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In the lead up to the 2011 NSW state 
election, Cancer Council NSW (CCNSW) 
encouraged members of the community to 
host a series of Community Conversations. 
The Community Conversation forums were 
designed to encourage people to discuss 
the impact of cancer on themselves or those 
around them, opportunities for action by the 
NSW government, and the role they could play 
to encourage the government to take action.
 
Thirty Community Conversations were 
held across NSW between July 2010 and 
February 2011, involving a total of 349 
community members. In order to gain an 
indigenous perspective on cancer control, 
six of these Community Conversations were 
held with Aboriginal communities, involving 
43 participants. Conversations were hosted 
by CCNSW employees or volunteers with 
participants drawn from the community. 

The conversations were structured around 
five issues that made up CCNSW’s election 
agenda Saving Life: why wouldn’t you? 

1. Increasing the amount of radiotherapy  
services throughout NSW;

2. Providing burden free transport and   
accommodation for patients;

3. Ensuring all cancer patients have  access 
to optimal levels of cancer care;

4. Smoke-free dining and drinking; and
5. Introducing stronger safeguards on   

tobacco retailing. 

In each conversation, participants were 
encouraged to select the issues of interest 
to them, and for each issue, discuss their 
experience and perspective on the issue, 
share their thoughts on why the Government 
had not addressed the issue and generate 
ideas for action. 

This report presents the key issues raised by 
participants relating to their experience and 
perspectives by conversation theme. The 
information used in this report was recorded 
by the conversation host and transcribed by 
CCNSW staff. 

The purpose of this report is to summarise 
themes emerging from the conversations, 
and to reveal and reflect the sentiments 
and thinking of community members 
who participated in the Community 
Conversations. The report is based on 
information as presented and recorded 
in the conversations, and reflects the 
perspectives and experiences of those 
participating.
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More Radiotherapy 
Services

Summary

Of the 30 Community Conversations held 
around the state, six conversations discussed 
increasing access to radiotherapy services, 
involving a total of 61 participants. Participants 
focused on two particular aspects of 
improving access to radiotherapy services: 

•	 Lack of treatment options available to 
public patients who can’t afford private 
treatment, and who live some distance 
from a public radiotherapy service. 

•	 Distance required to travel to 
radiotherapy services, particularly for 
cancer patients from the country or 
regional areas. 

Compelling Stories

One participant in a conversation in Hornsby 
(Northern Sydney) shared a story about a 
family member’s difficulty in accessing care 
at their local hospital. The only specialist at 
her hospital was still ‘undergoing training’ so 
a decision was made to send her to another 
hospital for radiotherapy. This resulted in 
her needing to travel a significant distance 
each time she needed treatment. With no 
transport services available for her use she 
accumulated a significant financial burden to 
attend her treatment.

During a conversation at Erina (Central 
Coast) one participant described the 
experience of a friend who needed 
radiotherapy. The participant noted that 
her friend believed that she had not been 
informed about all the radiotherapy options 

available to her because the hospital 
assumed that [as a single mother] she 
couldn’t afford to pay for private treatment 
or would be able to travel to Sydney. 

Why government doesn’t act

A range of responses were offered by 
participants as to why they thought the 
government hasn’t provided additional 
services ranging from apathy towards cancer 
patients to resource constraints. 

A conversation at Erina generated discussion 
around the perceived lack of political 
vision shown by politicians in attempting 
to address the issue. A participant noted 
that the local MP’s solution to the lack of 
radiotherapy services in the area was to 
provide group transport by bus to Sydney. 
The participant was particularly upset that 
the government appeared not to have 
considered other feasible options including 
purchasing services from the private 
treatment centre currently operating in the 
local area. 
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Conversations

A participant in Young (South West 
NSW) argued: 

“The government has 
demonstrated through 
their actions that they 
don’t care about cancer 
patients because they 
haven’t invested in solving 
these issues. If they cared 
they would provide more 
radiotherapy services.”
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Burden Free 
Transport and 
Accommodation

Summary

Of the 30 Community Conversations held 
around the state, 18 discussed increasing 
access to burden free transport and 
accommodation for cancer patients, 
involving a total of 237 participants.

A wide range of issues were covered in 
conversations that discussed transport and 
accommodation. Of particular concern to 
participants were: 

•	 Parking at treatment centres; 
•	 The complexity of the Isolated Patients  

Transport and Accommodation and 
Support Scheme (IPTAAS); 

•	 The lack of community transport 
services, particularly in regional areas; 

•	 The absence of accommodation options, 
especially for carers for rural patients; and,

•	 Issues facing rural indigenous patients in 
accessing care. 

Compelling Stories
 
Obtaining car parking at Westmead Hospital 
in Western Sydney was a recurring theme 
at two Community Conversations held in 
Parramatta (Western Sydney).

Frustration with the complexity of 
the IPTAAS scheme was a recurring 
theme in regional areas, particularly at 
conversations held in Orange (Western 
NSW) and Bateman’s Bay (Southern NSW). 
Participants discussed the problems they 
faced in accessing the scheme, with its 

complex administrative requirements, 
strict eligibility criteria and expensive 
administration fee. A participant from the 
Bateman’s Bay conversation noted that 
all of the cancer patients they knew had 
not been informed about the existence of 
IPTAAS by medical staff. A similar story 
was recounted by a participant from the 
Orange conversation who shared the 
experience of a friend undergoing treatment 
for breast cancer. She said that her friend 
was overwhelmed by the complexity of the 
process of applying for IPTAAS. Moreover, 
she only knew of its existence because 
another friend had mentioned it. No one in 
the health care system had informed her of 
the scheme. 

Patients in urban areas of Western Sydney 
reported that accessing community 
transport was difficult because it was 
either not available in their area or didn’t 
fit in with their treatment regime. A patient 
who attended a conversation in Casula 
(Western Sydney) discussed the physical 
and emotional exhaustion that he felt whilst 
waiting for community transport to take him 
home after his treatment. 

Absence of transport is a serious barrier 
to treatment and was illustrated by a story 
from a conversation in Blacktown (Western 
Sydney). A patient in Mt Druitt (Western 
Sydney) had to rely on members of their 
cancer support group to transport them to 
the hospital. In their case, public transport 
was only available at three times during 
the day and the local community transport 
provider was not able to provide transport 
at more convenient times that fit in with her 
treatment schedule. 

Accessing affordable accommodation 
options in the city is problematic for 
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patients from rural areas. Participants at 
conversations in Orange, Port Macquarie 
(Mid North Coast NSW), Tamworth (North 
West NSW) and Young (South West NSW) 
recounted their experiences. A participant 
at the Young conversation noted that the 
additional cost of obtaining transport and 
accommodation for patients in regional 
areas meant that rural patients paid more 
to access cancer treatment than their 
counterparts in the city. Additionally a 
participant at the Tamworth conversation 
faced the problem of both being away from 
their family and support group to access 
treatment in the city and needing to arrange 
finance for travel and accommodation at 
short notice.  

The financial and emotional burden for 
country patients who needed treatment in 
urban areas was highlighted by two stories 
from participants in the Port Macquarie and 
Orange conversations. A contributor to the 
Port Macquarie conversation shared her 
experience when her daughter underwent 
treatment for a brain tumour in Sydney. 
As a single mother with four children and 
no support network she needed to hire a 
nanny to look after her other children while 
she supported her daughter through her 
treatment. In the two months she was in 
Sydney, she slept on a bean bag next to her 
daughter’s bed. The experience was both 
emotionally and financially draining as she 
was separated from the rest of her family 
and incurred significant debts – requiring a 
bank loan for her to pay for living expenses.

A participant in the Orange conversation 
shared her personal experience, where she 
was separated from her family whilst she 
sought treatment in Sydney. Her husband 
needed to cease work in order to look after 
both her and the children, leaving the family 

without an income for an extended period 
of time and placing them under significant 
financial pressure.
 

Spotlight on Indigenous 
perspectives on transport and 
accommodation:

Conversations held with Aboriginal 
communities in Narandera (South West 
NSW) and Moree (North West NSW) 
highlighted some of the specific difficulties 
they face in accessing treatment.

Contributors to the Narandera conversation 
reported that local health authorities had 
placed an embargo on Aboriginal health 
workers using their time to transport clients 
to treatment. This proved to be an issue of 
significant concern for indigenous patients 
in this area because most of them either 
don’t have a car, or access to one, or 
cannot afford additional transport options. 
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A participant shared her frustrating 
experience as a carer for her 
husband who was undergoing 
treatment: 

“I am over 70 years old 
and I drop my husband off 
at Westmead Hospital and 
sometimes need to drive 
to Parramatta Park to find 
parking. Then I need to 
walk back to the hospital to 
support my husband, return 
to the car and pick him up 
– this can be more than a 
2km round trip!”



Participants reported that patients often 
cannot obtain access to publically funded 
transport programmes in time to attend 
medical appointments. Similar difficulties 
in accessing transport were reported by 
participants from Moree. Other transport 
options were often inadequate, for example, 
patients would be required to catch a bus 
the night before in order to reach their 
appointments on time.  

Why government doesn’t act

There was a perception amongst 
participants in both urban and rural areas 
that the government hasn’t acted on 
transport and accommodation related 
issues because they don’t understand 
the seriousness of the situation for 
cancer patients. A member of the Orange 
conversation noted that perhaps more 
personalised stories might help inform 
politicians on the nature of these problems. 
Another participant in the Orange 
conversation noted that the issues facing 
community transport users and providers 
are almost unknown outside those who 
have used them. Additionally, contributors 
to the Rouse Hill (Western Sydney Region) 
conversation stated that the government 
needs to first admit that parking at 
Westmead Hospital is a major problem.

Optimal Cancer Care

Summary

Of the 30 Community Conversations 
held around the state, 11 conversations 
discussed issues around ensuring that 
patients have access to optimal cancer care, 
involving a total of 125 participants.

Two key issues were raised from 
conversations that focused on optimal 
cancer care. Of particular concern to 
participants were issues relating to:

•	 Accessing treatment in a timely 
manner; and;

•	 The lack of support/information 
throughout their cancer experience. 

Compelling Stories

Participants from regional areas raised the 
difficultly in accessing specialist services in 
a timely manner. A contributor to the Taree 
(Mid North Coast NSW) conversation noted 
that the waiting list to see an oncology 
specialist locally is so long (up to 10 weeks) 
that patients are ‘missing’ their follow-up 
appointments before they haven’t even 
received an initial consultation. 

Another participant in the Port Macquarie 
conversation shared her cancer experience, 
noting that when she was diagnosed with 
bowel cancer she had to wait for 6 weeks 
to see an oncologist locally at Manning 
Base Hospital. She said that she had been 
informed that the wait is now 10 weeks. 

In Sutherland (Southern Sydney), the 
participants sympathised with their rural 
counterparts noting that in Sydney, you have 
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additional options, but in regional areas the 
paucity of specialists meant frequent trips 
to Sydney for cancer patients. They were 
also worried about the lack of follow-up for 
patients in regional areas. 

The second issue that was discussed 
frequently was the difference in treatment 
experiences that many patients experienced. 

Participants from Orange shared 
experiences of confusion at treatment 
options and a lack of communication 
from medical professionals at all stages 
of their experience. Others noted that 
they did not know what questions to ask 
medical professionals, instead believing 
that they would be kept informed and were 
disappointed when they weren’t. These 
sentiments were echoed by a participant 
in Hazelbrook (Blue Mountains NSW) who 
noted that they would have appreciated 
information about what support was 
available to them throughout their treatment.

Spotlight on Indigenous 
Perspectives on Optimal Care

Indigenous participants reported a series 
of compelling barriers to receiving optimal 
care. An important issue that was raised 
in the conversation at Narandera was that 
Aboriginal Health Workers were not informed 
when patients returned to their community, 
hindering their ability to follow up with primary 
care and support services. Additionally, 
a contributor to the Moree conversation 
highlighted the lack of access to respite care 
for carers. Perhaps the biggest barrier to 
optimal care was raised by a participant in the 
Bankstown (Western Sydney) conversation 
who noted that “Aboriginal people are being 
diagnosed too late.” 

Why government doesn’t act:

A conversation in Sutherland discussed 
several possibilities for why the government 
has not acted, including: 

•	 Not seeking feedback from patients 
about positive and negative treatment 
experiences; 

•	 No adequate forward planning for 
increasing services; and

•	 Obsolete plans e.g. radiotherapy plans 
and blame shifting between state and 
federal departments. 

A conversation in Orange called upon the 
government to introduce some continuity 
to treatment pathways, noting that patients 
are not informed ‘where they are’ or ‘what 
comes next’, it is assumed they ‘know 
these things’. They went on to note that 
the problem with this system is that it 
relies on medical professionals to provide 
the information – which leads to patients 
receiving inconsistent information. 

A contributor to the Port Macquarie 
conversation blamed bureaucrats for making 
rules that ‘aren’t practical on the ground’ 
and make it difficult for front line staff to 
inform patients about basic things like 
waiting times for treatment. 

A participant in the Taree conversation 
criticised the government’s priority setting, 
they were particularly aggrieved that after 
claiming there was no funding for additional 
cancer services for rural patients, the 
government then conducted an expensive 
‘PR stunt’ by grassing the Harbour Bridge 
for a picnic. 
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Smoke-free Dining & 
Drinking

Summary

Of the 30 Community Conversations 
held around the state, 17 conversations 
discussed the importance of implementing 
smoke-free dining measures throughout the 
state, involving a total of 236 participants.

The majority of issues that were raised 
during conversations around smoke-free 
dining and drinking related to:

•	 Issues of discomfort and how smoking 
affected other patrons; and

•	 The impact of smoking on staff who 
worked in the hospitality sector.

Compelling Stories

The issue of discomfort was raised by most 
participants, with all conversations reporting 
at least one case of distress caused by 
exposure to second hand smoke in alfresco 
dining areas. 

Contributors to a conversation in 
Parramatta reported they were “unable to 
enjoy the diversity of food in Parramatta 
because of the amount of smoking in 
outdoor dinning areas.” A conversation 

in Sutherland mentioned the smoke drift 
experienced at Cronulla RSL and alfresco 
dining in Kogarah (Southern Sydney). 
Similar issues were discussed in North 
Sydney with attendees discussing how 
smokers can ‘ruin’ the ambience in an 
outdoor dining area or beer garden. In 
Woolloomooloo (Central Sydney), one 
participant was so embarrassed by their 
friend’s inconsiderate smoking behaviour, 
they refused to sit with them at a 
restaurant. 

A conversation in Rouse Hill raised two 
concerns – firstly, some parents were 
concerned about the effect of dining 
outdoors with smokers on their children. 
Another respondent noted that as an 
asthmatic, they avoided dining outdoors if 
smokers were around, which limited their 
dining options in many cases.  

The issue of smoking in/near shopping 
centres was widely discussed in 
conversations held on the Central Coast 
with contributors from Erina and Gosford 
sharing similar concerns about the lack of 
enforcement of some new ‘no smoking’ 
provisions in shopping centres and ability of 
people to smoke at outdoor restaurants near 
children’s play areas. 

A participant in the Port Macquarie 
conversation shared a story about her 
father who worked in hospitality for many 
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A participant in the Port Macquarie conversation shared a story 
about her father who worked in hospitality for many years. He 
never smoked, but because of his exposure to passive smoke in 
the workplace, he now needs to have yearly scans to make sure 
he hasn’t got any tumours growing. 



years. He never smoked, but because 
of his exposure to passive smoke in the 
workplace, he now needs to have yearly 
scans to make sure he hasn’t got any 
tumours growing. Another contributor to the 
Macquarie University conversation (Northern 
Sydney) discussed her personal experience 
from working in a busy bar. She noted 
that even though smoking wasn’t allowed 
in the bar, smoke still wafted in through 
the windows and doors and irritated staff 
working indoors. 
 

Why government doesn’t act
 
A participant at the Erina conversation 
noted that although Local Government has 
the ability to legislate smoking bans on 
public land (e.g. footpaths) they have no 
jurisdiction on private land like courtyards 
at the back of restaurants. They argued this 
was a good reason for the state government 
to pass legislation.

A conversation in Woolloomooloo raised the 
issue that the state government might be 
wary of being seen to be continually picking 
on smokers. They said it is impractical for 
local councils to pass different legislation in 
each council area and argued that the state 
government really needs to take control of 
the situation and initiate uniform provisions 
across the state. 

Participants in conversations in Hornsby, 
North Sydney, Parramatta, Port Macquarie 
and Sutherland all expressed doubts that 
the government would act because they 
wouldn’t want to be seen to be hurting 
small businesses, particularly restaurants. 
Their counterparts in Hazelbrook claimed 
the government was simply scared of the 
hospitality industry. 

The level of cynicism was high amongst 
attendees at conversations in Blacktown, 
Casula, Port Macquarie, Rouse Hill and 
Wahroonga. They thought the government was 
unlikely to act because it was either addicted to 
revenue from smoking taxes or ‘in the pocket’ 
of big tobacco or the hospitality industry. 
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Stronger Safeguards 
on Tobacco Retailing

Summary

Of the 30 Community Conversations 
held around the state, four conversations 
discussed the importance of implementing 
stronger safeguards on tobacco retailing, 
involving a total of 42 participants.

Interestingly, most of the participants 
assumed that tobacco retailers were already 
licensed and were surprised to learn that 
this wasn’t the case. Other issues that were 
raised included personal stories of friends 
with lung cancer and the importance of 
protecting their children from tobacco. 

Compelling Stories

Participants at a conversation held in 
Erina were surprised to learn that the state 
government does not currently license 
tobacco retailers and had previously 
assumed that this was already in place. 
Additionally, they agreed that there should 
be more safeguards as it was too easy for 
smokers to obtain cigarettes. A group at 
Erina knew five people who had died as a 
result of their smoking and wholeheartedly 
supported any attempts to minimise its 
impact on future generations. 

Why government doesn’t act

Participants assumed that government 
hadn’t acted to tighten access to cigarettes 
because it feared a backlash in the 
community, particularly given that the 
benefits of reduced tobacco use would not 
be immediately shown. 

Participants at a conversation in Erina noted 
that the government would be reluctant 
to confront the fears of small businesses 
who might feel disadvantaged by reform of 
tobacco laws. Other participants noted that 
the government was unlikely to pursue such 
a policy because it wouldn’t appeal ‘in the 
era of the 24 hour news cycle’. Participants 
in a conversation at Woolloomooloo were 
more cynical, assuming the government 
would not want to act because they enjoy 
the proceeds from taxes on tobacco. 

         

Interestingly, most of the 
participants assumed that 
tobacco retailers were 
already licensed and were 
surprised to learn that this 
wasn’t the case.



The series of Community Conversations 
as part of the Cancer Council’s Saving 
Life campaign provided an opportunity for 
community members of NSW to share their 
thoughts on cancer control and action. 
Participants provided unique perspectives 
on each theme and voiced their thoughts on 
why the government hasn’t addressed them. 

More Radiotherapy Services

On radiotherapy, participants highlighted the 
lack of options available to public patients 
who can not afford private treatment and 
the distance some patients are required to 
travel to attain it. Conversation participants 
deplored the lack of vision shown by 
the government in only progressing with 
stopgap measures. 

Burden Free Transport and 
Accommodation

Transport and accommodation was an issue 
that generated a wide range of discussion. 
Participants were vocal about the lack of 
parking at treatment centres; the difficulty of 
obtaining IPTAAS reimbursements; the dearth 
of community transport; accommodation 
issues for rural patients and their carers; 
and challenges facing indigenous patients 
accessing care. Attendees noted that the 
government doesn’t appear to appreciate 
the impact of the issue for some patients, 
particularly the lack of capacity in the 
community transport sector.

Optimal Cancer Care

Participants discussed the importance of 
accessing effective treatment in a timely 

manner. Attendees with personal experience 
of cancer highlighted the lack of information 
and support available throughout their cancer 
journey. Government inaction was blamed on 
a lack of focus on patients and their care as 
well as the absence of forward planning. 

Smoke-free Dining & Drinking

Discussions on smoke-free dining and 
drinking focused on the loss of amenity for 
diners and the impact on hospitality staff. 
A lack of action by the government was 
attributed to a fear of appearing to harm 
small businesses or the hospitality industry. 

Stonger Safeguards on 
Tobacco Retailing

Attendees were surprised to learn that 
tobacco retailers were not licensed in a 
similar manner to alcohol retailers. 

These Community Conversations provided a 
forum for people across NSW to talk about 
cancer and the need to pursue further action 
to defeat it. The personal stories shared by 
participants highlight the shortfalls and gaps 
in the current system and highlight areas the 
government needs to urgently address.  

Cancer Council acknowledges and thanks 
all those who gave their time to host or 
attend Community Conversations, and 
who so willingly shared their stories and 
perspectives. This report is intended to give 
voice to these views and perspectives, in 
the hope that their voices will lead to much 
needed action by the Government.
 

Conclusion



Table 1: Location of Community Conversations & Topics Covered

Suburb Date Post 
Code

Topics Discussed # Attendees
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Erina 12/07/2010 2250   10

Ballina 24/02/2011 2478   8

Bankstown 29/09/2010 2200   8

Batemans Bay 27/08/2010 2536  12

Blacktown 30/10/2010 2148   10

Casula 15/10/2010 2170   7

Erina 22/06/2010 2250   7

Erina 05/08/2010 2250  15

Gosford 02/08/2010 2250   15

Hazelbrook 31/12/2010 2779   10

Hornsby 13/09/2010 2077   10

Lismore 25/02/2011 2480   2

Macquarie University 08/08/2010 2113  9

Moree 22/10/2010 2400  12

Mudgee 13/02/2011 2850    19

Narrandera 21/10/2010 2700   6

North Sydney 30/11/2010 2060  15

Orange 16/08/2010 2800   10

Orange 16/08/2010 2800    10

Orange 09/11/2010 2800  6

Parramatta 14/08/2010 2150   13

Parramatta 26/08/2010 2150  8

Port Macquarie 18/06/2010 2444    11

Rouse Hill 18/08/2010 2155   19

Rouse Hill 18/08/2010 2155   19

Sutherland 15/07/2010 2232   8

Tamworth 14/02/2011 2340   7

Taree 27/07/2010 2430   24

Wahroonga 19/08/2010 2076    12

Woolloomooloo 14/07/2010 2011   10

Woolloomooloo 10/11/2010 2011  10

Young 04/11/2010 2594   7


