it gbpfie
and although the alarms rang he had to lie therémathing for a minute or two until a nurse cdraek
into the room.

The following weeks Arron had severe pain in hisdgand feet. If anyone touched them his face avoul
screw up and he would bang his head against tteewil(His head was the only hing he could movE)ey
overfed him and his stomach looked 6 months pregnBinis caused further complications. His diagna
would push up into his lungs and stop him breathing

3 Times this happened. Arron would gasp for aweat profusely, his face would go red, then wtate]
finally he would be unconscious. It was one ofitinest terrifying things to watch. Like watchingiseone
drown. | would panic. Doctors and nurses woukhraround giving him injections to bring down hisdal
pressure. They would take him off the ventilatod dag him manually to get more oxygen into highin
After an hour or two, Arron would slowly come bacdknormal. Another complication was Arron's heart
which stopped 3 times and continued to miss beBEte most serious occasion was around 7-8pm one
night. His eyes rolled back in his head and themvas gone. A dead body. Doctors and nursessuteal
the bed. Alarms continued to go off. | stoodhat énd of the bed, hopping from one foot to thegth
taking deep breaths. They gave him injectionsfaasied over him. Quite dramatic. When it was dver



went to find mum. She had disappeared. | founddtber upset in the ITU relative waiting room. We
stayed all night that night; just to make sure Arveas OK.

A week later Arron began to improve. The doctanalfy granted us our wish to go back to Ashford
hospital. Closer to home and a smaller more frighdkpital. Our mothers flew back to NZ. | stdree
new part time job to keep my mind off everythirdyron had physiotherapy twice per day. Many times
lan, the physiotherapist, would spend time shakimgn's chest to remove phlegm which collected bsea
of the ventilator and was unable to be coughed dwafrron. Movement began to come back into his
arms. Each day Arron would be hoisted into a stpochair to give him a break from the bed. Haud
come off the ventilator for 10 minutes at a timégach himself how to breathe again. Each daydddv
try to extend the time off the ventilator. Thengalay, (at the same time Lisa was praying foriniZ
and following my prayer to Mother Teresa the nigétore) he stayed off the ventilator all day! Hswery
sudden and shocked the nurses. They left hisytiaclor another week just to make sure he didegchit
again, and then took it out altogether. The fest times he coughed were rather frightening. B iho
muscles and found it nearly impossible to coughydr&ed and gasped for air while the nurses thuraped
squeezed his chest.

Arron began to eat soft foods, but didn't like pheeed hospital food, so | bought him baby food wodld
feed him myself every day. Our friends lent himeit TV/Video which was a life saver because Arron
couldn't do anything at all for himself except waiB. The worst thing was boredom. Hour afterrioa
would just lie there waiting for the day to end ambther day to start.

Arron was transferred to the stroke ward wheredgah to rehabilitate. Often the nurses would Horst

into a chair and | would wheel him to the showedt ahower him. On the days | wasn'’t there, if theses
were too busy to shower him, he would miss outloystherapy and have nothing to do all day. Our
friends visited once per week.

After a few more weeks Arron could move a lot moke learned to slide himself on a transfer boewthf
the bed to a wheelchair. |took him to the supeketanext door every day because there was novéisee
to go. Twice | took our cat to see him. Pets wareouraged in that particular ward, to assist rdiketion.

In June it was his birthday. | was allowed to taka to a hotel for the night (but only just). ddharranged
for all of his work colleagues and our friendsuantup at the hotel for a surprise lunch. We had a
wonderful time, but Arron didn't like being droppledck at the hospital!

Soon Arron learnt how to transfer from his wheeichdo the car, so | could take him places.
Unfortunately he couldn't come home because halotiudlimb up the stairs to get into our house!

The physiotherapist worked really hard with Arrortéach him how to get up stairs backwards on his
bottom! Arron would sweat and the effort wouldebéhausting. Finally he was confident and was adidw
home on weekends. It was strange having Arron haraevheelchair. | would have to lift him in aodt
of the bath (our shower is over the bath) whickem&trained my back. For Arron it was wonderfuibé
home. Our cat loved chasing the wheelchair updmweh the hallway.

After 3 weeks, the nurses allowed Arron home peentiy. He had pushed for that decision. | was
terrified. He would be totally my responsibilityt anything happened to him, | would be to blantte.
would mean worrying about him while | was at wokklondering if he was lying on the floor, waiting fo
me to get home to help. Then once | was at hoooiltn't relax because | would have to do everglam
him. I didn't think | was capable. Didn't thinkaduld do it, but needed to for Arron's sake. lriads were
not working at all. He could only stand in froritras wheelchair for a couple of minutes. | wodridat he
would try to make lunch and cut his fingers offwdrried that he would fall between the wheelclaaid the
toilet when trying to transfer. No-one came to iéée was OK during the day. The hospital saidlimed
in the wrong location and the council didn't haisrett nurses or anything else of that nature.

| desperately wanted to hire someone ourselvesid and see him and make him lunch, but Arron
insisted he was not a baby. He had no idea ofihtel; just saw it as an attack on him. He waite learn
to do everything again for himself. | had to ghie injections each night. Dress him, shower Haed
him, pass him things he needed constantly suchea§V remote, help him in and out of the wheelghair



make sure all the correct pills were out for h hintake each day etc. At times | wished we wek lra
NZ with some help. | was angry with the nursesaltowing him home too soon. | would call him from
work, but he couldn't get to the telephone fasughaand it would switch onto the answer phone.olihy
panic. Couldn't concentrate on work.

| guess in many ways | was over-reacting, but | hexer been in a situation like that before. Inia®ally
thinking sensibly. Arron continued to improve. Szimes he would get frustrated. One of the wdrisigs
for him was getting in and out of the house. He waredibly self-conscious about having to streggl
on his bottom very very slowly up and down the camal stairs. An ambulance would pick him up 4
times per week and take him to physiotherapy.

Eventually he learned to walk on crutches. He ra#tser wobbly and would often bang into the wakte
had splints to keep his feet from dropping whetifted his legs. We laughed a lot at his attempée
joked that he was a baby learning to walk for irst fime! After a few more months he reducedne o
crutch. He still needed the splints and his riggntd did not work very well, so he couldn't do wgtdns or
write. He started to work 3 days per week and hpdyesiotherapy 2 days. This was to prevent boredom
and because we were afraid his company would regi kés job open for too much longer. The ambulance
crew decided Arron could get his own way to physitis was frustrating because | was at work aed th
only way would have been a 25 minute walk for Afrover a dangerous blind bridge with no footpatth an
to the bus stop to wait for buses that rarely tyyh We bought an automatic car with power-stegfor

him to drive to physio. We knew he shouldn't heegen driving and that the insurance wouldn't cower,
however we had no choice. After the first coudlattempts of bunny-hopping, his driving was fine.

Throughout the whole ordeal Arron has been inctgdittong. His faith has never faltered. He hias/en
how with sheer determination and willpower one gaercome life's tragic circumstances. | am so graiu
how he endured his iliness, never complaining eingiin to defeat.

Arron continues to improve slowly. It is 9 mon#iace he first contracted Guillain Barré Syndroriks
feet and right hand remain in the same conditife are told it could take 2 years for him to fuigcover.

GBS - Getting Better Slowly.

Arron and Theresa Story continues
Update - November 09

We are living in NZ, Arron is 35 and it has beeny&@rs since he had GBS. We now have 3 childred ag
6, 4 and 1. Arron is getting on with a very norrifal, working hard, doing well in his computer ear. His
feet continue to be a slight problem, and ache vet@nding/walking for too long, but he no longeravge
splints since he discovered wearing 'light-weighties. He even chases the kids around (the deetorsie
would probably never run). He does have drop footigh, so has to lift his knees higher than trexaye
person. Occasionally when tired he will trip ovend has once broken two toes, and another timeenhj
his ankle badly, surprisingly these have been megent occurrences (playing paint-ball on a faramq to
be expected really. We have learned to apprelifatand value each day we have, never knowing when
something so dramatic can suddenly happen. Wedlve in fear though. We thank God for the gift
healing, for competent doctors and caring healtb-ca

Theresa



Continue to feed and water your tomato and stranylants as well as other fruiting veges.
This will help produce large flavoursome fruit.

Trim back and feed your flowering shrubs just aftexy have finished flowering. By
doing this, your shrubs will develop luscious newwgth, retain a good shape, and
produce plenty of flowers during the next floweregriod.

' As you dead head your roses, come down to an angfac
5 or 7 leaflet and thin out some of the canesdhatv towards the
middle of the plant. Feed your roses at the ertl@month and
spray with ‘Yates Shield’ or ‘Yates Guardall’ togpect all the
new growth from Blackspot and aphids.

May the gardening ‘bug’ be with you!
Terry Watton

Paeroa Garden Centre
=i —
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With an abundance of Silver beet in my garden ugin I'd share my favourite quiche recipe with ydhis
is such a versatile vege and so easy to grow —ley@nchallenged gardener like me.

Herb and Silver beet Quiche

Line a 23cm quiche dish with shortcrust pastryis(tan be baked blind and cooled but | never bpther

Filling:

60gm (Y4 cup) butter

1 small onion, thinly sliced and separated intgsin
3 bacon rashers, chopped

500gm silver beet (or spinach)

1 cup sliced mushrooms (optional)
eggs lightly beaten

150ml ( cup)

% teaspoon salt

Y, teaspoon black pepper

1 teaspoon dried thyme

% teaspoon dried basil

2 teaspoons chopped fresh parsley
60gm (Y2 cup) grated cheese

Method:

Preheat oven to 200°C/400°F

In a large frying pan, melt the butter over modetatat. When the foam subsides add the onion asid co
stirring occasionally for 5 to 7 minutes or untftsand translucent but not brown. Add bacon and
mushrooms and fry, stirring occasionally, for 5 otas.

Add the silver beet, and, stirring frequently, cab& mixture for another 3 to 5 minutes or untd Hilver
beet is heated through and the ingredients aremigéid. Spoon the mixture into the quiche dish.
Combine the eggs, cream, salt, pepper, thyme, &agiparsley. Stir in the cheese, mix well and pmer
the silver beet.

Bake for 30 minutes or until the filling has setldhe top is browned.
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AGM: Saturday 1st May 2010  Palmerston No?ﬁ

Venue: -Psychology Department - Massey Universi@rganiser: John Podd

Time: 1300hrs or 1pm for those non-military people.

John has organised a room that will hold 40 peapid,has coffee & tea making available - and teiletift
access is available close to the room. He is wgrkn reserved parking at the moment.

A map (via email) is available from Jenny or mehwilie Psychology Dept on it.

Come along and hear what your Trust Members hage bp to on your behalf and bring along your thasigh
and ideas to help continue to grow and strengtherGiroup

Trustee Meeting:

This will be held prior to the AGM at 12 o’clock.

Apologies to either meeting to the Secretary please

Facebook.

There has been a group formed on Facebook for GB&Srs. If you put the phrase below in your séarc
engine it will take you there: N
Facebook.Guillain-Barré Syndrome Survivors 96
Sorry | can’t get a direct link to work -
Situation Vacant Gternational Conference \
We are still looking for a Publicity Officer. Philadelphia November 2010
Responsibilities include keeping the support nekwor

the public eye; communicating regularly with Bob and Margaret have offered to lead a
departments of neurology in hospitals, liaisingwit group (or an individual, or couple) to this
media and generally putting our good news storigs ( conference. Contact them direct if you wish|
in the public etc. to go. It is a great opportunity to meet

If you have the experience, the time, the passith a fellow suffers and learn more about GBS
skills for this role please contact: Bob Stothart from the many renowned medical personne
stothart@ihug.co.nz who will be speaking there (including our

\_ /




