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  “It was very helpful. It gave me the feeling that there are people who care  
and that I'm in good hands. It made me more optimistic.” 
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INTRODUCTION 
 
Breast Cancer Network Australia (BCNA) is the peak national organisation for Australians 
personally affected by breast cancer. Our vision is to ensure that Australians affected by breast 
cancer receive the very best support, information, treatment and care appropriate to their individual 
needs. 
 
As stated in BCNA’s mission, we undertake to: “Develop and provide high quality information in a 
range of formats including information that can empower participation in decisions about treatment 
and care.” 
 
My Journey Kit survey 2014 
 
My Journey Kit is BCNA’s key information resource for women newly diagnosed with breast 

cancer. The My Journey Kit currently reaches approximately 82% of women newly diagnosed with 

breast cancer in Australia. The Kit is endorsed by a range of leading health professional 

organisations including Cancer Council Australia, Cancer Nurses Society of Australia, Medical 

Oncology Group of Australia, Royal College of Nursing, Royal Australian and New Zealand College 

of Radiologists, Royal Australian College of Surgeons, The Royal College of Pathologists of 

Australasia and the McGrath Foundation. 

The Kit was launched in 2004, with extensive input from women who had themselves been 
diagnosed with breast cancer. Since that time, regular reviews have been undertaken with the last 
major review in 2009-10. This review resulted in comprehensive changes and a second edition that 
has been in production since 2010.  
 
BCNA is committed to keeping the My Journey Kit relevant and up-to-date to ensure women 
continue to receive high quality, helpful information at the time of their diagnosis. This is achieved 
through yearly reviews and updates of the Information Guide, and regular major reviews when the 
entire Kit is assessed. 
 
This survey was undertaken to inform a comprehensive review of My Journey Kit that will be 
carried out during 2014 and will lead to the production of the 3rd edition. 

SURVEY METHODOLOGY 
 
Survey aim 
 
The aim of the survey was to measure the effectiveness of My Journey Kit at meeting the 
information needs of people newly diagnosed with early breast cancer, and to obtain the views of 
My Journey Kit recipients, in particular: 

 what information recipients found useful at diagnosis 

 their opinions on the quality, relevance and format of content of the current My Journey Kit 

 their opinions on the look-and-feel of the package and its components 

 their thoughts on any information gaps they may have identified, or emerging needs  

 their opinions on what online / digital delivery of information would be of value. 
 
Survey design 
 
The survey questions were designed to investigate: 

 how women liked to receive information when they were diagnosed (i.e. format, detail, 
timing) 

 what factors influence the needs of women with breast cancer (i.e. location, diagnosis, age, 
family status) 

 whether the My Journey Kit meets women’s needs 
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 whether a ‘wellbeing component’ would have helped  

 opinions on current My Journey Kit contents (diary, partner CD, partner resource) 

 gaps in the current Kit and suggestions for improvements 

 how women access information / what technology they use. 
 
The survey questions were reviewed internally by BCNA staff and also by a Consumer 
Representative who has been appointed to the My Journey Kit Reference Group. 
 
Distribution 
 
358 members of BCNAs Review & Survey1 group who met the following criteria were invited to 
complete an online survey: 

 diagnosed with early breast cancer (women with secondary breast cancer were excluded)  

 diagnosed up to 18 months ago 

 had received the My Journey Kit. 
 

200 additional My Journey Kit recipients who met the following criteria were randomly selected 
from the database and received a printed survey: 

 diagnosed with early breast cancer (women with secondary breast cancer were excluded)  

 diagnosed between 6 and 18 months ago 

 had received the My Journey Kit   

 did not have an email address 

 did not have a role with BCNA (Community Liaisons, Consumer Representatives, or 
members of Review & Survey group). 

 
Recipients were given two weeks to complete the survey. Responses were anonymous. 

RESPONDENTS 
 
Response rate 
 
In total, 138 survey responses were received (a response rate of 25%).  This is comprised of 107 
online survey responses (a response rate of 30%), and 31 printed survey responses (a response 
rate of 15%).  
 
Demographics of respondents 
 
Table 1 below, indicates the demographic spread of respondents. 
 
Note: participants were exited from the survey if they: 

 were diagnosed more than 18 months ago 

 responded that their most recent diagnosis was secondary breast cancer 

 if they did not receive, or did not remember receiving, the My Journey Kit. 
 
120 women were eligible to complete the survey and 111 completed the survey giving a complete 
response rate of 20%.  
 
Responses from ineligible women were not included in the analysis. Partially completed responses 
have been included in the analysis with numbers provided to guide interpretation.  

                                                
1
 BCNAs Review and Survey Group is an online group of more than 2500 women with breast cancer who are 

interested in participating in research projects. More information on the Review and Survey Group can be 
found at www.bcna.org.au/speak-out 
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Table 1: Demographics of survey respondents 
 

Category Sub-group 
Number of respondents 

(% of total) 

Time since diagnosis  Less than 6 months ago  
6-12 months ago 

13-18 months ago 

4 (3.2%) 

54 (43.9%) 

65 (52.8%) 

Most recent diagnosis 

 

Early breast cancer 

DCIS 

106 (89.8%) 

12 (10.1%) 

Geographical location Major city 

Regional area 

Rural area 

Remote area 

Don’t know 

66 (59.5%) 

31 (27.9%) 

11 (9.9%) 

1 (0.9%) 

2 (1.8%) 

Age ≤40 years old 

40–49 years old 

50–59 years old 

60–69 years old 

70–79 years old 

≥80 years old 

5 (4.5%) 

29 (26.1%) 

36 (32.4%) 

31 (27.9%) 

10 (9%) 

0 (0%) 

Highest level of education 
attained 

Year 10 or below 

Year 11 or 12  

TAFE certificate 

University degree 

Higher degree (Post-graduate) 

12 (10.8%) 

16 (14.4%) 

37 (33.3%) 

22 (19.8%) 

24 (21.6%) 

Do you speak a language other 
than English at home? 

No 

Yes 

97 (87.4%) 

14 (12.6%) 

Do you identify as Aboriginal or 
Torres Strait Islander 

Yes 

No 

111 (100%) 

0 (0%) 

Current living situation Living by myself  

Living with partner/spouse and/or 
living with family 

Living with friends 

Other 

15 (13.5%) 

 
93 (83.8%) 

0 (0%) 

3 (2.7%) 

Method of response 

 

Online 

Hard copy 

107 (78%) 

31 (22%) 

TOTAL  138 (100%) 
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RESULTS 
 
Information sources 
 
The first set of questions were designed to examine what technologies My Journey Kit recipients 
used and whether that changed if they were browsing for information, or reading large amounts of 
material. 
 
When asked “Which of the following would you use to find health information?” the majority of 
respondents (96%) indicated ‘Health professional’. This was followed by ‘Internet’ (79%), ‘Friends’ 
(34%), TV/Radio talk shows (16%) and Magazine columns (16%). Partner (5%) and Parents (5%) 
were the least chosen responses. Respondents also indicated that they found information from 
other breast cancer organisations, other patients, and other printed resources. 
 
 
 

 
 
 
 
 

When asked to indicate how frequently they use selected technologies to access health 
information, respondents indicated they are more likely to use tablets or other hand held devices  
‘a lot’ (34%), followed by desktop computers (25%), laptops 24%) and smartphones (13%). 
 
 
 
 

 
  

Which of the following would you use to find HEALTH INFORMATION? 
 

Health 
professional 

 

Other 

 

(113) 

(19) 

Please indicate how frequently you read or look for HEALTH INFORMATION  
using the following: 

 

Internet 

 
Parents 

 
Friends 

 
Partner 

 
TV/Radio 

 
Magazine 
columns 

 

(90) 

(6) 

(40) 

(6) 

(19) (19) 
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When asked their preferred format for reading a lot of information (like a fact sheet, chapter of a 
book or information guide) the most common response was printed format (78%), followed by 
online via a website (15%). An ‘app’ for smartphone or tablet was chosen by 2.5%. 
 

 
 
 

 
 
 
 
 
My Journey Kit overall 
 
The following questions were asked to develop an understanding of the general level of 
satisfaction with the Kit and its individual components and how often the different components 
were used. 
 
The majority of recipients received their My Journey Kit within 4 weeks of diagnosis (84%). The 
majority also indicated their Kits were ordered by a breast care nurse (54%), followed by those who 
indicated they ordered the kit themselves (27%), and those for whom it was ordered by a family 
member or friend (1.7%). 

Satisfaction with the amount of information 
 
When asked how satisfied they were with the amount of information in the My Journey Kit, 93% 
indicated they were either ‘very satisfied’ (70%) or ‘satisfied’ (23%).  In addition, 2% indicated they 
would like MORE information and 3% indicated they would like LESS information. 
 
 

Printed 
format 

 

Online via a 
website 

 

Other 

 
Via an 
‘app’ 

 

Using an 
eReader 

 

None of the 
above  

(prefer face-
to-face) 

 

(92) 

(18) 

(1) (3) (2) (2) 

When you have a lot of information to read (like a fact sheet, chapter of a book or 
information guide) what is your PREFERRED format for reading it? 

 

I don’t remember / I’m unsure 
3% (3) 

Very satisfied with the amount of 
information 
70% (81) 

 

Satisfied with the amount of information 
23% (27) 

 

Dissatisfied - I'd like MORE information 
2% (2) 

 

Dissatisfied - I'd like LESS information 
3% (3) 
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When asked how much they read or used the different components of the My Journey Kit, the 
My Journey Kit Information Guide and the Cancer Australia Guide for women with early breast 
cancer had the highest ‘read or used a lot’ or ‘read or used occasionally’ responses.    

 

 
 
 
 
 

 
 

 

When asked how useful they found the My Journey Kit components, 95% of participants indicated 
they found the Cancer Australia Guide for women with early breast cancer ‘very useful’ or 
‘somewhat useful’. 90% found the My Journey Kit Information guide ‘very useful’ or ‘somewhat 
useful’ and 85% found the Beacon magazine included in the pack ‘very useful’ or ‘somewhat 
useful’.  The Personal record was considered ‘very useful’ or ‘somewhat useful’ by 63% or 
respondents, and not useful at all by 21% of respondents.  
 
The Cancer Australia DVD ‘When the woman you love has breast cancer’ for partners was 
considered ‘very useful’ or ‘somewhat useful’ by 36% of respondents and ‘not useful at all’  
by 13% of respondents. BCNA’s booklet for partners was not included in the My Journey Kit  
prior to December 2013 which accounts for the high ‘don’t remember or not applicable’ and  
‘didn’t read or use at all’ responses. 
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Look and feel of My Journey Kit 
 
Recipients were asked their opinion on various ‘look and feel’ aspects of the My Journey Kit. 
 
When asked if they liked the selected aspects of the My Journey Kit, the majority of respondents 
selected ‘like it a lot’ or ‘like it a little’ for the following: 

 The organisation of the content of the Information Guide (sections) (87%) 

 The photos in the Information Guide (81%) 

 The size of the Information Guide (83%) 

 The colour of the kit (76%) 
 
The highest responses of ‘didn’t like it much’ or ‘didn’t’ like it at all were for the following: 

 The amount of space available to write in the Personal Record (13%) 

 The size of the Personal record (13%) – (includes those who thought it to be too big as well 
as those who consider it too small) 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
In general, qualitative comments expanded on quantitative data, and included comments such as: 
 

“I liked the fact that it was paper (not on info tech) as this is the most practical for 
me, I can pick it up at any time, take it anywhere, is less harsh on the eyes “ 
 
“I found writing appointments in my diary necessary as it put all appointments for 
me and other family members in the one location.” 
 
“There are too many plastic sleeves in the Personal Record - I used 3 card holders 
and none of the other ones. I developed an A4 folder system to store all my 
medical information which is now full.” 
  
“The spaces allocated in the Personal Record book were not big enough for me to 
write all the details of my treatments, my thoughts, feelings.”  

The plastic 
sleeves 
included  

in the 
Personal 
Record 

The 
organisation 

of the 
content  
of the 

Information 
Guide 

The photos 
in the 

Information 
Guide 

The amount 
of space 
available  
to write in 

the Personal 
Record 

The size  
of the 

Personal 
record 

The size of 
the 

Information 
Guide 

The 
colour of 

the kit 

The medical 
and 

treatment 
expenses 

record in the 
Personal 
Record 

Did you like the following aspects of the My Journey Kit: 
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Information Guide 
 
The following questions relate specifically to the My Journey Kit information Guide and were 
designed to investigate whether the amount of information provided was sufficient to meet 
recipients’ information needs across a range of topics. Recipients were also prompted to indicate if 
there were any other topics on which they would have liked more, or less, information. 
 

Satisfaction with the amount of information 
 
When asked ‘how did you find the amount of information in the different parts of the Information 
Guide?’ the majority of responses were ‘just right’ for all sections of the Guide (63-84%). The 
sections most commonly deemed to include ‘not enough’ information were Section 5: Life after 
treatment (18%) and Section 3: Breast cancer and treatment (13%). Five respondents (4%) felt 
that Section 3 and Section 4: Living with breast cancer had ‘too much information’. 
 
 

 
 
 
 
 
 
 
 
 
When asked whether My Journey Kit provided enough information to understand a range of topics, 
the topics where the highest number of respondents indicated they had received enough 
information were: 

 Emotional wellbeing (76%) 

 The impact of breast cancer on relationships (74%) 

 Healthy eating and breast cancer (73%) 

 Physical activity and breast cancer (72%) 

 Anxiety and Depression (70%) 

 Practical assistance during treatment (65%) 
 
Those where the highest numbers of respondents indicated they would have liked more 
information were: 

 Side-effects associated with treatment (29%) 

 Lymphoedema (24%) 

 Complementary therapies (e.g. massage, acupuncture, meditation) (23%) 

 Recurrence of early breast cancer (21%) 

 Breast reconstruction (19%) 
 

Listings of 
resources 
provided 
with each 
section 

Section 1: 
Responding 

to your 
diagnosis 

 

Section 2: 
Choosing 

your 
treatment 
and care 

Section 3: 
Breast 

cancer and 
treatment 

Section 4: 
Living with 

breast cancer 

Section 5: 
Life after 
treatment 

Section 6: 
Index 
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When given the opportunity to list topics on which they would like ‘more’ information, responses 
reflected topics selected in quantitative data, eg. lymphoedema (4), reconstruction (3), 
chemotherapy side effects (3), cording (3), and pain management (2). 
 

When given the opportunity to list topics on which they would have liked ‘less” information, 
respondents instead reflected on personal instances where they were ‘overwhelmed’ or did not 
want information at that time. 
 

When prompted to provide other comments about the Information Guide, the majority of 
respondents indicated they found the guide helpful or good (25), with some comments (3) that they 
would have liked the guide to have arrived earlier. 
 

“The kit is extensive and covers a lot more than I needed, but that isn't a bad thing. 
Overall I found it very helpful and you don't know before what areas you need info 
on, so good to have it all there to choose from.” 

 
“I really, really loved the use of quotes throughout the My Journey information 
guide. I felt these made the information more 'real' and credible, not just a didactic 
lecture from health professionals. It also felt like you weren't alone. Good to hear 
how others had managed, struggled.”  

1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 

Legend 1. Recurrence of early breast cancer  

2. Breast cancer and pregnancy  

3. A strong family history of breast cancer  

4. Telling your children about your diagnosis  

5. Emotional wellbeing  

6. Anxiety and depression  

7. Practical meditation techniques  

8. The impact of breast cancer on family and friends  

9. The impact of breast cancer on relationships  

10. Breast reconstruction  

11. Side-effects associated with treatment  

12. Lymphoedema  

13. Practical assistance during treatment  

14. Complementary therapies (e.g. Massage, 
acupuncture, meditation)  

15. Physical activity and breast cancer  

16. Healthy eating and breast cancer  

17. Financial assistance and planning  

Horizontal axis key 

Thinking of your own personal needs, do you think My Journey Kit provided enough 
information for you to understand the following topics? 
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Personal Record (Diary) 
 
The following questions relate specifically to the My Journey Kit Personal Record (Diary) and were 
designed to investigate how much recipients used the different sections of the Record and whether 
there was anything else that should be included. 
 
When asked did you use the Personal Record at all, 53% said yes and 46% said no. One 
respondent was unsure. Those who indicated they did not use the Personal Record at all, or were 
unsure, were skipped over the four questions that related to the Personal Record. Therefore, the 
responses for this section are from the 60 respondents who indicated they used the resource. 
 
When asked how much they used each section of the Personal Record, the sections that 
recipients most often indicated were used ‘a lot’ or used ‘occasionally’ were: 

 Personal information (83%) 

 Appointments (81%) 

 Treatment (79%) 

 Journal (72%) 

 Contacts (73%) 
 
Sections that respondents most often indicated they ‘did not use at all’ were: 

 Donations form (67%) 

 A5 plastic sleeves (57%) 

 Expenses tracking form (46%) 
 

 

 
 

 
 
 
 
 
 
 
 
 

 

 
 
 
 
 

Legend 

1. Personal information  

2. Appointments 

3. Treatment 

4. Journal 

5. Contacts 

6. Calendar 

7. Expenses 

8. Plastic sleeves to hold business cards  

9. Plastic sleeves A5 in size 

10. Donation form 

Horizontal axis key 

2 3 4 5 6 7 8 9 10 1 

Please tell us HOW MUCH YOU USED each section of the Personal Record 
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Additional comments about the Personal Record reflected quantitative data and included: a need 
for more space to write, and the usefulness of keeping a record of treatment, appointments, etc. 
 
When asked if there was “anything else you would like to see included in the My Journey Kit?” 
responses reflected previous feedback on content and format, with some additional requests for 
practical information. 
 

“Info on tying scarves, modifying bra's to fit a prosthesis ie. the practical things. 
May be useful to have something on energy conservation / task simplification ie. to 
do day to day tasks as a lot of things can be exhausting to do when on your own 
and fatigued / tired / muscle pain etc.” 

 
 

Delivery via technology 
 
Recipients were asked whether they would be likely to use a range of technologies to read or 
access the My Journey Kit, if they were available. Respondents were able to select more than one 
technology for each component. 
 
The highest support was for the Information Guide to be provided in digital format, either online via 
the BCNA website (54%) or via an app for phone or tablet (17%). There was also support for a 
digital ‘symptom tracker’ delivered online via the BCNA website (34%) or as an app for phone or 
tablet (28%), and for the Personal Record as an app for phone or tablet (24%). Some support was 
also expressed for providing an ‘expenses tracker’ via the BCNA website (23%) or as an app for 
phone or tablet (16%).  The lowest support was for resources provided in eBook format and on 
CD/DVD/USB stick.  
 
A number of respondents also indicated they would not use the suggested technology ‘at all’ with 
the lowest support being for audio files (49% would not use at all), and video files (42% would not 
use at all). These technologies also attracted the highest ‘no opinion’ response. 
 
 
 
 
 

  
 
 
 
 

 
 
 

 

Personal 
record 

 

Information 
guide 

 

Video files 

 
An 

‘expenses 
tracker’ 

 

A 'symptom 
tracker' to 
help with 

tracking side 
effects and 
symptoms 

Audio files 
of the 

information 
guide  

Would you be likely to use any of the following technologies to read or access the  
My Journey Kit, if they were available? (either now or when you received the kit)  

Note: vertical scale represents absolute numbers (total respondents=112). 

 


