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personally

SPEECH AIDS, BATTERIES PARTS, ADVICE ON REPAIRS
John Chaloner PO Box 31 Summer Hill. 2130

Ph 02 9799-1154

SHOWER SHIELDS, STOMA COVER MATERIAL AND WEL-
FARE MATTERS. Carol Gardner, P.O Box 380 Belrose
2085 NSW Fax & Phone 02 9451 7926
ACCOMMODATION ASSISTANCE WHEN NEEDING OUT
PATIENT TREATMENT AND AWAY FROM HOME:- Can-
cer Council of NSW 153 Dowling St WOOLLOOMOOLOO
2011 (PO BOX 572 KINGS CROSS 1340) Ph 02 9334-
1900 Fax 02 9357-2676 Or contact social worker at the
hospital you will be attending

Association web page www:.stilltalking.org

International Association of Laryngectomees..
http://www.larynxlink.com
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Then Sept. Oct. Nov at the Sydney
Mechanics Institute 280 Pitt Street 11am

Continuing Trial of venue

Sponsors of
www.mainmed.com.au
1300 005279

Importers of Blom Singer &
Servona Electrolarynx

MEDICAL

Laryngectomee Association.N.5.W

MONTHLY MEETINGS

N.S.W Association 3rd Wednesday of month Uniting
Church Hall Carrington Avenue. Strathfield at 11am

NEW ENGLAND: Meets at 2pm 1st Wed.. August Decem-
ber Conference Room. Rehab Unit Tamworth Base Hosp.
02 67678369

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: Meets alternate months from Feb. Contact
Norma Teasdale 02 60211749

CANBERRA: 1* Thu. at 11am. Mar. June. Sep. Dec. Can-
berra Hospital

SOUTHERN DISTRICTS: Last Wed of month. 11am. Tho-
mas Rachael Moore Education Centre. Liverpool Hospital.
Contact Pres. Richard Patman 9607 6708 or John Peden
0422 543 036.

MID NORTH COAST Port Macquarie Community Health
Centre. Feb. May. Aug. Nov Contact : David Mc.Clymont
President 6559 8383

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
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from time to time and maybe some
regularly.

However it got me thinking (unusual occurrence
some might say) | wonder why as the money Jack-
L2G& Y2NB YR Y2NB (A0
majority would be quite happy in fact delirious with
the normal prize - Is it greed that makes us want to
win more and more? Or do we get brain washed by
larger and larger sums of money dangled before us a
carrot and of course adverts

Now here’s a d

At a meeting earlier in the year

someone said/complained that
we get no publicity and not a lot of recognition, they
cited the Breast Cancer campaign of a cause that
generates a lot of publicity and raised funds as well
as more awareness. So what can we do in this re-
gard. Well as | said it might be a daft idea but how
about we go Carol singing in Martin Place early De-
cember, we | am sure would get some interest from
the press and t/v stations as well as the anti smoking
campaign and lobby.

No need to collect money but we could have one or
two of our speeches handing out leaflets and giving
explanations.

With our variety of speech methods we may be
somewhat discordant but we could raise a cacoph-
ony of sound - alright silly idea - OR IS IT? Think
about it - we could have a rehearsal at the Xmas
party on December 5th which be

held at the usual placeT Ryde East- =
fr1Sa [SI3dzSa / f dg¥
creeping up on us - more details e
later

A PROBLEM PECULIAR TO COUNTRY LIVING - Jim Hunt

erty on the high country of the Central Tablelands of
N.S.W. Our home here is a modest country house. On a
}Peyent Hiéﬂt,swe Q/er-:\lNakgngd%ﬂjbg deriks of remark-
able noises issuing apparently from under the house.

Tfﬁerg%@no \Xak/ \kfe%oulgirﬁ/est%@e itR.,gurce at that

time, so we just had to put up with broken sleep until

-

morning, interspersed with thoughts of ghosts and ghouls.

When our farm manager, Rod, arrived in the morning, we
had a cup of tea and debated what the cause could be.
§J\"N,é\/vonlibg{s%re éel% ﬂuRecPousLin%Jfarea:a,QﬁN‘ﬁey u
are nocturnal, so we narrowed down the possibility to a
wombat. Now the house foundations are completely
bricked in, save for one small door to give access under
the house. This door had been left open. Now, in some
places the clearance between the timber floor and the

ferpund isdjuite small.dyevertheless, Rogd volunteered to
examine the area. And what did he discover? Right under

=)

our bedroom, there was a well advanced wombat hole.

So, we had another cup of tea and debated what to do
about it. For a start.:- Was the wombat in residence in his
hole or was he outside somewhere? It was a crucial ques-
tion. If we kept the access door firmly shut, and the wom-
bat was in residence, in the absence of food, he would

presumably die. There were two drawbacks to this course

The presence of a dead wombat immediately under our
bed would fairly soon make the bedroom and indeed the
whole house uninhabitable.

Although wombats are in veritable plague numbers here-
abouts, they are protected native animals, and to harm
them is a very serious offence. If we contributed to the
death of our intruder, Margaret and | might end up in the
"big house" and not the country house.

So we had another cup of tea to decide the best course of
action. We had a flash of inspiration! We would put a high
capacity hose into the burrow. If the wombat was at
home, he would presumably emerge sooner or later, wet
bub Lﬁ'n%r%éh iFf et r%t, presumably he was else-
where. In due course, with the burrow overflowing with
water, there was no sign of the wombat, so we secured
the entry door-problem solved!!

Contd:a a a

My wife Margaret and | spend most of our time on a prop-




Not so!! On the next night, the wombat presented him-
self at the entry door, and was apparently very miffed at
not being able to return to his half built home. To dem-
onstrate his anger, he tore up several square metres of
lawn. [All this would have happened in the middle of the
night, so we can only assume what happened.

We would soon put a stop to that.
We secured every gate to the
house yard. His response to that

was to attempt to tear up a pas-
sageway through the gravel and
under the gate. That is where the matter rests. It just
demonstrates that wombats can be obstinate but we
trust we are equally obstinate!! Progress score Wombat
3 Hunt family 3 Jim Hunt

The July meeting was again held at the above venue

MEETING REPORT— Sydney Mechanics Institute

and was well received with an above average atten-
dance. The room was warm and comfortable and we
got a better than average discussion from the floor.
There were comments that it is easier to hear without
any outside noise and it is a quiet room.

We are missing couple of regular facesT maybe due to
the change of venue and we urge them to give it a try
(or another try) the meeting was a really pleasant one
with an enjoyable light lunch afterwards and | person-
ally feel sure we will attract more attendees.

It is of course central and only a short distance from
R2y Qi 065 |

public transportt a 2
go!

John Chaloner. John Pyle & Bruce Hodges share a yarn
at a recent meeting

a !
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John McMahon one of our members getting on with
life received the Bill Body memorial trophy for his un-
stinting devotion to the llawarra Wodworkers Group
Inc.

Unfortunately the picture | got was not good enough
to reproduce here John but | would like to see one of
you manning the lathes or chisels etc.

Well done!

IF MY BODY WERE A CAR...

/ If my body were a car, this is the

ing it in for a newer model. I've got
bumps and dents and scratches in
finish and my paint job is getting a little dull ... Bu
that's not the worst of it.

My headlights are out of focus and it's especially
hard to see things up close

My traction is not as graceful as it once was. I sli
and slide and skid and bump into things even in {

best of Weather

GKS OFNJ IABS Al |
My whltewalls are stained with varicose veins.

It takes me hours to reach my maximum speed. |
fuel rate burns inefficiently.

But here's the worst of it

Almost every time | sneeze, cough or sputter ..ei
my radiator leaks or my exhaust backfires!

kkkkkkk

Keep your fears to yourself, but share your courage
others.- Robert Louis Stevenson (1850894)

Begin at the beginning and go on till you come to the
end; then stop- Lewis Carroll, Alice's Adventures in
Wonderland (1832 1898)

If winning isn't everything, why do they keep scere?
Vince Lombardi (19131970

time |1 would be thinking about trad-

my

he

her

with




74 To avoid it... Eat right! Make sure
= f@ ' a you get your daily dose of
5 ﬁ : JI/ fruit and veggies

Take your vitamins and bump
up your vitamin C

Get plenty of exercise because it builds your
immune system

Walk for at least an hour a day, go for a swim,
take the stairs instead of the lift.

Wash your hands often. If you can't, keep a
bottle of antibacterial stuff around.

Get lots of fresh air. Open doors & windows
whenever possible.

Try to eliminate as much stress from your life
as you can.

Get plenty of rest.

OR Take the doctor's approach. Think about it...
When you go for a flu jab, what do they do
first? They clean your arm with alcohol... Why?
Because Alcohol KILLSGERMS.

Soééeéeé. . I wal
(exercise) | put lime in my vodka...
(fruit) Celery in my Bloody Mary

(veggies)

Drink outdoors on the patio..(fresh
air)
Tell rude jokes and laugh....(eliminate stress)

Then | pass out. (rest)

The way | see it... If you keep your alcohol lev-
els up, flu germs can't get you!

As my grandmother always said, 'A shot in the
glass is better than one in the ass!'

Live Well - Laugh Often - Love Much

Date: Sun, 21 Jun 2009 10:55:25 -0500 From: Pat Wertz
Sanders <pat@choralmusic.com> Subject: Locabulary -
NEW

In the morning paper, a product so new you can barely
find it on Google, a design firm here in the Birmingham
area has created a tool for the speech impaired that
will be used on Apple's iPhone. Designed for speech
impaired children, it will be wonderful for Laryngec-
tomees who can't speak because it speaks for you with
a base of words that lets you rapidly form a sen-
tence....or order from McDonalds or Starbucks. It uses
the GPS to even offer you that menu as you walk in

the store.

You can also key in your own words or phrases but I'd
love to be able to say "cool" "Dude", which is already
programmed!!

This is being released this summer as a free app for the
iPhone. | will have this app as soon as it is announced!

From the B'ham News article:"Locabulary" grew out of
discussions the team at PUSH Product Design had with
Drew Davis, a pediatric rehabilitation physician who is
an assistant professor at UAB. Davis and another doc-
tor treat about 4,000 patients in their practice, special-
izing in children and teens who have physical or cogni-
tive disabilities, such as muscular dystrophy, cystic fi-
b[roais orttrﬁugati&bﬁaw i_njuries. Davis was interested
in PUSH's work in design, believing the firm could make
affordable technology for the disabled. PUSH, a firm of
Auburn-educated engineers and designers, has de-
signed everything from

spinal implants to video gaming equipment. The result
was Locabulary, an application, or software tool for

Apple's iPhone. Locabulary allows an iPhone user to
manipulate the phone's touch screen to call up a menu
of words and phrases, with the phone speaking the
words. The application is designed so that users can
assemble sentences using a minimum number of finger
taps and also provides an option for sending com-
pleted sentences as text messages.

The program was funded by a grant of about $24,000
from the Alabama Council for Developmental Disabili-
ties, a division of the state's Department of Mental
Health. 9 RA G 2 NRAYy g2 iK2f R @& 2 dzN

for government initiative such as this here! This is

NJ

the start of something exciting for us. Pat

Q1



MINUTES OF MEETING HELD WEDNESDAY 16TH JULY 2009

IN ATTENDANCE: Brian Gardner. Peter Mc.Gregor. Annemarie Misamer. Toni Krasnodebski. John Pyle. Noel Gildea. Victor
Stumbles. Ruth Gray. Don Newby. John Chaloner. Barry Bunker. Colin Bolton.

Non Lary. Carol Gardner. Julia MacLean (Speech pathologist) Patricia Bretz. Pat Dawson.. Pat Bunker. Wyn Bolton. Margaret
Patterson (Speech Pathologist) Kim Pearce & Alyssa White (Cancer Council)

APOLOGIES. Bruce Hodges, Russell Green, Lilah Walton

SECRETARY' L3tle Bkepof fRiTmonth, correspondence from Toni Krasnodebski re Norm Fredericks ex welfare of-
fice of Queensland Association when functioning. Suggested that Queensland Laryngectomees be invited to join our own asso-
ciation.

TREASURER’' SaroRttvBe@®tRefe:would be a finance committee meeting after the meeting closed:

Tresurer's Report July 15th 2009

Adelaide Bank Commonwealth Bank Expenditure
Opening Balance  $94,691.00 Expenditure Income Catering May $25.00
Income $195.00  Starter packs $440.00 Opening Balance $3,980.00 Stationary Office $32.00
(replenishment) Cancer Council $303.00 Phone/Internet $137.00
Sales $393.00 Printing $298.00
Membership fees $45.00 Postage $269.00
Donations $50.00 Patient Suplies $428.00
Totals $94,886.00 Total $440.00 Rental room $44.00
Balance $94,446.00 Refunds
Total $4,771.00 Total $1,233.00
CSB Fixed deposit(4%) 300,000
Skandia 11.6.09 38,087 Balance $3,538.00

An addtional 5490 will be paid into fund from sale of Jewelly from Capper estate
Resolved: Report be accepted/ Ruth Gray

WELFARE: New member Gunter Rakebrandt of Moorebank.

Contact with Uniting Church Hall re bookings, replied with compliments on our good work and effected cancellations as re-
quested. Resolved be accepted: /Peter Mc.Gregor

The Chairman introduced Julia MacLean who gave a report on the progress of the swallowing study she is conducting as her
thesis, results are quite surprising and a report from Julia will be published as soon as available - you will see from these re-
sults that whatever difficulties you are experiencing you are not on your own.

GENERAL BUSINESS: Resolved John Chaloner that the room at The Mechanics Institute be booked for September October No-
vember and that a decision be then made on our venue for 2010

Chairman advised that a suggestion has been made by the Victorian branch that they help fund the printing of the booklet You
Can Say That Again.

Also mentioned was the Victorian initiative on smoking education in schools. The secretary advised he would (room permitting
include details of this in the newsletter)

Margaret Patterson led discussion on the booklet and was thanked by the chairman for her contribution.

A meeting followed lunch with the executive and representatives of the Cancer Council Kim Pearce & Alyssa White re the
printing/publishing of the booklet and advised that representation would be made to the Council for part funding of this pro-
ject. Also discussion took place re possible distribution to other state bodies. Hopefully a satisfactory conclusion will result
from this meeting.
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You will no doubt remember that a short time ago | wrote
regarding our association starting such a programe for
schools. To say the least the response was underwhelming
with not one response - surely we can do better than this?
Anyway | have reproduced a report here given to the Victo-
rian meeting and printed in the Lost Voice

| was very privileged to go along and be an observer on our
last school visit on 24" June to Sandringham Secondary Col-
lege. It was a wonderful presentation and | felt very proud of
the whole team, and can understand why these presentation
are so successful. The students of which there were approxi-
mately forty plus, were from year 7 and from their response
at the end of the presentation it was obvious they had been
very impressed and interested in what had been said. The
students have been studying smoking and its effects with
their health co-ordinator, thus the initial reason for us com-
ing along to speak to them today at the school. Bob began
with a greeting to the students and then proceeded to out-
line what the itinerary was for the day. First speaker up was
Doug. Doug explained his original problem and how it had
been diagnosed as laryngitis over a period of time, until his
voice quality was so diminished that he sort a second opinion
which finally identified the cancer. After he explained what
happened to him, he closed with a plea to the students not
go home and tell their parents, brother, sister, uncle or aunt
not to smoke, but rather tell them what they have seen today
in class. If they continue to smoke then the student should
either leave the room or tell their family to please go outside
to smoke as passive smoking can also lead to cancer.

Lorrance then spoke next telling his story. He said while he
was in the army he was sent comfort packages which con-
tained cigarettes. He was not what you would call a heavy
smoker about two to three cigarettes a day. He started to
lose his voice and eventually was diagnosed with cancer of
the larynx. Lorrance concluded by telling the students that
they were all at the stage of making decisions for themselves
and a lot of the decisions they make today will effect them
for the rest of their life, why not make the decision today not
to smoke. Bob next spoke and took the students through the
experience of his operation, first taking them into the operat-
ing theatre, and emphasising to the students that this would
be the last time that he would use his own natural voice.
Four and half hours later after he came out of the operating
theatre and recovery room and the nurse asked him how he
was, he tried to answer but nothing came out. He explained
that he thought he would be a dumb mute for the rest of his
life, in fact he thought that way right up until he actually was
shown how to use the valve and learn to talk all over again. It
was frightening. Bob then proceeded to show the students
the radiation mask and explained how it was actually bolted
to the table so you could not move and what followed, warn-
ing them also of the side effects of radiotherapy. He then
explained the daily cleaning process with the valve.

Jennifer then got up next to relay her story. She first ex-
plained how she actually speaks using the electro larynx.
Then she explained that her history of smoking started very
early at the age of twelve or thirteen when she would pinch
cigarettes from her mums cigarette packet. When she started
having problems with her voice she was initially treated for a
throat infection and it wasn't until much later that she was
diagnosed with cancer at the Eye and Ear Hospital. Chemo-
therapy and radiotherapy followed on a regular basis. Even-
tually the cancer returned this time to the oesophagus which

ceauled i itsgemovel @nd a ssom¢tDlify.Jegnifer then ex-

plained the consequences of this stomach lift including the
fact that she can't lie flat to sleep so she has to sleep sitting
up at night. Because her stomach is so high in her chest she
quite often can suffer from reflux after she has eaten which
can be an unpleasant experience. She then demonstrated the
use of a shower shield and produced the flesh coloured foam
patch she uses to cover her stoma. She explained that she did
not like the stares you got from people when leaving the
stoma uncovered so she used the foam patches. They also
provided protection from dust and dirt getting into her lungs.
She encouraged the students not to smoke but instead of
spending money on cigarettes save for something they would
really like. She emphasised continually how addictive ciga-
rettes can become and how hard it can be to stop.

Bob then demonstrated a voice aid that we don't see a lot of
in Victoria which consists of a portable hand held amplifier
which has a cable and a microphone attached to it which you
place in your mouth to speak. Bob was not particularly fond
of this option and said to the students he couldn't image go-
ing through life having to speak this way. Bob then explained
that the youngest laryngectomee that he heard of was a
young year 8 student who had his larynx removed as a result
of passive smoking. He then said that young lad now had sev-
enty years ahead of him of living like us. Bob then got Lor-
rance to explained to the students what passive smoking
was. Lorrance again emphasised to the students not to go
home and nag their parents etc to give up smoking but rather
tell them what they had seen in class today.

This then concluded our presentation side to students and
question time began. | noticed that all throughout the pres-
entation the students had their eyes clued to the presenters
and not one student was carrying on any private conversa-
tions they showed full respect to the speakers at all times.
Some of the questions they asked were very well thought out
in particular the student who asked this question first up "if
radiotherapy can kill cancer cells why not have radio therapy
first to kill the cancer cells, (this is a very intelligent question
for a boy that may have been 12 to 13 years of age, Jennifer
said to me " that kid will end up a doctor”, | couldn't help but
think she may be right). Lorrance responded to the student
by saying that a lot of surgery that is done today is aim at
trying to maintain a quality of life They try and if they get it
early enough you do stand a good chance to be cured just by
having radiotherapy and chemotherapy, so keeping the lar-
ynx. You get clear results for the first five years, however
there is still the chance that it may come back. Should this be
the case and you have

previously had radiotherapy and are required to then have
your larynx removed, the skin can take longer to heal follow-
ing surgery as the skin on the neck has previously been burnt
by radiation. Lorrance explained to the students that radio
therapy is not selective as to what it destroys, when it is done
it can destroy the good cells as well as the cancerous cells.

Another question followed from a young student who lost his
grandmother from cancer. He wanted to know what were
the effects and what could have been done about her cancer.
The team answered the question with compassion.

The next student asked whether we started with any of the
main symptoms of smoking such as a sore, husky voice. Some
had experience their voice getting husky like they had lar-
yngitis, others were different. Another question followed as
to how do we eat and drink (just like everyone else however
some have more difficulty in swallowing then others). Some
members can't eat steak and some have to cut their food up



finely so they can swallow it. Another student asked if our
taste was effected. It was at first but has gradually come
back. Bob was asked whether he has emphysema. Bob said
he did have shortness of breathe but fortunately he did not
have emphysema.

One student asked what effects being a laryngectomee has
on you physically. The reply included that you must beware
of water getting into your lungs as you can drown. Another
question asked was "Do we still have a positive attitude to
life?". Doug replied everyday you wake up is a bonus. My first
response to hearing | had throat cancer was | didn't want to
know about it. The doctor said you will be dead in a fortnight
if you think that way. Doug soon adjusted once he had his
operation. He needs to cut up his food smaller to eat it more
easily and although he did lose his sense of taste and smell
initially, they have now returned. He has some issues with
coughing up mucus but has learned to adapt to this. Physi-
cally there he may be some shortness of breath but overall
he has enjoyed seven years of life he might not have had if he
hadn't had the operation. He was asked does it hurt to talk.
No it doesn't at all was the reply, first up it might but gradu-
ally it gets better. The question was then asked are you
scared to have a shower. Yes | am still scared to have a
shower as we can drown in less than a quarter of a cup of
water should it get into our lungs.

Another student asked the question "Do you sometimes for-
get to put your finger over your stoma when you go to talk?"
The reply was after all these years | still sometimes forget but
normally this happens when | get called to do other things at
the same time. Lorrance explained that after sitting for a
while it's a bit hard to get initial voice, he needs to use a bit
of pressure, blow saliva away to make room for voice. An-
other student asked why can't you breathe through your
mouth? The reply; there is no point as the lungs are no
longer connected to the mouth and nose, and a description
was then given of the new breathing passage.

A student then asked was it easy to quit smoking once you
are diagnosed with cancer and you have the operation. No it
wasn't hard as physically we would need to smoke through
the stoma. Some have the addiction so bad that they have
tried to do this. Doug knew someone that had. The question
was asked "how do you find these visits, do you enjoy them?"
All our members agreed that it was extremely rewarding go-
ing to the different schools and doing this presentation. Its
great we can communicate with students about what we
have been through and go through in our daily living, if some-
one had come to our schools when we were younger with
the same message we may not have smoked. Jennifer was
asked did you try and get help to give up smoking. Jennifer
replied once you are addicted to smoking it's pretty hard to
just stop. Jennifer was asked if it hurt to use the electro lar-
ynx to speak. She said it doesn't hurt and that she places it on
a special spot on her neck to make sound. She said it was
difficult to learn at first but you gradually get the hang of it.
Jennifer said even doing everyday house work has its prob-
lems when you have had a stomach lift. She uses a semi up-
right vacumn cleaner and must get down on her knees to do
it. She said she also no longer can have a bubble bath or go to
the beach to swim.

These were just a few of the examples of the questions asked
by the students that day. Both Lorrance and Bob thanked
them all and said it was a pleasure to hear such good ques-
tions. A couple of the students returned the thanks on behalf
of the Year 7 students and pointed out particularly how they
enjoyed the humour that was expressed by our team and the

knowledge they brought to the session. We then finished the
session with an invitation to any student who would like to
come up and take a look at the stoma. There was an enthusi-
astic response to this, the young girl students flocked around
Jennifer asking many questions as well.

Living Well After Cancer

The Living Well After Cancer program is coming to Woolloo-
mooloo and we would like to invite cancer survivors, carers
and interested health professionals to attend.

Date: Tuesday 4 August 2009 Time: 10.00am - 12.00 noon
Venue: Cancer Council NSW 153 Dowling Street
Woolloomooloo NSW 2011

Register: Call 1300 200 558 (local call cost, incl mobile phone)
or email livingwellaftercancer@nswcc.org.au RSVP: Tuesday
28 July 2009

Registrations are essential as numbers are limited.

The Living Well After Cancer program is a free two hour com-
munity education program run by The Cancer Council NSW
with trained cancer survivors. This program includes practical
information and open discussion for participants, and the
opportunity to learn about the possible changes, challenges
and opportunities that may arise at the completion of cancer
treatment. Participants can also connect with others on a
similar journey, and share tips, ideas and activities to live life
well.

If you would like more information about Living Well After
Cancer, call 1300 200 558.

We encourage you to forward this email to cancer survivors,
your contacts and networks.

Margaret Skagias Community Network Coordinator

Central and Southern Sydney Region The Cancer Council NSW
PO Box 572

Kings Cross NSW 1340

P: 0293341711

M: 0413 889 691

Email: margarets@nswcc.org.au www.cancercouncil.com.au
http://www.cancercouncil.com.au>
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After two weeks of dieting,
Larry’s fat cells decided to go out for a pizza.
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