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My name is Heather Drum.  I am a breast cancer survivor and also a member of 

BCNA. I would like to initially take the opportunity to thank BCNA and the 

Senate Committee for allowing me to present my story.  My story is about 

myself and my family, who are the end users of gene testing technology.  We 

are one of the realities of what is discussed and decided by this Committee.  I 

do not pretend to know the technicalities of patent law or genetic research.  I 

can only speak from an end user perspective of someone whose family has 

been tested for BRCA 1 and 2 and has repeatedly accessed a Familial Cancer 

Centre. 

I thought our family story started in 1991 when my mother was diagnosed with 

BC at the age of 58 – Nothing unusual in this diagnosis, just another Australian 

women diagnosed with BC.  She underwent a mastectomy and now wears 

prosthesis. No alarm bells rang.  Under current Australian guidelines daughters 

of mothers who have had breast cancer should begin screening at the age of 

40 or ten years earlier than the age of your mother’s diagnosis, whichever is 

the earlier.  My 3 sisters, near the age of 40 all had their screening 

mammograms with clear results, and in 2001 went for my screening 

mammogram. 

I was diagnosed with BC.  I was 39, my husband and I were working full time 

and had two daughters aged 4 (in kindergarten) and aged 9 (in primary school).  

Our lives and that of our extended families were shattered overnight.   

Within a week I had a lumpectomy and removal of all lymph nodes under my 

arm (which places me at risk of lymphodema). Within another 10 days I 

underwent a mastectomy. Following the surgeries I then endured 8 rounds of 

chemotherapy done on a 3 weekly cycle over a period of 24 weeks.  For some 

of that period I managed to return to work until I could not go on.  My full time 

job became focussed on just getting through the treatment.  I celebrated my 

fortieth birthday between sessions 7 and 8, bald, unwell, overweight, one 

breasted and in bed fatigued in addition to numerous other side effects, most 

requiring further drug treatments.  The reality of being immuno-suppressed 

also meant that I did not socialise at all, missed children’s birthday parties, 

Christmas celebrations and other family and friend celebrations.  It was just 

too risky to contemplate even going shopping.   It also meant that I always had 

to have an adult in the house (when my husband travelled) in case I got an 
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infection that required immediate hospitalisation.  I could not risk being alone 

as I had young two children to care for.  When at home, my husband became 

mother, father and homemaker, whilst still holding down his full time work. 

This was followed by 5 weeks of radiotherapy. I missed the first day of school 

of my second daughter as I was under treatment. I then underwent a 

prophylactic mastectomy on the unaffected side (I wasn’t going through this 

again), and commenced reconstructive surgery.  In all I was under treatment 

from June 2001 when I was diagnosed until November 2002 when the final 

components of the reconstruction were completed.  A treatment period of 

nearly 18 months in total.  My story is not about gaining sympathy because I 

am eternally grateful for the standard of care I received and that I am alive 

today to tell this story.  Whilst I recount my own experience, I do not believe it 

was any worse and could have been considered better than many others.  I 

had ready access to all treatment by virtue of living in metropolitan 

Melbourne. 

Once the treatments and surgeries were complete it was now time to re-

establish my life and reality of what had happened and to try and make some 

sense of it. 

Our family story actually commenced much earlier than 1991.  In discussions 

with my mother it became apparent that “some aunts had had breast cancer”.  

In fact, as far as we have been able to establish, our story goes back to my 

great grandmother in the late 1800’s.  In the preceding 3 generations (mother, 

grandmother, great grandmother) there have been identified a total of 4 out of 

a possible 11 women with a history of breast cancer.  There’s a lesson in 

listening to your elders.  I was the first diagnosis in this generation and making 

a total of 5 women. 

We were referred to the Peter MacCallum Familial Cancer Center.  We have 

been regular visitors there since 2002 and received extensive genetic 

counselling.  My mother and then subsequently I have been tested for the 

BRCA 1 and 2 mutations of which we tested negative. There was mandatory 

“pre-counselling” and mandatory counselling at the time of receipt of the 

results. I can only state from experience, that any genetic testing should be 

accompanied by mandatory counselling. We have also received voluntary 

counselling at our request.  Counselling has been undertaken with medical 
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oncologists and genetic counsellors. There is also a genetic contact nurse.  One 

phone call, our family file is accessed and visits arranged promptly.  We have 

never incurred any cost for the testing or the counselling.  Any family member 

can access the service. 

Our family is considered a high risk family of unknown genetic mutation.  That 

is, whilst it is apparent there is a genetic component, for us thus far, the 

mutation or mutations have not been identified.  We are therefore very 

interested in the research component.  We have formed a 2 way relationship 

with Peter Mac – we have received extensive counselling and support and in 

return family members have provided various body parts as a result of surgery 

for research purposes.  Our focus as a family is to attempt to find answers for 

our children, the next generation to face this risk.   

Counsellors at Peter Mac have provided some sense to what was a very 

nonsensical, stressful and at times an overwhelming situation. They have been 

a stabilising influence on our entire family, providing the most up to date 

information to family members.  As far as I understand our mutation could be 

an undiscovered component of BRCA 1 or 2, it could be a new mutation (BRCA 

3, 4 or 5?) or it could be so family specific it may be various mutations working 

in combination.  We may never get an answer.  Our blood and other tissue 

remains with Peter Mac to be used for on-going research purposes. 

What of my siblings?  I have two older sisters, an un-identical twin sister and a 

brother.  My sisters, as a result of the genetic counselling commenced higher 

surveillance.    In 2006 I celebrated my 5 year survival.  Two months later my 

un-identical twin sister was diagnosed with BC. She too is a mother whose 

daughter was 7 years old at the time of diagnosis.  It was my twin sister who 

found the breast lump, 2 months after a mammogram and ultrasound cleared 

her of any abnormality.  I say that to emphasize that high surveillance is not a 

perfect science.   Whilst the diagnosis was not good, the implications for our 

family were absolutely shattering.  She was the 6
th

 to be diagnosed, the third in 

our immediate family in 15 years.    The reality of what we were dealing with, 

and the implications for our children could not be ignored. In our family it is 

not will it happen, rather it is who will be next and when. 

Rather than undergo the standard treatment of a lumpectomy and 

radiotherapy she immediately undertook a double mastectomy and 
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reconstruction.  She had the benefit of a lot of knowledge of the family risk and 

the input from Peter Mac.   

My older sister had already commenced consideration of her risks and over a 

period of three years sought advice and counselling from the Genetic 

Counsellors at Peter Mac. Over this period she also had three biopsies due to 

changes in her mammograms / ultrasounds. Contemplation of prophylactic 

surgery is a difficult decision when the genetic mutation cannot be tested for.  

She may possess the mutation, she may not.  If she does we are advised our 

risk of breast cancer may be up to 80% in her lifetime.  If she does not have the 

mutation – she is at the same risk of Australian women a 1 in 8 risk over her 

lifetime (or ~ 12%).  Many counselling sessions were provided – questions 

patiently answered.  It is an understatement to state that her decision was 

difficult – if she did not have the gene mutation was she considering mutilating 

a healthy body with multiple surgeries, or if she had the gene mutation – was 

she saving her life?  We will only know that answer if and when our mutation is 

identified.  That is why the research for us is so important.  However the fact 

she went ahead with the surgeries indicates the very real risk of being the next 

BC diagnosis in our family.  In 2008 she underwent prophylactic mastectomies 

with immediate reconstruction.  12 months after the surgery she states she 

has no regrets about her decision to proceed with the surgery. 

Of the five sets of breasts in my immediate family of my mother and her four 

daughters, there are now only three breasts remaining, one is missing and the 

other six are implants. 

What has been the impact of Genetic testing and Genetic Counselling? 

It has been significant for our family. 

1. It has been a no cost to us – all counselling and testing has been 

provided via Medicare.  Counselling has been essential to make sense 

and deal with what is our reality.  Payment for genetic testing (and 

genetic counselling) would be way beyond our means.  The guilt we feel 

as mothers is immeasurable in knowing we may have passed this 

mutation to our sons and daughters.  If genetic testing was unavailable 

due to cost, it would only add to this stress.  At least we have as much 

knowledge available to our family based on current scientific knowledge. 
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2. My older sister who recently underwent prophylactic mastectomies will 

never have to live with the ongoing reality of having had cancer.  For my 

mother, twin sister and myself, although we have been treated, the die 

is cast.  The thought of a secondary re-occurance is never far away.  My 

older sister chose to have prophylactic mastectomies based on her 

current risks.  Her children did not experience a mother in extensive 

time consuming treatment, rather she planned the timing of her 

surgeries (around work and family commitments) and in total she had 

about 6 weeks recovering.  This is in comparison to my 18 months of 

treatment.  

3. My twin sister had the benefit of the knowledge of our genetic status 

and genetic testing to enable her to make an informed decision when 

choosing 2 mastectomies over a lumpectomy and radiotherapy.   

4. I have subsequently elected to also have my ovaries removed to further 

decrease my chances of another cancer diagnosis. Two of my other 

sisters are also contemplating this course of action as well. 

5. Peter Mac are there for the next generation - our sons and daughters.  

We all need to feel confident that they have somewhere to get objective 

advice, based on our family history for them to individually make their 

decisions.  Peter Mac have been a major stabilising influence for our 

family members.  We have been given the most up to date information 

at any given time.  It is readily accessible.  It is a cohesive team. 

6. We have been confident to donate various tissues from surgeries secure 

in the knowledge that it will be used for research by Peter Mac.  We 

have been assured that our tissues will continue to be used in research 

and even retested for BRCA 1 and / or 2 should further discoveries be 

made. 

7. High survellience comes at a cost – both emotionally and financially.  

Every “abnormality” however small must be biopsied and screened.  It is 

usually the repeated biopsies that lead to the decision to have 

prophylactic surgery. Validation of prophylactic surgery is important for 

the person making such a significant decision.  Peter Mac played a 

crucial role in this. 

8. Whilst “genetic” breast cancers may be a minority of all breast cancers, 

for those families that fall into this category there are multiple members 

facing the same risk, challenges and worries.  It is overwhelming at times 
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to be part of one of these families and counselling makes some sense of 

being a member of such a group. 

There is also significant benefits for the Government. 

1. By-passing a diagnosis of cancer, means by-passing the expensive costs 

of treatment such as chemotherapy and radiotherapy.  My 

chemotherapy was somewhere in the vicinity of $2,000 per cycle.  Then 

include Doctors appointments, hospital admissions, pathology tests, 

further drugs for treating side effects and then time out of work.  I spent 

nearly 18 months in treatment, working sporadically, all unplanned.  The 

limited access to radiotherapy centres in rural Australia is a whole other 

issue.  Cost effective availability of genetic testing and counselling 

enables family members to make rational decisions.   

In conclusion:   

1. What if the breast cancer is a result of a number of mutations.  What if 

one company “owns” one patent and another company “owns” another 

patent?  Will they ever get together?  

2. Who owns our family’s tissue and blood samples?  They were donated to 

Peter Mac in the belief that it will further research, including the BRCA 1 

and 2 genes.  Granting of patents will result in exclusion and the 

possibility that this tissue will not be utilised.  Much preliminary 

screening work has also been undertaken on some of this tissue – 

currently owned by Peter Mac.  Granting of patents may mean that 

much of this information is lost. 

3. What if our family mutation is a “rare” or specific one, what impetus will 

there be for a large Research driven organisation to conduct research 

into this? 

4. With the advent of greater awareness of genetic testing and the role 

genetics may play in a cancer risk, it is important that genetic testing / 

research be done in combination with counselling by experts in the field. 

I wish the Committee well in deliberation this complex issue. 


