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The need for information  

• Most cancer patients and carers want to be informed 

• Higher health literacy = better outcomes 

• Healthcare professionals can underestimate how much 

information people want → gap 

• People turn to other sources of information to fill this 

gap 

 
See final slide for references.  



Understanding Cancer 

• Cancer Council’s Understanding Cancer series aims to address 

this gap with easy to understand, current, evidence-based 

resources (print and online). 

 Tumour specific  

 Treatment specific  

 Psychosocial 
 

• External multi-disciplinary review process – clinical accuracy  

• Professional editors and designers – accessibility/appeal 

 



To assess readability, usefulness of information, impact on 

reader knowledge and help-seeking behaviour, and how 

information is shared and discussed. 

 

Research aim 



• Self-report survey: demographics; where/when received 

information; whether the information was useful and 

added to knowledge (5 point scale); resulting actions 

• National study inserted into six titles (N = 493) 

 

 

Method 



 

Results… 



  Patients 

  Female   

  40-69 years 

  Trade/vocation/university 

  NSW/ACT  

  Metropolitan  

Readership profile 

          
 

          
 

          
 

          
 

                    
  

          
 



  Tumour/treatment booklet  

  Read 1-2 booklets 

  Only source of information 

  Read all or most of booklet 

 

  Obtained from HCP 

  At time of diagnosis  

  During treatment 

 

Sources of information 

          
 

          
 

          
 

          
 



Usefulness and accessibility  

 > 90% agreed (73% strongly agreed) 

 

  Good introduction to topic 

  Information was useful  

  Used language could relate to 

  Easy to understand 

 

“It’s clear and 
concise, easy for 
anyone that is 
stressed to 
understand.” 

“It helped me 
understand cancer 
better and to be 
more informed.” 



Knowledge and understanding 

Tumour and Treatment booklets 

 
 > 80% agreed 
 Gained knowledge about cancer and cancer 

treatments 

 Gained ideas about ways to manage side-effects 

 Helped them to understand what doctor had told them 

 

 

“The booklet reinforced 
and assisted my 
understanding of what 
the medical practitioner 
had told me.” 



Knowledge and understanding 

Psychosocial booklets    

 
 > 85% agreed 
 Gained knowledge about helping self 

 Gained knowledge about managing the effects 

of cancer  

 

 

 

 

“The book 
highlighted some 
things I had been 
told but didn’t 
take in.”  



 > 80% agreed (53-68% strongly agreed) 

 Knowledge about where to go to get help 

Helped think of questions to ask the doctor 

 

Knowledge and understanding 

“These booklets help so 
much, you can then ask 
doctors questions you 
may not have thought 
of before.” 



 

What happened next? 



Further help-seeking 

As a result of reading the booklet: 
  

• 56% spoke to their health care team about concerns  

 

• 22% sought out more Understanding Cancer booklets 

 

• 13%  called 13 11 20 Information and Support to speak to a nurse 

 

• 11% used another Cancer Council service 
 



12%  Didn’t discuss or share 

 

50% Shared with a partner 

34%  Shared with family 

10%  Shared with friends 

 

23%  Discussed with others  –   average 4 other people 

 

Sharing the information 

Shared with an 

average of 3 other 

people who also 

read the booklet  

“Having some 
understanding and 
knowledge …allows 
for improved 
communication.” 



• Information is essential part of cancer care 

• Booklets are effectively addressing a need for useful 

and easy to understand information 

• Many people are only using this single source 

• Promoting further help-seeking behaviours 

• Encouraging communication and understanding 

Addressing the need 



• Angela Pearce, Evaluation Manager, Cancer Council 

NSW, and her team 

• Cancer Council National Publications Working Group 
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