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MONTHLY MEETINGS

NEW ENGLAND: 1st Wed. Feb. Apr. June. Aug.
Oct. Dec. 2pm Conference Room. Rehab Unit
Tamworth Base Hosp. 02 6767 8377
NEWCASTLE: 3rd Tues. Mayfield Bowling Club.
Ingall St. Mayfield. Contact John Lovett 02 4954
8308

ILLAWARA: 3rd Wed. 2:30pm Warilla Medical
Centre. Belfast St. Warilla.

NORTHERN RIVERS: 4 times annually — rotat-
ing. Contact :Karen Kostal 6620 2157

ALBURY: Ph. 02 63232011 extn. 323
CANBERRA: 1st Thu. 11lam. Mar. June. Sep. Dec.
Canberra Hospital

SOUTHERN DISTRICTS: Last Wed. 11am. Tho-
mas Rachael Moore Education Centre. Liverpool
Hospital. Ph.02 960767080 Sec: John Peden
9822 2092 Mob 0422 543036

MID NORTH COAST Port Macquarie Community
Health Centre. Feb. May. Aug. Nov Contact Craig
Suossari 02 65882823

CENTRAL COAST Has started a new branch and
will meet Friday 25th May at 11am. Central Coast
Leagues Club. Co-ordinator Rebecca Black as-
sited by Bill Byfield 0402 045048

OFFICE BEARERS 2007

President: Brian Gardner

4 Merelyn Road. Belrose 2085

02 9452- 2858

VICE PRESIDENT: Russell Green

17/7635 Princess Hwy. Blakehurst 2221
Ph.95473669

VICE PRESIDENT (2) Peter Mc<Gregor
21/39 Cook Rd, Centennial Park 2011

02 93317440 0419 4213214
SECRETARY/TREASURER: John Nicholson
MBE. PO Box 58 Richmond 2753 Ph 02
4578-1415

Email desnic@bigfoot.com.au

MINUTE SECRETARY: Maralyn Ploenges
SPEECH AIDS COORDINATOR: John Cha-
loner PO Box 31 Summer Hill 2130

02 99799-1154

WELFARE OFFICER: Carol Gardner 4 Mere-
lyn Rd. Belrose 2085 Ph 02 9542-2858
EDITOR: Colin Bolton 39 Harbourview Tow-
ers 122 Saunders Street, Pyrmont 2009 Ph
02 9571 — 9220 Mob 0437 378747

Email: stilltalking@jiinet.net.au

Editorial:

Another “Traveller’s Tale” this month from Caroll
Barron - Trouble with this, it’s starting to give me
the urge again, when a few months ago I thought
it impossible Watch this space!

The Association has reached something of a crisis
point with the resignation of the Secretary/
Treasurer John Nicholson MBE due to worsening
health. This comes after many years of faithful
and dedicated service and he will be difficult to
replace, but replace him we must if we are to sur-
vive. Already Queensland and Victorian Associa-
tions have folded.

Read and take note of President Brian Gardner’s
Comments in this newsletter and think what you
can do. It’s an old but true adage and something I
believe. We will not get out of anything more than
we put in. And many like me have taken out a
great deal since we started this journey we share
as an Association. So come along to the next meet-
ing and even if you cannot put your hand up for a
position, give us your support!

Colin Bolton

WHO TO CONTACT

BLOM SINGER SUPPLIES:- David Smith. 27 Bellvue Pde
North Curl Curl 2009. Ph 02 9939-1539 Ask for David per-
sonally

SPEECH AIDS, BATTERIES PARTS AND ADVICE ON
REPAIRS John Chaloner PO Box 31 Summer Hill. 2130 Ph
02 9799-1154

STOMA COVERS, SHOWER SHIELDS, STOMA
COVER MATERIAL AND WELFARE MATTERS.
Carol Gardner, 4 Merelyn Rd. Belrose 2085 Ph 02 9452-
2858

ACCOMMODATION ASSISTANCE WHEN NEEDING
OUT PATIENT TREATMENT WHEN AWAY FROM
HOME:- Cancer Council of NSW 153, Dowling Street,
Woolloomooloo. PO Box 572 Ph 02 9334-1900 Fax 02 9357-
2676 Or contact social worker at the hospital you will be at-
tending

WELFARE OFFICER Bruce Hodges 31 Clack Rd/ Chester
Hill 2167 0404 400 842
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Nancy C Blair MS, CCC

married one!” It’s an inside joke and an old

one at that. The story behind it is that in a

rap session the wife of a new laryngectomees
who was struggling to cope listened intently as
another member introduced herself and added
that she married her husband after his laryn-
gectomy. The struggling spouse exclaimed, “You
married one!”

Now I have joined that group not only as the
facilitator but as one of the spouses. I married
one and learned the practical side of life with a
person who breathes through his neck, speaks
with a prosthesis, swallows a little slowly and
occasionally becomes perturbed that life is not
quite as easy as it used to be. I've also been en-
riched by the opportunity to look at everyday
events from a new perspective. I did miss the
most devastating features of Charlie’s throat
cancer. [ did not suffer the trauma of my hus-
band having a life-threatening diagnosis. I did
not sit in a waiting room unsure of whether or
not I would ever have him again. I did not lose
the dreams and plans that couples make or just
expect from life together. I know these fears and
losses because after a few years together he had
quadruple bypass surgery after a minimal
stroke. He recovered completely and is better
than ever!

Charlie impressed me from the moment I met
him standing outside one of our meeting rooms
at the Florida Laryngectomee Association An-
nual Meeting. He pretended to have questions
about his prosthesis and I pretended to only be
interested in how he could best communicate. A
courtship of several months followed and then a
wedding. He was a sneaky fellow who seduced
me with unimagined intimacy. Dancing with
him turned into sharing not only the rhythm of
his step but the vibration of his voice rumbling
in his chest. He was clever enough to take my
hand and hold it in his as he covered his stoma
to speak with his prosthesis. The effect was elec-
tric! There are songs and poems written about
sharing the beating of hearts but I found it more
intimate to share the vibrations of his voice. We
incorporated that unique experience into our
wedding vows. He held my hand in his as he
covered his stoma to recite “I Charles....... do
take thee....”

Now I share the nitty-gritty, day-to-day conces-
sions required by someone who has to eat slowly
and needs a lot of liquid to push the food
along. The table is always set with a large glass
for water or iced tea and the pitcher is nearby.
Snacking at the fair or sampling at the grocery
store has to be avoided unless there is a drink-
ing fountain or bottled water nearby. When
Charlie decides to forget the whole business and
just take the offered sample of fajita he walks

around chewing during the entire shopping
trip! The server in the restaurant is tipped ac-
cording to how empty the water glass stands
and for how long. Attention has to be given to
the selection of food. Only extremely tender
steak is acceptable. Seating is arranged at din-
ner so Charlie is in the midst of the group where
he can be heard but with a close enough exit in
case he needs a major cough! Meals last
longer. So long that sometimes I read part of
the newspaper or begin some clean up while
Charlie finishes. The conversation is largely up
to me when we are out with friends unless Char-
lie has had time to swallow thoroughly, avoid a
gurgle and jump into the conversation before the
topic changes. These are all small annoy-
ances. He eats almost anything he wants and
never opts out of a dinner engagement. That’s a
blessing because it could have been different.

That loud, strong voice with the animated Char-
lie behind it just does not carry in noise or out
of doors. I am the one who steps up at the ball-
game and orders the hotdogs and beer. I lean
across the driver to order at the drive-thru win-
dow and yet again take the lead in talking
through the window at the ticket counter. But
at times we let the listener puzzle for a mo-
ment. Some people seem to assume they will
not understand Charlie and look to me to inter-
pret! No. That doesn’t work. I'm silent and
they have to turn to him and quickly realize his
voice is easy to understand and that he makes a
lot of sense. I'm allowed a few pet peeves and
here is one. Charlie defers telephone conversa-
tions to me because he thinks he will be hard to
understand but he stands in the background
and tells me what to say! Funny thing is that
his voice is so loud and clear that the listener
hears him say “tell him.....”. I end up holding
the phone while Charlie talks a few feet away
and then I tell him what the other speaker
says. Now that is just crazy!

We also have the territory issue. The bathroom,
bathroom closets and dressing area should be
mine. That is not even questionable. But Char-
lie has all this stuffl Stoma covers, extra pros-
thesis, magnifying mirrors, long tweezers, hands
-free valves, stoma buttons, stuff to clean every-
thing, Alcohol pads, adhesives, hydrogen perox-
ide, suction machine (you never know!), spare
artificial larynx, batteries, “how to” pamphlets,
prosthesis changing kit, samples of every stoma
cover available and extras of all the above. Our
cupboards are full of his things. This was the
most unkind cut of alll Even the linen closet
took on the Laryngectomee look. and hand tow-
els so he can wipe his neck, dump it in his des-
ignated dirty towel receptacle and not worry
about me picking up the towel to dry my hands
or face and finding a less than inviting surprise.
The white allows for bleaching. This arrange-
ment also makes me happy. I do have extra duty
cleaning the mirrors where an unexpected cough



spreads farther than he has thought and sometimes the han-
dles of the sink where wiping his stoma has transferred
from his hands-yuck!

I have forgotten many times that Charlie lives with differ-
ent requirements for breathing and speaking. That loud,
shrill cough first thing in the morning is always shock-
ing My first reaction is
that he has no way to muffle it- that the sound is
finor madlvbe. been known to
silent during a phone conversation only to discover that he
had a momentary lapse of voice for one of several legiti-
mate reasons. [ still have not learned to ask anything other
than fiyes or nobo
with tools, dirty while working in the garden, covered with
chemicals while spraying the lawn or warding off our play-
fulpuppy. | 6 m surprised when th
recognizehim. He doesnét spend
ping! It only occurs to me later that his manner of talking
makes him memorable.

be

Charlie has not forgotten that he is a Laryngectomee. He
has adapted to the changes. He absolutely never complains
about any part of it except the neck dissection and radiation
that left him with a tight and sometimes painful neck. He
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on the water! He does swim with his thumb plugging his
stoma but water sports have never been very important to
him so that is not much of a loss. He blows bubbles for the
grandkids by holding the bubble wand in front of his

stomad a real treat for all of us! The little ones have each

in turn tried to talk like grandpa by putting their fingers on
their necks and growling out a few words. We use sign
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finger to the throat.

of fended when he goes
I know a lot about rehabilitation for persons who have had
their larynx removed. I know about stoma care, prostheses,
amplification, stoma buttons, artificial larynges, and breath-

the myriad variations of each. Now I am learning what
they mean to the person who lives with them.
e clerks at our | ocal

for much. It is just one of those things that is particular to
my husband. The laryngectomy does not define the per-
son. The person defines the Laryngectomee. I won in all
respects when fi | married oneo.
Nancy C Blair MS, CCC-SLP works as a Speech-
Language Pathologist for the Barrett Outpatient Rehabili-
tation and Sports Medicine Clinic of Morton Plant Hospital
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slight delay in voicing allows others to jump in ahead of with AFLAO. for 20 years .
him. He does think he would have bought a boat and still Printed with the permission of the author and =
might have if I could have survived the fear of him being Www.webwehispers.org :
The following was a letter to Web Whis-
pers and | wasndt sure

“This is not a recording. If you need a quick refresher course
on how to talk to an actual human being, press 1.”

I was leaving a large store and as I passed through
the doors an older lady asked me for the time. Not
being able to speak (I'm a TEP user and both
hands were full of packages) I shot the cuff of my
jacket exposing my watch, and held it to her face.
She says "I'm sorry, but I'm legally blind".

After I finished my laughing fit I put my stuff down
and gave her the time. Throw in three clowns and a
small dog and you would have had a scene from a
Fellini movie. John Lubelski—Ontario Canada.
Comment: -I wonder what the chances are of a the
only woman in the store who can’t see asking the
only man in the store who can’t talk for help!

o
o/

not, anyway there was a reply which in
itself was interesting and I have included it
below T I await with interest the results if
anyone tries this

I have a question for the group. One of the men
in our Club tells me that when he is going to
be round a lot of people that he takes a small
amount of meat tenderizer places it on his
tongue before going and has no problem with
mucus while talking and no coughing up mu-
cus .I have never seen him cough or wipe
away any mucus. Has anybody else had any
experience with this.

Anyway it turns out not to be as silly as it
sounds—read on:-

Papayas contain papain, which is an enzyme
that breaks up proteins. Eating papayas,
drinking papaya juice, or drinking a solution
of crushed papain tablets in water can liquefy
thick saliva. Drinking a solution of meat ten-
derizer (which contains papain) in water is an-
other alternative.

You can of course get Papaya juice from the
supermarket or Papain powder from a health
food store


http://www.webwhispers.org

My wife and I went to the movies last night with
another couple who are close friends. I turned
down the volume on my artificial larynx so as not
to disturb others seated close by. During the
movie, I occasionally leaned over and, with my AL
held to my neck, would converse briefly with my
wife. After the exceptionally emotional and touch-
ing movie had ended, a middle aged lady sitting
one row above and behind us tapped my shoulder
and proceeded to inform me that every time my
head turned I had "farted" and she did not appre

ciate it. I and my wife were so startled that we did
not realize my low toned AL was the culprit. I
guess that lady has undoubtedly shared her
"worst movie experience yet' with her friends.
(Disclaimer: This was not Wyn and me)

Trip to Egyptd Carolyn Barron

have been to Egypt and I'm back home safely.

I absolutely loved Egypt, and I'm so glad I
went. Before I left home, I had a couple of con-
cerns - the food, charging my batteries, and peo-
ple understanding me. Food was no problem, as
most meals were buffet and there was always
plenty for me to choose from, and most people
understood me as I was travelling with a group
which included my 2 sisters. Even though I had
the correct power adaptor, in some areas 1 had
difficulty charging my batteries, but I coped and
all went well.

We flew to Cairo, had 4 days there - went to the
Pyramids and Sphinx at Giza, then Memphis, Sa-
karra, Old Islamic Cairo, Coptic Cairo, The Hang-
ing Church and Church of St. George. We spent a
morning at the Museum, then the Khan el Khalili
Bnzlmr. Much of what we saw goes back to before
the birth of Christ. We went to a church and saw
the underground cellar where Joseph and Mary
hid for 3 months before fleeing to Jerusalem for
the birth of Jesus. Overnight sleeper train (good)
to Aswan - went to the High Dam, sailed on feluc-
cas, went to myriads of temples and tombs, flew
to Abu Simbel. We lien had a 4 days cruise to
Luxor (nice break) went to the Valley of the Kings,
lots of temples etc.

We left Luxor and returned to Cairo by overnight
sleeper train, then to Alexandria for a few days - a
nice place on the Mediterranean. Alexandria really
is beautiful and the people are more friendly.
Leaving Alexandria we spent a few hours at E1l
Alamein - very overpowering and beautifully cared
for. Returned to Cairo for overnight, and returned
to Australia the next day.

Egypt is very poor and relies heavily on the tourist
dollar. As a result, they take very good care of us,
magnificent hotels, food, service etc. at a very rea-
sonable price.

Everywhere we went was through metal detectors
and areas guarded by military with big guns. The
threat of terrorism is everywhere but security is
excellent. A wonderful trip but I was happy to re-

turn to Australia.

CarOIyn Barraturol made the mistake of tell-

ing Brian Gardner at a Gosford meeting of the pro-
posed trip and was asked to do a report. Carol be-
came a Laryngectomee in 1999. Carol hopes her
report will give others confidence to travel

“Life is not a journey to the grave
with the intention of arriving safely in
a pretty and welpreserved body, but
rather to skid in broadside, totally
worn out, leaking oil, and proclaim-
Ing,

"WOW, WHAT A RIDE!!"
McKenna-professional

- (BIill
motor cycle

Newsletter Sponsored by:- Michael Schaffler
Main Medical Pty Ltd: Importers of Blom
Singer Products. From time to time Michael
will contribute addressing issues Laryngec-
tomees are all familiar with.

Do remember to forget
Anger, worry and regret.
Live while you have life to live.
Love while you have love to give

The next meeting will be Wednes-
day 18th May commencing 11am at
The Uniting Church Hall.

Carrington Avenue Strathfield.

It would be nice to see some old
and new faces. Enjoy Lunch and a
chat afterwards

Wp( That 6&d oanl 6lt
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MINUTES OF MEETING HELD WEDNESDAY APRIL 18T 2007

In attendance

Laryngectomies: R Green. C Bolton. B Hodges. A Dawson. W Singleton. P McGregor. B Gardner.
(President) Non Laryngectomees P Dawson. M Halliburton. W Bolton. P Lamont. C Gardner. M Ploenges.
P Ploenges. B Singleton

Apologies:
John Chaloner. Faith Green. Antoni Krasnodebski. Janet Berghammer: J & D Nicholson

Minutes:
The minutes of the previous meeting were accepted as a true and correct record with the exception of
the mover and seconder of Life membership should read: M Halliburton/C Gardner

Secretary’ ARelpedr t :

Correspondence:

Southern Districts Branch: Advising of meeting dates, venue and changes of office bearers. (Front page
amended accordingly)

Bexley Uniting Church: Advising of service commemorating “National Day of Thanksgiving” Bexley Unit-
ing Church. 27th May at 9:15am.

Welfare Report: C Gardner reported that due to the strengthening of the $ AUD shower covers can still
remain at the same price.

General Business:

Central Coast have started a new branch to meet in the first instance Friday 25t May at 11lam. Central
Coast Leagues Club. Co-ordinator Rebecca Black assisted by Bill Byfield.

Lismore Branch. John Basso died no details to hand. New Liaison Officer Karen Kastel 66202157
Newcastle Branch A.G.M was held 17t April all office holders remain the same

May Meeting will elect new treasurer and secretary.

Christmas Party

Pat Dawson advised date set and room booked Saturday 1st December at Ryde/Eastwood Leagues Club.
A deposit has been paid and cost for visitors will be announced later — Laryngectomees will be free of
charge

Meeting closed 12:10pm.

Main Medical Pty Ltd contribute

prosthesis), Servox Electrolarynx and Tracoe Tracheostomy tubes. After experiencing the sales prowess
of Brian Gardner, the director of Main Medical (Michael Schaffler) said he felt compelled to financially
" support “Still Talking”.

I Main Medical are the Australian importers of Inhealth Technologies products (eg Blom-Singer Voice I

Main Medical is dedicated to education and training which supports Laryngectomy skills development
in Australia. The company organises two Tracheoesophageal Speech courses each year. The courses are

" held at St George Hospital in Sydney and the Royal Melbourne hospital. The courses are designed to
give speech pathologists the necessary skills to deal with the various challenges inherent with Trache-
osophalgeal speech.

The course instructors have been personally trained by Dr Eric Blom, having attended his training pro-
gram in Indianapolis. All instructors have extensive experience in the area of voice restoration having
worked in Head and Neck Surgery/Oncology in major hospitals for a number of years.

The courses run over two days and have a theoretical component on day one and a practical component
I on day two. During the practical component, speech pathologists are able to apply the theoretical I
knowledge to real patients by practicing voice prosthesis changes and apply hands free devices. (More
= information on the course can be found at www.mainmed.com.au) .
ITo contact the Customer Service for ordering these quality laryngectomy products, call: I
® 1300 00 LARY or 1300 005279 "


http://www.mainmed.com.au

A WORD FROM THE PRESIDENT

Recently I read of a Higher School Certificate guestion asking students to write an essay on the meaning
of “APATHY”. Some students wrote pages on the topic but the highest mark went to one who submitted
one line - I DON’T KNOW and I DON’T CARE!

In April 2007 our Association is at the crossroads because John Nicholson has had his retirement
forced upon him. The fact is he did not want to nominate this year because of his age, health problems
and having done the job for over fifteen years, he reckoned it was time for someone else to have a go. -
HOWEVER - no nomination! He now finds that apart from his health problems his current medication
is acutely affecting his ability to concentrate and carry on his role as Secretary/Treasurer. After a long
talk with the Nicholsons it is imperative to let him step away and get his wellbeing back together.

I am aware of his problem and I do care about it and the future of the Association. There has to be life
without John in the positions. Someone or two have to put their hands up and take over. Des and John
have indicated that they are willing to assist whoever that may be in a crash course into the jobs,
whether it be a combined role or two identities, - Secretary and Treasurer. Remember that John an-
nounced his retirement back in 2001 and I talked him into staying for another year, then came our be-
quest money and he became involved in its subsequent investment. HOWEVER, the time has come!

I KNOW THAT THERE IS SOMEONE OUT THERE CAPABLE OF DOING THE JOB OR JOBS. Having
said all that, in the next month I'd like you to examine your consciences and commitment and keep the
Association from stumbling. We will discuss the problem in depth at the May meeting when, no doubt
someone will step forward.

SECRETARYS REPORT APRIL 2007

In 2001 I retired as secretary/treasurer of this organization but as since then no-one has been forth-
coming to take on the position I have managed to carry on with the duties. However the time has now
come where I am no longer able to fulfill these chores. My medical condition (metastatic cancer) and the
medications necessary to control this leave me with difficulty concentrating and it is only with the help
of Des (who is typing this) that the work has been done.

SO — it is now necessary for someone to come forward — to paraphrase John Kennedy “Ask not what
you can take from the Laryngectomee Association — ask rather what you have to give”

There are two positions to be filled — treasurer and secretary — these two overlap quite a bit so we have
found it easier to put them in the hands of one person but they could quite easily be separated again.
If necessary Des and I will carry on with the banking etc until the May meeting but after that we must
hand over. (And please don’t expect Carol and Brian to accept any more responsibilities)

Don’t get me wrong — I have thoroughly enjoyed my association with the LA — the friends I have made,
the fellowship I have had the privilege to enjoy with my fellow laryngectomees and the ability to help
them in some small way. I did not expect this time to come as soon as it has but facts must be faced —
I thought that having overcome laryngeal cancer I could over come bowel cancer too but that wasn’t to
be. THANK YOU ALL FOR YOUR FRIENDSHIP AND SUPPORT.

Now for the business of the month.

CORRESPONDENCE:

As usual the main correspondence has been from those paying their subs or other bills and lots of ad-
vertising material from those who think with a name like “Laryngectomee Association” we must be
something important and have lots of money to spend on expensive conference centres in exotic places!!
However there were two letters of general interest and I will enclose these:

1. A letter from the Uniting church at Bexley. This congregation has been a supporter of ours for many
years and have invited our members to a Thanksgiving service. I hope some will be able to attend

2. A report of the Annual General Meeting of the Southern Districts Branch to go into the newsletter.
MEMBERSHIP:

New members this month are:

Mr H Buckland of WAUCHOPE

Mr Raymond Symonds of LANE COVE

Ms E Van Homrigh of NEWCASTLE

Mr John Richardson of GRASMERE

A welcome to these members and a reminder that your committee is here to help and only a phone call
away.

NEWSLETTER

Congratulations to Colin the new editions of Still Talking and also to Jim Hunt on his contribution. (I
know all editors appreciate those who contribute — and the readers do too. So more ofyou, how about
putting pen to paper? DES)

4 Goodbye and good luck to the new secretary and Treasurer. John Nicholson.

John Nicholson.



