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Introduction  

Today I am speaking to you not as a health economist or person with an ongoing 

professional interest in health policy but as a patient. It is the first time I have 

done so in a public forum of this type. 

I was initially diagnosed with stage 3 breast cancer on 11 March 1994 (today is 

coincidentally the 16th anniversary of receiving the news). I was found to have   

significant lymph node involvement and spread to the skin.  I have had stage 4 

metastatic cancer for the past 5 years. 

Over the past 16 years I have had numerous cancer treatments. 

For example, I have had 5 surgical interventions (an initial mastectomy and 

second mastectomy  5 years later, followed by 3 additional surgeries to tidy up 

after a staf infection.) I have had 3 bouts of chemotherapy, the first involved high 

dose chemotherapy with stem cell transplantation as part of a Phase 2 trial at the 

RMH, the latter 2 chemotherapies as combination therapies with Herceptin ( a 

monoclonal antibody I was given for 3 years.) Last week I embarked on a 4th 

round of chemotherapy involving a combination of Herceptin and Abraxane 

Nanoparticle Taxol. I have also had 3 separate radiotherapy treatments, the first 

in 1994 and 2  bouts of palliative radiotherapy in 2009 and January this year. I 

was on Tamoxifen for 5 years and have had countless CT, PET, MRI and other 

scans plus many blood tests over the period. 

General Observations about my Cancer Treatment  

I have had access to the latest treatment technologies throughout whole process.  

I have been fortunate that something new has always turned up just when I have 

needed it (eg GCSF, Herceptin, Taxol, nanotechnology, targeted radiotherapies 

etc). I also have had access to high quality oncology, radiation oncology, medical 

and nursing care in most instances.  I am sure I would not be here today without 

these technologies and dedicated practitioners. 

So what follows in no way reflects on the individuals who have treated my 

cancer over the years or the Medicare system in general.  

Pain Experiences in Brief 

Pain has been intrinsic to my 16 year cancer journey. For convenience I have 

divided the pain I experienced into 5 categories. 



1. Acute pain – immediately following the surgical interventions, a bone marrow 

biopsy, and the tumour pain itself. 

2. Chronic nerve pain- following my 2nd mastectomy I have suffered ongoing 

nerve damage and resulting pain on my chest well. 

3. Chronic bone pain from early onset osteoporosis 

4. Episodic nerve pain directly resulting from taxol chemotherapy treatment- 

peripheral neuropathy and shingles. 

5. Other episodic pain resulting from my treatment -mucositis (mouth ulcers), 

joint pain in the back and legs, loss of toe and finger nails from Taxol, accessing 

collapsed veins for my many scans and lymphoedema.  

So What about my Pain Management? 

Despite being a well -informed consumer, heavily involved in the health sector 

over many years in a professional capacity, I have had a mixed experience. I am 

one of the more than 50% of cancer patients who have not received effective 

relief. 

Acute Pain 

Post Surgery:  my pain was handled very well after my first mastectomy at a well 

-regarded Melbourne private hospital. But little to no pain management was 

available following the next 4 surgical interventions relating to my 2nd 

mastectomy at a small private hospital, either immediately post-surgery or on 

return home. 

Bone marrow biopsy undertaken without anaesthetic.  Not recommended. 

Tumour pain: My initial primary tumour caused some discomfort immediately 

prior to diagnosis but was not that painful. 

 However the pain associated with some of my more recently diagnosed 

secondaries has been severe. Spread occurred between the left adrenal gland 

and renal vessels in early 2009 and in my throat and neck later in the year. In 

both cases the pain was not relieved initially when the first symptoms appeared. 

It was only relieved after radiotherapy successfully shrank the tumours at both 

sites. The pain in both my renal area and neck was so severe I couldn’t sleep, my 

ability to work and generally function were significantly impaired and I was 

unable to drive.  

Chronic Pain 

I have had ongoing unrelieved pain on my  chest scar tissue due to nerve damage 

since 1999 (ie over a decade) resulting from my 2nd mastectomy and follow up 

surgery. It is hard to describe but one gets a tight squeezing sensation across the 

chest, sufficiently strong at times to wake me up regularly and cause extreme 

discomfort.  I was never referred to a pain management specialist after surgery 

or offered drugs such as Gabapentin. 



I have also endured osteoporotic bone pain that has been sufficiently 

incapacitating that my husband and I had to move from our 2 storey to a single 

storey house as I could no longer manage the stairs. 

 

Episodic Pain from treatment 

My general observation is that my pain management was adequate whenever I 

was treated as an inpatient. I remained in hospital for most of the 5 months I was 

involved in the 1994 high dose chemotherapy trial and had access to morphine, 

cocaine mouth wash (to deal with ulcers in my mouth and oesophagus so bad I 

couldn’t eat solids and survived on milkshakes and jelly) and other pain relief. 

On the occasions I was able to return home before infections set in I faced the 

trade off of little adequate pain relief. 

My more recent bouts of chemotherapy since 2005 have been undertaken as a 

day patient at a major public hospital. This has presented problems in terms of 

adequate pain management. I was only able to get some relief for the severe pain 

associated with losing my nails, peripheral neuropathy, shingles etc. through the 

hospital day centre, especially from the palliative care doctor. My GP was 

understandably tentative about prescribing the necessary drugs and would refer 

me back to the hospital. I have never been referred to a specialist pain clinic nor 

received interdisciplinary services, such as cognitive behavioural therapy  

How can the System be improved? 

When first diagnosed with cancer one faces a range of fears-of death, the dying 

process, pain, financial concerns (relating to the treatment and job implications),  

concern for ones family etc. 

As I have already noted I have been one of the lucky ones. My life has been 

extended beyond my use-by-date by having access to some brilliant technologies 

(not all cost effective) and wonderful clinicians to whom I am very grateful. It 

helps that, while I have an aggressive cancer, it has responded well to cancer 

treatment, and I have an understanding husband, children and friends. 

I also feel fortunate to live in a country with a universal Medicare system that 

helps alleviate financial concerns. 

Governments have done a commendable job in raising the profile of health 

prevention, mental health and end of life issues. And hopefully they will be able 

to agree on a sensible solution to our health funding and governance issues in 

the near future. 

But there are many more patients like myself who are receiving expensive 

ongoing treatment for conditions that were previously considered fatal. We need 

to achieve a better balance between quantity and quality of life concerns for 

these chronically ill patients. Access to adequate pain management is the missing 

piece of the jigsaw puzzle. 



We need timely access to specialist pain clinics for management of severe pain. 

These could be established in each Local Hospital Network announced by the 

Prime Minister last week. 

We also need 24 hour access to multidisciplinary pain management at the 

primary care level in our own communities for ongoing care. Some of this could 

be through phone contact. This applies equally in rural and remote areas. It is 

inefficient and inconvenient to travel to hospital emergency departments or day 

centres already facing major demand pressures to get help. The multidisciplinary 

super clinics currently being established would be a good place to start. 

More training places in pain management need to be funded across Australia, 

including for GPs and nurse practitioners. 

Chronically ill patients need better information about those facilities that 

already exist, as do their doctors. GPs and specialists not specifically trained in 

pain management need sufficient information to refer their patients to the 

appropriate destination. There should be greater emphasis on coordinating care 

between hospitals, oncologists (or other relevant specialists), clinics, and GPs. 

And more research needs to be funded on issues relating to the physical and 

psychological aspects of pain. To me it seems inconceivable that the acute pain 

from something as common as shingles cannot be alleviated.  

Pain is a national issue that calls for a national approach. Pain is something that 

all Australians encounter at some stage in their lives. There is a compelling case 

for Commonwealth leadership. 

 The National Pain Management Strategy is an excellent start on this road and 

the ANZCA, Faculty of Pain Medicine, Australian Pain Society, Chronic Pain 

Australia and other consumer organisations associated with its development are 

to be congratulated. 

It gives me hope that in future patients such as myself will enjoy not just a longer 

life but a higher quality, pain free one.   


