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Appendix 1: Research Participant Survey
1.	What is your year of birth?
2.	How do you identify yourself? 
· Male or Man
· Female or Women
· Gender diverse
· Prefer not to say
3.	Is English your first language?
· Yes
· No
4.	What State do you live in? 
· NSW
· VIC
· QLD
· TAS
· SA
· NT
· WA
The next 2 questions are about how you normally read and understand information. For example, you may use assistive technology to help you read the information. 
5.	In general, how difficult or easy do you find reading and understanding written information?
· Can’t do and always find difficult
· Usually difficult
· Sometimes difficult
· Usually easy
· Always easy
6.	Do you identify as having a disability or challenge that impacts your ability to read, understand information, or communicate? This could include vision impairment, hearing loss, learning disability or something else. 
· Yes
· No
6B. If yes, please describe the impact:
7.	How long have you been involved in research for?
· 2 years or less
· 3-5 years
· 6-10 years
· 11-20 years
· Over 21 years
8. What is the topic of the most recent research study or clinical trial that you participated in? For example, it may be a treatment or therapy for a particular condition. (open-ended)
9. What motivates you to participate in research? (open-ended)
10. When did you last agree to participate in research and sign a consent form? 
· Today 
· In the last few weeks
· In the last few months
· In the last year
· Over a year ago
· Cannot remember
11. Before signing the consent form or agreeing to take part, how was the information given to you? You can select all the options relevant to your most recent experience. 
· The research staff explained the study to me
· The research staff gave me an information leaflet to read myself
· The research staff read an information leaflet to me
· I watched a video about the study
· I looked at a website about the study
· Something else – please specify:
· None of these
12. How much of the information leaflet that was given to you did you read? 
· Did not read it at all
· Read about a quarter of it
· Read about half of it
· Read about three quarters of it
· Read every word
· Don’t know
13. To what extent was the research information leaflet and consent form that you were given easy or hard to read? 
· Very easy to read
· Easy to read
· Fairly easy to read
· Hard to read
· Very hard to read
14. To what extent was the research information leaflet and consent form that you were given easy or hard to understand? 
· Very easy to understand
· Easy to understand
· Fairly easy to understand
· Hard to understand
· Very hard to understand
15. How did you feel about the quantity of information given in the leaflet?
· Not enough
· About right
· Too much
· Don’t know
16. How did you feel about the length of the information leaflet?
· Too short
· Too long
· About right
· Don’t know
17. How satisfied or unsatisfied were you with the information leaflet given to you about the study? 
· Very satisfied
· Pretty satisfied
· Neither satisfied or dissatisfied
· Pretty unsatisfied
· Very unsatisfied
· Prefer not to say / Don’t know
18. What were the positives about your experience receiving information about the study? 
19. What were the negatives about your experience receiving information about the study? 
20. When first learning about a research study, some people prefer to review the information about a study on their own, and others like to review the information with a study team member, and/or with trusted others. What would you say is your preference? Select all that apply.
· Review on my own
· Review with a member of the study team
· Review with family member, carer or trusted supporter
· No preference
· Don’t know
21. The time given by research staff to explain the study and sign the consent form to me was: 
· About right
· Not enough
· Too much
· Prefer not to say
22. How well did the research staff explain the study to you? 
· Explained the study very well
· Explained the study fairly well
· Didn’t explain the study well
· Can’t remember or prefer not to say
23. Were you encouraged to ask questions? 
· Encouraged to ask questions and felt comfortable to do so
· Encouraged to ask questions but did not feel comfortable to do so
· Not encouraged to ask questions
· Something else, please specify:
· Not sure or can’t recall
24. Were you given enough time to decide if you wanted to take part? 
· Yes
· No
· Unsure
25. Overall, how well did you feel you understood the research study?
· Very well
· Well
· Fairly well
· Not very well
· Not at all 
26. Is there any other experience or suggestion that you would like to share on getting information about research? Please describe below. 
Branching: On Q11, if participant selects “I watched a video or looked at a website about the study” as items selected, the following questions below can be included.
For Video viewers:
What were the positives about the video/s you watched?
What were the negatives about the video/s you watched? 
How satisfied or unsatisfied were you with the video/s about the study? 
· Very satisfied
· Pretty satisfied
· Neither satisfied or dissatisfied 
· Pretty unsatisfied
· Very unsatisfied
· Prefer not to say / Don’t know
How much of the video about the study did you watch? 
· All of it from start to end
· More than half
· About half
· Less than half
· Did not watch it
From watching the video/s, did you feel that you got the information you needed? 
· Yes
· No
· Don’t know
On a scale of 1-5, how strongly would you recommend that researchers use videos to educate potential study participants about studies? For this question, 5 means you think they should use a video every time, and 1 means they should never use a video. 
· 1 = Never use videos
· 2 = Occasionally use videos
· 3 = Sometimes use videos
· 4 = Usually use videos
· 5 = Always use videos
For website users:
What were the positives about the website? Open-ended. 
What were the negatives about the website? Open-ended.
From accessing the website, did you feel that you got the information you needed? 
· Yes
· No
· Don’t know
How satisfied or unsatisfied were you with the website about the study? 
· Very satisfied
· Pretty satisfied
· Pretty unsatisfied
· Very unsatisfied
· Prefer not to say / Don’t know
How easy or hard was the website to use?
· Very easy to use
· Easy to use
· Fairly easy to use
· Hard to use
· Very hard to use
On a scale of 1-5, how strongly would you recommend that researchers use a website to educate potential study participants about studies? For this question, 5 means you think they should use a website every time, and 1 means they should never use Websites. 
· 1 = Never use a website
· 2 = Occasionally use a website
· 3 = Sometimes use a website
· 4 = Usually use a website
· 5 = Always use a website
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