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My name is Saran Chamberlain and I am a Flinders University Honours student. I am undertaking this research as part of my Bachelor of Health Sciences Honours degree. For further information, you are welcome to contact my supervisor. Their details are listed above. 

Description of the Study
This project will investigate the experiences of stroke survivors who have participated in Australian stroke conferences, including attending, presenting, or contributing in other ways. 
This project is supported by Flinders University, College of Nursing and Health Sciences.


Purpose of the Study
This project seeks to identify the numbers of people with lived experience of stroke attending, presenting at, or involved in organising conferences in Australia. It will explore what their experience was like for them and how they feel about being involved. This can help us to understand how we can continue to grow meaningful engagement of people with lived experience in stroke research activities, like conferences.

Benefits of the Study
The sharing of your experiences will contribute valuable insights into how stroke survivors experience engagement in academic and clinical conference settings—an area with limited existing evidence. Findings may be used to inform future conference planning to ensure more meaningful, accessible, and inclusive involvement of people with lived experience of stroke. It will show what good involvement looks like giving a clearer picture of how people with lived experience are engaged across the whole research cycle. It will highlight the risks to avoid, such as burnout, tokenism and last-minute inclusion. It will give a benchmark so we can learn from positive experiences and make recommendations for improvement.

Participant Involvement
If you agree to participate in the research study, you will be invited to do a one-on-one interview with me (Saran) or one of my supervisors. You are welcome to have a support person with you in the interview if you would like. The interview will be:

· Held online via Microsoft Teams
· Last about one hour
· Audio and video recorded (with your permission) so I can write it down later
· Based on a series of questions about your experience at stroke conferences

You can take a break at any time during the interview. If you get tired or need to stop, we can pause and reschedule.

After the interview, I’ll send you a copy of your transcript (what you said written down) so you can check that it’s correct. You’ll be able to add, change, or remove anything you’d like. You won’t need to do anything else unless you want to. There are no follow-up interviews or tasks unless you choose to stay in contact.

Potential Risks 

The researchers do not expect any harm or discomfort from participating. However, reflecting on your experiences may bring up difficult emotions

Support Services

If you experience feelings of distress as a result of participation in this study, you can contact the following services for support:

· StrokeLine –1800 787 653 | www.strokefoundation.org.au/What-we-do/For-survivors-and-carers/StrokeLine
· Lifeline – 13 11 14 | www.lifeline.org.au
· Beyond Blue – 1300 22 4636 | www.beyondblue.org.au

Withdrawal Rights

You may decline to take part in this research study.

If you decide to take part and later change your mind, you may withdraw at any time without providing an explanation.

To withdraw, please contact me or one of my supervisors named on this form. 

Any data collected up to the point of a participant’s withdrawal will be securely destroyed if it still contains identifiable personal information. However, if the data has already been deidentified and included in the analysis, it will not be possible to remove it, as it can no longer be linked to the individual.

Confidentiality and Privacy
Only researchers listed on this form have access to personal and sensitive information provided by you.  Researchers will take all possible steps to ensure privacy and confidentiality will be adhered to at all times. You will not be named, and your individual information will not be identifiable in any research products. However, due to the small sample size, anonymity cannot be guaranteed.

The research outcomes may be presented at conferences / written up for publication or used for other research purposes as described in this information form.  

Data, including identifiable, non-identifiable and de-identified datasets,  will not be shared with other research groups or used in future research projects, with the exception of us contacting you about future research projects if you select this option.

Deidentified research data and transcripts may be entered into AI platforms to analyse themes of the research.

Transcription will be undertaken by Microsoft Teams.

Data Storage
The information collected will be stored securely at Flinders University.

Video files will be stored temporarily on Flinders University’s OneDrive with password protection, until the transcript has been de-identified and checked, at which time the video file will be deleted. Data may be stored temporarily on Flinders University’s OneDrive with password protection, to allow collaborator access / version control during the study period.

Any identifiable data will be de-identified for data storage purposes, unless indicated otherwise.

At the conclusion of the research project, all data will be securely transferred to and stored at Flinders University (R: drive) for 5 years after publication of the results. Following the required data storage period, all data will be securely destroyed according to Flinders University Research Data Management Procedures.  


Recognition of Contribution / Time / Travel costs
If you choose to participate, you will be provided with a $25 gift voucher when the interview is complete, in recognition of your contribution and participation time.

Researchers have noted an increase in fake responses to online research studies.  This can have a significant negative impact on research findings.  Participants will only be compensated once and will not be remunerated if found to have submitted false or duplicate responses.  By taking part in this research, you consent to providing true and correct information and only participate once.

Study Feedback
On project completion, a short summary of the research report will be provided to all participants via email. 

Ethics Committee Approval
The project has been approved by Flinders University’s Human Research Ethics Committee (HREC Project Number 8788).  

Questions or Concerns About the Study
Specific questions regarding this research project can be directed to the research team on the following e-mail address: saran.chamberlain@flinders.edu.au

If you have any complaints or reservations about the ethical conduct of this study, please contact the Flinders University’s Research Ethics, Integrity and Compliance Office via telephone (08) 8201 2543 or by emailing human.researchethics@flinders.edu.au. 

Thank you for taking the time to read this information sheet which is yours to keep. 

Consent
If you accept our invitation to be involved, please sign the enclosed Consent Form and email this back to me. 

By completing this, you are consenting to participate in this study and to the conditions outlined in the Participant Information Form. 


CONSENT FORM

Title: Exploring the experiences of people with lived experience of stroke attending and presenting at national stroke conferences in Australia

HREC Project Approval Number: 8788

Consent Options

[bookmark: Check1]|_| 	I have read and understood the information about the research, and I understand I am being asked to provide informed consent to participate in this research study. I understand that I can contact the research team on this e-mail address (saran.chamberlain@flinders.edu.au) if I have further questions about this research study. 

[bookmark: Check2]|_| 	I am not aware of any condition that would prevent my participation, and I agree to participate in this project. 

[bookmark: Check6]|_|	I understand that I am free to withdraw at any time during the study. 

[bookmark: Check8]|_|	I understand that I will be able to withdraw my data and information from this project up until the data have been de-identified and/or included in analysis.

|_|	I understand that if I withdraw from the study my data will not be used for this research study if it still contains identifiable personal information.

[bookmark: Check7]|_|	I understand that the information I provide may be published. I understand that I will not be identified in any research products.

|_|	I understand that due to the small sample size anonymity cannot be guaranteed.

|_|	I am not a fraudulent or imposter participant or a bot.
[bookmark: Check13]|_|	I understand that I can contact Flinders University’s Research Ethics, Integrity and Compliance Office if I have any complaints or reservations about the ethical conduct of this study on human.researchethics@flinders.edu.au.

Regarding participation, I consent to:


[bookmark: Check4]|_|	participating in an interview 
|_|	having my information audio recorded
|_|	having my information video recorded

I further consent to:


[bookmark: Check12]|_|	being contacted about other research projects
 
Signed:

Name:

Date: 
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