
BREAST CANCER ACTION GROUP 
 
  
  
    Newsletter No. 69            September  2007 
 
 

GIVING A VOICE TO PEOPLE AFFECTED BY BREAST CANCER 
 
 

        
   
 
 
 
 
 
 
   
 

CHOOSING
  

 
 
BREASTSCR
CHANGING
 
On the 27th Au
that women un
by BreastScre
several months
funding shortfa
BreastScreen p
services if I do
had sufficient 
taking these m
Mann, the dire
Royal Women
was reported 
breast cancer 
BreastScreen a
three months, i
of them". 
 
As if this wasn
announced tha

no longer be receiving reminder letters although 
they could still ring up and attend for a free 
screening. BreastScreen currently targets women 
in the 50 to 69 year age group, though women 
from 40 to 49 and those over 70 are still entitled 
to receive free mammograms.  

 
Views from 
News from 
BCAG surve
Fermiscan u
In the nation
Alive & Kick
Palliative ca
Recent Rese
Clinical trial
  

 
The Breast Cancer Action Group is horrified by 
these changes which short change women. 
 
 BreastScreen is the only quality option 

available for women to reduce their risk of 
dying of breast cancer 
 YOUR DOCTOR 

IN THIS ISSUE 

Vic.   Page 3 - 4 
NSW  Page 5 - 6 
y results  Page 7 
pdate   Page 8 
al interest Page 9 - 10 
ing  Page 11 - 14 
re   Page 15 
arch  Page 16 - 18 
s   Page 20 - 21 

   

     

EEN: SAY ‘NO’ TO SHORT 
 WOMEN!! 

gust the Melbourne ‘Age’ reported 
dergoing mammographic screening 
en Victoria, may have to wait up to 
 for an appointment due to a 
ll. Onella Stagoll, CEO of 
ut the case bluntly - "I can't offer 

n't have the budget," she said. "If I 
budget, obviously I wouldn't be 
easures." In the same article, Bruce 
ctor of women’s services at the 
’s and Royal Melbourne hospitals 
as saying: "If you look at every 
that was diagnosed through 
nd if all of them were delayed by 

t must make a difference in some 

’t enough, BreastScreen has also 
t women over the age of 70 will 

 
 waiting may contribute to the death of some 

women 
 

 the number of women becoming eligible for 
BreastScreen is continuing to increase as the 
population ages 

 
 statistics show that 35% of all detected 

breast cancers occur in women over 70  
 

 older women have the highest mortality rates 
of any age group, particularly 80 to 84 
years of age“ 

 
 An NBCC survey (2006) revealed that women 

are generally not knowledgeable about risk 
factors in that “Less than 2% of women 
thought a women is at greatest risk in her 70s 
or older“.  

 
From the newspaper article, BCAG can only 
conclude that this new policy is a result of 
shortfalls in funding:   
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These developments are unacceptable and 
BCAG urges its readers, and interested members 
to not let this situation unfold without any outcry. 
Write to your local state parliamentarians 
http://www.parliament.vic.gov.au/mlas1.html  
and the Minister for Health, Mr Daniel Andrews; 
http://www.parliament.vic.gov.au/handbook/se
archresult.cfm?menuid=1&memberId=1583
 
Let them know that any funding cuts to 
BreastScreen Victoria is unconscionable and is 
putting women’s lives at greater risk; that this 
service has over the years saved countless lives 
and must be allowed to continue to do so in a 
manner which puts people, rather than bean 
counting first! Any cutback to a service such as 
BreastScreen cannot be tolerated.  
 

Breast Cancer Action Group committee will also 
be seeking a meeting with the Minister. 
 
References: 
 
1.(NBCC: Breast Cancer in Australia: an overview, 
2006).  
 
2 Op cit “Mortality rates are highest in the older age 
groups; women 80 to 84 years of age had an age-
specific mortality rate of 125.0 deaths per 100,000 
women in 2004.” (p.20) 
 
 

Rosetta Manaszewicz  
 

  
BCAG NEEDS YOUR HELP!!!! 
 
One of the guiding principles which has informed 
all the work that BCAG has done over the past 
13 years, is that no individual should be denied 
access, or membership, to the collective 
knowledge and support that BCAG can provide.  
 
We have in fact prided ourselves on the fact that 
membership is free and open to all who have an 
interest in breast cancer. We also pride ourselves 
on the fact that for the past 13 years we have 
consistently produced newsletters of high quality 
and relevance to our audience – your repeated 
feedback and praise has told us this much! 
 
As many of you already know, each year we put 
out a call for ‘donations’. There is no specific 
amount requested – it is up to you to donate or 
not to donate, and all within your own financial 
means  - whether this is five dollars or 500 
dollars. We are always grateful for each 
contribution. However, this year in particular, 
donations have fallen significantly, and BCAG 
finds itself having to ask for help! 
 
Apart from a minor grant from the State 
Government, and a one off donation from the 
Edgar Trust, all of our ‘funding’ comes from  
 
 

 
members. Our greatest cost is of course the 
newsletter – printing and mailouts to nearly 700 
women in Victoria does not come cheaply – in 
fact nearly $6000 per year. We are currently 
struggling to meet this obligation and so are 
again appealing to our readers/supporters to 
donate if they possibly can. 
 
We also need your direct assistance in other 
areas – such as involvement in our Steering 
Committee. ‘Fresh blood’ with new ideas, views of 
the world, and various age groups are needed. 
We would be particularly pleased if we could 
have some representation for ‘older women’ on 
the committee! So, if you would like to become 
more directly involved, and are interested in 
helping with strategy and planning for the future, 
then please contact us on the following 
addresses: 
 

Po.Box. 281 
 

Fairfield, Vic. 
 
Email: nrbruce@gmail.com
 
Phone: 9517 2331 (Voicemail) 
 

http://www.parliament.vic.gov.au/mlas1.html
http://www.parliament.vic.gov.au/handbook/searchresult.cfm?menuid=1&memberId=1583
http://www.parliament.vic.gov.au/handbook/searchresult.cfm?menuid=1&memberId=1583
mailto:nrbruce@gmail.com


VIEWS FROM VICTORIA 
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Radiotherapy  
 
A brochure about 
radiotherapy choices of 
private or public care at the 
Western hospital has been 

provided to breast cancer patients since the 
beginning of the year. We think it has been 
available long enough now for consumers to 
provide feedback as to how useful it is. Please if 
you have had experience of this brochure or 
know someone who has had experience of it – 
could you let us know with either a phone call or 
a letter? We are particularly interested in the 
following questions: 
 

1. Does the brochure explain clearly and 
adequately the differences between a 
public and private system? 

2. After reading the brochure are you fully 
aware of the likely out of pocket costs 
you may incur if you choose to go 
‘private’? 

3. what, if anything, is confusing, or unclear 
in the brochure? 

4. What specific suggestions would you like 
to make in order to improve the brochure? 

 
We also hear that there is another private 
radiotherapy service planned for the Northern 
hospital. We consider that such a proposal, in a 
low socio-economic area is entirely unwarranted. 
We are therefore joining with Cancer Voices 
Victoria to voice our strong objections. The 
nearest public services are long public transport 
trips away from the Northern - meaning that if 
public patients attend these services it will 
occasion considerably greater difficulty for them 
on top of having radiotherapy. We consider that 
it is essential that any radiotherapy service 
installed at Northern must be public.  
 
Young Action on Breast Cancer 
 
The count down to the young women’s Up Close 
and Personal 13th-14th October Conference is on.  
 

 
Please see page 23 for information on how to 
register for this event. Apparently a number of 
young women have already registered to attend 
but there are still a number of vacancies left. 
Register now to avoid disappointment. 
 
BCAG NSW 10th Birthday Celebrations 
 
Breast Cancer Action Group New South Wales 
celebrated their 10th Birthday with a Breast 
Cancer Forum on the 21st July.  Nicola and Pam 
attended the celebrations and presented a 
paper that Sue Lockwood had prepared on the 
Good, the Bad and the Ugly of information from 
a consumer perspective.  Topics covered ranged 
from New Technology for Tailored Treatments to 
Complementary and Alternative Medicines Today 
to Palliative Care – the Options Today and 
Tomorrow.  The Victorian Young Action on Breast 
Cancer Divas provided entertainment and we 
were introduced to the Governor, Her Excellency 
Professor Marie Bashir AC, Patron of BCAG 
NSW, who addressed the celebration. 
 
Hope and Hurdles 
 
Breast Cancer Network Australia launched the 
‘Hope and Hurdles’ package for women with 
advanced breast cancer on the 30th July.  The 
launch was accompanied by a photographic 
study that aimed to capture moments in the lives 
of women living with secondary breast cancer.  
Julie Pallot gave us her personal and moving 
story about living with advanced cancer. 
 
Research  
 
Research into improving health issues associated 
with end-of-life and palliative care practices will 
be supported by seven National Health and 
Medical Research Council (NHMRC) grants at St 
Vincent’s Hospital Melbourne.  Five awards have 
been made to Monash University, Melbourne 
University and Peter MacCallum Cancer Centre. 
The research studies include one that will build on 
previous decision making research and the 
development of palliative care education for 
undergraduate students.  Another study will 
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develop and trial an intervention which aims to 
enhance the relevance of music to patients and 
their companions. 
 
Update on consumer participation at SMICS 
 
The Optimising Consumer recruitment, 
participation and education project at Southern 
Metropolitan Integrated Cancer Services (SMICS) 
has been completed.  Two sheets with information 
for Clinicians involving consumers have been 
printed.  Final versions of the recruitment and 
preparations of consumers for the tumour groups 
materials and involving clinicians with consumers 
are in process.  The Health Issues Centre has 

carried out the project with the guidance of a 
Steering Committee and SMICS project officers. 
 
Our Rural Members 
 
A rural health project is underway in 
collaboration with the Health Issues Centre 
looking into the needs of Victorian rural 
consumers and carers who travel to Melbourne 
hospitals. If you or your group would like to have 
your say in this, contact us by letter or phone. We 
are interested in your stories and experiences 
from the consumer perspective. 
 

Pam Williams & Nicola Bruce 
 

 

BCAG AGM 
 

INVITE TO BCAG (Vic.) AGM 
 

Where:  BreaCan,  
Queen Victoria Women's Centre, 210 Lonsdale Street, Melbourne 

 

When: 24th October – 6.00 – 9pm 
 

Come along and hear some exciting speakers including: 
Sharlene Cairns & Maxine Gamble who trekked the Kokoda Trail 

Also appearing will be the fabulous women’s choir ‘La Voce Della Luna’  
featuring Kavisha Mazzella  

 
Nibbles, drinks included 

 
Program: 6pm drinks & fingerfood 

6.30 Annual report 
7.00 Guest Speakers/Entertainers 

 
Car Parking: Parking available in basement car park QV Centre.   Enter from Russell Street or Lonsdale 

doing U turn before Swanston St.  
 

PLEASE NOTE: THE NOMINATION FORM FOR OFFICE BEARERS IS INCLUDED ON PAGE 22 



NEWS FROM NSW 
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Women for Women with 
Breast Cancer Forum 21 July 
 
In my Welcome Address at the 
start of our big event on 21 
July I noted the following: 

 
As others see us:  BCAG NSW has been described 
to us as “the conscience in the community, 
representing the issues of all women with breast 
cancer”.  Our stakeholders know we carefully 
research issues before taking positions, and keep 
close contact with our members’ needs and ideas.  
Our supportive Patron, NSW Governor HE Prof 
Marie Bashir AC says: “(BCAG NSW) has proved 
to be an articulate, informed and powerful voice 
for women who have experienced cancer”.  
Minister Frank Sartor (then Minister for Cancer) 
wrote “I would like to congratulate the BCAG 
NSW on its upcoming tenth anniversary, and its 
continuing commitment to give a voice to women 
and men affected by breast cancer in NSW”. 
 
We are still in the afterglow of our successful and 
heart warming Women for Women with Breast 
Cancer Forum and Tenth Birthday Celebration 
which we held on 21 July at the Women’s 
College, University of Sydney. Over half the 160 
registrants were existing members of BCAG 
NSW, and 44 joined up on the day.  We had 
very good representation from country and 
regional NSW, especially Bees who came again 
in their own bus from Illawarra, and others from 
all over metro Sydney. 
 
Thank yous 
 
Very big ‘thank you’ to our team of ten stellar 
speakers who addressed the topics – which were  
those most wanted by our members.  They all 
willingly gave their time to speak to us on a 
precious weekend day, two travelling form 
interstate (SA and VIC). 
 
We thank too, our Patron, Her Excellency 
Professor Marie Bashir, AO, CVO, Governor of 
NSW for addressing our party at the end of the 

day, and the HON Verity Firth MP, Minister for 
Cancer, who sent us an Opening Message of 
congratulations at the day’s start. 

 

 
Even bigger thanks to the organising team who 
helped plan the day and its content, such as: 
speaker choice and invitations. sending attendees 
their confirmation letters, preparing and printing 
leaflets and programs, evaluation and other 
forms, putting together and delivering pink show 
bags, “personning” the registration desk, handing 
out name tags, selling our smart new tenth 
birthday commemorative cups, wrapping them in 
pink as thankyou gifts for speakers, setting up the 
slides, settling in the DIVAs, turning our venue into 
a party space. Their organization ensured things 
would run as smoothly as possible. This sort of 
teamwork is usually contracted to expensive 
professional outfits – we women did it ourselves 
and kept costs right down and spirits right up.  
We were very pleased to be able to offer the 
day without cost to women, due to some 
corporate donations received for the purpose. 
 
Janet Green deserves special mention as 
principal organiser and master of ceremonies.  
On the day, the tireless helpers included Sally 
Hodgkinson, Bev Noble, Roberta Higginson, 
Felicity Brazel, Libby Manuel and Vivianne de 
Vahl Davis, and those who materialised whenever 
we needed more hands. 
 
Also our workshop leaders who steered the short 
presentations and discussion toward their group 
identifying priorities, issues and action in the 
areas of: 
 
Treatment  Roberta Higginson  
Research  Catherine McGrath,  

for Cheryl Grant   
Young Women  Rosanna Martinello  
Advanced    Sally Crossing  
Information Felicity Brazel for 

Elisabeth Kochman 
Rural Women  Sally Hodgkinson  
Familial  Janet Green 
 



Each of these had a scribe and most organised 
either a brief address by an external speaker, or 
by a BCAG “old hand”, to get her group’s 
discussion rolling and recorded.  The outcomes 
are presented in the Janet’s WWFW Forum 
Report. 
 
Many attendees gave us their evaluation forms 
and some left messages to be included in the 
Decade publication  - thanks to all who did so, as 
this helps us shape our planning and the record.  
 
To break up the formal program, we were 
entertained by the  Young Action on Breast 
Cancer DIVAs who came up from Melbourne 
especially for the day – their skits were a mixture 
of fun and poignancy about challenges for 
women on the breast cancer journey.  The Tip Top 
TAPPERS from Wollongong performed during the 
party – a great hit and much enjoyed. 
So – thankyou to a great many people who 
made the day the success it was. 
 
More  Reflections 
 
From our perspective it was very nice to hear so 
many women telling us how important BCAG 

NSW has been in their breast cancer journeys.  
How much they appreciated our efforts to bring 
information they really needed, and our action 
on behalf of all women (and a few men!) with 
breast cancer in NSW and beyond   Our 
members and guests understand we do this on a 
voluntary basis, so it’s not just a job, but a 
passionate commitment for a growing number of 
us. 
 
An invitation 
 
We always want to expand the “committed” 
number and invite those who may have felt some 
stirrings on 21 July (this is how we all get 
hooked!) to let us know.  We will find a role 
which suits your interests, skills and time. 
 
Very best wishes to all who came, to those who 
will catch up via this newsletter and to our brand 
new members – Welcome to the BCAG NSW 
family in its tenth year! 
 
 

SALLY CROSSING AM, Chair 

 
 

JUST FOR FUN: JUDY HORACEK 
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BCAG SURVEY RESULTS: ‘FUTURE DIRECTIONS’ 
 
Thank you to the people who responded to the 
survey in the last newsletter.  The responses were 
evenly spread across the age groups except 
there were no responses from those in the 20 – 
40 years group.  All had had a diagnosis of 
breast cancer but none had had a diagnosis of 
advanced breast cancer.  Years since initial 
diagnosis ranged from 3 to 20 years. 
 

The following comments are repeated verbatim. 
 

The strengths of BCAG VIC that respondents 
noted included: 

• Advocacy 
• Information about current treatments, 

difficult to access 
• Sharp commentary 
• Investigative 
• Synthesis of complex issues 
• Saving of time in researching for myself 
• Latest information about medications 
• A lot of women with all kinds of skills and 

motivation and time 
• Empowering women to act when 

necessary 
• Consumer committee – a voice from those 

who have first hand knowledge of living 
with breast cancer (not those making 
decisions without having hands on 
knowledge) 

 

The weaknesses that respondents noted included: 
• Group dynamics not working, not filling in 

more, unusual skills not recognised, 
disability issues not accommodated.  
Auditions of skills and experiences 
required 

 

The activities seen as most significant were in the 
following order – 

• Keeping members aware of new 
information 

• Newsletter 
• Advocacy 
• Representation on committees 
• Referral to relevant bodies, individuals, 

organizations 

Other comments included: newsletter with new 
information is invaluable; excellent presentation 
from dedicated women doing the research to 
pass onto others as we all live with the ‘monkey 
on our backs’; finding a cure for breast cancer; 
more information on recurrence; psychological 
effect of breast cancer; honesty. 
 

Other activities/projects/issues/’causes’ that 
respondents would like to see BCAG undertake 
were: more research is needed into the causes of 
breast cancer; follow up on survivors; I have 
never been asked anything – where do 
researchers get their information from – hopefully 
consumers not always the medical profession – 
what are BCAG’s thoughts on this?; nutrition and 
breast cancer causes; group relationship skills – 
to enjoy working in a group; is there a better 
survival rate for more active members? 
 

Comments about the future for BCAG included:  
• Keep on getting members involved  
• one thing I missed at BCAG was to 

develop friendships with other women 
• Keep up the good work ladies.  

Congratulations 
• Love to Sue Lockwood for all her 

contributions over the years and good 
wishes to you all for your dedication to 
get information to the rest of us 

• Just a thank you for the magazine – keep 
up your good work – I find it very 
informative 

• Keep going 
• Ask for an annual contribution – get 

people to tithe 
• Keep on keeping on – great work – I 

read it from cover to cover 
• Insightful- realistic – honest and thought -

provoking 
 

The Committee is willing to receive back more 
comments 

Pam Williams 
Co-Chair,  

BCAG Vic. 
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FERMISCAN: AN UPDATE 
 
In the last issue of the newsletter we reported on 
a potential new test for breast cancer which 
appears to have the potential to diagnose breast 
cancer by looking at hair.  Since then we have 
had further contact with Fermiscan, some 
organisations which might be interested in 
participating in the trials of the test and an 
assessment by a group in Adelaide who job it is 
to provide assessments of new technologies for 
the Commonwealth Government.  This report 
gives some details of their findings.  The full 
report can be found at 
http://www.horizonscanning.gov.au/internet/hori
zon/publishing.nsf/Content/prioritising-
summaries-2007-2    May 2007. 
 
They chose to do this report because they are 
required to look at technologies which satisfy the 
threshold criteria used to assess new technologies 
and also those criteria “associated with obvious 
safety and ethical issues or controversies.’”  
 
They demonstrate that the Therapeutic Goods 
Administration does not have to oversee the 
safety and efficacy of this test, because it is 
regarded as a service not a product or medical 
device.  Because Fermiscan is not regarded as a 
medical device it is not subject to the regulatory 
requirements for advertising such products.  We 
used these regulatory requirements some years 
ago, to complain about the LIV Kit.  If it became 
necessary, we would not be able to do the same 
this time.  This means that the test could be 
offered / advertised directly to women, which 
may create significant social problems and 
unnecessary health costs. 
 
In our last issue we commented on the number of 
false positive results.  This has significant 
implications for women and was an issue in the 
technology assessment report.  They comment that  
‘a large number of false positive samples may 
result in an increase in the number of 
mammograms performed, especially in women 
younger than the specified mammographic 
screening target range of aged 50-69 years. 

Current BreastScreen mammography programs 
have a well-known track record for 
acknowledging and managing the sensitivities of 
women and the associated anxieties that may 
accompany a positive or equivocal result. 
Specific programs to support women being 
screened for breast cancer are unlikely to be in 
place in a private diagnostic firm such as 
Fermiscan Ltd. There is no ethically acceptable 
reason to expose women perceived to be at no 
greater risk of breast cancer than the general 
population to potential harm by allowing them to 
be screened in an environment that does not 
acknowledge and address their specific issues.’ (our 
emphasis) 
 
The report also comments on the fact that it has 
been difficult to replicate the results of the 
earlier research and that a trial in Singapore 
failed.  It is assumed that these failures are due 
to poor specimen handling.  But this does limit the 
usefulness of this technique.  Effectively 
reproducing results by other researchers is one of 
the ways in which the science behind this 
technique can be confirmed.  It is basic to all 
research. 
 
So the report card on Fermiscan is mixed.  
Having an easy technique for diagnosing breast 
cancer is a fine ideal, and potentially very 
profitable, but Fermiscan has not achieved it as 
yet.  We will be keeping an eye on this for the 
future.  But the role of the Therapeutic Goods 
Administration which appears not to have a role 
in protecting Australian women is the major 
surprise to come out of this assessment of the 
Fermiscan technology.  Changing this is a major 
task and not one which the Breast Cancer Action 
Group can take on.  But it is a worry, so we will 
pass it onto other organisations. 
 
 

Sue Lockwood 
 
 

  

http://www.horizonscanning.gov.au/internet/horizon/publishing.nsf/Content/prioritising-summaries-2007-2
http://www.horizonscanning.gov.au/internet/horizon/publishing.nsf/Content/prioritising-summaries-2007-2
http://www.horizonscanning.gov.au/internet/horizon/publishing.nsf/Content/prioritising-summaries-2007-2


In the National Interest 
 
  Field of Women Live 
– a “live” account by a 
BCAG NSW member  

 
I was an elbow: that is, I stood among the 
awesome 13,000  people who formed a Pink 
Lady at the event known as the Field of Women 
Live, a precursor to the Swans AFL game at 
Telstra Stadium on 11 August.  Unless you were 
there, you couldn’t imagine what 13,000 people 
in pink ponchos looked like.  I use “people”, not 
“women”, because there were many men in the 
pink, some children, many, many young people, 
people in wheel chairs, people from all ethnic 
groups.  Formidable!  The atmosphere was 
electric; not only were the pink ladies wired up, 
but the Swans were fantastic.  The week before 
the Field, the players all trained in pink shirts to 
show their support; their banners had “Go the 
Swans” on one side and a row of pink ladies on 
the other.  For us, the great moment came when 
Mike Brady, composer of “Up There Cazaly, ” 
(who had lost a close relative to breast cancer) 
sang it as “Up There Pink Lady”;  the words were 
displayed on screens and all 13,000 of us were 
singing it loud and clear.   
 
Jeanette Howard and Julia Gillard gave support 
wearing their pink ponchos.  Much praise must be 
given to the BCNA for their superb organization 
of the event and for raising so much money.  But 
without the Swans’ support, it couldn’t have 
happened.  After all, allowing 13,000 women to 
tread all over their ground, and to give support 
before, during and after the game, ensured that 
the event had a high profile.  They had e-mailed 
all their members, inviting them to join the event.  
On top of that, they donated seats to the game 
to all participants.  During the game, Panasonic 
donated $500 for each goal the Swans kicked.  
They did us proud with 12 goals, $6,000 – and 
they won!  I watched the game and shouted Go 
the Swannies at all the right times. 
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And for the breast cancer movement, I shout 
again:  GO THE SWANNIES! 

Vivianne de Vahl Davis,  
BCAG NSW 

 
 
Cancer Nurses Congress Report 
 
News from combined MOGA Annual Scientific 
Meeting and 10th Winter Congress of the Cancer 
Nurses Society of Australia in Melbourne:  
Professor Karen Dow, an invited speaker from 
the School of Nursing, College of Health and 
Public Affairs University of Central Florida in 
Orlando presented a plenary paper on Aspects 
of Survivorship in Breast Cancer. There is a trend 
in the US towards decreasing numbers of face to 
face support groups, and an in increase in 
electronic support groups, web blogs, and cancer 
care web pages. As in Australia, there is a 
significant lack of available support for women 
with lymphoedema in the US. 
  
There are now over 113,000 women alive in 
Australia who have had breast cancer in the last 
25 years. Two new cancer resources were 
promoted at the Conference.  
 

• The BCNA "Hope and Hurdles" support 
pack based on the lived experiences of 
women with secondary breast cancer  

• The NBCC "Cancer: How are you 
travelling?"  booklet for people with any 
type of cancer was launched by Dr Jane 
Turner  

 
 
The Aussie Breast Cancer Forum: 
 

www.bcaus.org.au
 
 
The Aussie Breast Cancer Forum (ABCF) is an 
online discussion forum which has now been active 
for over a year and is an enjoyable way of 
communicating with others.  It is accessible to 
people in remote areas and at any time of day 
or night. The discussions are stored online which 
can be searched for information. 
  
Its members feel involved - it is ‘their’ forum and 
many contribute by recruiting, providing 

http://www.bcaus.org.au/
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feedback and offering suggestions.  They gain a 
lot from belonging to our forum at a very 
vulnerable and seemingly impossible time of their 
lives.  Several members have met up and become 
firm friends. On the technical side, the software is 
open source (free). It is very powerful, easily 
customised and widely used on the net. 
 
There are sections devoted to General 
Discussions, breast cancer (for women just 
diagnosed), advanced breast cancer (where you 
can freely discuss topics specific to secondary 
breast cancer), breast cancer news feeds for the 
latest news, a handy review of Australian 
resource links and a gallery for sharing images, 
etc. There is also a very popular chatroom. 
 
The Forum wishes to actively grow by combining 
with other Australian breast cancer organisations 
who were hosting or considering hosting similar 
facilities of their own.  

There are several reasons for combining with the 
other groups, including the following: 
 

• To pool resources and provide a better, 
coordinated, Australia-wide service 

• More exposure – mutual promotion and 
recruitment 

• To avoid competing for members, which 
in itself could “thin” discussions and thus 
make a forum a less interesting place 
thus causing failure. 

• Assistance with management and 
funding as the project grows  

• To ensure the long-term continuation of 
the project   

 
 
 
 
 

Cheryl Davis
 

Breast Cancer Knowledge Online: An Update 
 
BCKOnline (Breast Cancer Knowledge Online) is an information portal designed by women with breast 
cancer and a team of Monash University researchers. Everyone knows how difficult it is to find information 
when searching the Internet. Either you are inundated with thousands and thousands of ‘hits’, very few of 
which are directly relevant, or you find yourself being directed to resources which may be of dubious 
origin and which may contain unreliable information. 
 

Bckonline has tackled these problems head on.  It allows the user to search in a variety of ways which suit 
her circumstances, values, and specific context. For example there is a ‘personalised search page’ which 
means that the user can specifically limit the search to information that is more relevant – such as disease 
stage, age group, whether she requires plain ‘lay’ versions of medical information, or the full scientific 
article. Further, the user may select resources that deal with either the ‘medical’, ‘personal’, or ‘supportive’ 
facet of breast cancer care. 
 

Included in each resource is a short summary of the information and a ‘quality report’ which is intended to 
give the user some idea of: who wrote it, who published it, date of publication and the nature of the 
evidence that is presented. For example: does the resource merely represent personal opinion, or is the 
evidence derived by randomized clinical trials, or cohort studies. The developers feel that given this 
information women may therefore select resources which more adequately meet their individual values and 
preferences. Some women may see ‘currency’ as more important than ‘evidence-based’; others may decide 
to ignore all information provided by pharmaceutical companies. The beauty of BCKOnline, is that the 
choice is yours. 
 

Finally, the homepage includes a short survey which Monash and BCAG would love you to fill out. Once we 
know your views, this will be used to improve the portal further. To log on, see: 
 

http://www.bckonline.monash.edu.au 
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Tykerb Access Update 
 
Below is the letter we sent 
to the Managing Director 

 which outlines our concerns 
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ction Group NSW wishes to 
ted by members who are 
rough an Extended Access 
on the drug Tykerb, but 
at this will continue while they 

s that on 1 August 2007, the  

drug Tykerb (lapatinib ditosylate) produced by 
GlaxoSmithKline (GSK), was approved by the 
TGA for commercial use in the treatment of 
metastatic or advanced breast cancer.  GSK 
have stated that they remain committed to 
funding an Extended Access Program.  This 
program (TAP Stage1) will provide Tykerb free 
of charge for eligible patients (who are HER2 
positive and have already had treatment with 
chemotherapy and Herceptin) who enroll 
between 1 August and 30 November 2007.  
GSK have also said that they will review the 
Program in early November 2007, which we 
welcome. 
 

It would appear that at this stage, GSK is not 
prepared to openly state that they will continue 
funding the EA Program free of charge until 
the drug is approved by the Government for the 
Pharmaceutical Benefit Schedule (PBS).  This is a 
grave concern for the Breast Cancer Action 
Group. 
 

Whatever the reason, this leaves patients in a 
state of high anxiety, not knowing whether or 
when GSK will cease to provide the drug free of 
charge, or whether the patient will then be liable 
to pay the full cost of Tykerb herself.  This would 
place a heavy burden indeed on metastatic 
breast cancer patients, already under 
considerable strain, as the cost of the drug is 
somewhere in the vicinity of at least $50,000 per 
year. Unobtainable, in fact, for most of us. 
 

It would therefore seem imperative to us that: 
 

◊ Those patients who do register between 1 
August and 30 November receive assurance 
that their access will be extended while they 
respond to Tykerb 

 

◊ The EA Program should be available to 
patients other than those who register 
between 1 August and 30 November, and 
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who may have not yet become eligible (ie 
Herceptin has not yet failed them). 

 

◊ GSK reassures patients that every effort will 
be made to continue to make the drug 
available to ALL metastatic patients who fit 
the criteria for Tykerb without undue cost to 
the patient, until such time as it is PBS 
approved. 

 

◊ BCAG NSW approaches Government to have 
Tykerb favourably reconsidered by the PBAC 
for placement on the PBS for use in treating 
metastatic breast cancer patients who meet 
the present evidence based criteria (not large 
numbers, but very needy). 

 

Meanwhile, realising that this is an issue which 
relates similarly to a number of new drugs 
provided to Australia patients via trials and 
Extended Access Programs, we have approached 
Medicines Australia to ascertain if there is a 
industry policy or guideline about this issue.  We 
will undertake to develop a consumer view on 
best practice in this situation, so that 
pharmaceutical companies are aware of our 
needs and views, as a matter of principle.  The 
uncertainty about possible exposure to financial 
hardship, or going without the benefit of drug 
like Tykerb, is extremely distressing at a very 
difficult stage of our lives.  And this is Australia in 
2007, not Michael Moore’s SICKO America, we 
hope! 
 

Our September Newsletter is currently being 
finalised, and we would like to be able to 
reassure our members in some way as we 
imagine would GlaxoSmithKline.  We look 
forward to hearing from you and are happy to 
discuss if you would like to contact us by email or 
phone. 
 

STOP PRESS:  GlaxoSmithKline has written to 
Tony Abbott, Minister for Health to ask that 
Tykerb for advanced breast cancer be funded in 
the same way as Herceptn for the same 
condition.  They estimate this will cost the public 
purse approx $3.5m per annum.. They note 
"Tykerb provides a treatment pathway where 
Herceptin stops working and so both meet the same 
principle that led to the establishment of the Late 
Stage Metastatic Breast Cancer (Herceptin) 
Program".

Super access for the Terminally Ill 
 

BCAG NSW, at the instigation of Young BCAG 
NSW’s leader Rosanna Martinello and member 
Christina Fiddimore, has taken up this important 
issue.  We have written to the relevant Ministers 
and Shadow Ministers, asking them to review 
what may be an unintended consequence of the 
superannuation regulations which precludes 
access to super under the age of 60 without 
paying a very hefty tax on doing so. while we 
can see why this is in place to deter people from 
pulling out super for unplanned elective 
expenditure, it obviously should not be applied to 
people in Christina’s situation.   
 

We have sought and received the support of the 
Cancer Council NSW, the Cancer Council 
Australia, Cancer Voices NSW, Cancer Voices 
Australia, Women in Super and the industry body 
ASFA.  We have also provided the story to the 
media, and to the BCNA.  We understand that 
the legal firm Baker & McKenzie have done quite 
a lot of pro bono work on this matter for Peter 
MacCallum cancer patients in Melbourne.  So 
together, we hope to have this unfair situation 
addressed before the federal elections.  
 

Of course this applies to any terminal illness 
people, not just those with cancer, so we hope, as 
does Christina, to strike a blow for many others 
Iike her. (SC)  
 

To whom it may concern 
 

I am writing this letter from my hospital bed in 
the Mater Hospital, Crows Nest, Sydney 
My name is Christina Fiddimore.  I am 43 years 
of age, diagnosed with metastatic breast cancer 
in 2005, with a terminal prognosis. 
 

I am no longer able to work and I am trying to 
concentrate all of my efforts on improving my 
health and creating memories with my family.  I 
am currently in hospital undergoing 
chemotherapy treatment with further cancer 
spread to the liver and lungs. 
 

It is detrimental to my situation to be worrying 
over money, bills and an outstanding mortgage.  
At this young stage in my life I have many, many 
financial commitments: 
 

1. An eight year old daughter at school 
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2. A mortgage 
3. No savings 
4. Mounting medical bills 
5. Spouse, who is now the sole wage earner 

on an average income 
 

I feel  have been discriminated against in my 
time of need.  I have worked full time for the 
past 23 years of my life and believe I have 
already paid / contributed the necessary tax to 
my superannuation account.  Apparently I must 
pay a further tax of 21.5% to access my super 
savings under a claim of Terminal Illness Benefit, 
because I am under 55 years of age. 
The irony is that if I was over 55 years I would 
probably not be so desperate for my super.   
My daughter would be grown up and the 
mortgage would be paid off.  I ask that I should 
be treated fairly and that I should be able, in my 
time of need, to access my super fund that I have 
contributed to over many years, and without any 
tax penalties.  It is not by choice I need to access 
this money, it is a necessity. 
 

I should have the same terminal payment rights 
as anyone else over the age of 55/60 years .I 
ask that you help make the changes necessary 
for a fair and humane system for all. 
 

Christina Fiddimore 
26 July 2007 
 

stop press: see next page!!! 
 

“Aspects of importance” in my Cancer Journey 
 

Sally Crossing asked Barbara Walker to open the 
Advanced Breast Cancer Workshop on 21 July 
with some ruminations about living with “ABC”.  
We felt her thoughts were well worth sharing.  
Barbara and Sally are liver resection twins.  
 

In 10 seconds I can give my credentials to say 
that I was first diagnosed in 1998 at 46 years of 
age at routine mammogram. Mastectomy, high 
dose chemo, radiotherapy, Tamoxifen and other 
anti-oestrogen hormones later and here I am, 
nearly 8 years later. I joined this group of 
ABC’ers in 2004 with a chance high blood 
marker level (Ca 15-4) leading to the diagnosis 
of a solitary liver metastasis the size of an 
orange. I had a liver resection in 2005 (against 
any medical studies as precedent or guideline). I 

had two bony secondaries discovered in my 
medial clavicle and sternum which were 
irradiated at the end of last year. I feel very 
well. So, what have been “aspects of importance” 
in my journey? 
 

1) and 2). The first 2 are common to all 
people diagnosed first up with cancer probably. 
They are Family, and Friends. This is coupled 
with those new eyes we develop almost instantly 
on diagnosis, where one’s life passes before us 
and a clarity of priority and importance in our lives 
dictates lots of things we do quite differently to 
before. Two examples I can think of would be, no 
longer worrying about only one of a pair of 
socks emerging from the washing machine... as an 
example of getting the priorities right!. The other 
is reappraising one’s “friends”, and even “family” 
members as it is amazing who comes forth and 
who doesn’t or can’t when the chips are down. I 
believe we have, in a strange way, been given 
permission to do that in our situation.  Birthdays, 
celebrations, thankyou dinners are all very 
important. We love them and embrace any 
excuse to celebrate each other, friends or family. 
 

3) My next is “The right medical Team”. I think 
this was very important to me and helped my 
confidence when I realised that the oncologist 
that had been assigned to me was a poor 
communicator, and I had to stand up for myself 
and choose the one for me. It is hopefully a long 
relationship one has with one’s oncologist along a 
tricky journey. It has to be right. The stress is high 
enough already fronting up for so many months 
for tests, without any relationship tensions. A 
good communicating GP is important too. They 
may not know the ins and outs of the fancy drugs, 
but they know a lot about the emotional side of 
it. If you’re quite lucky, you may have access to a 
multidisciplinary team. 
 

4) and 5) can be wrapped together as Work and 
Hobbies and Interests. I am lucky to have a 
fulfilling job, for 2 days a week which feels just 
about right for me most of the time. But I admit I 
do occasionally agonise over whether I want to 
take my valuable time working as such. (I am 
lucky enough to have this choice too I realise). But 
the rhythm and contact with normal daily life in 
an anonymous fashion does add to my sense of 
World belonging which grounds me nicely and 
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benefits me I think. Hobbies are important for 
everyone I believe, but especially for us. I had 
always known that I would paint one day, but I 
started at the local Art Centre in 1999 and loved 
it from day one. I met lovely folk and great 
teachers, and still adore absorbing myself in it to 
the exclusion of all else for 3 hours each week 
doing watercolour, pastels, and lately oils. I carry 
it on holidays and even do the odd weekend or 
week long workshop. This is one of my escapes. 
 

6) Medium term goals. These have become more 
important as I go along. Holidays to look 
forward too, plan for, and ever hopefully 
achievable sometime in the next 6 -12 months. 
They focus a family’s time together and that feels 
very good indeed. I lately stay in Australia 
where Medicare is everywhere! Having said that, 
we choose far out of the way places which 
Australia has a wealth of. 
 

7) Fellow stakeholders. I found and joined 
BCAG early, seeking out those who understand 
best of all. With 2 kids who were 5 and 7 at 
diagnosis, I’m not as much help about the place 
as Sally would wish, but I really enjoy my contact 
with folk such as yourselves. I have recently come 
across an ABC group session at one of the 

hospitals, and started attending enthusiastically. 
But I found after examining myself carefully, that 
it wasn’t for me.  
 

8) Finally, under General, I have put what one 
could call Life Skills. One of these is the ability to 
stay calm at times (develop skills in meditation is 
on my list) and at other times to summon the 
ability to be motivated. Most of the time one 
seeks to be well enough to forget about our 
troubles and to stay silent about it to others, yet 
other times it feels important to talk and to act. I 
have found lately that community initiatives give 
friends and the kids and others a chance to 
express solidarity non verbally, which I have 
appreciated. Only the other day a friend 
expressed her wish to get a group together for 
the Field of Women coming up in August, and 
recently the kids and hubby happily got up early 
on a Sunday morning for the Mother’s day Fun 
Run for breast cancer around the Domain. 
 

So that’s it. I may not have said anything you 
didn’t already know, but it was interesting putting 
it together. When someone says “go and live life 
to the full”, it’s a real challenge for us all, isn’t it!? 
 

Barbara Walker, BCAG NSW 
 

STOP PRESS: 
 Australians With Terminal Illness Will Be Able To Draw Super Tax Free 

The Minister for Revenue and Assistant Treasurer, Peter Dutton, has announced that the Government would 
exempt people with a terminal illness who access their superannuation under the age of 60 from the tax on 
their lump sum benefit. Individuals under the age of 55 who access a lump sum superannuation benefit from 
a taxed superannuation fund are currently subject to a maximum tax rate of 20 per cent (plus the 
Medicare levy).  This tax is generally withheld by the superannuation fund when it makes the lump sum 
payment.While the actual tax payable may be lower as it depends on the individual’s marginal tax rates, 
any refund they may be entitled to would not be determined until the end of the financial year. “The 
Government has decided to change this area of tax legislation because we believe we need to remove as 
many of the stresses as possible for people in this terrible situation.”

“I have been able to look closely at the case of a young woman named Christina Fiddimore in particular, 
and the awful circumstances she and her family are experiencing.”
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“In this particular case, the Government will provide the support Christina and her family needs,” Mr Dutton 
said. Until the legislation passes into law, the Government has asked the Commissioner of Taxation to 
consider changing the rate at which superannuation funds are required to withhold from payments to 
people in these situations. Amendments to the legislation will have effect for payments received after 
today. Further details will be determined in consultation with the superannuation industry, the medical 
profession and support groups. 
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WOMEN’S WORDS: PALLIATIVE CARE 
 

Palliative Care – It’s 
great 
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On Monday the palliative 
care nurse came to visit me.  
I’m not dying, or at least I’m 
not at the end of my life just 

yet.  But each week for the last 4 months, the 
palliative care nurse has come to visit to see how 
I am. 
 
When my bone mets were diagnosed earlier in 
the year, I spent a week or so in Peter Mac 
getting the pain under control by drugs and 
radiotherapy.  One of the issues which came up 
was access to community palliative care nurses.  
At my request, I was linked into the Eastern 
Palliative Care Service.  So each week a nurse 
has been to see me.  This is an improvement on 
the GP who struggled to come every week. 
 
As I deteriorated, facial paralysis, brain mets, 
deep vein thrombosis, shingles, etc. it was great 
to know that some-one with some sensible advice 
was coming to see me regularly and was 
available on the phone at any time.  If I needed 
it, a nurse would come every day.  Now that I 
have improved quite a bit, we are starting to 
discuss whether or not the nurse needs to come 
every week.  But I know that if I have problems, 
there is someone who knows my situation and is 
available 24 hours a day and 7 days a week. 
 
As well as the nursing support, I can have a 
massage – I’ve done this once and get access to 
volunteers to help me in many different ways – 
by shopping or providing some respite for my 
carer, a social worker provides assistance in what 
ever way is needed.  They also have 
bereavement counsellors to assist my family with 
the grieving process.  I can also access a music 
therapist, art therapist and a biography service – 
a volunteer will come and interview me about my  

 
 
life, type up the results, put pictures in and then 
produce a booklet.  This is a great way of 
leaving behind a legacy for children and 
grandchildren.  Access to these complementary 
therapies varies between the different palliative 
care services.   
 
They are very concerned about pain and do their 
best to ensure that I am not in any serious pain.  I 
find it very useful to have a discussion with them 
about issues such as pain control.  The only 
disappointing, but understandable, advice they 
gave me was to consult the doctor about a drug I 
was taking which made me vomit.  They advised 
me to see the doctor.  I just stopped taking the 
drug and my situation improved quite quickly.   
But this was my choice.  They gave me the correct 
advice. 
 
As I get to the point where I am dying, they will 
help arrange for my care either at home or in 
hospital or a hospice.  What I end up with, 
depends on my wishes and the level of my illness. 
 
One of my friends didn’t get in touch with the 
palliative care service until the very last moment.  
So when she was in serious pain, they were not 
able to help her.  She ended up in the Emergency 
Ward of one of the public hospitals.  She died a 
few days later.  In contrast, I know that the 
palliative care nurses will be there to see me,  
my husband and family, through the process at 
home. 
 
To find a service near you, ask your oncologist or 
GP, or try http://www.pallcare.org.au/   

 
 

Sue Lockwood
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RECENT RESEARCH REPORTS 
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Aromatase Inhibitors 
and joint pain 

Source: Journal of Clinical 
Oncology, Vol 25, No 25 
(September 1), 2007: pp. 
3877-3883 

 
The authors of this study undertook an 
investigation to evaluate the prevalence of and 
identify risk factors for AI-related joint symptoms.  
 

Two hundred post menopausal patients taking 
aromatase inhibitors filled out a questionnaire 
assessing the presence of joint symptoms that 
started or worsened after initiating AIs Of 200 
patients who completed the survey, 94 (47%) 
reported having AI-related joint pain and 88 
(44%) reported AI-related joint stiffness. In  
analysis, being overweight (body mass index of 
25 to 30 kg/m2) and prior tamoxifen therapy 
were inversely associated with AI-related joint 
symptoms.  
 

Patients who received taxane chemotherapy 
were more than four times more likely than other 
patients to have AI-related joint pain and stiffness 
(odds ratio [OR] = 4.08, 95% CI, 1.58 to 10.57 
and OR = 4.76; 95% CI, 1.84 to 12.28, 
respectively).  
 
Conclusion: Our study suggests that AI-related 
joint symptoms are more prevalent than what has 
been described previously in clinical trials.  
 

 

Editor’s Note: The editorial for this issue noted 

the following: 
 

Growing clinical experience suggests that AI 
therapy can be associated with a particular 
clinical syndrome of arthralgias, and breast 
cancer specialists are becoming more familiar 
with these symptoms. Typical sites of discomfort 
include the hands (fingers and wrists),  
 

 
arms, knees, and feet, pelvic and hip bones, and 
back. In our experience, patients describe  
stiffness, achiness, or pain that is usually 
symmetric, may be associated with mild thickening 
of the soft tissues (for instance, rings do not fit as 
before), and is temporally associated with onset 
of AI therapy. Symptoms may be most noticeable 
on awakening, and often improve with morning 
activities. Patients frequently make gestures such 
as squeezing or flexing their joints to show 

affected areas, and often mention that they feel 
they have "aged" abruptly.  
 

The findings resonate with the words of patients 

in our breast cancer clinics: nearly half (47%) 
describe AI-associated joint pain or stiffness, 
either originating or worsening during AI 
treatment. Although the majority of patients 
described mild to moderate symptoms, nearly 
one fourth had symptoms rated as severe. 
Adjuvant taxane therapy, which also can cause 
musculoskeletal symptoms, seemed to increase the 
risk of arthralgias.  
 
Joint symptoms prompted patients to try 
pharmacologic interventions, both conventional 
analgesics such as acetaminophen or nonsteroidal 
anti-inflammatory agents, and nonconventional 
supplements. Most women reported some relief 
with these interventions.  
 
The survey has a number of methodologic 
challenges. Patients who had already 
discontinued AI treatment because of symptoms—
arguably those most affected by the adverse 
effects of AI therapy—would not be captured in 
a cross-sectional survey. Furthermore, 
symptomatic patients may be more interested in 
participating in a symptom assessment study, 
potentially contributing to artificially high rates of 
symptom frequency and intensity. Recall bias 
may enrich the likelihood of reported symptoms.  
 
However, the reported incidence seems credible. 
It is not surprising that a questionnaire focused on 
bone and joint problems would reveal more 
widespread symptomatology than suggested by 
adverse effect or toxicity monitoring in adjuvant 
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trials. The observation that so many women had 
already decided by themselves to intervene to 
relieve these symptoms lends credence to 
arthralgias as a major patient concern. Emerging 
data from other sources also suggest a high 
prevalence of AI-associated arthralgias. A chart 
review of 50 patients in Ottawa found that 22% 
had discontinued adjuvant AI therapy because of 
toxicity, for reasons including self-reported 
arthralgias, arthritis, and myalgias. In a 
prospective study of 40 women beginning 
adjuvant AI therapy, 20% developed arthralgias 
rated as grade 2 or 3, without evidence for other 

autoimmune disorders.  
 
Neither the cause, nor the time course, nor the 
treatment for AI-associated arthralgias is well 
understood. Investigators have suggested that 
estrogen deprivation contributes to joint 
discomfort. Classic case reports in the oncology 
literature of postchemotherapy rheumatism, 
arising in breast cancer patients with 
chemotherapy-induced menopause, support the 
relationship between declines in estrogen levels 
and joint symptoms. However, the 
pathophysiological mechanisms linking a low 
estrogen milieu and joint pain are not clear. 
 
How does this new information help breast cancer 
patients and clinicians? First, awareness of AI-
associated arthralgias remains modest, and it is 
clearly important for doctors and patients to 
appreciate this common adverse effect of these 
widely used drugs. Patients may better cope with 
symptoms that are understood to be linked to 
their cancer treatments. Second, bone and joint 
symptoms in breast cancer patients require 
thoughtful review and evaluation. Breast cancer 
patients are at risk for inflammatory or 
osteoarthritis, normal "aches and pains," and 
metastatic cancer. The time course of onset, the 
presence or absence of joint swelling, erythema, 
warmth or pain, asymmetric symptoms, 
involvement of joints outside of the hands/feet 
(where cancer rarely spreads), and other 
constitutional findings may lead clinicians toward 
appropriate evaluations for other causes of joint 
pain. In our clinical experience, extensive 
rheumatologic evaluation (such as measurement of 
erythrocyte sedimentation rate, rheumatoid 
factor, or antinuclear antibody) has not been 

informative when the clinical history and 
examination lacked other suggestions of 
rheumatologic illness, although more research in 
this area is needed.  
 
AI-associated arthralgias are a new frontier in 
supportive care for cancer patients, and clearly 
warrant rigorous clinical trials to evaluate 
whether common analgesics or other novel 
treatments may improve symptoms. Anecdotal 
experience suggests that regular exercise may 
mitigate some symptoms in some patients. For 
patients with disabling or debilitating symptoms, 
discontinuation of AI therapy is reasonable, and if 
the diagnosis is accurate, such discontinuation is 
effective for alleviating pain, usually within 
weeks.  
 
At present, it is not clear if AI-associated 
arthralgias are a so-called class effect common to 
all AIs, or whether different AIs might carry more 
or less risk. Rechallenging patients with a 
different AI might identify a better-tolerated 
drug. Tamoxifen, which generally is not 
associated with arthralgias, is an effective 

adjuvant endocrine therapy should AI treatment 
prove intolerable. AI-associated arthralgias have 
emerged as a major patient concern in adjuvant 
breast cancer therapy, and it is hoped that 
additional studies will clarify the cause, and 
eventually treatment, for this common malady. 
 

Harold J. Burstein, Eric P. Winer 

Metastases 

August 8, 2007 -- Metastasis -- when cancer cells 
dissociate from the original tumor and migrate 
via the blood stream to colonize distant organs -- 
is the main cause of cancer death. A team of 
scientists at the Weizmann Institute of Science has 
now revealed new details about the mechanisms 
controlling metastasis of breast cancer cells. Their 
findings, published recently online in Nature Cell 
Biology, add significantly to the understanding of 
metastasis and may aid, in the future, in the 
development of anti-cancer drugs.  

For a cell such as a cancer cell to migrate, it first 
must detach itself from neighboring cells and the 
intercellular material to which it is anchored. 
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Before it can do this, it receives an order from 
outside the cell saying: “prepare to move.” This 
signal takes the form of a substance called a 
growth factor, which, in addition to controlling 
movement, can activate a number of processes in 
the cell including division and differentiation. The 
growth factor attaches to a receptor on the cell 
wall, initiating a sequence of changes in the 
cellular structure. The cell’s internal skeleton -- an 
assembly of densely-packed protein fibers -- 
comes apart and the protein fibers then form thin 
threads on the outside of the cell membrane that 
push the cell away from its neighbors. In addition, 
a number of protein levels change: some get 
produced in higher quantities and some in lower.  

To understand which proteins are modulated by 
the growth factor and the nature of the genetic 
mechanisms involved in cancer cell migration, a 
team of researchers pooled their knowledge and 
resources. This team, headed by Prof. Yosef 
Yarden of the Weizmann Institute’s Biological 
Regulation Department and his research group, 
included Drs. Menachem Katz, Ido Amit, and Ami 
Citri; Tal Shay, a student in the group of Prof. 
Eytan Domany of the Physics of Complex Systems 
Department; and Prof. Gideon Rechavi of the 
Chaim Sheba Medial Center at Tel Hashomer.  

To begin with, the team mapped all of the 
genetic changes that take place in the cell after 
the growth factor signal is received. As they 
sifted through the enormous amount of data they 
received, including details on every protein level 
that went up or down, one family of proteins 
stood out. Tensins, as they are called, are 
proteins that stabilize the cell structure. But to the 
scientists' surprise, the amounts of one family 
member rose dramatically while, at the same 
time, the levels of another dropped.  

Despite the familial similarity, the team found a 
significant difference between them. The protein 
that drops off has two arms: One arm attaches to 
the protein fibers forming the skeleton, and the 
other anchors itself to the cell membrane. This 

action is what stabilizes the cell’s structure. The 
protein that increases, on the other hand, is made 
up of one short arm that only attaches to the 
anchor point on the cell membrane. Rather than 
structural support, this protein acts as a kind of 
plug, blocking the anchor point, and allowing the 
skeletal protein fibers to unravel into the threads 
that push the cells apart. The cell is then free to 
move, and, if it’s a cancer cell, to metastasize to 
a new site in the body.  

In experiments with genetically engineered cells, 
the scientists showed that the growth factor 
directly influences levels of both proteins, and 
that these, in turn, control the cells’ ability to 
migrate. Blocking production of the short tensin 
protein kept cells in their place, while 
overproduction of this protein plug increased 
their migration.  

Next, the scientists carried out tests on tumor 
samples taken from around 300 patients with 
inflammatory breast cancer, a rare but 
aggressive form of the disease, which is 
associated with elevated growth factor levels. 
The scientists found a strong correlation between 
high growth factor activity and levels of the 
“plug” protein. High levels of this protein, in turn, 
were associated with cancer metastasis to the 
lymph nodes -- the first station of migrating 
cancer cells as they spread to other parts of the 
body.  

In another experiment, the scientists examined the 
effects of drugs that block the growth factor 
receptors on the cell walls. In patients who 
received these drugs, the harmful “plug” proteins 
had disappeared from the cancer cells. Prof. 
Yarden: “The mechanism we identified is clinically 
important. It can predict the development of 
metastasis and possibly how the cancer will 
respond to treatment.” This discovery may, in the 
future, aid in the development of drugs to 
prevent or reduce the production of the unwanted 
protein, and thus prevent metastasis in breast or 
other cancers.  
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NEWS FROM BREACAN 
 

BREACAN WINS PREMIER’S AWARD FOR “INNOVATION IN MODELS OF CARE” 
 
BreaCan Expanding to Support Women with 
Gynaecological Cancers 
 

In May BreaCan ‘opened its doors’ to women 
with a gynaecological cancer.  Prior to the 
expansion, BreaCan undertook a comprehensive 
consultation process with women with 
gynaecological cancers, service providers and 
other stakeholders to identify how the service 
could best meet the needs of women.  BreaCan 
staff and volunteers also undertook extensive 
preparatory work.  
 

The BreaCan service model has been adapted to 
meet the needs of women with gynaecological 
cancers.  The initial emphasis of the expanded 
service is on providing information to women with 
gynaecological cancers.  
 

Women from Rural Areas Visit BreaCan 
 

This year BreaCan has hosted and facilitated 
several one-off programs for women in rural 
areas.  BreaCan in conjunction with the Breast 
Care Nurse from Shepparton organised a bus 
trip for a group of 20 women to visit the centre 
for a planned day program. Women attended 
the breast reconstruction information session and 
participated in the Feel Good gentle exercise 
program.  The visit provided the women with an 
opportunity to gain high quality, up-to-date 
information from a specialist that they wouldn’t 
otherwise necessarily have access to.  The women 
also connected with other women and learnt more 
about BreaCan’s services. 
 

A group of 12 women from the ‘Breasties’ Avoca 
Support Group also organised a bus trip to 
BreaCan.  Feedback from the women showed 
they enjoyed the visit, and found the breadth of 
information received useful.   
 

BreaCan Information Sessions 
 

The ‘What’s On’ information sessions continue to 
be a valuable way for women to connect with 
other women as well as providing the opportunity 
to hear experienced speakers talk about a range 
of issues including clinical topics such as treatment 

options, lymphoedema and breast reconstruction 
to issues about health and well-being. 
 

Regional Forums 
 

On 30th & 31st August 2007, Latrobe Regional 
Hospital in conjunction with local cancer services 
and BreaCan will host two information forums 
(one for health professionals and the other for 
consumers) to discuss the needs of people who 
have completed treatment for early stage 
cancer. At each forum there will be a range of 
presenters including Dr Carrie Lethborg – Social 
Worker, St Vincents Hospital Melbourne.   
 

The consumer forum is free and patients will have 
the opportunity to talk about their own cancer 
experience including diagnosis and treatment 
and survivorship and recovery.  There will be an 
interactive panel discussion and display stands 
and exhibits by regional service providers. 
 

Making Connections 
 

The Making Connections program is specifically 
for women with an advanced gynaecological 
cancer or advanced breast cancer. One element 
of the Making Connections program is Here and 
Now, a professionally facilitated eight week 
supportive discussion group. The program 
enables women to share experiences and 
knowledge and to address more difficult issues in 
depth, such as grief and loss, intimacy, 
relationships, death and dying, in a safe and 
trusting environment.  The program is offered 
face-to-face or via telephone.  In 2007 BreaCan 
has run two face-to-face groups.  The next Here 
and Now will be a teleconference beginning in 
October. "My group has been my 'light at the end 
of the tunnel' each week…A brilliant program 
beautifully facilitated.  The other participants were 
fantastic - it was a privilege to share 8 sessions 
with them." Here and Now Group Participant. 
 
If you would like to find out more about BreaCan 
and the programs we offer please contact 1300 81 
500 or visit our website www.breacan.org.au. 
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CLINICAL TRIALS: THE MEDICAL PERSPECTIVE 
 
Editor’s Note: The following article is from the journal 
NATURE, Vol 446|8 March 2007:137-8 Permission 
to publish has been sought. 
 

How do patients who sign up for clinical trials know 
that the right questions are being asked and that 
the data support the reported answers to these 
questions? For many patient groups, transparency in 
study design, data collection and analysis, and full 
publication of results are issues of paramount 
importance. Concerns have been raised in recent 
years about the misreporting of trial results and we 
note a push by pharmaceutical companies for 
greater control of clinical trials and data, outside 
the framework of academia. In our view, a more 
equal partnership between academic researchers 
and the pharmaceutical industry is better for 
patients, especially those in early stages of disease 
for whom over-treatment and adverse side effects 
are important considerations. 
 
 

The prime objective of clinical trials is to improve 
the outcomes for patients with the disease, and no 
consideration of commercial or academic 
advantage should cloud the collection or 
interpretation of data from such trials. 
 

Conflicts of interest 
 

Modern clinical trials often seek subtle but 
important improvements in outcomes, for example 
with adjuvant therapies the intended outcome is to 
keep cancer from recurring. Trials are also 
necessary to define the frequency and severity of 
any adverse reactions to treatment, which affect 
the patient’s quality of life and influence future 
treatment decisions. Moreover, trials increasingly 
tailor treatment questions to specific subpopulations 
as investigators learn more about tumour biology or 
patient drug tolerance. For example, one trial may 
be designed to test adjuvant chemotherapy in 
patients older than 70, and another the adequacy 
of endocrine treatment in a specific biologically 
defined target group. Assessing the effectiveness of 
such therapies requires trials, usually multicentered 
and multinational, with very large numbers of 
participants (several thousands or more). 
 

Trials of adjuvant therapies in early breast cancer 
involve treating patients whose disease 
has not relapsed following local treatment with 
surgery, or in some cases radiotherapy, 

and therefore individuals have no evident disease 
that can be assessed. Instead, group comparisons 
after an adequate period of follow-up— usually in 
the range of 2 to 5 years — are needed to assess 
average outcomes, and to explore patient or 
tumour differences that may influence treatment 
benefit. Typical agents used in adjuvant treatments 
include hormonal therapies such as tamoxifen, or 
chemotherapy alongside newer targeted agents 
such as trastuzumab. 
 

Without the clinical trial process it is impossible to 
determine the benefits of experimental treatments 
for individual patients. Trial analyses will ultimately 
feed into individual patients’ informed decisions on 
future treatments. Such large modern trials need 
financial resources that currently exceed those 
available to academic researchers from 
governments and philanthropy alone. Partnership 
with pharmaceutical industry, often for the supply 
of the drug, is usually essential. But how should such 
partnerships work? Contrary to the interests of 
academics, and we believe to those of patients, 
pharmaceutical companies are increasingly 
attempting to recruit academic investigators to 
conduct adjuvant trials in which the data will be 
controlled by the company outside the framework 
of a research cooperative group or a network of 
academic centres. 
. 
It is important to understand the conflicts of interest 
inherent in the clinical trials process. At times the 
interests of the pharmaceutical industry and those 
of academic investigators overlap, and at other 
times they diverge, although both are legitimate. 
For example, the pharmaceutical partner might 
wish to establish or extend regulatory approval for 
a commercial version of the tested product; 
whereas the academic researchers might be 
interested in the publication of the trial results, 
which help to advance their careers. In some cases, 
academics will wish to explore trial results in detail 
to derive hypotheses that may eventually lead to 
even more precisely tailored treatments for future 
patients. Such efforts often require translational 
research investment and prolonged follow up, 
beyond that needed for commercial drug 
registration. So, views on funding levels and trial 
length may differ between the partners6. However, 
all parties are interested in the success of the 
experiment. Who should collect, control and 
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analyse clinical-trial data: academic investigators 
or drug companies? 
 

No one should forget that commercial success of 
trials is necessary to ongoing pharmaceutical 
research investment. But we believe trials designed 
and controlled purely by pharmaceutical 
companies, particularly relating to new and highly 
expensive pharmaceutical agents, may fail the best 
interests of patients in several ways. We call upon 
academic investigators recruited for such trials to 
consider the following issues carefully before they 
agree to participate. 
 

First, if a trial is focused on answering a purely 
commercial question, vital opportunities to answer 
other important questions related to the care of 
patients and to biological understanding may be 
lost. Second, trial design can be distorted by 
commercial interest, for example, requiring an 
arbitrary duration of treatment, rather than 
focusing on the optimal treatment duration for 
patient benefit. We note an increasing tendency, 
especially in pharmaceutically controlled trials, to 
withdraw funding or cease follow-up studies after 
commercial endpoints have been satisfied. 
Regrettably, cases have been recorded in which 
data held by the pharmaceutical industry have 
allegedly been withheld for commercial reasons. 
Data control entirely within a commercial 
organization may enhance the temptation to delay 
or suppress unwelcome findings. For example, large 
trials designed to define a subset of the patient 
population that benefit most from a treatment can 
run counter to the interests of a drug company 
wishing to maximize the number of potential 
patients for a new treatment. In such cases, control 
of data by the drug company would not be in the 
best interests of patients. When such activities 
become public they affect the credibility of all 
clinical trials as well as that of the commercial 
organizations involved. In the long run, concerns 
about the control and reporting of data may deter 
eligible patients from participating in future trials. 
 
Indeed, by seeking to control clinical trial data, the 
pharmaceutical industry is ignoring 
moves towards greater data transparency, as 
increasingly demanded by institutional review 
boards (IRBs) and informed consumers. We support 
calls by the World Medical Association9 
and others to expand disclosure of funding sources 
and financial conflicts of interest to 

potential trial participants. We also welcome the 
possibility that in the near future consumers and 
IRBs may insist on full disclosure of who collects, 
controls and analyses trial data. It is essential 
that the data to explore and report all possible 
findings from clinical trials are transparent 
and available to the academic investigators and 
thus ultimately to consumers. 
 

We believe that undesirable outcomes can be 
avoided by pursuing a better partnership 
between academia and industry. We note several 
recent examples of such successful partnerships in 
large-scale breast cancer adjuvant trials, including 
MA.17, HERA, BIG 1-98 and IES10–13. In these 
trials the clinical trial database was held by 
academic researchers who limited industry’s access 
until the trial outcomes were reached. All relevant 
parties had access to safety data (adverse events 
and so on), but outcome data were analysed by an 
independent statistician, and while the trial was 
ongoing, shown only to an independent data 
monitoring committee (IDMC), which had the task of 
ensuring patient safety and the timely release of 
positive or negative outcomes. The IDMC members 
for these trials were independent from industry, 
usually involving academic researchers 
knowledgeable about clinical trials, but not 
involved in the specific trials concerned, plus a 
consumer representative and at least one 
statistician. 
 

In each case, once the primary endpoints of the trial 
have been reached, the database is transferred to 
the pharmaceutical company for commercial 
registration purposes. This model reduces 
commercial bias and conflicts of interest between 
the parties involved, while ensuring the protection 
of patients. In our view, it yields a win–win situation 
resulting in commercial registration of products, 
academic publications, and last but not least, 
hopefully better outcomes for patient treatments. 
We firmly believe that such a model provides the 
best basis of fruitful current and future 
collaboration between academia and industry. 
Simultaneously, it maintains sacrosanct the 
overriding interests of the participating patients 
and those who will follow them. Only by ensuring 
untrammelled access to long-term information, both 
the good and the bad, can we conduct clinical trials 
in a credible manner. This access will ensure that 
those patients who consent to participate in them 
maintain faith in the clinical trial process. � 

Martine Piccart and Aron Goldhirsch  

 BREAST CANCER ACTION GROUP NEWSLETTER – SEPTEMBER 2007 
PAGE 21 



BCAG CONTACT DETAILS 
 
Contact details:  

 
Victoria – Rosetta Manaszewicz on 9578 2058 or voicemail on – 9517 2331  

  
 

Email: rmanasz@optusnet.com.au
 

 
Newsletter Editor 

 Po. Box. 281 
 Fairfield 

 Victoria. 3078. 
 

 
Copy deadline for next newsletter - November 15th, 2007 

 
 
 
 
 
 
 
 

 
--------------------------------------------------------------------------------------------- 

BCAG (VIC) NOMINATION FORM  
 
Breast Cancer Action Group in Victoria  Annual General Meeting 2007  
 
The AGM of the Melbourne section of the Breast Cancer Action Group will be held on the 24th October, 
2007. Any member is eligible to nominate themselves or another member for any of the elected positions 
on the committee that is: Chair, Secretary, and Treasurer.  Women in the other positions are happy to 
continue for the next year. The form should be completed by the person making the nomination and signed 
by the person being nominated. Please send the form to the Chair at the PO Box address or bring it to the 
meeting.  
 
I hereby nominate  
 
…………………………………….……………….(name) for position of Chair / Secretary / Treasurer 
(please circle)  
 
Signed……………………………………………………… Date…………..  
 
Signed by nominee………………………………………… Date…………. 
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1st NatioNal Breast CaNCer CoNfereNCe for YouNg 
australiaN WomeN affeCted BY Breast CaNCer

inform – connect – advocate

An initiative of Young Action on Breast Cancer (YABC). Sponsored by edgar trust foundation; BCNa; food for thought Network.  
Thank you to our supporters amazon Heart; BCag; BCNa; the Young ones; BreaCan and Cancer Councils around australia

YaBC invite Young breast cancer 
women to a 2 day conference to gain 
up to date, quality information on 
issues relevant to them. 

Connect with other young women.

Be informed, Listen to expert speakers, participate in 
workshops, debate the issues at the hypothetical, view displays 
and DVDs and be entertained by various performances.

advocate, add your voice to the issues affecting young 
women and listen to other young women’s stories.

Topics will centre around: Treatment; Fertility; Survivorship; 
Sexuality; Body Image; Relationships; Dealing with children; 
and Research. 

Workshops include information sessions, facilitated sessions 
and hands on activities such as yoga.

Please visit www.yabc2007conference.org for a full program.

Venue: Jasper Hotel, 489 Elizabeth St Melbourne, Australia  
www.jasperhotel.com.au

Conference is free to young women personally affected by breast cancer. 
Lunch, arrival tea and coffee provided. Carers and Health Providers are 
welcomed to attend, however numbers are limited and a fee applies. 

Bookings are essential, registrations close 20th September. Please 
register online at www.yabc2007conference.org  
Or contact YABC: ya-bc@hotmail.com

evening Celebration - Saturday 13th October 
Jasper Hotel, 5.30 - 7.30pm. Tickets: $29.50

to book your ticket please visit:  
www.yabc2007conference.org

Conference dates:

Saturday 13th October 2007.  
Registration opens at 9am. 
Conference: 10am – 5.15pm

 

Sunday 14th October 2007.  
Registration opens at 9.30am 
Conference: 10am – 4pm

& Personal 2 



 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

          
                  (03) 9882 5012 
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