
Participants were most commonly from
New South Wales (n = 14, 28.00%),
Queensland (n = 14, 28.00%), Victoria
(n = 11, 22.00%) and WA (n=9, 18.00%)

Most participants were from major 
cities (n = 34, 68.00%), and they 
lived in all levels of advantage, 
defined by Socio-economic Indexes 
for Areas (SEIFA) (www.abs.gov.au) 
with 30 participants (60.00%) from 
an area with a high SEIFA score of 7 
to 10 (more advantage), and 20 
participants (40.00%) from an area 
of mid to low SEIFA scores of 1 to 6 
(less advantaged). 

most commonly carers 
to children (n = 25, 

50%). 

Almost half of the participants 
were carers to family members 

or spouses (n = 26, 54.00%), 

There were 26 participants 
that had completed university 
to at least an associate degree 

(54.00%). 

There were 27 
participants who were 
employed either full 

time (54.00%), 

or part time (n =14, 
28.00%). 

had no symptoms before diagnosis

10.00%
The most common symptoms before diagnosis were

Breast lump Breast pain

and, three 
participants (6.00%) 

with Stage IV. 

There were six 
participants (12.00%) 

with Stage I,

17 participants 
(34.00%) with, 

Stage II, 

24 participants 
(6.00%) with 

Stage III, 

There were 50 people with triple negative breast cancer who took part in 
providing information. 

50
Number of people from 
across Australia 
participated in this study

Participants were 
aged from

25 to 74
years 

of age, most were 
aged between 

(n=22, 44.00%). 

45 to 54
years 
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The most common 

Number of tests

Stage I Stage II Stage III Stage IV

Main source of information

Information preferences

Biggest impact on quality of life 

Future expectations

of treatment, information, 
communication & care…

treatment is working?

What needs to change to feel like 

54% 54% 28%

54% 50%

76%
had 3 to 4 tests to confirm their diagnosis

% of people that felt 
they were supported 

at diagnosis

Number that felt they 
were given multiple 
treatment options

23.40% 76%

The most common 
treatment combination used 

% of people that felt they were 
treated respectfully

and paclitaxel Doxorubicin,  cyclophosphamide, 

and nursing staff 
(n=10, 20.00%). 

books, pamphlets 
and newsletters 
(n=11, 22.00%),

The most common type of 
information accessed by 
28 participants (56.00%) 

was the internet (including 
health charities). 

There were 18 
participants (36.00%) 

that described Facebook 
and/or social media 

and 17 participants 
(34.00%) that 

described their treating 
clinician.

 Other types of 
information accessed 

included other patient's 
experience (n=16, 

32.00%), 

Overall, the most common 
preference was online information 

(n=15, 30.00%)

followed by talking to someone 
(n=12, 24.00%),

talking to someone plus online 
information (n=11, 22.00%),

 and written information 
(n=11, 22.00%). 

Emotional strain on family/change in dynamics 
of relationships

The impact of 
symptoms/side effects

or no disease progression; 
and six participants 
(12.00%) who described 
needing to return to 
day-to-day functionality. 

or scans showing disease 
reduction; eight 

participants (16%) who 
described seeing evidence 

of stable disease, 

The most common 
response from 21 

participants (42%) who 
described the reduction or 
disappearance of physical 

signs and symptoms. 

There were 17 
participants (34%) who 
described seeing 
positive results of tests, 

Reduced capacity for 
physical activity 

and seven participants 
(14%) who described 
wanting a change in 

administration of the 
treatment.

seven participants 
(14%) that described 

wanting more 
holistic treatments,

There were eight 
participants (16.00%) 

who described wanting 
more research and more 

treatment advances,

The most common 
themes reported were for 
future treatments to have 
fewer or less intense side 
effects (n= 12, 24.00%),

and treatments that less 
cost (n = 11, 22.00%).

followed by more 
effective future 

treatments 
(n = 11, 22%),

There were eight 
participants (16%) who 
described that future 
information will provide 
more details about where 
to find available services 
and this was the most 
common theme.

The most common themes 
were that participants had 
no recommendations and 
they had experienced good 
communication 
(n = 13, 26.00%),

and that future 
communication should 
be more transparent 
and forthcoming 
(n = 13, 26.00%). 

and five participants 
(10.00%) who described 
future communication 
should include a care 
plan with follow-up.

There were 10 participants 
(20.00%) who described 
that future communication 
should be more accurate 
and detailed, 

nine participants (18.00%) 
who described future 
communication should be 
more empathetic, 

10 participants (20.00%) 
who described future 
communication should 
include listening to the 
patient, 

 There were seven 
participants (14.00%) 

who described the 
expectation that future 

information will provide 
more details about 

treatments,

and the same number 
described the expectation 

that future information 
will provide more details 
about mental health and 

emotional support 
(n = 7, 14.00%).
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56% 36% 34%

32% 22% 20%

There were 34 
participants (77.27%) 

that indicated that they 
had been treated with 

respect throughout 
their experience, 

and nine participants 
(20.45%) who were 
treated with respect 
with the exception of 
one or two occasions 

 22%  22%

 30%  24%

42% 34%

12%16%

Treatment

Information

Communication

There were 24 
participants (48.00%) 
who described that 
future care and 
support should 
include access to 
support services and 
this was the most 
common theme. 
Other participants 
described that future 
care and support 
should include access 
to specialist clinics or 
services (n= 10, 
20.00%), 

We've got some of the 
best breast care 

nurses in the world, 
and very lucky to have 

gotten into here and 
had an exceptional 

result. I feel as though 
the team of nurses 

and everything are all 
very caring and very 

loving. The staff, they 
do amazing things. 

Participant_036

I am eternally grateful I live in Australia and 
we have the health care system we have. 

The fact that I could go through the 
treatment I had to go through and not the 
out-of-pocket other than the surgery, I will 

be eternally grateful for. 
Participant_027

PEEK 2021

I know that there's lots of treatments that could help some people with breast cancer that they 
don't have access to…some people with more advanced breast cancer than I had don't have 

access to and possibly other types of cancer have access to. I just think that something needs 
to be done about speeding up access to possibly helpful drugs for people because I know that 

some of them are horrifically expensive. Participant_004

access to mental health 
and emotional support 

(n = 7, 14.00%), 

and access to peer 
support (n = 6, 12%).

Care and Support

Messages to decision-makers….

There were 22 
participants (44.00%) 
with the message to 
improve access to 
support and care and this 
was the most common 
theme. 

Other participants had 
the message: to 
understand the financial 
implications (n = 16, 
32.00%), 

to have a tailored care 
plan (n = 11, 22.00%), 

to invest in research (n = 
7, 14.00%), 

and to invest in specialist 
health professionals, 
especially nurses (n = 7, 
14.00%). 

There were five 
participants who were 
satisfied and thought that 
things should stay the 
same, and the same 
number who had the 
message that treatments 
need to be holistic (n= 5, 
10.00%).

I think finance is a 
big. Not everyone's 
in a position to go 
private or things like 
that. That's one thing 
that will keep you 
awake at night. It's 
my life, but I can't 
afford to save it. 
Participant_021

I think honestly looking at the whole thing, 
grateful that the system is there, and just 
can go into action almost straight away to 
help you. Very grateful for the whole system 
really and that it appears to work and 
different specialists can work together to 
get you through it medically. 
Participant_004
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