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	PARTICIPANT INFORMATION STATEMENT AND CONSENT FORM

	
Study title:  How can research best represent people with disability and their health priorities?
Chief Investigator: Professor Jackie Leach Scully


		
1. What is the research study about?
You are invited to take part in this research study. 

Researchers at the Disability Innovation Institute at UNSW are conducting a project about the methods that are most useful when researching people with disability and their health priorities. There are many different methods of gathering information about people’s health, but not all of these are suited to the issues that people with disability face.

The purpose of doing this research is to develop best practice principles that will help health professionals, researchers and academics when working with people with disability to explore their health and health priorities.

These resources can also be used by people with disability to advocate for themselves, and by Disability Representative Organisations when engaging in advocacy.
This research is significant, because people with disability have very rarely been asked directly about their health priorities, in Australia or elsewhere in the world. This means that there are likely to be gaps in understanding about health priorities for people with disability. 

2. [bookmark: _Hlk23428058]Who is conducting this research?
The study is being carried out by:
· Professor Jackie Leach Scully, Director of the Disability Innovation Institute UNSW (DIIU)
· Dr Jodi Lamanna, Research Associate, DIIU

Research Funder: This research is part of an international project funded by the Wellcome Trust, UK. 

3. Inclusion/Exclusion Criteria
We are looking to recruit people who: 
· Are 18 years of age and over  
· Are a family member or carer of a person with disability 
· Can communicate with the English-speaking researcher. This may include using Auslan through an interpreter, alternative or augmentative communication devices (AAC) with assistance from a support person, or writing responses in English.  
· Live in Australia 

We will not be able to include people who: 
· Are under 18 years of age 
· Are not a family member or carer of a person without a disability 
· Do not communicate in English 
· Live outside Australia. 

4. Do I have to take part in this research study?
Participation in this research study is entirely voluntary. If you do not want to take part, you do not have to.
If you decide you want to take part in the research study, you will be asked to:
· Read this information carefully (ask questions if necessary);
· Sign and return the consent form;
· Keep a copy of this form for yourself.
 
5. What does participation in this research require?
If you agree to participate you will be asked to complete one of the following activities:

[bookmark: _Hlk23493914]Interview: An online interview, and you will be asked questions about your experiences of the person you care for being asked about their health priorities. The interview will take place either on a Microsoft Teams meeting, or a Zoom video call depending on your preference and accessibility needs. The online interview will take approximately 30 to 45 minutes. With your permission the research team would like to video record the interview. If you do not wish to be recorded but you would like to participate, advise the research team and you will be provided with a questionnaire that has the same set of questions that can be answered in your own time. 
Focus Group: Focus groups will take place online on a platform such as Microsoft Teams or Zoom. They will have a maximum of four participants and will take approximately 60 minutes. During the focus group you will be asked questions about your experiences of the person you care for being asked about health priorities. If you decide to participate in the focus group, your comments along with other participants will be recorded during the group discussions. 
[bookmark: _Hlk525727761]Payment and costs: If you take part in an interview or focus group you will be compensated for your time and expertise. This payment is also intended to compensate you for any costs, such as payment to a support person during the interview or focus group. There will be no payment for questionnaires. Compensation will be given as a voucher of the amount of $50.

6. What will happen to information about me?
By signing the consent form, you agree to the research team collecting and using some information about you for the research. 
The data collected from you will be stored securely and in a non-identifiable format for 5 years after the research is completed.
     
The consent form offers you the option of agreeing that the research team can share or use the data collected from you in future research.

· Personal information collected from you in a secure UNSW password-protected electronic format only accessible to the approved research investigators.  
· Audio or video recordings will be stored in a secure UNSW password-protected electronic format only accessible to the approved research investigators. Transcripts will be made through Zoom or Teams which follows best practice for privacy and security. 

The information you provide is personal information for the purposes of the Privacy and Personal Information Protection Act 1998 (NSW).  You have the right of access to personal information held about you by the University, the right to request correction and amendment of it, and the right to make a complaint about a breach of the Information Protection Principles as contained in the PPIP Act.  Further information on how the University protects personal information is available in the UNSW Privacy Management Plan.

7. How and when will I find out what the results of the research study are?
The research team intend to publish and / or report the results of the research. Any publications and reports will be written using anonymised data, so that you cannot be identified. 

If you would like to receive a copy of the results, you can let the research team know by giving us your email or mailing address in the consent form. We will only use these details to send you the results of the research.  


8. What if I want to withdraw from the research study?
You may withdraw from the study at any time by completing the ‘Withdrawal of Consent Form’ provided at the end of this document, or by emailing the research team. Your decision to withdraw from the study will not affect your relationship with UNSW or any of the researchers.  If you decide to leave the research study, you can request that any identifiable information about you be withdrawn from the research project. Please note that because the focus group is a discussion, the research team will be unable to delete individual contributions.

9. What if I have a complaint or any concerns about the research study?
If you have a complaint regarding any aspect of the study or the way it is being conducted, please contact the UNSW Human Ethics Coordinator:

Complaints Contact 
	Position
	UNSW Human Research Ethics Coordinator

	Telephone
	+ 61 2 9385 6222

	Email
	humanethics@unsw.edu.au 

	HC Reference Number
	[INSERT HC reference number]



10. What should I do if I have further questions about my involvement in the research study?
If you require further information regarding this study or if you have any questions, you can contact either of the following members of the research team:

Research Team Contact Details
	Name
	Jodi Lamanna

	Position
	Research Associate

	Telephone
	02 9348 3307

	Email
	j.lamanna@unsw.edu.au 


 
Chief Investigator
	Name
	Jackie Leach Scully

	Position
	Director, Disability Innovation Institute UNSW

	Telephone
	· 

	Email
	jackie.leach.scully@unsw.edu.au




Support Services Contact Details
Taking part in this study is unlikely to cause you any discomfort. However, if you feel you need additional support from someone not involved in the research, you can call:

	Name/Organisation
	Lifeline 

	Position
	Crisis Support

	Telephone
	13 11 14



	Name/Organisation
	13 Yarn

	Position
	Aboriginal and Torres Strait Islander Crisis Support

	Telephone
	13 92 76



Consent Form – Participant providing own consent 
Declaration by the participant
· I understand I am being asked to provide consent to participate in this research study;
· I have read the Participant Information Sheet, or someone has read it to me in a language that I understand; 
· I understand the purposes, study tasks and risks of the research described in the study;
· I confirm that I am 18 years of age or over;
· Recordings: I understand that the research team will video record the interviews/focus groups; I agree to be recorded for this purpose;
· I provide my consent for the information collected about me to be used for the purpose of this research study only;
· I have had an opportunity to ask questions and I am satisfied with the answers I have received;
· I freely agree to participate in this research study as described and understand that I am free to withdraw at any time during the study and withdrawal will not affect my relationship with any of the named organisations and/or research team members;
· I would like to receive a copy of the study results via email or post, I have provided my details below and ask that they be used for this purpose only;
·  I understand that I will be given a signed copy of this document to keep;
· I understand that the results of the research will be made available on the Disability Innovation Institute UNSW website.

Name: _____________________________________ 
Address: ___________________________________
Email Address: ______________________________
Optional Consent for reuse of data and future research:
· I provide my consent for the information collected about me to be made available to other researchers as described at section 6 of this document. 

Participant Signature
	Name of Participant (please print)
	

	Signature of Research Participant 
	


	Date
	


Declaration by Researcher*
· I have given a written or verbal explanation of the research study; its study activities and risks and I believe that the participant has understood that explanation. 
Researcher Signature*
	Name of Researcher (please print)
	

	Signature of Researcher 
	


	Date
	



Form for Withdrawal of Participation

I wish to WITHDRAW my consent to participate in this research study described above and understand that such withdrawal WILL NOT affect my relationship with The University of New South Wales. 

· I am withdrawing my consent and I would like any identifiable information collected about me which I have provided for the purpose of this research study withdrawn.

· I am withdrawing my consent and I understand that any information already published and/or not linked to my identity cannot be withdrawn from the research. 


Participant Name
	Name of Participant
 (please type)
	

	Date
	



The section for Withdrawal of Participation should be forwarded to:
	CI Name:
	Jodi Lamanna

	Email:
	j.lamanna@unsw.edu.au
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