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Please read this information carefully. Ask questions about anything you don’t understand or want to know more about.
Participation in this research is voluntary. If you don’t wish to take part, you don’t have to.
You may want to talk to a relative, friend or colleague before deciding whether you take part in this project.
You can keep this information sheet.




			
1. What is the Project about?
You are invited to take part in the Draw-Care study, which aims to develop digital resources to improve the lives of people living with dementia and their family carers who are from a migrant background.
This study is funded by the Medical Research Future Fund (MRFF), Department of Mental Health and Substance Use, World Health Organization (WHO), Dementia Australia, and Federation of Ethnic Communities Council of Australia (FECCA). However, these organizations are not directly involved in the collection of study data, nor will they influence interpretation of the study findings.
2. Who is doing the Research?
The project is being conducted by the National Ageing Research Institute (NARI); Monash University; Swinburne University of Technology (SUT).
3. What does my participation involve?
We invite you to participate in a Randomized Control Trial (RCT) to understand the effects of our online resources. If you agree to participate, you will be asked to:
(1) Access our online resources at least once in 12 weeks. You can access it as many times as you like during this time. 
(2) Complete a 30-minute online survey. You need to complete this survey three times: at the start of the study, after 6 and 12 weeks (total time = 90 minutes). The survey will ask you about your experiences of care, your mood, quality of life, and productivity. 
(3) Indicate your interest in participating in a 30-45 minute online interview after 12 weeks.  
(4) Not discuss the intervention with anyone. 
If you agree to participate, you will receive a monthly email/phone text from the research team and a reminder call to complete your assessments.
4. Can I participate?
You can take part in this study if you are:
· Aged 18 and over. 
· Caring for a person with dementia at home
· Able to speak one of the following languages: Arabic, Cantonese, Greek, Hindi, Italian, Mandarin, Spanish, Tamil, or Vietnamese.
· Able to communicate in English.
· Able to provide consent.
· Able to access an internet connection, and have either a computer, laptop, tablet and/or smart phone; and
· Not a participant from our Draw Care co-design workshops or user-testing studies.

5. What do I have to do?
If you agree to participate, please sign the consent form at the end of this form and return it to the research team (EMAIL) 
A member of the research team will then contact you to make a time for the interview. The person who contacts you will be fluent in English.
6. Do I have to take part in this research project?
If you do not wish to take part, you do not have to. If you decide to take part and later change your mind, you can withdraw from the study.
Your decision will not affect any future relationship with the researchers, or any other individuals or organisations involved in the project. 
7. What are the possible benefits of taking part?
This study may or may not help improve your care of a person with dementia. By participating in this study, you are helping us to test the efficacy of our resources and make improvements to it.
8. What are the possible risks of taking part?
You will need to commit at least 2-3 hours of your time over 12 weeks. Other than the time commitment, we do not anticipate that there are any risks associated with participating in this study. 
9. Can I withdraw from this research project?
To withdraw your interview data, please notify us (EMAIL). We will ask you to sign a withdrawal of consent form, which is located at the end of this document. Please note that you will only be able to withdraw data prior to analyses of your data. 
10. Could this research project be stopped unexpectedly?
It is highly unlikely that the trial will be stopped unexpectedly. 
11. What happens when the research project ends?
At the end of the research project, the resources will be made publicly available for free on the NARI website and on the Moving Pictures website. The research team will also produce reports and publications about the project. At your request, the researchers will also provide you with a one-page summary of the main results.
12. What will happen to information about me?
Your data includes your: 
· Three completed surveys (identifiable data)
· Interview (identifiable data)
· Usage of our online resources such as time spent on the site, clicks etc. (de-identified data). 
Any identifiable information about you will remain confidential, except as required by law. The information will be held at Curtin University and the National Ageing Research Institute in locked filing cabinets and password protected electronic files. Only the research team will have access to these files. All data will be destroyed 25 years after the last publication of the project. De-identified data will be aggregated. This means it cannot be traced back to you. It will be analysed for group patterns. Overall, only group data and anonymous data will be presented in publications and presentations.
13.  Compensation
In recognition of your  time, you will receive a $20 gift card for each completed survey ($60 in total). There are no costs to you associated with participating in this research study. If you suffer any injuries or complications as a result of this research project, you should contact the research team as soon as possible. They will help you find appropriate treatment. If you are eligible for Medicare, you can receive medical treatment, free of charge, as a public patient in any Australian public hospital. If you are not eligible, we will find an alternative in your relevant state or territory. 
14. Complaints
Curtin University Human Research Ethics Committee (HREC) has approved this study (HREC number HRE2020-XXXX). Should you wish to discuss the study with someone not directly involved, in particular, any matters concerning the conduct of the study or your rights as a participant, or you wish to make a confidential complaint, you may contact the Ethics Officer on (08) 9266 9223 or the Manager, Research Integrity on (08) 9266 7093 or email hrec@curtin.edu.au. 
15. Further information 
Project manager: Dr. Antonia Thodis (Phone: +61 3 8387 2361; email: T.Thodis@nari.edu.au) 
Project lead investigator: Professor Bianca Brijnath (email: B.Brijnath@nari.edu.au).
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· I have read the information statement version listed above and I understand its contents.
· I believe I understand the purpose, extent and possible risks of my involvement in this project.
· I voluntarily consent to take part in this research project.
· I have had an opportunity to ask questions and I am satisfied with the answers I have received.
· I understand that this project has been approved by Curtin University Human Research Ethics Committee and will be carried out in line with the National Statement on Ethical Conduct in Human Research (2007).
· I understand I will receive a copy of this Information Statement and Consent Form.
	Participant Name
	

	Participant Signature
	

	Date
	



	Witness Name 
(if relevant)
	

	Witness Signature
	

	Date
	


* Witness is not to be the investigator, a member of the study team or their delegate.  In the event that an interpreter is used, the interpreter may not act as a witness to the consent process.  Witness must be 18 years or older.

Optional

	|_| I do
	|_| I do not
	consent to continuing electronic storage of my contact details and would like to be contacted about similar research in the future.



	|_| I do
	|_| I do not
	consent to the continuing electronic storage of my information for use in other research that is closely related to this research project.



	|_| I do
	|_| I do not
	consent to receive the NARI electronic newsletter (monthly), and consent to my email being added to the electronic mailing list.



Declaration by researcher: I have supplied an Information Letter and Consent Form to the participant who has signed above, and believe that they understand the purpose, extent and possible risks of their involvement in this project. 
	Researcher Name
	

	Researcher Signature
	

	Date
	


Note: All parties signing the Consent Form must date their own signature.

Withdrawal of consent
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Declaration by Participant

I wish to withdraw from participation in the above research project and understand that such withdrawal will not affect my relationships with the researchers, NARI, or any individuals and/or organsations involved in the project. I understand that only data which has not been analysed may be withdrawn.
	Participant Name
	

	Participant Signature
	

	Date
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