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Come and join us on
4th and 5th of May, 2013
and take part in this years
Penrith Relay for Life
to help raise much needed
money for
Cancer Research
The Relay will be held at
Howell Oval, Mulgoa
Road, Penrith
This is a fun, social weekend that raises
much needed funds for a great cause.
Come along and join one of our teams.
Register direct at ‘www.relayforlife.
org.au’ and follow the links to either
Prostate Pals 1 or Prostate Pals 2. or
Contact our team Leaders Ian Davis,
John Kemp or Eric Kent to register.

What’s to Come
Group Meeting – Monday March 18th
Charles Grech
Testicular Cancer Survivor

Group Meeting – Monday April 15th
To Be Advised (See Local Press)
Your Heart

Group Meeting – Monday May 20th
To Be Advised (See Local Press)
All meetings :- Gather at 6-30pm for a 7-00pm start.
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Support Group…are we meeting your needs?
At a recent Group Board Meeting we were discussing what members get from being part of
our group.
The majority of members contact the group when they are first diagnosed and need to find
out as much information they can to determine what path they will take in their treatment.
They also want “support” i.e. to be able to speak with men (and their partners) who have
been through treatment about what they might encounter.
Members may attend a few monthly meetings but then after their treatment and when things
are going well their attendances will drop away, occasionally attending meetings if a problem
arises or when we have a Guest Speaker on a subject of particular interest. Often their only
contact with the Group is via email messages sent out or through this newsletter (either print
or via the web site).
What are your expectations of the Support Group?
Is the Group meeting your needs?
Do you find the newsletter and the web site of interest and worthwhile?
Are you prepared to pay the $10.00 membership fee to assist in covering our expenses?
How about some feedback? If you agree, I will willingly publish your comments. Alan Howard
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P.O. Box and 1300 ‘phone number.
The Group has recently acquired a Post Office Box and also a ‘1300’ telephone number.
We have done this to allow continuity of our contact details when the occupants of the
various positions in our group change.
The ‘1300’ number can be switched between the various members of the board thus sharing
the load.
The full details are :-

‘phone number 1300 13 38 78
The Secretary
N/BMPCSG
P.O. Box 763
Kingswood N.S.W. 2747
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N/BMPCSG Carers Group
This Group came into being at the end of 2012.
It is formally affiliated with our Support Group.
The Group was formed not only in recognition of the tremendous care and support that our
partners provide to us, the survivors, but as an avenue for carers to support each other.
It is planned that in addition to formal meetings, social get togethers such as coffee mornings
will be held to enable carers to both stay in touch and assist each other when needed.
Gabrielle Moran is the President of this Group while Debbie Baker is the Secretary.
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Vale - John Withers
Members of the Group will be saddened to
hear of the passing of Group Member, John
Withers.
John was a member of the group from our
formation in 2001. He was also elected as a
Board Member at the Group’s 2005 AGM, a
position he held for 4 years.
John was often the first point of contact for
members when they attended our monthly
meetings. He often took it upon himself to
welcome members and get them to sign the
attendance sheet.
During his working life John was employed
by the Sydney Water Board.
In addition to his involvement with our
Group, John together with his wife,
Margaret, was involved in breeding and
showing dogs. They achieved a great deal
of enjoyment and success at this undertaking travelling to the various shows and often
returning with winners ribbons.
John joined ‘Probus’ and enjoyed many new experiences through that organisation.
John was also an avid train enthusiast, being a member of the Valley Heights restoration
group. John’s extensive library of railway books has been donated to this group.
John was late adopter of technology to ensure he could continue his love of jigsaws and card
games, and watch cricket on a shiny new 50 inch TV.
John also obtained and mastered the latest technology in the form of an ‘I pad’.
John developed severe lung disease and as his health deteriorated this limited his ability to
attend our meetings. He did though always make a point of attending our Christmas Party
each year.
First and foremost, John was a loving and devoted family man and it is to his wife Margaret,
daughter Karen and grand-daughters Laura and Kate, that we extend our deepest sympathy
for their loss.
This poem appeared in John’s Order of Service.
The Measure of a Man

Not how did he die
But how did he live
Not what did he gain
But what did he give

Not what was his church
Not what was his creed
But had he befriended
Those really in need.

These are the things
That measure the worth
Of a man, as a man
Regardless of birth.

Was he ever ready
With a word of good cheer
To bring back a smile,
To banish a tear.
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Not what did the sketch
In the newspaper say
But how many were
saddened
When John passed away.

Award for Support Group Members – Alan & Gabrielle Moran and
Brett Sowerby
Popular Group Members, President
Alan Moran his wife Gabrielle and
Brett Sowerby recently received
National Volunteer Awards for their
involvement in the functioning of our
group.
Alan & Gabrielle require little
introduction. Alan was the inaugural
Secretary when the group was first
formed later taking over as Group
President, the position he still holds.
Gabrielle was the Group Vice
president for a number of years and
is currently a Board Member of the
Group. The success of our Group is
due in no small measure to the
leadership and drive of this
outstanding couple.

Alan & Gabrielle Moran with David Bradbury

Brett has been a long serving Board
Member and has previously held the
position of Treasurer. He has been
the driving force behind our
involvement in both the Hawkesbury
Canoe Classic and Dragon Boating.
(For these efforts I often refer to him
as our “Minister for Boating’.)
The awards, a Federal Government
initiative, were presented to Alan &
Gabrielle at a Function held at the
Penrith Cricket Club by local Federal
Brett Sowerby with (L to R) Alan Moran, Louise Markus,
Member David Bradbury (Member
Rosa Sage and Daniel Myles
for Lindsay) while Louise Markus
(Member for Macquarie) presented
Brett with his award at a morning tea
held in Springwood. (State MP, Rosa Sage and Blue Mountains Mayor Daniel Myles were
also present when Brett received his award.)
A limited number of friends and family were also able to attend these functions.
‘These awards are a great opportunity to acknowledge the incredible work done by
volunteers across our community.
Volunteers form the social fabric of the community. There are countless individuals whose
lives have been made better because of the work and service of a volunteer.’
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PCFA Campaign to get Abiraterone (Zytiga) listed on the Pharmaceutical Benefits Scheme
(PBS)
The Prostate Cancer Foundation is currently conducting a campaign to get Abiraterone (Zytiga) listed
on the Pharmaceutical Benefits Scheme (PBS). They have asked us (ie Support Group Members) to
lend our support.
As you may know, abiraterone (Zytiga) is the first new treatment for advanced prostate cancer to
become available in Australia in more than a decade. It is the first of a new class of therapies that
target the androgen-receptor signalling pathway, the major driver of prostate cancer growth. These
therapies offer the prospect of substantially improved survival and quality of life for men with
advanced prostate cancer.
Currently abiraterone is approved in Australia for men with metastatic prostate cancer that is resistant
to androgen deprivation and who have failed docetaxel chemotherapy. It has the great benefit that it is
taken orally and has low toxicity, which provides improved quality of life, particularly in the later stages
of the disease. Ultimately, we expect that abiraterone will be proven to be effective in a prechemotherapy setting and will fundamentally alter and improve treatment of advanced and metastatic
disease.
In November 2012, abiraterone received a recommendation for listing on PBS by the Pharmaceutical
Benefits Advisory Committee (PBAC). This means that the Federal Government has the ability to
make abiraterone available to men with advanced prostate cancer who have exhausted all other
treatment options. However, in recent times listing of new therapies has been delayed by the Federal
Government for many months. In the absence of listing, the cost of some $3,000 per month ($36,000
per annum) is prohibitive to many men and their families.
Dr. Anthony Lowe, (CEO of the PCFA) in conjunction with John Stubbs of canSpeak has recently
written to the Federal Minister for Health and Ageing urging her to confirm listing of abiraterone
without delay. As members of a support group we have been asked to assist.
We have been asked to do the following
§ Identify men and their families in our support group living with advanced prostate cancer
§ Request them to write to The Hon Tanya Plibersek MP and their Federal Member of
Parliament about their experience
§ Encourage them to ask their family members to write.
§ Identify men and their families in our support group living with advanced prostate cancer.
We are requesting them to write to The Hon Tanya Plibersek MP and their Federal Member of
Parliament about their experience.
§ Encourage them to ask their family members to write.
The focus of these letters is to inform the Minister about
§ Their experience of living with advanced prostate cancer and having no treatment available to
them at all
§ What this new treatment could do for them.
Note that some men may already have started taking abiraterone and they will need to mention the
high cost and why PBS listing is so important to them and their family.
The success of this letter writing campaign depends on our support and the support of affected men
and their families telling their story.
If any members are interested in speaking to local media about this issue please forward their name
and contact details to
Ms Margaret Bennett
National Manager, Education & Awareness
Prostate Cancer Foundation of Australia
PO Box 1332
LANE COVE NSW 1595
Email: margaret.bennett@pcfa.org.au
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As a guide to assist in writing a letter the PCFA have come up with the following tips;
Purpose
To send letters to Federal Minister of Health requesting access to abiraterone on PBS for men with
advanced prostate cancer unable to access other treatments.
Who to send it to:
The Hon Tanya Plibersek MP
Minister for Health and Ageing
House of Representatives
Parliament House
CANBERRA ACT 2600
Your Federal Member of Parliament. Details of your local member can be found at www.aec.gov.au
Margaret Bennett at PCFA : - Level 3, 39-41 Chandos St Leonards NSW 2065 or
margaret.bennett@pcfa.org.au
What needs to be included
•
•
•
•
•

The Minister’s mailing address
The date
A subject heading relating to Access to Advanced Prostate Cancer Therapy
Your name and age
Your address and phone number

Information important to include
• The year you were first diagnosed with prostate cancer.
• The types of treatments you have already accessed.
• Any treatments that are still available to you.
• An estimated cost of the treatments you have been on. This can include the cost of medical
tests, medications, travel for treatment, accommodation for treatment, other health worker
costs., costs of items such as continence aids l It is also important to identify any costs your
partner or carer has had in relation to your having prostate cancer treatments e.g. loss of
work, travel, accommodation etc.
• The impact advanced prostate cancer has had on your life and your loved ones
• Details of why it is important the Federal Government ensures new treatments for advanced
prostate cancer are made available and men like you
• What treatments like abiraterone mean in terms of more time and hope that you will have
access to breakthrough treatments as they are discovered and made available
• Thank the Minister of Health for her interest and support.
• Request politely that the Minister of Health make new treatments for advanced prostate
cancer available via the Pharmaceutical Benefits Scheme
Should you require assistance developing your letter to the Minister please contact Margaret Bennett
at Prostate Cancer Foundation of Australia on (02) 9438 7055 or margaret.bennett@pcfa.org.au
wwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwwww

"Why do Scuba divers always fall backwards off their boats?"
To which the obvious answer is: "If they fell forwards, they'd still be in
the bloody boat."
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Palliative Care
Notes taken by Gabrielle Moran at the
meeting of the Nepean/Blue Mountains
Prostate Cancer Support Group Inc. held on
Monday 18th February. 2013.
Guest Speaker:
Trish Dalgleish:
Unit Manager / Palliative Care
Mt. Druitt Hospital
Trish dispelled a number of the myths
associated with palliative care, the major
Group President Alan Moran with Trish Dalgleish
one being that it is not just for people at the
end of their lives. One of its main goals is
also to improve the quality of life for people
with life limiting illnesses, and some people can and in fact do receive palliative care for as
long as five years.
A holistic approach is taken not only with the patient, but their family i.e. mind, body and
spirit, and having an incurable illness doesn’t necessarily mean that you are going to die,
today, tomorrow or even next month.
Palliative care does not look at resuscitation, it looks at giving pain relief to make the patient
feel better in themselves and of the patients admitted to the Mt. Druitt unit, 30% are able to
go home after treatment. Pain relief pumps can also be supplied and a community nurse will
come around on a daily basis to replace the ampoules in the pump and check the dosage to
see if it needs to be adjusted in any way i.e. increased. Often increasing the dosage of
morphine lengthens life because the patient is free of pain, whereas you actually die earlier if
you are in intense pain.
If a patient at home cannot take oral medication, medication such as Stemetil can also be
used in the pain relief pump.
A hospital bed can be supplied for home use if needed, and after hours nurses are available
on call between 11.30pm and 8.30am.
Attached to a palliative care unit there is usually an occupational therapist, a psychologist,
psychiatrist and a bereavement counsellor (who can supply you with a very informative
bereavement pack to help you and your family deal with your loss).
Most hospitals have palliative care beds available, however If you, or a member of your
family is likely to need palliative care at some stage during illness it is better to get your name
put down as soon as possible because there is usually a waiting list for beds. You will also
need a referral for palliative care from your G.P. or specialist who is treating you.
******

If you are a man. You know you’re getting old when……….. You see a scantily
clad young woman and you are concerned as to whether she is warm enough!!
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Upcoming Awareness Activities involving Our Group
ain we have been invited to
an information stall at this event on
Saturday & Sunday, March 16 & 17
The work is not difficult and can be an
interesting day out (Particularly if you are
interested in Old Motorcycles!)
If you are able to assist on either (or both)
days please contact Alan Moran or
Ross Baker

2013 Hawkesbury Model and Hobby Show
6th & 7th July 2013

We have also been invited to set up an information stall at
this event. We have participated here for the last couple of
years and those involved have enjoyed the day.
Once again if you are available to assist contact Alan or
Ross.
More information in the next Newsletter
Also…..
You are no doubt aware that September is ‘Prostate Cancer Awareness Month’
During this month we are invited by the various Bunnings Stores in the Penrith area to
man information stands.
We also run the Saturday Barbecue at the some of the stores.
We do not have any dates or times available at this stage, this is just a ‘heads up’ so that
you can maybe organise to assist us.
Final dates etc, should be available to publish in the next Newsletter.
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Donation to Group
At a recent Group Board Meeting we had the pleasure of acknowledging the receipt of a
cheque from the Penrith Gaels Club for $1210.05. These were the funds that were raised
by the Club during last years ‘Movember’ activities. The money was contributed by the
Club patrons putting their change in our collection boxes placed on the club bar.
Many thanks to the Patrons and Staff of the Gaels Club for their continuing support of our
Group.
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A Laugh at Life !
Love The Irish #3

The Blood Donor

Paddy was in New York.
He was patiently waiting and watching the
traffic cop on a busy street crossing. The
cop stopped the flow of traffic and shouted,
'Okay, pedestrians' then he'd allow the
traffic to pass.
He'd done this several times, and Paddy
still stood on the sidewalk.
After the cop had shouted, 'Pedestrians!'
for the tenth time, Paddy went over to him
and said, 'Is it not about time ye let the
Catholics across?'
wwwwwwwwwwwwwwwwwwwwwww
Check Up
During my physical examination, my doctor
asked me about my physical activity level I described a typical day this way;

An Arab Sheik was admitted to hospital for
heart surgery, but prior to the surgery, the
doctors needed to obtain blood in case the
need arose. As the gentleman had a rare
type of blood, it couldn't be found locally,
so the call went out.
Finally a Scotsman was located who had a
similar blood type. The Scot willingly
donated his blood for the Arab. After the
surgery, the Arab sent the Scotsman as
appreciation for giving his blood, a new
BMW, diamonds & a large sum of US
dollars.
A couple of weeks later the Arab had to go
through an emergency corrective surgery.
His doctor telephoned the Scotsman who
was more than happy to donate his blood
again.
After the second surgery, the Arab sent the
Scotsman a thank-you card and a box of
Quality Street chocolates.

"Well, yesterday afternoon, I took a five
hour walk, about 7km, through some pretty
rough terrain. I waded along the edge of a
lake.I pushed my way through brambles. I
got sand in my shoes and my eyes. I
avoided standing on a snake. I climbed
several rocky hills. I took a few 'leaks'
behind some big trees. The mental stress
of it all left me shattered.
At the end of it all I drank eight beers"

The Scotsman was shocked. He phoned
the Arab and asked him: "I thought you
would be generous again, with a BMW,
diamonds & money, but you only gave me
a thank-you card and a box of Quality
Street."

Inspired by the story, the doctor said, "You
must be one hell of an outdoors man!"

To this the Arab replied: "Aye, laddie, but I
now have Scottish blood in ma veins."
wwwwwwwwwwwwwwwwwwwwww

"No," I replied, "I'm just a very bad golfer"
wwwwwwwwwwwwwwwwwwww

S p ellin g fo r t h e m o re ad v an c ed
s p ell er s

A little Bit of Free Advice
If you're being chased by a police dog, try
not to go through a tunnel, then on to a
little seesaw, and then jump through a
hoop of fire.
They're trained for that.
Famous Last Words
"I think there is a world market for maybe
five computers."
-- Thomas Watson, chairman of IBM, 1943
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I have a spelling checker
It came with my PC
It plane lea marks four my revue
Miss steaks eye cannot sea.
I've run this poem threw it
I'm shore your please two no
It's letter perfect in it's weigh
My chequer tolled me sew.
I guest the boss was happy
When he I'd with grate sir prize
The first note that eye typed fore hymn
Maid tiers come too his eyes.

Our New Contact Details
Telephone

1300 13 38 78

Postal Address
Nepean / Blue Mountains
Prostate Cancer Support Group
P.O. Box 763
Kingswood, N.S.W. 2747

PAYMENT OF Membership Fees. Members can pay their annual Group Membership Fees by
direct deposit to our bank account.
Our Westpac Account Name is ‘Nepean / Blue Mountains Prostate Cancer Support Group’.
BSB is 032-837 and the Account No. is 206701. Current Fees are $10.00 P.A.
Don’t forget to advise who you are in the Lodgement Reference i.e. “ John Smith Fees 2012”

Would you like to make a cash donation to our group?
Do you know any Group or Organisation that would like to make a donation?
We are a registered charitable organisation and all donations are fully tax deductable.
All donations help us to support cancer and health related projects in our local area.
If you are able to assist, contact our Treasurer, Allan Burrow.
Board Members of the Nepean / Blue Mountains Prostate Cancer Support Group for 2013 are as follows:President :Vice President:Secretary :Treasurer :Librarian :Newsletter Editor:Committee Member
Committee Member
Committee Member
Committee Member

::::-

Alan Moran
David Wilkinson
Ross Baker
Allan Burrow
Ian Davis
Alan Howard
Eric Kent
Gabrielle Moran
Mick Boyle
John Kemp

The Nepean / Blue Mountains Prostate Support Group Inc. is grateful for the support of its members and various
local groups. This enables us to produce this newsletter and cover other incidentals in the running of the group.
The Below the Belt ‘Zipper’ logo (Page 1) is copyrighted to Ms. Caroline Redwood and is used with her kind
permission
sssssssssssssssssssssssssssssssssssssssssssssssssss
The views expressed in this newsletter are not necessarily the views of the Group.
The Group does not offer medical or other professional advice.
Articles presented in this or any other issues are presented only as a means of sharing information and
opinions with members.
It is important that health professionals should be consulted before making any decisions about any
treatments.
This newsletter has been compiled by Alan Howard from material culled or provided.
email: nbmpcsgnews@gmail.com
Nepean / Blue Mountains Prostate Cancer Support Group Web Site ‘www.prostatesupport.org.au
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