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EDITORIAL: | am not a religious person but as a child |
was sent to Church, Sunday School and sang in the
choir, of all the boring sermons | heard this one has al-
ways stuck in my memory - A parson was visiting a re-
mote country church to preach, he put in to the offer-
tory a 5 shilling piece. At the end of the service he was
thanked by the verger and given 5 shillings as was the
usual practice to cover travel expenses and was told by
the verger that was all that was in the offertory!
As a result of my reporting last month of the lack of
volunteers for visitor training and in particular my re-
quests for volunteers in country areas. | had a letter
from a member in Queensland and | quote
" As far as doing the visitor training, | am in QLD and will
be doing my training very soon, June | think it is. | cannot
believe more Larry's don't do this. Do they not remember
the fear and isolation they felt prior to or just after their
own op? | think seeing a well spoken, happy person who
was once where they are helps the new Larry
I Redzat NBItAAS GKSN
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The moral of my story on the visiting parson
is of course that
anything than we are prepared to put in!
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MONTHLY MEETINGS

N.S.W Association 3rd Wednesday of month Uniting Church
Hall Carrington Avenue. Strathfield at 11amNEW ENGLAND:
Meets at 2pm 1stWed. Feb. Apr. June. Aug. Oct. Dec. 2pm
Conference Room. Rehab Unit Tamworth Base Hosp. 02
6767

NEW ENGLAND: Meets at 2pm 1stWed. Feb. Apr. June.
Aug. Oct. Dec. 2pm Conference Room. Rehab Unit
Tamworth Base Hosp. 02 6767 8377 8377

NEWCASTLE: 3" Tues. Monthly Mayfield Bowling Club. Ingall
St. Mayfield. Contact John Lovett 02 4954 8308

NORTHERN RIVERS: 4 times annually at rotating venues
67678377 Contact Speech Pathology Lismore Base

Hospital

ALBURY: Contact Ph. 02 63232011 extn. 323

CANBERRA: 1* Thu. at 11am. Mar. June. Sep. Dec. Canberra
Hospital

SOUTHERN DISTRICTS: 4th Wed. 11am. Thomas Rachael
Moore Education Centre. Liverpool Hospital. Ph.02
96076708 Contact Pres. Richard Patman 9607 6708

MID NORTH COAST Port Macquarie Community Health Cen-
tre. Feb. May. Aug. Nov Contact Craig Suosaari 02 65882823
CENTRAL COAST Meet at Central Coast Leagues Club. Co-
ordinator(s) Vicky Kelly (S.P.) and Ann Moloney (Gosford
Hospital ) assisted by Bill Byfield 0402 045048




SOFT WORDS BUTTER NO PARSNIPS

The life and times of John lliffe Poole - an ordi-
nary man who survived all the odds and thus

became extraordinary. (Book to be published
by Wunjo Press in the Spring 0f2008)

John lliffe Poole was an ordinary man. No dif-
ferent to millions of other ordinary people
throughout the world and throughout the
centuries who were called upon to protect their
country and were somehow proud to face
death in the fight for freedom. No different to
millions of ordinary people who found them-
selves struck down by a disabling illness, or
who faced penury in their everyday lives.
Throughout his long life he battled and fought
and this is the story of how an ordinary man
managed to survive all the odds and thus be-
come extraordinary.

He didn't speak like other people, it was a
funny sound that he made, a sort of whisper-
ing with plenty of gulping and rasping, but we,
his grandchildren, thought all grandfathers
spoke like that. He was so well known in the
village that his voice was never regarded as out
of place by any of the other village children
either. In addition to the voice, or lack of it, he
wore a bright white cotton lint square across
the place where his Adam'’s apple had once
been. Apart from his latter-day career as a
publicist for the Laryngectomee, he never
spoke much about his early days and thus his
incredible story has been pieced together from
boxes of torn and yellowed pieces of paper and
faded photographs he left behind.

John was born in 1888 in Ber-
wick-Upon-Tweed to a military family, he
joined the King's Own Scottish Borderers
in 1906 and promoted to Sergeant. He
fought in the trenches where, on 30 No-
vember 1917 during the battle of Cam-
brai he was blown up by a shell, sustain-
ing life-threatening shrapnel and gunshot
wounds to his body, and while he lay
there waiting for the stretcher-bearers to
come, he was exposed to what he de-
scribed as a "dose of gas".

Freeman of Berwick-Upon-Tweed

Following several operations,
John was back in service in 1919 al-
though still suffering from throat huski-
ness and irritation. In 1921 he married

and that year he was made a Freeman of
Berwick-Upon-Tweed in recognition of
'Eminent Services' during the Great War.
He had a son and daughter (my mother).
Six years after being wounded he was
fortunately referred to Dr Douglas Guth-
rie MD, FRCSEd,' a remarkable man who
became a pioneer in the field of ENT.
After preliminary tests and pathological
examination a malignant epithelioma
was diagnosed, so on 21 June 1924 at
Edinburgh Castle, Dr Guthrie performed
the 3/2hr operation for the removal of
John's larynx.

John was one of the first to have
this pioneering operation and, later, he
would refer to himself as a 'guinea pig'.
His weight fell
to below 9 V2
st, he was
given just six
months to live
and advised
to move to
sunnier
climes. For
the following
months, John
was frustrat-
ingly unable
to communi-
cate. In fact,
there was a contemporary reference to
him as 'a mute' which, although strictly
correct, sounded rather harsh. He wrote
later that he found it difficult to swallow
even a teaspoon of water. There was no-
one around to teach him the rudiments
of speech so he set about finding a way
of using trapped air in the throat cham-
ber to mimic sound. It was not in his na-
ture to give up.

'Permanently Unfit

He was discharged in October
1924 as being 'permanently unfit for
further service on account of war
wounds and aftereffects of gas' but the
Pension Office would not accept that the
carcinoma was due to war service so
John began another battle to get the
cancer linked to inhalation of gas. Poison
gas was responsible for 1.2m 'non-fatal'
casualties and 91,000 deaths on both
sides; how many others developed can-
cers which were not part of these official
figures?

The book documents the slow,
painful fight lasting nine months culmi-
nating in an Appeal board which finally
recognised John's condition as linked to
his war service. From 1925 onwards he

continued to have little skirmishes re-
garding his pension, which was paltry
and it was quite difficult to know how
the family managed but survive and
flourish it did.

So successful was John in teach-
ing himself to speak that in June 1926 he
was 'an exhibit'” at a symposium and
Douglas Guthrie presented a paper: A
Patient who underwent Total Laryngec-
tomy two Years ago and has since ac-
quired a useful Voice'.> Dr W. Morrison,
an American surgeon, went on to study
John's method, he perfected it and his
adapted version was introduced back to
England and used as a blueprint for all
laryngectomees. In 1934 the
Daily Mail covered a story
about
the good doctor's work: 'Big
News From New York' - a
man without a voice box had
broadcast over the radio! The
article gave an interesting
insight into how John had
taught himself to speak
"without no help from no-

| body".

Home From Home No longer able to fight,
the outbreak of the Second World War
was a difficult time for John who was
now living in Newton Ferrers, a beautiful
fishing village on the south coast of
Devon. This was a strategically important
area and as such suddenly had a large
influx of service-people arriving for train-
ing, rehabilitation, gunnery duties. There
was no NAAFI or any other facilities so
John and Winifred threw open the doors
of their tiny cottage and provided a
home from home for up to 70,000 men
and women from all over the world - for
many it was the last home they would
see before falling in action. One of these
casualties, unfortunately, was their only
son Grenadier Guardsman Donald who
was killed in action in France in Septem-
ber 1944.

Such selfless hospitality won accolades
from George VI, the Lord Lieutenant of
Devon, Lady Astor amongst others, but
more importantly from the visitors them-
selves, many of whom wrote in the bulg-




ing visitors' books, along with poems,
homilies and little sketches. John and
Winifred were awarded a gold medal for
services to humanity. Many of these
humble little messages are reproduced
in the book and are very moving.

In June 1959 John's name was put for-
ward for the Birthday Honours List, but
sadly, he was never to receive that sort
of recognition, especially as he was to
spend the last 20 years of his life capital-
ising on his ghastly experiences to help,
advise and inspire fellow laryngec-
tomees. He developed networks within
the local medical fraternity and became
a frequent visitor to local ENT depart-
ments. He co-founded the Lost Chords
Club in Bristol and others were to spring
up in Birmingham, Leeds, Glasgow and
Plymouth. He was a long term member
of the American International Associa-
tion of Laryngectomees and a regular
correspondent. At the age of 73 he was
walking 6 or 7 miles every day to accom-
pany my mother Barbara who had a
thrombosis and was advised to keep ac-
tive.

"If | can do it..."

The longer he survived after the opera-
tion, the more interest grew in John's
medical case. He had never been a
stranger to publicity, but it wasn't self-
promotion, more like trying to obtain
justice for anyone oppressed and better
education/awareness for the laryngec-
tomee. If a little outspoken, John was a
shining example of personal empower-
ment: "If | can do it, surely you can. Get
off your arse and try." Ever uppermost in
his mind was that at that time in England
not enough was being done to publicise
the plight of the laryngectomee while
the IAL and other clubs were burgeoning
across America. He would make hand-
written notes all over the newsletters,
"Radio, TV and press have all failed. Just
what a few of us patients are trying to
do". By 1966 he had survived for 41
years and had worn out six silver trachea
tubes.

John proudly attended one of HM The
Queen's Garden Parties with daughter
Barbara in July 1968. Even if he hadn't
got an OBE, he was nevertheless as

pleased as Punch. 1974 was notable in
that he was guest of honour at the 10th
anniversary dinner of Bristol's Missing
Chords Club and another press cutting4
led with: 'John Was Dying of Cancer - 50
Years Ago!' Winifred died towards the
end of that year.

It was official! To coincide with the offi-
cial sanction from Guinness World Re-
cords that John lliffe Poole was the long-
est surviving total laryngectomee patient
in the world, the Independent ran a story
about 'The Man Who Beat Cancer - In
1924'. John had refused to think of him-
self as disabled, it said, and he continued
to travel, unsubsidised, to meet people
with 'the same affliction'. John continued
to keep to a strict regime of doing his
own shopping, getting his pension, visit-
ing local hospitals and strengthening his
links with Lost Chords. Apart from this,
his other interests were his impressive
stamp collection, gardening and letter
writing where he continued to write to
anyone about anything he felt strongly
about. Norris McWhirter took the time
to personally confirm the 1977 printings
for the Guinness Book of Records noting
that John was now in his 53rd year after
the operation.

World Congress of Laryngectomees

On 27 April 1978 at the age of 90, John
was now ready for the last adventure of

his life, a trip to the 10th World CoNngress m—

of Laryngectomees in Marseilles. He was
the centrepiece of all the activity that he
had been working towards and holding
dear for over half a century. Being ac-
knowledged by his peers and learned
medical staff alike was his crowning
glory.

In 1979 following a dramatic decline in
his usually robust health John lliffe Poole
died. He had been a 'neck-breather' for
nearly 55 years and his optimism and
rude good health bore testament to the
fact that the word cancer was not syn-
onymous with death, it was just an ob-
stacle to overcome. After all, he did it.

John had always taken great interest in
advancements in medical science and
following his own operation in 1924 awe-
inspiring developments has taken place

in the field of medicine. His papers were
spattered with references to his fervent
wish that they would soon find a cure for
cancer but sadly it was not to happen in
his lifetime. If he was here now, he
would be muttering:

Well, they have found ways of putting
men on the moon; making a sheep,-5
sending letters across the world in sec-
onds, transplanting a face; photograph-
ing energy waves, why cannot they find a
simple cure for cancer?

But, as | write this, more and more excit-
ing things are happening virtually every
day with major inroads being made
around the world into disease and illness
following years of committed research
by "scores of dedicated" people. Scien-
tists have just successfully completed the
genome project and are confident that in
only a few years they will have fully
mapped all cancer genes. If all goes to
plan there is a real possibility that cancer
will become but a dim memory for future
generations. How wonderful is that?
Extract from SOFT WORDS BUTTER NO
PARSNIPS the Life and Times of John
lliffe Poole Lynda Franklin, 2008

Editors Note: The full expression is fine
words butter no parsnips (or sometimes
soft words ...or fair words ...), meaning
that words alone are useless!

From The Clan U.K

THE SENILITY PRAYER
Grant me the senility to forget the people

I never like anyway. The good fortune to
run into the ones | do and the eye sight
to tall the difference!

Two elderly women were eating in a res-
taurant, Ethel noticed something funny
62dzi al 6St Qa SI NJ
you know you have a suppository in your
left ear?

Pulling it out and stating at it she said
G90KSt L QY 3fFR
know where me hearing aid is!!!!
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Smile, it makes A

people wonder
what you're up to!
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I recently heard from an ENT medical

doctor who deals with lots of larrys
and larynx cancer patients. He reported
that he currently has a larynx cancer
patient who is refusing treatment. Pre-
dictably, his cancer will get worse, and
it will end up killing him if he does not
change his mind. Because of his legal
right to privacy provided by HIPPA
(Health Insurance Portability and Ac-
countability Act), the ENT cannot tell us
his name so we might try and help him
change his mind. The patient would
have to give permission, and he has re-
fused.

This tragic case reminded me of another
local larynx cancer patient who visited
our group before undergoing surgery.
He was anxious to get on with the sur-
gery that would involve both the re-
moval of his larynx and also his tongue
along with significant shoulder surgery
to remove | ymph
what | have to
indicated his wife and two teenage
daughters.

On the day of his operation the surgeons
opened him up and found that the can-
cer had spread so much that there was
nothing this brilliant surgeon could do
but sew him back up. The medical team
would just have to let nature take its
course and join him and his family in
praying for a miracle. He died holding on
tenaciously to his life and his loved
ones. What struck me about this man is
how desperately he wanted to live. He
was fully prepared to have his larynx
and tongue removed and anything else
which might be needed to permit him
see his lovely daughters grow up.

If only we knew how to transplant the
attitude from the man who so desper-
ately wanted to live, but could not, into
the man who could live if he chose. Two
lives gone, and one which did not have
to be lost: David Blevins IAL May 08

i

Said to a laryngectomee: “That’s
a bad case of laryngitis wyou
have there.”

Laryngectomee; “It is more of a
case of larynx minus.”

They are amongst us and yes!

They vote

F or three days the fridge sat there
without even one person looking
twice at it. He eventually decided that
people were

too untrusting of this deal. It looked to
good to be true, so he changed the sign
to read: "Fridge for sale $50." The next
day someone stole it.

Caution...One day | was walking down
the beach with some friends when some-
one shouted...." Look at the at dead
bird!" Someone looked up at the sky and

said..."Where???"

While looking at a house, my brother
asked the real estate agent which direc-
tion was north because, he explained, he
didn't want the sun waking him up every

n onmpening. She‘asked, (iDoeg thersun gseir
| i vtlee north?'oWhen'my tjogher gxplaingd

that the sun rises in the east, and has for
sometime she shook her head and said,
"Oh, | don't keep up with that stuff."

| used to work in technical support for a
24/7 call center. One day | got a call
from an individual who asked what hours
the call center was open. | told him, "The
number you dialed is open 24 hours a
day, 7 days a week." He responded, "Is
that Eastern or Pacific time?" Wanting to
end the call quickly, Isaid, "Uh, Pacific".

My colleague and | were eating our lunch
in our cafeteria, when we overheard one
of the administrative assistants talking

ADOUL The SUNDUIN SHE 0T 0N her We k-

end drive to the shore. She drove down
in a convertible, but "didn't think she'd

get sun-burned because the car was
moving".

My sister has a lifesaving tool in her car
it's designed to cut through a seat belt if
she gets trapped. She keeps it in the
boot...

My friends and | were on a beer run and
noticed that the cases were Discounted
10%. Since it was a big party, we bought
2 cases. The cashier multiplied 2 times

A n Omaha man struggling to breathe
S

10% and gave us a 20% discount on
both....

| couldn't find my luggage at the airport
baggage area. So | went to the lost lug-
gage office and told the woman there
that my bags never showed up. She
smiled and told me not to worry because
she was a trained professional and | was
in good hands. "Now," she asked me,
"Has your plane arrived yet?"...

While working at a pizza parlor | ob-
served a man ordering a small pizza to
go. He appeared to be alone and the
cook asked him if he would like it cut

into 4 pieces or 6. He thought about it for
some time before responding. "Just cut
it into 4 pieces; | don't think I'm hungry
enough to eat 6 pieces."

Doing it the had way

ugegsa steak knife to perform an at-
home tracheotomy.

Steve Wilder says he thought he was
going to die when he awoke one night
last week and couldn't breathe.

Wilder says he didn't call 911 because
he didn't think help would arrive in time.
So, the 55-year-old says, he got a steak
knife from the kitchen and made a small
hole in his throat, allowing air to gush in.

Wilder suffered from throat cancer and
related breathing problems several years
ago. About that time, he had an episode
where he couldn't breathe because his
air passages swelled shut. He says that's
what happened this time around.

Doctors don't expect Wilder to suffer
any adverse effects from the tracheot-
omy once it's healed.

There are no rules of architecture for Cas-
tles in the air GK Chesterton

All people of the World smile in the same
language even if a large proportion of
the world has no reason for smiling at the

moment.

Both beauty and ugliness are in the eye
of the beholder... but the wise under-
stand that the truth is always beautiful,
even when it is hard to look at some-

times"




OBITUARY

Ron Carlson was born on the 12/12/1924, at Millers Point Point. He was an Electrical Fitter by trade. At the
age of 66, his life was about to change forever, he was diagnosed with Throat Cancer. He had had a virus and lost his
voice and it never quite went back to normal, it took 2 years of insisting to doctors that something was wrong, every
test possible was performed and only when the second biopsy was done was the Cancer discovered. He found it hard to
believe that he would never hear his own voice again; he was terrified of not being able to communicate. Later that
week he was taken down to a room in the hospital to watch a movie of other Laryngectomees using the different types
of speaking devices available this inspired him to use his speaking device.

He joined the Laryngectomee club and made many new friends and with his wife enjoyed the socialising, he was excel-
lent at using his speaking device, his diction was so clear, everyone could understand him and he was subsequently ap-
proached by the speech therapist about becoming a hospital visitor. He agreed and was trained and sent on his first
visit, he did this for many years, and helped many other people who were about to go through the same thing he had.
About four years after his operation he was dealt another cruel blow, his wife Joyce had a heart attack and subse-
quently passed away

A year later he moved house, and a few months later he was struck again, he had a stroke, it affected his balance and
he lost side vision in his left eye. He had a second stroke whilst in hospital, he battled through rehabilitation and after
months was allowed to go home again. He lived alone in a two story townhouse. How was he going to cope we all
asked?—“ f i ne” he said “I wild.l be alright, I have to dolpe.
He could no longer drive so he now caught buses right outside his door to do his shopping and to get himself out and
about After the strokes he had to give the hospital visits away, but he became a more active member of the Laryngec-
tomee club and served as President of the Western District Branch.

In September 2007 after a visit to his ENT specialist, he was told he needed to make an appointment with oncology to
check what looked like a tumour at the back of his tongue/throat. This was confirmed... prognosis was between 2
weeks and 2 months... nothing else could be done .His daughter moved in to care for him. Over the next eight months,
his family cared for him and learnt a lot from their father's strength, courage, and his will to live.

In March he was admitted to Aminya nursing home, and 4 weeks later passed away with his family by his side.

The Association web page is now on line and can be seen at www.stilltalking.org. and as a result we have already
experienced some response and requests for membership.

Please make and effort to contribute something to this new letter no matter how small, it may be a hint or tip, an

amusing incident you have experienced as a Larry and most of us | am sure will have something of this nature in our
memory bank. This is the only way that it becomes personalised

"Optimists convert stumbling blocks into stepping stones."

Next Meeting:
Wednesday Sponsors of gt

www.mainmed.com.au
Uniting Church Hal-

Carrington Avenue.
Strathfield. Importers of Blom Singer

Products

MEDICAL

1300 005279

From 11am Light lunch afterwards




MINUTES OF MEETING HELD 21ST May 2008

PRESENT Brian and Carol Gardner. Colin & Wyn Bolton. Ray Chapelow. Russell Green. Noel Gilder. Don Newby. Bruce Hodges.
APOLOGIES Lilah Walton. Tony Kransnodebski . John Chaloner. Stan & Muriel Imer. Pat Lamont Fiona Jefferson.

Mary Halliburton.

{9/ w9 ¢! w,_  ORepomet druiseméntbers coming in slowly. Reported little response to appeals for visitor training,

Bruce Hodges said there were possibly a couple from Liverpool interested.

Correspondence: Stan Imer re unsuitability of current hall for encouraging members to attend meetings. From Mrs Lee accom-
panying donation of Servox belong to her | ate husband Ke
from various web site and mail lists. Tom Kelly & Jan Heapy in appreciation of newsletter . Resolved Bruce Hodges/Ray

Chapelow

¢ w9l { ! w9 w Ofiscussiéhtobkwléce regarding the placement of investments following the suggestion of Peter

Mc.Gregor at the last meeting. Carol reported she had spoken to the auditor and that despite a sudden fall in income at the
start of the year by March there had been a considerable improvement. It was resolved Colin Bolton/Ray Chapelow that the
status quo remain unless any further solid recommendations are put forward.

Treasurer's Report 21.05.08

Adelaide Bank Commonwealth Bank
Opening Balance $24,602.00 Expenditure Income Expenditure
Income $128.00 Patient Supplies $44.00 OpeningBalance $7,008.00 May Lunch $20.00
Total $24,730.00 Total $44.00 Cancer Council $125.00 Stationary/Offic  $21.00

Sales $424.00 Phone/Internet $101.00

Membership fees $124.00  Printing $215.00

Sponsorship $1,560.00 Postage $123.00

Sponsor postage $250.00 Travel $80.00

Total $9,491.00 Rent3months $180.00

Cruise Dep $1,000.00

Balance of account $24,686.00 Balance of Account $7,751.00 Total $1,740.00
Scandia Balance as at 31/12/07 = $5382,871 Carol Gardner Treasurer
WELFARE REPORT Reviewed Cancer Counci l NSW draft of new “Understandi
|l ater. Cancer Council Australia wil!/ reprint a neweendit.

the Harbour Cruise. Hope as many as possible will attend.
WEBSITE great! Culmination of a lot of work by Colin. CONGRATULATIONS!

NEW MEMBERS — Graham Brown of East Bowral, M/S Ruth Gray of Brighton Le Sands, Mrs Elaine Sloane of Ulladulla (re-
joining).

VALE —John Richardson of Grasmere, Ron Carlson of Dundas (Former Hospital Visitor & Ex President of Western Districts
Branch). Alan Dawson (Life member) on Monday 26th May 08

WHEREABOUTS REQUESTED??? — Alan Cowan (formerly Toukley).

GENRALBUSINESS.Di scussion re cruise pick up points and request
nally mentioned. (see application form for details)

Discussion on poor attendances and location and suitability of current venue with no conclusion reached other than to retain
the status quo.

Reported a questionnaire and been received regarding Westmead Cancer Clinic and returned

There being no further business the meeting closed at 12:20pm



Our celebration will take place on Sydney Harbour on the 17th September 2008 on the above cruise boat. The
cruise will be for 4 hours starting at 2pm with pick up points at Meadowbank Wharf and Frazer St Wharf Lillyfield /
Balmain.

The Meadowbank wharf is located in Bowden Street and a short walk from Meadowbank railway station

The Frazer St wharf Balmain runs off Lilyfield Road and is not listed in the street directory

Please forward your application as soon as possible to: The Secretary. 39/122 Saunders St. PYRMONT
2009 or email details to admin@stilltalking.org. All places will be filled on a first come basis...

Name of member (must be financial ) .,

Name of spouse/ partner / Carl & . . @ e
Heal th professionals registering (please show p
AN T =T o T o U = T S

Cheque/Money order for GUESES S.....covvvevveeeiveeeireecreeere e

Please note payment for guests must be made at the time of booking



