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“  The health system is not  
set up for people living in 
places like Boggabri – all  
the specialist services are  
too far away and there is 
extensive travel involved... 
[and] extensive coordination  
to minimise additional trips  
or spending all day waiting  
for various appointments.”

        – Rex, cancer patient
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This report documents the experiences and perceptions 
of cancer patients who are referred for radiotherapy 
treatment. It follows an earlier report, Improving 
Radiotherapy: Where to from here? A roadmap for the 
NSW Government,1 from Cancer Council NSW, which 
highlighted that up to half of cancer patients who would 
benefit from radiotherapy were not receiving it. Statistical 
analyses featured in the Roadmap tell only half the story. 
A patient perspective is also critical to truly understand 
the barriers to radiotherapy and the health system 
improvements needed. This is why Cancer Council initiated 
a Radiotherapy Call-in in March 2009 to collect and 
document first-hand experiences. 

Our aim was to better understand both the positive and 
negative experiences of patients needing radiotherapy and 
learn more about current service levels and their impact on 
patient wellbeing. 

We would like to thank all the cancer patients, carers, 
families and friends who took the time to contribute to the 
Call-In and so generously shared their personal stories. 
There is no doubt that, for some of these patients and 
carers, retelling their story involved being reminded of 
an arduous and painful period of their lives. We were 
particularly touched by family members who called in about 
the experiences of a loved one who has since passed 
away. Many of the Call-in participants mentioned that they 
wanted to contribute to a better understanding of the 
patient experience and to have the system ‘fixed’.

The range of stories complied in this report highlights 
the emotional, psychological and sometimes financial 
impact on cancer patients when they cannot easily access 
radiotherapy. Some patients told of a well-managed and 
seamless journey, others remain angry or bewildered 
about the lack of support or assistance at a time of great 
stress. Almost everyone was motivated by a desire to see 
improvements for others. This selfless motivation is an 
inspiration to us all.

The stories, collectively, build a picture of an imperfect 
system that does not work well for all who need it, with a 
great variation in people’s journeys, depending on where 
patients live, referral patterns of medical professionals or 
the staff assigned to them. 

The stories also convey the patients’ and carers’ 
appreciation of the actual treatment process  and of the 
caring and professional approach of those who deliver the 
treatment. This was true even for some of the patients who 
experienced great barriers in getting to treatment. Many 
of these patients emphasised that although there were 
burdens associated with travel, accommodation,  
cost or other practicalities, they reported positively  
about the treatment phase itself.

By putting these patient perspectives in the spotlight, 
we hope to accelerate sustained and systematic reforms 
to radiotherapy services in NSW. All cancer patients, 
no matter where they live, or their income or family 
circumstances, should be able to access treatment as 
soon as medically required. It is vital that all patients who 
require radiotherapy have access to this treatment in 
order to provide the maximum possible cure rates and 
best quality of life. Treatment should be delivered within 
recommended timeframes at a location within reasonable 
travelling distance from a patient’s home. 

Andrew Penman, CEO
November 2009

Preface
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Radiotherapy is an important element of cancer treatment. 
International benchmarks indicate at least 50% of cancer 
patients will require radiotherapy at least once during 
the course of their illness. Currently in NSW, only 36% of 
cancer patients currently receive radiotherapy. The Cancer 
Council recently highlighted this shortfall in radiotherapy 
treatment in NSW and made recommendations in its 
position paper prepared for the NSW Government: 
Improving Radiotherapy: Where to from here?  
A roadmap for the NSW Government. In addition to 
producing this Roadmap, Cancer Council asked the public 
to share their first-hand stories of radiotherapy treatment 
during a Radiotherapy Call-in in March 2009. The Call-in 
aimed to establish a better understanding of both positive 
and negative experiences of radiotherapy treatment and to 
learn more about current service levels and their impact  
on patient wellbeing.

A total of 268 individuals participated in the Call-in, 67% 
of whom were women and 87% of whom were cancer 
patients. Overall, 69% of the participants reported having 
faced a barrier to accessing radiotherapy.  
The first-hand stories from participants were considered 
within five broad themes: positive experiences of 
radiotherapy, negative experiences of radiotherapy,  
factors impeding radiotherapy treatment access, system 
delays and complications plus public and private treatment 
issues and implications. We found that a positive 
experience relies on professional, compassionate and 
competent care in facilities with efficient appointment 
scheduling, plus the timely provision of information. 
When patients perceive a lack of respect, a lack of clear 
information and support, and poor physical surroundings 
at radiotherapy treatment centres and accommodation 
facilities, a negative experience is the result. 

There was an all-too-common refrain, particularly from 
participants in regional and remote areas, regarding the 
financial cost of travel, the burden on family members 
providing transport, or the inability to return home during 
extended periods of radiotherapy treatment. It would 
appear that the NSW Government’s intention to provide 
better health care to people living in rural NSW, including 
making health services more accessible to rural people 9, is 
not being experienced by all cancer patients.

Distressing delays in accessing treatment following 
diagnosis, as well as delays on the day of treatment due to 
machine faults, were reported. As the Australian Council on 
Healthcare Standards19 states that the maximum waiting 
time for radiotherapy treatment is 21 days, this finding is 
unacceptable. Cancer patients in NSW deserve a health 
system that can deliver their care according to our national 
standards.

The first-hand stories also highlighted a lack of choice 
between public and private treatment options. A number 
of patients reported difficulties in managing the costs 
associated with private treatment. It is disappointing that 
patients and their families should have to face uncertainty 
and additional burdens associated with poorly coordinated 
cancer care or inequitable access to radiotherapy when 
the Clinical Service Framework for Optimising Cancer 
Care in NSW was introduced to “achieve more integrated, 
coordinated and patient-focused approaches to address 
the health care needs of people with chronic illness”.11

These first-hand stories compellingly show the need for 
NSW citizens to be informed about the Government’s plans 
for radiotherapy services, to be able to receive treatment 
as public patients in private centres, to have more 
radiotherapy services in NSW particularly in geographic 
areas of need, to be able to access an online waiting times 
listing or a ‘centralised booking system’ and to have better 
financial assistance for country patients travelling  
to treatment. 

To date, radiotherapy issues have been the focus of 
attention of a number of previous reports and inquiries, as 
well as numerous Government policies, yet it is clear that 
from the patients’ perspective, there is still much to be 
done. The rhetoric of these reports, inquiries and policies 
must now be replaced with action that does justice to the 
courage of the individuals profiled in this report and those 
whose voices are now silent.

Executive Summary
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1.1 Radiotherapy in NSW

 Radiotherapy deploys ionising radiation to destroy or 
damage cancer cells so they cannot multiply. Treatment 
may be curative or palliative in intent for a broad range 
of cancer types. International benchmarks indicate at 
least 50% of cancer patients will require radiotherapy at 
least once during the course of their illness. Currently 
in NSW, only 36% of cancer patients currently receive 
radiotherapy. There is a current shortfall in radiotherapy 
treatment in NSW. Cancer Council has estimated that 
almost 51,000 cancer patients eligible for radiotherapy 
between 1996 and 2006 did not receive it. 

1.2 Improving radiotherapy – A roadmap for NSW 

 In May 2009, Cancer Council published its position 
paper entitled Improving Radiotherapy: Where to 
from here? A roadmap for the NSW Government.1 
The Roadmap estimated that nearly 40,000 years of 
additional life were lost in NSW between 1996 and  
2006 because patients did not receive radiotherapy.  
This Roadmap also highlighted the current issues in 
provision of radiotherapy treatment, provided  
best-possible estimates for infrastructure and workforce 
requirements, made recommendations for providing 
immediate relief in access to radiotherapy treatment 
and suggested actions needed for long-term 
improvements in radiotherapy services across the State 
with the aim of improving survival and quality of life of 
cancer patients. 

 The issues highlighted in the Roadmap were echoed in 
an independent report by the Audit Office of NSW titled 
Tackling Cancer with Radiotherapy Report.2 In particular, 
the Audit Office of NSW noted: 

 NSW Health proposals for new radiotherapy services 
usually cite improvement in morbidity and mortality,  
and radiotherapy treatment rates as primary 
objectives. In particular, a treatment rate of at least 
50% of all cancer patients has been a NSW target 
since 1995. Current radiotherapy treatment rates for 
NSW residents who received radiotherapy in NSW 
and interstate, in either the public or private sector, 

 are considerably lower than this target. Treatment 
rates in other States and overseas appeared similar to 
those achieved in NSW.2

 This is not new news. Numerous other reports and 
papers have also highlighted this shortfall, including the 
(not exhaustive) list below:

•  Report on The Radiotherapy Oncology Services  
in NSW (1982)

•  Report of the Working Party on Radiation  
Oncology by AHMRC (1989)3

•  Beam and Isotope Radiotherapy Report of the  
AHTAC-NHMRC (1996)4

•  A Vision for Radiotherapy in Australia,  
from the Baume Report/Inquiry (2002)5

•  Federal report by the Radiation Oncology 
Jurisdictional Implementation Group (2003).6

1.3 The policy context

 There are at least half a dozen NSW Government 
policies and guidelines relevant to cancer control  
and cancer in NSW. First, the NSW State Plan,  
which promotes healthy communities through  
improved access to quality health care and health 
information.7 This Plan commits the Government to 
improving survival rates and quality of life for people  
with chronic illness. In this Plan, the Government  
states it will regularly measure and improve the  
quality of services and customer satisfaction,  
and adapt services to meet future challenges. 

 Second, the NSW State Health Plan (2006-2010) 
presents NSW Health’s commitment to delivering high 
quality health services that are responsive to the needs 
of health consumers and the community, as well as 
providing adaptive services to meet the challenges of 
the future.8 The four goals presented in this plan are:  
i) to keep people healthy; ii) to provide the health care 
that people need; iii) to deliver high quality services; and, 
iv) to manage health services well. In addition to these 
goals, eight specific aims are to be achieved by 2010 
including more effective and timely access to health 

1. Background and introduction
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“ NSW has had its share of 
reports, inquires and policies 
related to radiotherapy. What 
has been missing is the patient’s 
experience of radiotherapy.”

services based on patient needs; improved patient 
journeys through the health system; strengthening 
integration and coordination across the health sector 
and sharing of health information to improve quality of 
care and better infrastructure to meet the challenges of 
health service delivery. 

 In addition to the NSW State Health Plan, the NSW 
Rural Health Plan states a commitment to providing 
better health care to people living in rural NSW, and 
include initiatives aimed at making health services more 
accessible to rural people.9 Released originally in 2002, 
this Plan is now under review.

 Important, too, are the NSW Cancer Plan 2007-
201010 and the Clinical Service Framework for 
Optimising Cancer Care in NSW,11 which shape 
service arrangements and quality throughout NSW. 
One of the five priorities of the NSW Cancer Plan is 
the improvement of cancer services and professional 
education. The Clinical Service Framework for 
Optimising Cancer Care in NSW includes among its 
aims “to achieve more integrated, coordinated and 
patient-focused approaches to address the health care 
needs of people with chronic illness”.11

 Finally, and most recently, the NSW Government 
recently released a document titled Caring Together: The 
Health Action Plan for NSW,12 which was the first stage 
response to the Final Report of the Special Commission 
of Inquiry: Acute Care in NSW Public Hospitals 200813 
(known as the ‘Garling Report’). In its response, the 
NSW Government highlighted its commitment to a 
universal system that provides safe, high quality health 
care for everyone in our community. Its response also 
states that “our community rightly expects high quality 
health care delivered with compassion, attention to 
detail and clinical excellence”.12 As such, radiotherapy 
patients should rightly expect high quality health care 
delivered with compassion, attention to detail and 
clinical excellence. 

1.4  What are patients’ experiences of  
radiotherapy in NSW? 

 As outlined above, NSW has had its share of reports, 
inquiries and policies related to radiotherapy. What has 
been missing is the patient’s experience of radiotherapy. 
In response to this, Cancer Council asked the public to 
share their radiotherapy experiences during a  
one-month Radiotherapy Call-in to the Cancer  
Council Helpline.

1.4.1  Radiotherapy Call-in to the Cancer Council 
Helpline

 The objective of the Call-in was to provide a mechanism 
for cancer patients, family and carers to share their 
perspectives and experience of radiotherapy treatment 
and access with Cancer Council Helpline staff via 
telephone or email. The specific aims of the Call-in  
were to:

• contribute to a better understanding of the 
radiotherapy experiences (both positive and negative) 
of cancer patients, family and carers, including 
experience of waiting times and access to facilities

• learn more about the State’s current service levels 
and their impact on patient wellbeing.

 This report presents the Call-in findings and is a 
companion to the Improving radiotherapy: where to  
from here? A roadmap for the NSW Government1 
position paper. 
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2.1 Promotion of Call-in participation 

 Between 3 March 2009 and 3 April 2009, cancer 
patients, family and carers were encouraged to 
contribute to a Call-in via the Cancer Council Helpline 
number, 13 11 20, or by emailing cis@nswcc.org.au. 
The Call-in was staffed by Cancer Council Helpline 
staff from 9am to 5pm on weekdays and telephone 
interpreter services were made available where needed.

 The Call-in was promoted via a range of media outlets 
including print, online, television news and radio.  
The Call-in was also promoted via email and hard copy 
flyers through social workers, treatment centres, cancer 
support groups and services, and Cancer Council 
supporters and volunteers. 

 The Call-in was publicised as a “call to action to 
voice personal experiences of radiotherapy treatment 
and access” and noted that “Cancer Council NSW 
is interested in hearing all about patient and carer 
experiences of radiotherapy in NSW. Your story will 
help us advocate for improving the system as a whole, 
so that it can better meet the needs of radiotherapy 
patients in the future.” 

 The aim of the promotion and recruitment to the  
Call-in was to encourage as many people as possible to 
take up the opportunity to share their stories. As such, 
it was a self-selected group of participants and not a 
representative sample per se. 

2.2 Data collection

 Data were collected by Cancer Council Helpline staff, 
with support and follow-up (where necessary) by other 
Cancer Council staff. Data were also collected via email 
for some participants. The following basic characteristics 
were collected: age range; gender; caller type (patient; 
family member; friend/carer; health professional; other); 
how the participant heard about the Call-in; what type of 
cancer was experienced; year of diagnosis; residential 
postcode at time of diagnosis (used to categorise 
according to Area Health Service; see Appendix 1 for 
map); contact details and consent details.

 

 Via a semi-structured interview, Cancer Council Helpline 
staff collected qualitative data on patient experience of 
treatment; any associated travel and accommodation 
issues; experience of referral processes; experiences 
of treatment delays and waiting times timelines between 
diagnosis; referral and treatment; complication or side 
effects; treatment costs and/or related hardships; and 
any other personal and practical issues.

 Following the Call-in period, data were reviewed and 
participants were recontacted if missing data were 
identified or if they were identified as potential  
case-studies for this report. Unfortunately, recontacting 
participants was not always successful and missing data 
remains in the dataset. Up to three attempts were made 
to recontact participants, with a cut-off date of 5 June, 
2009. 

 Some participants agreed, with specific consent 
provided, for their stories to be presented as case 
studies, and a number of these are presented within 
this report. Where requested, a participant’s name and 
identifying details have been changed. Where necessary, 
the case studies and accounts recorded verbatim have 
been edited for clarity. Additionally, the names and 
details of treatment facilities and staff have been  
de-identified throughout this report.

2.3 Data analysis

 The basic characteristics of the participants are 
presented and, where relevant and useful, categorised 
by Area Health Service (AHS) region.

 The data collected via the semi-structured interviews 
and emails were analysed qualitatively. Firstly, each 
contribution was coded based on responses to specific 
questions and qualitative data provided (note: coding 
allocation was not mutually exclusive). Secondly, the 
qualitative data were reviewed to identify major  
themes and any relevant sub-themes. Data were 
reviewed by three reviewers to ensure coding was 
consistently applied.

2. Participants and methods
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3.1 Sample sources

 A total of 268 individuals participated in the Call-in, 
which included 48 email submissions. Participants were 
most likely to have joined the sample via print media 
promotions (22%, n=59) and radio promotions (21%, 
n=56), with an additional 19% (n=51) joining via the 
Cancer Council website promotion. 

3.2 Participant characteristics 

 Of these 268 participants, 67% (n=180) were women 
and 33% (n=88) were men. Most (76%, n=204) of the 
sample were aged over 50 years. 

 A barrier to accessing radiotherapy (defined as 
having either experienced a travel issue and/or an 
accommodation issue; and/or a personal/practical 
issue; and/or a system issue; and/or a referral issue) 
was reported by 69% of participants (n=186).

 Eighty-seven percent (n=232) of participants 
were cancer patients, 11% (n=29) were family 
of cancer patients or carers and 2% (n=5) were 
health professionals or ‘other’ (missing data for two 
participants, <1%). Participants from each of these 
categories provided information at a range of levels, 
from detailed first-hand stories to general comments 
about a loved one’s experience.

 Forty-three percent (n=115) of the participants reported 
breast cancer as the primary cancer diagnosis they had 
received (either by a patient or their loved one). Prostate 
cancer was reported by 12% (n=32) of participants while 
all other cancer types were reported by less than 10% 
of the participants (Table 1). This distribution was in line 
with the gender distribution of the participants and the 
overall proportion of patients receiving radiotherapy in 
NSW in 2006, i.e. 83% of breast cancer patients and 
60% of prostate cancer patients.14 

 

Table 1:  
Primary cancer diagnosis of Call-in participants

Primary cancer type
n = 
268

%

Breast cancer 115 43

Prostate cancer 32 12

Mouth/throat/oral 19 7

Colorectal 13 5

Skin/melanoma 13 5

Cervical/uterine 13 5

Unspecified 10 4

Lung 8 3

Brain 8 3

Haematology 5 2

N/A 5 2

Other 5 2

Lymphoma 5 2

Leukaemia 5 2

Liver 3 1

Mesothelioma 2 1

Testicular 2 1

Stomach 1 <1

Missing/not stated 1 <1

Note: Due to rounding, the percentages presented may not add to 100%

 

3. Results
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“The distribution of radiotherapy 
services means that some 
residents live in areas of the 
State with no radiotherapy 
service within easy reach.”

 Of the 268 participants, 56% (n=150) had been 
diagnosed between 2005 and 2009 and 15% (n=39) 
had been diagnosed between 2000 and 2004 (Table 2). 
A total of 11% of participants were diagnosed in 1999 or 
earlier (n=29) (missing data for 19%, n=50).

Table 2:  
Year of cancer diagnosis of Call-in participants

Year of diagnosis
n = 
268

%

2005 to 2009 150 56

2000 to 2004 39 15

1991 to 1999 22 8

1980 to 1990 3 1

1970 to 1979 2 <1

Prior to 1970 2 <1

Missing/not stated 50 19

Note: Due to rounding, the percentages presented may not add to 100%

 Seventy-seven percent of the participants (n=206) were 
cancer patients who had received radiotherapy while 
13% (n=35) were currently receiving radiotherapy and 
7% (n=19) were waiting for treatment (Figure 1) (missing 
data for 1%, n=3; not applicable for 2%, n=5).

Figure 1: Recency of radiotherapy treatment

 

 The AHS regions within which the participants lived at 
time of diagnosis were: 

 Northern Sydney & Central Coast (17%, n=46);  
Hunter & New England (15%, n=40);  
Greater Western (12%, n=32);  
North Coast (9%, n=24);  
Sydney West (9%, n=24);  
Greater Southern (6%, n=16);  
South Eastern Sydney & Illawarra (6%, n=16);  
Sydney South West (2%, n=5);  
Another State (1%, n=3)  
(note: missing data or not applicable for 23%, n=62). 

 Further details about participants are presented in 
Appendix 2 (Table 3).

3.3 Key themes and findings

 The qualitative data collected via the Call-in fell into  
the following four broad themes. The extent of the 
stories and information from the 268 participants  
varied widely and some were relevant to more than  
one of the five themes.

Themes: 
1) Positives experience of radiotherapy
2) Negative experiences of radiotherapy
3) Factors impeding radiotherapy treatment access
4) System delays and complications
5) Public and private treatment issues and implications.

3.3.1 Positive experiences of radiotherapy

 Analysis suggested that the key elements of a positive 
treatment experience included the presence of  

a)  professional, compassionate and technically 
competent staff during their treatment, including  
a lack of side effects experienced; 

 b) flexibility in appointment scheduling; and 

 c)  timely and appropriate information provision.  
These elements are discussed separately,  
although there was some overlap.

77%
Past
Current
Waiting

Missing
N/A

13%

7%

2% 1%
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a)  Professional, compassionate and technically 
competent staffing 

 Analysis indicated that positive experiences  
of radiotherapy were related to perceived  
professionalism and technical competence  
among staff at treatment centres: 

 “  I received radiotherapy for prostate cancer … 
November 2008 to January 2009 and could not be 
happier with the level of concerned care shown by 
ALL the staff, the efficiency of the process and the 
wonderful facilities.” 

 “ … I have nothing but praise and admiration for all 
the staff in Radiation Oncology from the reception, 
to radiographers, radiologists, doctors, nurses and 
dieticians; everyone we came in contact with has been 
professional, yet friendly, supportive and caring.” 

 “ I’ve had a really good experience with radiotherapy.  
The Social Worker … was great and did everything 
she could for us. We stayed in a nice two bedroom 
apartment and only paid $200 for the week as Cancer 
Council QLD or the Cancer Fund paid for the rest of the 
bill. Everyone at the hospital was really lovely. I stayed 
positive and my husband has been great.” 

 “ I couldn’t fault any of the staff at the treatment centre, 
and they’d make you feel chirpy when I was not so 
positive.” 

 Patients appreciated the compassion shown by staff 
throughout the health system including their private 
health fund and Medicare staff. One participant reported 
great customer service from the counter staff at her 
local Medicare centre: “Once they worked out what 
you were going through they couldn’t do more for 
you.” Compassion and respect from the radiotherapy 
technicians and therapists was also appreciated: 

 “ When I couldn’t move, I often felt very hopeless and 
vulnerable. If they saw that I was feeling that way 
stretched out on the table waiting, they would attend  
to me immediately.” 

 

 “ The staff were very good and they gave tremendous 
support.”

 There was also a link between positive accounts of 
radiotherapy treatment and an absence of side effects 
from the treatment itself:

 “ The … centre… is excellent. They organised everything 
for me and I did not have any problems. The type of ray 
they used did not cause many side effects. My friend 
who had treatment … was so burnt he had to sit in 
a salt bath. Another friend had problems with his hip 
joints after treatment.” 

 “ The radiotherapy treatment had imperceptible side 
effects and was comfortable and straightforward.” 

 “ … had radiotherapy … in mid 2000. The team were 
wonderful and I had no burning or discomfort … the 
guys who did the treatment were happy, chatty and 
very caring. I had plenty of information in advance and 
modified my diet. No shortcomings that I can recall.” 

b) Flexibility in appointment scheduling

 Flexibility in the scheduling of appointments was  
greatly appreciated by participants: “They worked 
around my schedule” and “made early morning 
appointments so I could go to work after.” While 
there was an acknowledgment of the busyness of the 
treatment centres, staff attempting to accommodate 
patients’ schedules contributed to a positive perception 
of the treatment experience overall.

 “ I could not fault the process at all. All personnel involved 
were helpful and kind within the parameters of a busy 
unit and tried to accommodate my choices of time.” 

 “ The staff at the … hospital… are a fantastic, caring 
group of professionals … very supportive, on the two 
occasions I had to change the time of my appointment 
they went out of their way to reschedule for me; a 
friendly, happy bunch who always put me at ease.” 

“ I couldn’t fault any of the staff  
at the treatment centre, and 
they’d make you feel chirpy 
when I was not so positive.” 

“ I couldn’t fault any of the staff  
at the treatment centre, and 
they’d make you feel chirpy 
when I was not so positive.” 
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Heather is in her mid fifties and lives in regional 
NSW. Heather received radiotherapy treatment for 
breast cancer in a public treatment centre within 
100km of her home. While Heather’s experience 
of her treatment was, overall, a positive one, her 
story highlights the value placed on compassionate 
staffing. 

Heather’s* story: 
“I found the staff great, very supportive.”

 “ I have had breast cancer, which resulted in surgery, 
chemo and radiotherapy. My experience with the 
actual treatment was fine, the staff at the … hospital 
… are a fantastic, caring group of professionals. My 
only negative experience was with [a] nurse at the 
hospital. I feel that she understood the technical side 
of what was going to happen to me but not really on 
the emotional side of things. Other than this, like I 
stated previously, for me personally I found the staff 
great, very supportive, on the two occasions I had to 
change the time of my appointment they went out of 
their way to reschedule for me, a friendly, happy bunch 
who always put me at ease.” 
*name has been changed

c) Timely and appropriate information provision 

 Where appropriate and timely information was 
provided, this was perceived very positively by 
participants: “couldn’t fault it at all, there was no 
waiting time and everyone would explain everything to 
me as I went along.” 

 “ I was diagnosed with breast cancer December 
1999 and had radiotherapy … in mid 2000. I had 
plenty of information in advance and modified my 
diet. No shortcomings that I can recall - bliss really 
in comparison to the AC chemo I had just finished! 
The team were wonderful and I had no burning or 
discomfort - simply made me very tired. … it was the 
guys that did the treatment who were happy, chatty 
and very caring.” 

 One participant based in a rural area reported that his 
doctors and local regional Cancer Council staff advised 
him about accommodation for his five-week stay in 
Sydney. They recommended low-cost accommodation 
that was in walking distance to a train station:

 “ It was a beautiful place to stay … There was a real 
sense of camaraderie between patients, many of them 
were from the land, and one young bloke was even 
coming back and forth from Bega. We’d walk up the 
hill to the trains and shopping centre … and if any 
of the others were too ill to move, we’d offer to grab 
something at the shops for them.” 

 Very few participants reported having had access to a 
social worker, but the ones who did noted the value of 
social workers during their treatment:

 “ … I chose to go public and there was no delay and 
the social worker assisted with all the information and 
support.” 
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Adele was in her forties and living on the Central 
Coast of NSW when she was diagnosed with breast 
cancer. Following surgery and chemotherapy Adele 
underwent five weeks of radiotherapy at the local 
private clinic. 

Adele’s story: 
“ … I wanted to tell you that my experience of 
radiotherapy was fantastic …”

 Adele started her radiotherapy in January 2009 at a 
private clinic that was a 10-minute bus ride from her 
home. Adele had private health insurance but this did 
not cover radiotherapy as the treatment was undertaken 
as an outpatient. In total, she was $1,800 out of pocket 
and was happy with her experience overall.

  “ I wanted to tell you that my experience of radiotherapy 
was fantastic,” she said. “The only thing was that I didn’t 
get to see my doctor very often. I was supposed to see 
him every week, but it was up to week four before I saw 
him. I chose to go private because of travel but it did 
mean I was $1,800 out of pocket.” 

 Adele says that “the staff made the daily treatment fun 
with their friendly personalities and at the same time 
being professional. They even allowed me to take  
photos of my last day which I will treasure.”

3.3.2 Negative experiences of radiotherapy

 In contrast to the positive experiences reported above, 
analysis of negative experiences suggested that these 
were a result of a) a lack of compassion and respect 
from staff and/or b) a lack of timely and appropriate 
information during the treatment journey. Additionally, 
participants highlighted a number of negative 
experiences based on c) poor physical environments,  
in both waiting rooms and accommodation facilities. 
These elements are explored below.

a)  Lack of professional, compassionate and 
technically competent staffing

 Analysis suggested that a negative experience 
of radiotherapy was linked to patients reporting 
unprofessional and uncompassionate staffing within  
the treatment centre they attended.

 “ … there were some trainee doctors who were less  
kind and actually frightened me due to their lack of 
empathy and thoughtless remarks and appraisal  
of my situation ...” 

 “ The clerical staff treated me in a condescending way ... 
I think the clerical staff should have training on how to 
treat people.” 

 “ I’m not getting treated very well at my treatment centre, 
saying they can’t help me off the radiotherapy table …” 

 “ My father travelled to Sydney for treatment for his 
prostate cancer in 1991 and returned home to describe 
his disheartening experience with the people who 
treated him … his attempts to engage a personal 
response with a joke or other light-hearted conversation 
fell on deaf ears until he realised that they regarded 
him just as a slab of meat, which greatly saddened 
my father’s humour which was one of his signature 
strengths. I was led to believe that the radiotherapy 
contributed to subsequent excessive bowel 
haemorrhage which required a colostomy bag  
to overcome. His deterioration seemed to be rapid  
after the ordeal until his unexpected death a few  
months later.” 

 “ While overall, I have been satisfied with the service, at 
times, I have felt that there has been a lack of concern/
empathy on the part of the staff though. I know they 
have a lot of patients to see and time is limited, but a 
little more understanding, especially on the first visits 
would be helpful. You are bombarded with a lot of 
information which, at a time when you are very fragile, 
is often hard to take in. Perhaps some more written 
information would be useful.” 

 The following story illustrates the distress caused by 
unprofessional staff at a treatment centre. 
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Sasha was diagnosed with breast cancer in 2007 
while she was in her sixties. Sasha attended her 
first radiotherapy appointment, at a private clinic, 
and went to the front counter of the clinic for 
payment information with the non-clinician staff. 
A simple request for a quote ended in a huge and 
embarrassing ordeal

Sasha’s* story: 
“ I was mortified; I was treated like I was  
a poverty case by the staff.”

 “ I went to the counter to ask for a quote, as I forgot to 
ask the doctor. It was clear that the clerical staff at the 
counter for whatever reason did not want to share this 
with me easily. The one servicing me lowered her voice, 
and with an accusing look said that this request would 
be complicated to just simply give over. Although I felt 
really ill and tired, I insisted on knowing how much I was 
going to pay, as I really didn’t think it was an unusual 
request. She told me angrily that she’d ‘have to go and 
see the doctor’ and scuttled away. When she returned 
to the counter she had a slip of paper in her hand with a 
hand-written figure written in on.

 “ Without any hesitation she handed the slip of paper 
over the counter and again lowering her voice, wanted 
to know whether I would find that amount of money 
‘difficult to deal with’. I was mortified; I was treated like 
I was a poverty case by the staff. They said if I could 
not afford it there was a fund for the poor. No mention 
of travel, accommodation help, or the Medicare centre 
down the road. I was chastised for my choice of 
credit card which they didn’t accept. I couldn’t help 
wondering what it would be like if you were elderly, very 
ill, or actually did have financial difficulty and what the 
level of condescending attitude the staff would show 
towards you. 

 “ Luckily I could afford the payments, and luckily that 
other patients in the waiting room helped me out with 
practical advice, like how to make payments and where 
the nearest Medicare centre was. Their help was 
invaluable and I tried to do my bit for others when I was 
back in that waiting room, listening to the clerical staff 
carry on.” 
*name changed

b) Lack of timely and appropriate information

 Analysis revealed evidence of major gaps in information 
and support being provided by the health system to 
patients, leading to a range of negative experiences:

 “ My aunt has slipped through the system, she was 
diagnosed in September 2008 and no one told her 
that her radiotherapy was to start in February 2009 … 
She has not been given any guidance or support ... No 
one is assisting her with information or support; we just 
didn’t know what we were meant to do.” 

 “ It was a very lonely journey. No one offered any support 
or information about support groups if they even existed 
… I saw for myself the tumours on the x-ray - not good! 
Turned up for first radiation only to be told machine was 
down had to go back next day. No one ever gave a 
schedule of whether blood tests should be done or not 
or how long the results take to get back.”

 “ My experience was great but I would have liked to have 
been told about the side effects before they happened.” 

 “ I slipped through the cracks and had no support 
throughout my radiation treatment. The only person 
there was the specialist. On the last day of treatment 
the social worker came and wanted to give me support 
but I was ready to leave everything behind.”

c) Poor physical environments

 A negative experience of treatment was not only a result 
of staffing and/or a lack of information provision; it was 
also influenced by the quality of the facilities and the 
physical environment:

 “ General appearance of the [accommodation] is awful, 
the staff are gorgeous, but the wait is long, up to four 
hours. … surrounds are second rate and second class. 
I coped fairly well, but did have a couple of meltdowns. 
Older country ladies didn’t cope so well.” 

 “ My experience was a very positive one but I would say 
that waiting for my turn for treatment was pretty awful - 
the waiting room was drab and scary, awful programs 
on TV were horrible and dehumanising. The waiting 
room [elsewhere] is much brighter, positive and less 
intimidating.” 

“ ...I have felt that there has 
been a lack of concern and 
empathy on the part  
of the staff...”
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 “ I have just finished 30 days of radiotherapy … The staff 
couldn’t have been more helpful, friendly and attentive. 
My care was first rate. However, the surroundings are 
dismal and miserable and make one feel defeated as 
one enters the building.” 

3.3.3 Factors impeding radiotherapy treatment access

 In addition to the key policies and guidelines highlighted 
earlier in the report, there is also the Transport for Health 
Policy (2006-2011), which is particularly relevant to 
treatment access issues.15 In short, the Transport for 
Health Policy Framework aims to assist NSW Health to 
improve patient access to health services. This Policy 
acknowledges that travelling to and from health facilities 
is often difficult for people who cannot use, or have 
difficulty in accessing, public and/or private transport, 
and that transport-disadvantaged people include those 
who live in rural and/or isolated communities.  
The Isolated Patients Travel and Accommodation 
Assistance Scheme (IPTAAS) is one of the initiatives 
operating under this policy which provides transport and 
accommodation subsidies that assist people in isolated 
and rural communities to gain access to specialist 
medical treatment not available in their own area.

 Participants were considered to have had issues with 
radiotherapy treatment access if they reported issues 
with accessing transport and/or accommodation. 
Accommodation issues were considered to be those 
where the patient had had to stay away from home 
during treatment, be it with family or not, and/or had 
incurred accommodation costs. 

 Qualitative analysis suggested distance from home to 
treatment facility was a major access issue and that this 
resulted in a) travel and accommodation costs for the 
patient; and participants discussed the need for  
b) appropriate transport options and support. Distance 
from home to treatment facility also resulted in level of  
c) emotional distress, caused by separation from family 
and friends.

Rex was in his fifties when he was diagnosed with 
Merkel cell carcinoma, a rare and aggressive form  
of skin cancer, in 2007. Rex lives in Boggabri, a  
small town in north-western NSW, and he had to 
travel extensively during his diagnosis and treatment. 

Rex’s story: 
“ The health system is not set up for people living  
in [rural NSW] – all the specialist services are  
too far away.”

 Leading up to his cancer diagnosis, Rex travelled from 
his home in Boggabri to various specialist appointments 
in Tamworth, Newcastle and Sydney. After his diagnosis, 
he completed three cycles of chemotherapy in 
Tamworth, 120km from his home. 

 Once his chemotherapy was completed, Rex 
was referred to Sydney for radiotherapy. Although 
radiotherapy was available closer to home, the visiting 
oncologist for his Area Health Service was linked 
with a Sydney hospital, and Rex had a sister living in 
Sydney. Rex stayed with his sister for the six weeks of 
radiotherapy treatment, and so did not incur any travel 
or accommodation costs. He was also pleased that he 
did not have to wait long for radiotherapy, starting in mid 
May the week after being measured and assessed. 

 Rex made around 30 trips from home to appointments 
in Tamworth for various medical appointments, as 
well as trips to Newcastle. He was aware that there 
is a financial assistance scheme available for country 
patients; he has not bothered to claim for any of these 
trips – “too much paperwork and running around getting 
doctors’ signatures.”

 Rex says: “The health system is not set up for people 
living in places like Boggabri – all the specialist services 
are too far away, and there is extensive travel involved for 
various appointments that require extensive coordination 
to minimise additional trips, or spending all day waiting 
for various appointments.”

“ I claimed costs through  
IPTAAS and received $16  
back. This was to cover 
accomodation and petrol.”
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a) Travel and accommodation costs

 Living a distance from one’s radiotherapy treatment 
centre involved travel and accommodation expenses for 
the patient and their family: 

 “ I travelled 1,000km to have my radiotherapy treatment. 
I stayed [in subsidised accommodation] and was out of 
pocket $500.”

 “ My mother is having radiotherapy at Wollongong 
Hospital and she lives in Nowra. To travel there and 
back by taxi costs $250.”

 “ I claimed for costs through IPTAAS and received $16 
back. This was to cover accommodation and petrol.”

 “ The problem here is that people have to travel a long 
way to see the doctor at Dubbo and then they have 
to go to Sydney. People on the land can’t afford 
to be away. And nothing has changed since I had 
Radiotherapy in ‘99. The Government should come to 
the party a bit more, there are people who can’t afford 
to have any type of treatment.”

 Some participants reported financial and practical 
assistance with travel and accommodation costs: 

 “ They [IPTAAS] helped with travel at the time and kept 
the travel expenses down. They didn’t cover any of our 
meals, as why would they? You’d still have to pay for 
your meals if you were home. They didn’t help out with 
accommodation costs though.”

 

 Some regionally based patients reported a number of 
compromises to ensure that they could afford all the 
related expenses.

 “ I had rectal cancer in 1999. I was living in Lismore and 
the closest treatment was in Brisbane. I had a family 
in Sydney so I chose to be treated [in Sydney]. I chose 
to stay with family during the weekend and stayed at 
the nurses’ quarters...for the rest of the time, free of 
charge. I don’t remember who organised that for me. 
The hardest thing was travelling to/from Lismore for 
check-ups after the treatment. 

 The train took 14 hours so I tried to save up for the plane 
flights. I own a farm and got some assistance through 
a scheme that provided some financial assistance for 
farmers who get ill.”

 One participant noted that distance to treatment 
potentially jeopardised her access to any treatment at all: 

 “ I have had breast cancer and can’t leave my farm for 
treatment, what can I do?”
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In 1988 Jack and Lois were living on a property 
outside of Dubbo in far western NSW when Lois 
was diagnosed with cervical cancer. Jack and Lois 
incurred substantial costs during cancer treatment.

Jack and Lois’s* story: 
“I was always appreciative that we were not in a 
situation where we had young children or a mortgage.”

 Following Lois’s cancer diagnosis, and at the 
recommendation of the local specialist, arrangements 
were made for her treatment to commence at the 
closest hospital, which is almost 500km away from 
home. Radiotherapy treatment took six weeks, and 
during this time, Jack and Lois returned home only  
once – for Christmas. The rest of the time, they stayed  
in Sydney, in a rented unit, secured through a real  
estate agent.

 Although Lois required extensive treatment, tests and 
operations, Jack said, “We were luckier than most – if 
we needed stuff done quickly, such as x-rays, CTs or 
MRIs, we could have it done privately. When you have 
cancer, you don’t want any delays.”

 

 Jack and Lois incurred substantial costs during cancer 
treatment. In addition to the costs of treatment as a 
private patient, the renting of the unit, and the travel to 
and from Sydney and from the unit to the hospital each 
day, they had to employ a casual to look after things on 
their property while they were in Sydney for treatment. 
Although he can’t recall the total cost, Jack remembers 
that one Medicare letter included over 11 pages of 
transactions. 

 He also notes that they received very little financial 
assistance from IPTAAS, with only a small amount of 
reimbursement for their travel costs and no assistance 
for accommodation. There were also very large  
gap fees for those services they elected to use  
as a private patient.

 “ I was always appreciative that we were not in a situation 
where we had young children or a mortgage. It meant 
that I could be there for my wife, to look after her and 
overcome the problems that others faced due to staff 
shortages in hospitals. Even simple things like going to 
x-ray or other tests is much harder for those patients 
who don’t have someone to care for them. The nurses 
are so busy that they always have to rush off, and 
sometimes that means leaving patients to wait alone for 
treatment or tests.”

*names changed
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b) Appropriate transport options and support

 Another challenge of distance, even within metropolitan 
Sydney, was finding access to appropriate transport 
options.

 “ My father has head and neck cancer and has to have 
six weeks of radiotherapy, five days per week. He has to 
travel from Westleigh to St Vincent’s and we are having 
trouble finding transport.”

 “ Community transport wouldn’t pick up my mum as she 
lives in a nursing home and they said the nursing home 
should provide transport, but they don’t.”

 A number of participants highlighted that their need 
for transport support was due to the fatigue and pain 
experienced post treatment: 

 “ With the pain you can’t always handle the distance. 
Transport is an issue if I’m in pain.” 

 “ … coming home, you’d always feel faint and 
otherworldly ...”

 “ … you’ve got to always have someone with you for 
safety ...”

 “ … [additional radiotherapy] would mean going to 
Newcastle or Royal North Shore on the train for public 
service which I don’t think I could cope with because of 
the bone pain. I’m on a disability pension now.”

 “ I found staff very helpful and as accommodating as 
possible. My main comment is in relation to having to 
travel over 212km per day whilst receiving treatment.”

 

 Family members also reported the potential impact of 
distance on carers and support networks:

 “ My sister lives in Muswellbrook, NSW and, as the 
closest radiotherapy centre is Newcastle, NSW [and] 
we had to transport her there for every session. She 
required radiotherapy every weekday for about six 
weeks. Towards the end of the treatment she arranged 
accommodation at one of the hospital cottages 
available for patients and their family. For the rest of the 
time, however, she required a friend or family member 
to drive her 125km each way. She was advised by her 
doctor not to drive herself as the treatment could make 
her tired. I understand she received vouchers from the 
social worker to put towards her petrol costs. Driving 
this far, this often, presents risks, though. … Other 
patients that she met had travelled even further, too. It 
seems strange and frustrates me that the Government 
does not outright fund more facilities further north-west 
of Newcastle when there, unfortunately, is plenty of 
need.”

 “ My husband has prostate cancer. I had breast cancer 
nine years ago and nothing has changed since then. 
There is still no public radiotherapy centre in Gosford. 
I think it is about time that we had a public centre. It is 
hard for us to get to treatment as we are getting old 
and driving may be hard for my husband when he is 
tired from the treatment. Friends have offered to help us 
with transport. The community transport will not take us 
there every day.”

 Real value was placed on practical support such as 
the provision of dedicated car parking spaces for 
patients undergoing radiotherapy, which was identified 
by one participant as “reduc[ing] both costs and stress 
for cancer patients attending the centre for regular 
treatment”.

“  My husband was diagnosed and 
died very soon after. We had to 
travel 600km to radiotherapy 
treatment and sadly this took most 
of his remaining time ... if the 
centre was closer we could have 
returned home [to] our family.”
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Barbara was in her late twenties and living in Lismore 
with her young family when she was diagnosed with 
cervical cancer. With no radiotherapy centre in the 
region at the time, Barbara travelled to Brisbane to 
receive six weeks of treatment.

Barbara’s story: 
“ … I would drive up there, spend the week for 
radiotherapy then drive home to my family on 
weekends …”

 Barbara received little advice about travel or 
accommodation assistance because there wasn’t a 
lot available in the early 1990s, but she was able to 
find a room at a building close to the hospital, run by 
the Country Women’s Association where the cost was 
nominal. “It was a rabbit’s warren, but pleasant, all 
women, many having cancer treatment. There were 
local women, and many other women, from all over 
and interstate. It was the only place at the time that you 
could stay for any length of time.”

 The travel for treatment was exhausting, the drive taking 
a couple of hours one way, and Barbara said, “I would 
drive up there, spend the week for radiotherapy then 
drive home to my family on weekends. It was just prior 
to this that I had to finish breastfeeding my baby. My 
husband was holding down a full-time job and running 

 our dairy farm, bottle-feeding our baby and caring for 
our two-year-old. Our 10-year-old went to stay with 
friends. For the first few weeks I coped relatively well. I 
had a new perspective on life … all the little things which 
bothered me previously were so unimportant from here 
on. Life was just about loving my family and making the 
most of time that I had.”

 This pattern of life for radiotherapy went on for six 
weeks, until the travel, treatment and lifestyle took its toll 
and Barbara remembered that, “I began to get tired as 
the radiotherapy took its toll. The skin from between my 
legs began to peel and I had less and less energy. My 
family could not be there for those treatments so I found 
myself in waiting rooms alone, but with others who were 
having similar treatments.”

 Barbara estimates that it took her at least two years 
to recover, not just physically but also mentally, from 
the ‘trauma’ and says that “If you want to find amazing 
stories of laughter, courage and sadness … spend 
some time in those waiting rooms. I often think of those 
suffering cancer and am thankful I survived. There were 
many friendships made though sadly I never stayed in 
touch with those I met at the hospital because I couldn’t 
cope with knowing if their fate was different to mine.  
I want to believe they survived.”

c) Emotional distress

 Another sub-theme was the emotional distress resulting 
from time away from family when travelling a distance to 
treatment was required:

 “ My husband was diagnosed and died very soon after. 
We had to travel 600km to radiotherapy treatment 
and sadly this took most of his remaining time that he 
dearly wanted to spend at home. … if the centre was 
closer we could have returned home on the farm and 
our family. We had no idea that we would be there for 
so long. We also paid for two weeks full hotel expenses 
because no one told us otherwise about all those 
services that could have been available to make things 
easier.”

 

 The need for access to support from significant others 
was reported by numerous participants. The stories and 
experiences shared via the Call-in pointed to the value 
of having support from one’s significant others during 
treatment. One patient noted that support from close 
family was invaluable and ‘… during the times when I am 
not so positive my family are there to support me. There 
is always so many of them around.’

 Feelings of loneliness and isolation also emerged, related 
to distances travelled to access treatment. Participants 
reported that their partners and families were not able to 
travel with them, and the subsequent impact and stress 
on other family members and carers’ time.

“ I had to wait three months  
to have treatment, and the  
side effects are not good…
There were so many stuff-ups 
and I’m so angry.”
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3.3.4 System delays and complications

 Waiting times for radiotherapy treatment are another 
important indicator of the performance of the NSW 
health system.5,16 Treatment delays are known to lead to 
adverse outcomes, with life-threatening consequences, 
especially for those patients with breast, head and 
neck cancers.17,18 The Clinical Service Framework 
for Optimising Cancer Care in NSW outlines a set of 
standards for cancer care.11 Under Standard 4 – Access 
to appropriate clinical services, it states that “… For 
radiotherapy, maximum acceptable time between 
decision to treat and commencing treatment is three 
weeks”.11 The Radiation Oncology Indicators from the 
Australian Council on Healthcare Standards also state a 

 maximum waiting time of three weeks for radiotherapy 
treatment.19 Countries such as New Zealand, Canada 
and the UK have made a commitment to public 
reporting of cancer waiting times and have established 
user-friendly, online waiting times databases.20,21,22

 The Call-in provided qualitative insights into  
a) the waiting times and b) treatment delay  
experienced by radiotherapy patients and these  
are summarised here.

 Participants were considered to have experienced 
system delays and complications if they reported long/
illegitimate waiting times to begin treatment, delays on 
scheduled days of treatment and/or delays related to 
faulty machinery.

Wellesley was 73 years old when he was diagnosed 
with prostate cancer in 2007. Wellesley lives in a 
small country town between Sydney and Canberra 
and had to travel over two hours to see his oncologist 
and three hours to receive radiotherapy treatment. 
Wellesley found the separation from his wife and 
family extremely difficult.

Wellesley’s story: 
“… after 51 years of marriage, it was the longest I’d 
been away from my wife … It was very lonely ...”

 Wellesley has a family and has been happily married 
for over 50 years. In 2007, at age 73, Wellesley was 
diagnosed with prostate cancer by his GP and sent to 
an oncologist on the South Coast for 16 biopsies, the 
last one found to be cancerous. The distance between 
his home and the oncologist is about 176km or  
over two hours by car.

 Wellesley was referred to what he was advised was the 
nearest public radiation therapy treatment centre, in 

 Wollongong, attached to Wollongong Hospital. Wellesley 
reports that he had to wait from February to August 
2008 for radiotherapy treatment because of the huge 
waiting lists, ‘with a heck of a lot of people in the waiting 
room requiring radiation treatment’. He was told that he 
was referred to Wollongong as there was no availability 
for treatment in Canberra, ACT, due to the waiting list.

 He travelled 227km (three hours) drive alone, reaching 
Wollongong for the three-month radiation treatment. 

 He had not received any accommodation or travel 
support information except from his daughter, who ‘did 
the accommodation homework’ and arranged his stay 
at the Lodge, an attachment to the hospital where it cost 
him around $20 per night. Although the accommodation 
was pleasant, and there were regular family visits, 
Wellesley found this separation from home tough. “It 
was hard on you, after 51 years of marriage; it was the 
longest I’d been away from my wife. It was hard on her 
too, I had the car, and we only had one. It was very 
lonely, and there were heaps of phone calls.”
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 The “lady at the counter” at the Lodge gave Wellesley 
some advice on how to try to claim back some 
accommodation or travel costs but it seemed too 
complicated and a hassle at the time, when now,  
”I’m trying to forget about it all.”

 His experience of the treatment at Wollongong is 
positive: “All the nurses on the desk and sisters were 
excellent.” Medicare staff were very ‘helpful’ at the 
time for payments and rebates, but for him, the most 
valuable source of advice and comfort came from 
Cancer Council NSW.

a) Waiting times to begin treatment

 While there were a number of reports of patients 
accessing their radiotherapy in a timely fashion –  
“I called to say that my radiotherapy worked well and I 
did not need to wait for treatment” and “[I was] referred 
and received treatment immediately. Was put up in a 
motel which was organised by the hospital”  
– there were also participants, who reported long, 
and often distressing, waiting times to begin their 
radiotherapy treatment. As the quotes below illustrate, 
some patients were unsure what was an appropriate 
waiting time and others reported choosing private 
treatment over waiting for appointments at public 
clinics. 

 “ I had to wait three months to have treatment, and the 
side effects are not good. … There were so many 
stuff-ups and I’m so angry.”

 

 “ I was diagnosed with rectal cancer in May 2008. I was 
asked to have radiotherapy straight away but the next 
available date was one month away. That was a bit of 
a shock at the time. I expected to have treatment start 
straight away and it was difficult to wait knowing that 
the cancer was growing.”

  “ I have SCC of the ear. I was diagnosed with skin 
cancer in September 2008 and waited three months 
for treatment. I travelled 75km each way/day for 21 
days.”

  “ I am waiting six months to have my radiotherapy 
treatment, is this normal for my particular treatment?” 

 “ The worst bit was waiting from August (first diagnosis) 
to [the following] March for treatment.”

 “ I had a lumpectomy and was told it would take six 
weeks to heal, then radiotherapy would be needed. 
It would have been a 13-week waiting period at [my 
closest public clinic]. I was strongly encouraged to go 
private by my oncologist and surgeon as they thought 
I would get better care.” 

 “ … my medical team recommended that I have 
radiotherapy immediately. I had to wait six to seven 
months to have radiation in Sydney through the public 
system, so I opted to have treatment privately and was 
lucky I could pay for it.”
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Tony is a Sydneysider who received radiotherapy 
treatment in 2003 for prostate cancer whilst in his 
early sixties. Tony chose to receive his treatment at 
a private clinic, based on shorter waiting times and 
better parking and facilities than the public clinics 
closer to his home. 

Tony’s story: 
“… When you’re first diagnosed with the big ‘C’  
eight weeks seems far too long to wait.” 

 Tony’s radiotherapy was recommended as a treatment 
to commence in February 2003. The recommendation 
was made on diagnosis. His oncologist at the time 
advised of two public treatment centres that Tony would 
find suitable. Although they were both cheaper and 
closer, Tony suspected that parking would be ‘atrocious’ 
at a public hospital. More importantly, on research, Tony 
discovered for himself that should he choose one of the 
recommended public treatment centres, he would be 
up for a waiting period of eight weeks. Tony decided to 
get a referral for [a private clinic], where the parking and 
facilities were a lot easier, and treatment began within 
the week. Tony travelled to the hospital alone, five days 
per week, for a period of seven weeks, when the cost of 
toll and petrol was “not really an issue, it was more being 
able to begin treatment.” Throughout this time, Tony 
continued to work full-time within his business.  
His experience was very positive: ”It was unbelievable; 
the staff were the loveliest bunch of people. I found 
that you can’t be all sombre, and they got my sense of 
humour.”

b)  Delays on scheduled treatment days due  
to faulty machinery

 Participants commonly reported delays in receiving their 
treatment due to machinery faults. The delays ranged 
from hours to days and had a variety of impacts on 
participants. 

 “ Occasionally I would have a break of a day or so when 
one of the machines broke down.” 

 “ My experience has been very good, but every now and 
again the machine would break down and I would be 
waiting till 11pm for treatment.”

 “ Turned up for first radiation only to be told machine was 
down had to go back next day. Getting to Randwick 
from Punchbowl at that time of the morning is not easy, 
trying to manage Joe’s vomiting in the car.”

 “ I swapped to the private facility after public machine 
broke down one week in. The new machine had 
arrived but had not been installed, meaning I had to 
be transferred. The only thing I found difficult was that 
myself and others had to be seen after those that had 
already been booked in at the private centre, so we 
were seen after 5pm.”

 “ Sometimes there were long waits when  
machines broke down.“

 These delays were experienced by participants who 
reported both public and private treatment in a range of 
metropolitan, regional and rural sites.

“ My husband has bowel cancer 
and had radiotherapy [at a 
private clinic]...We now have a 
bill for $4,000. We can’t pay it.”
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Carole was 65 years old and living with her family in 
the township of Coonabarabran in rural NSW when 
she was diagnosed with breast cancer in late 2008.  
Carole decided to access radiotherapy in Newcastle 
so that she could have the support of family and 
friends based in the city. 

Carole’s story: 
“The machines weren’t working at one stage, so my 
husband drove me home for four days. It was the 
biggest mistake, as once I got home, I didn’t want to 
leave and go back.”

 Carole left Coonabarabran with her husband, taking 
almost five hours to drive to Newcastle where she 
remained for the five-week duration of treatment apart 
from a few days when she returned home. Carole 
remembered, “The machines weren’t working at one 
stage, so my husband drove me home for four days. It 
was the biggest mistake, as once I got home, I didn’t 
want to leave and go back. I became very depressed.”

 However, Carole did return for the remainder of her 
treatment and stayed in a unit which she thought was 
“very nice and comfortable”. She found comfort meeting 
the other residents and was able to develop friendships, 

 “as we were all in the same boat”.Carole had arranged 
to stay at a unit in the grounds of the hospital. She had 
to pay $100 upfront with an offer from IPTAAS that they 
would reimburse her for part of the costs incurred for 
accommodation. The hospital said they would claim on 
her behalf, but Carole reported it took five months of 
constantly phoning IPTAAS before she received any cost 
reimbursement. 

 Carole’s husband was not able to remain with Carole 
throughout her five weeks’ treatment as he needed to 
return to Coonabarabran several times due to family 
commitments.

 Carole estimates that Denis went back and forth 
between townships up to 10 times during the five-week 
period, but they were not able to claim for any travel 
assistance because Carole was not with him on each of 
these trips. Consequently, they were substantially out of 
pocket for petrol costs.

 Carole is now at home, and describes her radiotherapy 
treatment as “pretty good”. She finds it very difficult to 
accept the amount that her family were expected to pay 
for the cost of travel.

 

3.3.5  Public and private treatment issues and 
implications

 In some parts of NSW, the only radiotherapy treatment 
centre is a private facility. In those areas, local residents 
are faced with a choice of travelling further afield to 
attend a public centre, or using the closer centre and 
incurring the costs charged by the private provider. 
Fees charged by private providers exceed the amount 
covered by Medicare and patients using private centres 
with or without private health insurance must pay the 
difference or ‘gap fee’. Patients who are unable or 
unwilling to pay the ‘gap fee’ are forced to travel to 
a public centre away from their home, thus incurring 
different types of costs and burdens, or opt for a less 
optimal form of treatment.23 This situation is a structural 
anomaly in the funding of treatment of life-threatening 
diseases, as other cancer treatments – surgery and 

 chemotherapy for example – are fully covered by 
Medicare should patients elect to be treated in the 
public system for hospital-based care. Under these 
circumstances, patients do not incur a ‘gap fee’. The 
absence of coverage for radiotherapy, or any structured 
financing arrangements, means that cancer patients for 
whom radiotherapy is a beneficial treatment option are 
confronted by different financial burdens from others, 
particularly if they live in a part of NSW where the only 
radiotherapy centre is private. 

 One of the challenges for NSW, as identified in the NSW 
Cancer Plan 2007-2010, is to develop good, functioning 
networks between the public and the private sector. 
The Plan notes that “… Networks, collaboratives and 
partnerships between cancer services, across regions 
and between the private and public sectors can be
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 further developed to strengthen links between rural and 
metropolitan cancer centres.”10 Participants of the Call-
in provided insights into the range of issues faced by 
radiotherapy patients as they navigate the public and/or 
private system.

 Participant reports of the following were analysed under 
this theme: referral to private treatment, without the 
option of public treatment; referral to private treatment to 
avoid delays in accessing treatment; and referral away 
from their local area due to AHS referral patterns.

 Analysis of the stories and reports suggested that there 
are a range of issues for cancer patients related to the 
public/private mix of radiotherapy treatment, including 
a) a lack of choice and information regarding public and 
private treatment options and b) the financial burden of 
gap payments at private centres.

a)  Lack of choice and information regarding public 
and private treatment options

 A number of patients and their carers reported that they 
were not given the option of accessing public treatment 
and that they incurred expenses that they were not able 
to manage easily. 

 “ My husband has bowel cancer and had radiotherapy 
[at a private clinic]. He wasn’t offered radiotherapy as a 
public patient. We now have a bill for $4,000. We can’t 
pay it.”

 “ It’s very expensive to have radiotherapy. My husband 
was not working at the time and we were living off my 
superannuation. The specialist did not give me the 
option of having treatment at a public hospital.”

 

 “ Biggest issue was unable to go private which was 
the closest centre. Chose to go public and there was 
no delay and the social worker assisted with all the 
information and support.”

 “ Private radiotherapy was impersonal and you felt like 
you were on an assembly line. It also seemed to be 
money-making and then we were out of pocket.” 

b)  The financial burden of ‘gap’ payments at private 
centres

 Where patients access treatment via private centres 
there is a ‘gap’ payment to be made between the 
Medicare rebate and the cost charged by the centre. 
As radiotherapy often requires daily appointments 
over many weeks, this gap payment can build to large 
amounts. A number of participants reported specific 
problems with covering the cost of these gap payments, 
which present a substantial problem for some patients 
and their families.

 “ I had melanoma two years ago, it has come back three 
times. I am having radiotherapy next week for the third 
time. I am out around $8,000 after having treatment for 
the last few years. I haven’t spoken to a social worker; I 
didn’t know there was one.”

 “ [I had] no assistance for follow-up oncology visits - 
$150 and no rebate.” 

 “ I chose to go private because of the travel, but it did 
mean I was $1,800 out of pocket.”

 Among participants who were pensioners, paying 
even small amounts of money at appointments proved 
problematic.

 “ … as a pensioner, even the $50 payments are a lot, and 
it would have taken me several years to pay it all.”“…I 
was on a pension and had to miss an appointment on 
one occasion so could cover rent [and I] also needed to 
cut back in food shopping … was very independent but 
sometimes having difficulty paying specialist’s  
cost and rent.”
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Grahame, aged 75, was living with his family in Castle 
Hill, Sydney when he was diagnosed with prostate 
cancer. Grahame’s urologist referred him to a private 
hospital for radiotherapy and he decided to follow this 
recommendation as it was close to home.

Grahame’s story: 
“… [I was out of pocket $2,500], I hit the safety  
net with Medicare, otherwise it would have  
cost much more.”

 After Grahame had received his diagnosis and had 
decided on his treatment plan, his daughter organised 
for a volunteer from the private hospital to drive him to 
and from his treatment on the occasions when a family 
member was unable to attend. Grahame found this 
system to be a relief as his family did not want him to be 
alone and driving himself to radiotherapy.

 

 Grahame’s overall radiotherapy experience is positive: 
“ My actual treatment was pretty good, the staff were 
really good. Afterwards I was having a bit of trouble 
with Medicare and had to go back into the [clinic] to 
complete some paperwork. When I got there the [clinic] 
staff on duty who had known me all came out to see 
how I was doing. I have no major side effects … and the 
specialist has said that I might just have to live with the 
ones that I do. I’m on hormone therapy now and it does 
leave you a bit lethargic.”

 However, Grahame had to cover the gap costs for 
radiotherapy, approximately $2,500, with his own 
personal finances. He has remained out of pocket for 
this figure and comments that, “I hit the safety net with 
Medicare, otherwise it would have cost much more.” 
This potential amount could have been up to $9,000. 
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Linda was in her fifties and living in regional  
NSW when she was diagnosed with breast cancer. 
Linda received radiotherapy treatment at a private 
clinic within 20 k/m from her home. As a pensioner, 
the ‘gap’ payments she was required to pay  
to the private clinic presented a problem for her 
and her family. 

Linda’s story: 
“ If my daughter did not pay for the treatment, 
I would never have been able to afford it, and 
probably wouldn’t have been treated.”

 Linda needed surgery, chemotherapy, then radiotherapy 
for her breast cancer. While Linda was on a pension at 
the time of diagnosis she was not told that she could get 
radiotherapy for free as a public patient in Newcastle or 
Sydney. 

 Linda recognises the convenience of having treatment 
close to home and says she is really glad there is 
radiotherapy within 20-30 minutes drive from her home. 
Apart from avoiding long travel, or having to live 

 away from home, Linda says that the chemotherapy 
caused her health problems and that one day while at 
radiotherapy, she had a heart attack. She says if she had 
been in transit to Sydney or Newcastle for radiotherapy 
when this happened, she doubts she’d be alive today.

 However, as a pensioner, she could not afford the 
difference between the fees charged by the private 
centre and the Medicare rebate. Luckily, Linda’s 
daughter was able to pay the $1,600 gap fee. Linda 
says that the private centre offered her a repayment 
scheme involving smaller payments over an extended 
period of time, but that “as a pensioner, even the $50 
payments are a lot, and it would have taken me several 
years to pay it all.”

 Linda’s plea is for a public radiotherapy centre in her 
regional area. “If my daughter did not pay for the 
treatment, I would never have been able to afford it,  
and probably wouldn’t have been treated.” 
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These first-hand stories shared via the Radiotherapy 
Call-in suggest that positive experiences of radiotherapy 
treatment occur when there is professional, compassionate 
and competent care in facilities with efficient appointment 
scheduling, as well as the provision to the patient of timely 
information throughout a treatment journey. Negative 
experiences occur when these elements are lacking, 
that is, when patients perceive a lack of compassion and 
respect from staff, or where they feel there is a lack of clear 
information about treatment and support. Participants 
also raised the physical environment of waiting rooms 
and accommodation facilities as a key issue, reporting 
disappointment at ‘below par’ facilities in metropolitan, 
regional and remote areas.

The stories and experiences of cancer patients also 
highlighted factors that hindered access to radiotherapy, 
heightened distress, or added to the financial burden of a 
cancer diagnosis. 

For Call-in participants, particularly those from regional and 
remote areas, access to radiotherapy is influenced by the 
distance between home and one’s treatment facility with 
consequent travel and accommodation considerations 
and costs. The all-too-common refrain from patients about 
the financial cost of travel, the burden on family members 
providing transport, or the inability to return home during 
extended periods of treatment highlight the increased 
hardship and emotional stress caused by lack of appropriate 
transport assistance. It would appear that the NSW 
Government’s intention to provide better health care to people 
living in rural NSW, including making health services more 
accessible to rural people, is not being experienced by all 
cancer patients.9

Cancer patients are distressed by the number of delays they 
experience when accessing radiotherapy treatment. This 
includes delays in accessing treatment following diagnosis 
and also delays on the day of treatment due to machine 
faults. As outlined earlier, the Australian Council on Healthcare 
Standards states a maximum waiting time of three weeks for 
radiotherapy treatment.19 Cancer patients in NSW deserve 
a health system that can deliver their care according to our 
national standards.

The first-hand stories also highlighted a lack of choice 
between public and private treatment options. Some cancer 
patients reported being directed by their oncologist to private 
treatment, without the option of accessing treatment through 
the public system, and without full understanding of the 
resulting costs. A number of patients reported difficulties in 
managing the costs associated with private treatment. Other 
patients felt they had little choice but to use private facilities 
when faced with the alternative of having public radiotherapy 
far from home, necessitating extensive travel and/or living 
away from home for extended periods. It is disappointing 
that patients and their families should have to face the 
uncertainty and additional burdens associated with poorly 
coordinated cancer care or inequitable access to radiotherapy 
when the Clinical Service Framework for Optimising Cancer 
Care in NSW was introduced to “achieve more integrated, 
coordinated and patient-focused approaches to address the 
health care needs of people with chronic illness”.11

On a positive note, there are many stories of high-level care 
from staff in both private and public clinics across the State. 
It is also apparent that some cancer patients have a relatively 
seamless experience during radiotherapy treatment. However, 
this is not a universal experience. The Call-in highlights the 
variability of experiences faced by cancer patients, and 
confirms that some patients experience barriers associated 

4. Discussion and conclusion
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with distance and delays, and additional costs associated 
with travel, accommodation and use of private facilities. It 
is concerning that there is such variation in access to care. 
The fact that some patients report seamless access and 
appropriate support and information shows that this is an 
achievable outcome, and so should be a more commonly 
reported experience. 

The NSW Government has undertaken to constantly improve 
the quality of services24 and to deliver high quality health 
services that are responsive to the needs of the health 
consumer and the community.8 Cancer Council, and cancer 
patients, strongly support this intention. The findings of the 
Call-in support the need for reforms as outlined in the Cancer 
Council Roadmap1 and a number of recommendations of the 
Audit Office of NSW2 regarding radiotherapy treatment in this 
State. These first-hand stories compellingly show the need for 
NSW citizens to be informed about the Government’s plans 
for radiotherapy services; to be able to receive treatment as 
public patients in private centres; to have more radiotherapy 
services in NSW, particularly in geographic areas of need; 

to be able to access an online waiting times listing or a 
‘centralised booking system’; and to have better financial 
assistance for country patients travelling to treatment.

The Radiotherapy Call-in gives us a better understanding 
of patient experiences and confirms the need for urgent, 
substantial and sustained improvements to radiotherapy 
access in NSW. All cancer patients who need radiotherapy 
deserve a good experience. None should face the costs and 
other burdens that featured in too many of the first-hand 
accounts documented in this report. Radiotherapy issues 
have been the focus of attention of a number of previous 
reports and inquiries, as well as numerous Government 
policies, yet it is clear that from the patients’ perspective,  
there is still much to be done. The rhetoric of these reports, 
inquiries and policies must now be replaced with action that 
does justice to the courage of the individuals profiled in this 
report and those whose voices are now silent. 

“  The problem here is that 
people have to travel a long 
way to see the doctor at Dubbo 
and then they have to go to 
Sydney. People on the land 
can’t afford to be away. And 
nothing has changed since I 
had Radiotherapy in 1999. The 
Government should come to 
the party a bit more, there are 
people who can’t afford to have 
any type of treatment.”
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6. Appendix 1 

Map of Area Health Services
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7. Appendix 2

Table 3: Demographic characteristics of Radiotherapy Call-in participants

Participant characteristics n = 268 %

Gender 

Male 88 33

Female 180 67

Age range (years)

<29 3 1

30 to 49 51 19

50 to 69 142 54

>=70 56 21

Missing/not provided 16 6

Area Health Service Region, at diagnosis

Northern Sydney & Central Coast 46 17

Hunter & New England 40 15

Greater Western 32 12

North Coast 24 9

Sydney West 24 9

Greater Southern 16 6

South Eastern Sydney & Illawarra 16 6

Sydney South West 5 2

Other State 3 1

Missing 62 23

Caller Type

Cancer patient 233 87

Family of cancer patient 27 10

Health professionals/other 5 2

Carer or friends 3 1

Missing 0 0

Radiotherapy Treatment Type

Past 206 77

Current 35 13

Waiting 19 7

Missing 8 3

 Note: Due to rounding, the percentages presented may not add to 100%
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