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Title: “The PrE-Health Study: eHealth and Information use of Australian men 
with prostate cancer” 
Chief investigator: Professor Manish Patel  
Chief investigator email: info@urocancer.com.au  
Co-ordinating investigator: Dr Stuart Jackson (PhD student) 
Co-ordinating investigator email: info@prehealthstudy.org   
Website: www.prehealthstudy.org  

 

INFORMATION FOR PARTICIPANTS (FACE VALIDITY TESTING) 

1. What is this study about? 
 
We are conducting a research study about eHealth and information use of Australian men with 
prostate cancer. The aim of the study is to understand how technology is used by men with prostate 
cancer to access information, and how this affects their care. The study aims to identify specific 
technology and information use patterns, and to understand the impacts of digital health literacy on 
physical, functional, and psychological outcomes.  

As part of the study, a new survey instrument to measure digital health literacy in cancer patients is 
also being developed by our team. This will be the first of its kind in the world. We are currently 
seeking participants to provide feedback on the testing items of this new survey instrument.  

Taking part in this study is voluntary. Please read this sheet carefully and ask questions about 
anything that you don’t understand or want to know more about. 

2. Who is running the study? 
 
The study is being conducted by the following researchers: 

• Prof. Manish Patel (Urologist, Chief Investigator) 
• Dr Scott Leslie (Urologist) 
• Dr Steven Sowter (Urologist) 
• Prof. Suzanne Chambers (Psycho-oncologist) 
• Prof. Stefano Occhipinti (Psychologist) 
• Dr Stuart Jackson (Urology registrar, PhD Candidate, Co-ordinating investigator)  

Dr Stuart Jackson is conducting this study as the basis for the degree of Doctor of Philosophy 
at The University of Sydney. 

3. Who can take part in the study?  
 
We are seeking men over the age of 18, who have been diagnosed AND treated for prostate 
cancer. Participants must be able to speak English. 
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Treatments may include: radical prostatectomy, radiotherapy, chemotherapy, hormone 
therapy, focal therapy, active surveillance, and watchful waiting.  
 

Individuals who cannot participate: 

• Female 
• Under the age of 18 
• Non-English Speaking.  
• Men who are blind. 
• Men who have untreated psychiatric disease. 
• Men with a diagnosed neurodegenerative disease.  

 
4. What will the study involve for me? 
 
Participation in this study will involve completion of a survey and interview during the 
survey process.  

The survey will ask you about your experiences of cancer care, information access and/or 
use of technology. We are interested in your participation even if you don’t use technology 
often (or at all). The interview will allow us to understand how the survey functions, and 
whether you think it can be improved in any way.  

Participation is expected to take 40 – 60 minutes. Participation can occur in one of two 
ways, depending on your resources and preference. Option 1 is using Zoom 
teleconferencing software, which will necessitate you having an internet connection, a 
webcam and Zoom installed on your computer/mobile. Option 2 is a phone interview. Both 
options can be completed at a time suitable to your schedule.  

5. Can I withdraw once I’ve started? 
 
Participation in this study is entirely voluntary.  You do not have to take part in it.  If you do 
take part, you can withdraw at any time without having to give a reason. Whatever your 
decision, please be assured that it will not affect your medical treatment or your 
relationship with the staff who are caring for you.   

You can withdraw at any time during the survey. You may refuse to answer any questions 
during the interview that you do not wish to answer. You can withdraw at any time during 
the interview. 

If you choose to withdraw, you will need to notify the study co-ordinator (Dr Stuart 
Jackson), and we will not collect any more information from you. Please let us know at the 
time you withdraw what you would like us to do with information we have collected about 
you up to that point. 

Once you have left the interview, it is possible to withdraw from the study up to the point 
which we analyse data. 

6. Are there any risks or costs? 

Participation in this study will not cost you anything, nor will you be paid. 
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The risks of participating in this study may include: 

• Confidentiality  
• Emotional discomfort  

o There is a possibility that you may experience some emotional discomfort 
(e.g. distress, anger, sadness) due to topics that are explored in the study. All 
Australian residents have access to the following support services if needing 
additional support:  
• Cancer Support Services 

o Cancer Council Helpline: 131 120 
• Mental Health Support: 

o Mind Spot Australia: 1800 61 44 34 
o Beyond Blue: 1300 22 4636 
o Lifeline: 131 114 

 
 
7. Are there any benefits? 

We intend that this research study: 

• Furthers knowledge about information and technology impacts on Australian men 
with prostate cancer 

• Improves outcomes and wellbeing of Australian men with prostate cancer 

However, it must be noted, that it may not be of direct benefit to you. 

8. What will happen to information that is collected? 

By providing your consent, you are agreeing to allow us to collect information about you for 
the purposes of this study. The survey and interview will be recorded with detailed note 
taking (hand written or typed) by the research team member who completes your survey 
and interview with you. 

Any information you provide us will be stored securely and we will only disclose it with your 
permission, unless we are required by law to release information.  

We are planning for the study findings to be published. No participant will be individually 
identified in any publications or presentations which arise from this study. Confidentiality is 
ensured as all published data will be done collectively, and there is no way for individual 
patients to be identified as a result. 

All data collected will be non-identifiable, encrypted and stored on password secure 
OneDrive servers. This is kept secure as per Australian regulations. This will only be 
accessible by the research team.  
 
After completion of the study, data will be transferred to the University of Sydney Research 
Data Store. This is a secure, password protected server, where data will be kept for 5 years, 
as per regulations. After this period, all data will be erased. 
 
9. Will I be told the results of the study? 
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You have a right to receive feedback about the overall results of this study. You can indicate 
that you are interested in receiving this feedback by providing contact details at the end of 
the survey. This feedback will be in the form of a brief summary, which will be sent at the 
end of the study. 

10. What if I would like further information? 

This information sheet is for you to keep. When you have read this information, the 
following researcher will be available to discuss it with you further and answer any 
questions you may have: 

 

11. What if I have a complaint or any concerns? 

The ethical aspects of this study have been approved by the Human Research Ethics 
Committee (HREC) of The University of Sydney (HREC Approval No. 2022/617) according to 
the National Statement on Ethical Conduct in Human Research (2007).  

If you are concerned about the way this study is being conducted or you wish to make a 
complaint to someone independent from the study, please contact the University: 

Thank you for considering to be a part of this study. More information about this study can 
be accessed via the website address or QR code below. 

 

 

 

 

 

 

Name Dr Stuart Jackson (Research Co-ordinator) 

Position Study Co-ordinator 

Telephone 0413 269 489 

Email info@prehealthstudy.org   

Website www.prehealthstudy.org  

Reviewing HREC name Sydney University Human Ethics Committee 

HREC Executive Officer Human Ethics Manager 

Telephone +61 2 8627 8176 

Reference human.ethics@sydney.edu.au 

www.prehealthstudy.org  

mailto:info@prehealthstudy.org
http://www.prehealthstudy.org/
http://www.prehealthstudy.org/
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PARTICIPANT CONSENT FORM. FACE VALIDITY. 

 
 
 
Study: The PrE-Health Study: eHealth and Information use of Australian men 
with prostate cancer 
Chief investigator: Professor Manish Patel 
Chief investigator email: info@urocancer.com.au  
Co-ordinating investigator: Dr Stuart Jackson (PhD student) 
Co-ordinating investigator email: info@prehealthstudy.org   
Website: www.prehealthstudy.org  
 

Participant Name  

I agree to take part in this research study. In giving my consent, I confirm that: 
• The details of my involvement have been explained to me, and I have been provided 

with a written Participant Information Statement to keep. 
 

• I understand the purpose of the study is to investigate eHealth and information use 
of Australian men with prostate cancer. 
 
 

• I acknowledge that the risks and benefits of participating in this study have been 
explained to me to my satisfaction. 
 

• I understand that I will be required to participate in a survey and interview, and that 
my responses will be recorded in note form (handwritten or typed) by the research 
team. 

 

• I understand that being in this study is completely voluntary. 
 
 

• I am assured that my decision to participate will not have any impact on my 
relationship with the research team or the University of Sydney, or my treating 
medical team.  
 

• I understand that I am free to withdraw from this study and can withdraw any 
information I have already provided during the survey and interview process, and up 
until data is analysed. 
 
 

• I have been informed that the confidentiality of the information I provide will be 
protected and will only be used for purposes that I have agreed to. I understand that 
information about me will only be told to others with my permission, except as 
required by law. 

mailto:sjac8394@uni.sydney.edu.au
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• I understand that the results of this study may be published, and that publications 

will not contain my name or any identifiable information about me. 
 
 

• I understand that after I sign and return this consent form it will be retained by the 
researcher, and that I may request a copy at any time.  

Participant Name  

Signature  

Date  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


