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International Women’s Day Event

11th - 13th June - 9.30am to 5pm
Every Woman Expo, Burswood Dome

4th August 2004 
Annual General Meeting

10th September - National
Gynaecological Day. Venue TBA.

GAIN Committee Meetings are held 
every 6 weeks on Wednesdays 

from 6pm to 8.30pm. Please call 
08 9279 7773 for venue details.

2004 MEETING DATES: 

23rd June
15th September

27th October
8th December

www.gynsupport.com

Hello again to all.

This Newsletter appears at the time when
membership subscriptions are due.  I would like to
make a point of asking you all to continue to
support GAIN by renewing your membership as
soon as possible.

I would also like to ask you all to consider
contacting members of the committee and letting
them know whether you are happy with how
GAIN is going, or whether you have ideas for

changes.  In doing so, I ask you all to remember
that the work of GAIN is a long-term commitment,
undertaken on behalf of women everywhere.

It may seem to many of you that all you see for
your membership is a newsletter, and an invitation
to attend functions that still cost you money.
Remember that overcoming the isolation and lack
of information that seems to have dogged women
with regard to gynaecological issues, will not be
done overnight.

It will take time, effort, and money.  The main
beneficiaries may be our daughters or grand-
daughters.  They deserve our continued efforts.

Vicki.

Chair’s Report - June 2004
GAIN’s year has been a busy one already with a
number of events and activities in train.  In June,
we will have a stand at the Every Woman Expo at
the Burswood Dome and we offer thanks to our
sponsor Cytyc Corporation, for supporting us to be
at this Expo.  Being a part of these events allows us
to get our message out to the broader public and
generate increased awareness of GAIN and
gynaecological issues.

Planning for the second National Gynaecological
Day on Sept 10 is well advanced.  The planning
committee is currently devising an event for 
the evening of the 9th or 10th, which will 
bring together community members, practitioners
and will be a fun and informative night.  More
information will come in future newsletters 
but please: PUT SEPTEMBER 9 AND 10 IN 
YOUR DIARY NOW !

In April, GAIN hosted the Wise Women
Wednesday at the NCW (WA) building and we had
a great response!  Dr Harry Cohen, Senior
Gynaecologic Consultant at King Edward
Memorial Hospital delivered the address on the
topic "Moving Forward with Gynaecological
Health".  Dr Cohen spoke about the need for
organisations such as GAIN, who provide infor-
mation and support for the community.  He
stressed the need for women to get the right
information from independent sources and
practitioners, to ask questions and to seek a second
opinion if they are not happy with the information
they receive.

He noted how important support from family and
friends is when women are faced with gynae-
cological issues – particularly from others who may
have experienced the same problem.   Finally, Dr

Cohen spoke in detail about they key differences in
gynaecological issues amongst the different age
groups – he outlined the need for targeted
information to these different groups and how
organisations such as GAIN can encourage
women, of all ages to ‘take the next step’ towards
finding this information out.

Dr Cohen reinforced the need for health support
groups and pointed out that they have an
important lobby and advocacy role.  GAIN very
much appreciated Dr Cohen speaking at Wise
Women Wednesday and thanks everyone who
came along to support.

CALL FOR SUPPORT - CAN YOU HELP?

As a totally volunteer run, not for profit (and un-
funded) community resource, GAIN is in desperate
need of a couple of things:

• An office space – just a small one (a broom
cupboard will do!) plus meeting space for our six
weekly meetings.  The NCW (WA) has been
wonderfully supportive of GAIN over the years,
but as they have to vacate their building, we no
longer have an office space.  If anyone has some
empty space, or even a meeting room they can
offer us, we would be pleased to hear from you.
Please contact Natalie on 0409 115 851 or
nataliej@perththeatre.com.au if you can help.

• Support for newsletter printing – our quarterly
newsletter is a very important tool and one that
our members value.  However, the cost of
printing is quite high so if there is anyone out
there that can help with colour printing please let
me know.

Natalie Jenkins
Chairperson.

“ W i t h  K n o w l e d g e  W e  A r e  E m p o w e r e d ”
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For the Bookworms -
Some Suggested Reading

(condensed from a widely circulated email
of unknown origin)
I have Primary Peritoneal Cancer.  This cancer is
essentially Ovarian Cancer.  Both types of cancer
are diagnosed the same way, with the "tumour
marker" CA –125 blood test, and they are treated
in the same way – surgery to remove the primary
tumour, and then chemotherapy.

One thing I have learned is that each of us must
take total responsibility for our own health care.
I thought I had done that because I always had
an annual physical and PAP smear, did a
monthly breast self-exam, went to the dentists at
least twice a year, etc.  When I had a total
hysterectomy in 1993, I thought that I did not
have to worry about getting any of the female
reproductive cancers.

Little did I know! I don’t have ovaries (and they
were healthy when they were removed) but
what I have is essentially ovarian cancer.
Strange, isn’t it.  One in every 55 women will get
ovarian or primary peritoneal cancer.  The classic
symptoms are an abdomen that rather suddenly
enlarges, and constipation or diarrhoea.  Because
the symptoms seemed to be abdominal, I went to
a gastroenterologist.

I was diagnosed with irritable bowel syndrome.
I guess I would have accepted this diagnosis 
had it not been for my enlarged abdomen.  They
took an X Ray of my abdomen, it was negative.  I
was again assured that I had irritable bowel
syndrome.

I insisted on more tests and they scheduled me
for a CT scan.  This is what I mean by taking

charge of your health care.  The CT scan showed
a lot of fluid in my abdomen.  Not normal.  Tests
revealed cancer cells in the fluid.  Finally, the
doctor ran a CA-125 blood test, and I was
properly diagnosed.

I had the classic symptoms of ovarian cancer and
yet this simple CA-125 blood test had never been
run on me.

PLEASE, please tell all your female friends and
relatives to insist on a CA-125 blood test as part
of their annual physical exams.  Be forewarned
that their doctors might try to talk them out of it,
saying it isn’t necessary.  Had I known then what
I know now, we would have caught my cancer
much earlier, before it was stage 3 cancer.
INSIST on the CA-125 blood test – do not take
NO for an answer!!!

"The Elusive Orgasm" 
by local psychologist, Vivienne Cass.  
A woman’s guide to why she can’t and how
she can orgasm.  This book is available
from Brightfire Press, PO Box 1127,
Bentley WA 6983.  Phone 08 9474 1700 
Fax 08 9474 4402.

"Six Months to Live" 
by Margot Maurice.  

Margot lives in Queensland and has
outlived her prognosis by twenty years.
While hers was not a Gynae problem, the
power of individuals to heal themselves is
important in all types of illness.  Zeus
Publishing, PO Box 2554, Burleigh MDC
Qld 4220 (launched at Dymocks Brisbane -
available from their website).

Signs of Ovarian Cancer: Kathy ’s Story

Fundraising Offer Repeated
by Vicki O’Dwyer

As Natalie has mentioned, GAIN is a purely
volunteer not for profit organisation. GAIN 
is always in need of more funds.  As some of 
you may remember I made an offer some 
time ago to donate to GAIN 50% of the 
profits of any Esteem Jewellery presentation
hosted by any GAIN member or their families 
or friends.  I am repeating this offer on an
indefinite basis.  

Esteem Jewellery is high quality fashion
jewellery at reasonable prices, available in gold
and silver and with a lifetime manufacturing
warranty.  A catalogue CD can be supplied or it
can be viewed at http://www.esteem.com.au.  

To book a presentation call me on 9322 1171 or
0419 918 211.

The VVS support group held an Information
Evening with Marek Jantos on Tuesday 27 April
2004.  Marek is a psychologist and myofascial
practitioner.  His theory is that the pelvic
muscles in VVS women are so tight that they are
pulling the muscles that surround the urethra,
vagina, and anus tight, resulting in pain with
intercourse.  Marek uses dilators and massage to
free up the psoas, ileo-sacral joints and other
pelvic muscles.  Many VVS women have sciatic
pain and a feeling of "locked up" hip joints and
his description of how the muscles work was
very convincing. Marek works primarily in
Adelaide but also runs weekly clinics in Brisbane
and Sydney.

Meanwhile regular VVS Support Group meetings
are still being held in Perth.  Contact Jo Taylor for
info at jogreygum@aol.com or on 9305 2650.  

Our congratulations to Jo also on the publication
of her article on VVS in the Women’s Day of May
3rd.  Well done Jo!!

A comprehensive vulval pain information pack
is available to download from the GAIN website
at www.gynsupport.com.

The first vulval pain meeting in October last year, organised by Melissa Beeck and Jo Taylor 
(supported by GAIN Inc). The meeting was attended by some GAIN members, women experiencing

vulval pain and several health professionals who work in this field.

Feedback on our Website 
(e-mail from Johanna Watson,
Armidale, New South Wales)

"I am so happy to have found your web-site.  I
have suffered for four long years with vulval
vestibulitis and have had to do the research
myself.  Doctors have largely been clueless.

Living in a small country town has not helped as
we have had three different gynaecologists in
two years.  I just want to thank you for this
informative website.

I wish I lived in Perth to be closer to the
specialists and doctors who understand this
disease.  Some doctors have treated me like a
hypochondriac and others have been genuinely
concerned but unable to pinpoint the problem.
Once again, thank you"

Sincere thanks, Johanna Watson.

VVS Support Group News by Melissa Beeck



In April our founder Kath Mazzella travelled to
Sydney where she spoke at the invitation of
Sharon Nicholson to the Aboriginal Women’s
Health New South Wales McArthur sector, and
at the invitation of Dr Kendra Sundquist to the
Cancer Council of New South Wales.

Whilst in Sydney Kath also made contact with
others who are supportive of GAIN and its aims.

These included; Dr Kirsten McCaffrey, Research
Fellow, Screening and Test Evaluation Program,
Sydney University School of Public Health, Rae
Fry, Health Scientist, who interviewed Kath on
Radio National in 1999; and Carol Devine, from
the DES Support network.  (See article elsewhere
in this newsletter)

In Victoria, Kath attended a forum entitled
"Trafficking Women" at the invitation of the
National Council of Women Victoria.  Kath was
also invited to speak by Doreen Akkerman, from
Support Services Victorian Cancer Council.
Victorian GAIN supporters, Di Tibbits and
Dianne Perry, attended this function.

Next Kath attended the Cervical Health 2004
Conference in Melbourne.  Dr Kirsten McCaffrey
from Sydney University spoke at this conference
on the Psycho/Social impact of Human
Papilloma Virus on women.  At question time
Kath commented that during her tenure as
Australian Secretary National Council of Women
2001 –2003, she had become aware how little
women knew about the risk of this virus and of
the inoculation trials for HPV.  Kath also
remarked that GAIN celebrates a National
Gynaecological Day September 10 each year to
help raise the profile of this and other
gynaecological issues.  

Kath wishes to express her heartfelt gratitude to
President National Council of Women, Leonie

Christopherson and her husband for their
wonderful hospitality.  Thanks also to Cytyc
Corporation, Arlene Quinn, Carol Inie, Senator
Sue Knowles, Hon Louise Pratt MLC East
Metropolitan Region, Clive Brown MLC, and
Catherine McAuley Centre who so kindly 
made it possible for her to attend Cervical 
Health 2004.

Kath’s Interstate Travels - Sydney & Melbourne Events

International Women’s Day 

This event was held at Perth’s Novotel Hotel on
March 8th 2004.  Our founder Kath Mazzella
attended the event and met Geoff Gallup, the
Premier of WA,  and Hon. Shiela McHale, the
Minister for Community Development, which
includes the Western Australian Office for
Women’s Policy (pictured right).

Ms McHale spoke highly at the event of the
progress GAIN had made in the community on
behalf of its members and women in general.

Kath with ladies from Aboriginal Women’s Health
and painting by Aboriginal artist Louise Hooper.

Kath with Dr Kendra Sundquist

Your Suggestions/Contributions
Are Most Welcome!!

If you have any suggestions for future
Newsletter items, or a “member story” that
you would like to share, don’t be shy!
Contact Newsletter Editor Vicki O’Dwyer
by email at: davicjon@eon.net.au, or write to
her at 1/53 Malcolm Street, West Perth 6005.

While no promises can be made as to exactly
when your suggestion or contribution will
appear, they are certainly appreciated and
will be treated with respect.

DO YOU KNOW ABOUT DES?

DES (diethylstilboestrol or "stilboestrol") was a synthetic oestrogen given in pregnancy
to prevent miscarriage from 1938 to the 1980’s in many countries around the world,
including Australia.  

We know that DES mothers (the women given DES in pregnancy) have a higher risk for
breast cancer, DES daughters for a rare vaginal cancer, and both DES daughters and sons
for infertility and reproductive problems.  

For more information about DES, visit website www.health.nsw.gov.au/des or contact
Carol Devine on 02 98754820.

Our thanks to Carol Devine for this important information.  

LEFT: A DES advertisement from 1957.
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