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	ONLINE PARTICIPANT INFORMATION STATEMENT 

	Study title: What research methodologies represent people with disability and their health priorities?
Chief Investigator: Professor Jackie Leach Scully


		
Consent Form – Participant providing own consent to participate in the survey

Declaration by the participant

By checking the I agree/start survey option below:

· I understand I am being asked to provide consent to participate in this research study; 
· I have read the attached Participant Information Sheet, or it has been provided 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; 
· I provide my consent for the information collected about me to be used for the purpose of this research study only; 
· 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 understand that the results of the research will be made available on the Disability Innovation Institute UNSW (DIIU) website. 
 


· 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;

Name: _____________________________________ 

Address: ___________________________________

Email Address: ______________________________




	I agree, start survey








1. What is the research study about?
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. Who is conducting this research?
The study is being carried out by the following researchers:
Professor Jackie Leach Scully, Director of the Disability Innovation Institute UNSW (DIIU) 
Dr Jodi Lamanna, Research Associate, DIIU

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

3. Inclusion/Exclusion Criteria
We are looking to recruit people who:  
· Are 18 years of age and over   
· Are a recognised representative of a Disability Representative Organisation or Disability Peoples Organisation 
· 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 recognised representative of a Disability Representative Organisation or Disability Peoples Organisation 
· Do not communicate in English  
· Live outside Australia.  

4. Do I have to take part in this research study?
Participation in any research study is 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);
· Click the ‘I agree, start survey’ button
· Complete the survey


5. What does participation in this research require?
Survey: This is an opportunity to complete an online survey. The survey will ask you about experiences of discussing health and health priorities with people with disability. It should take approximately 20 minutes to complete.

Additional costs and reimbursement: Taking part in the survey will not cost you anything, and you will not be paid for it.


6. What will happen to information about me?
By clicking the ‘I agree, start survey’ button 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.
    
Any international or Australian participant signing up to one of the methods (online interview, focus group, survey, workshops, best practice portal) adheres to the Data Management Plans and guidance of UNSW and also the Data Protection legislation of Australia.
Personal data will not be shared outside of the UNSW team and anonymised data will be kept in a secure folder of UNSW OneDrive that is only accessed by members of the UNSW team.

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?
If you do consent to participate, you may withdraw at any time. You can do this by exiting the platform for the survey. Any information recorded prior to this will be kept as it is anonymous and not possible to delete.


9. 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
	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 

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




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
	Human Research Ethics Coordinator

	Telephone
	+ 61 2 9385 6222

	Email
	humanethics@unsw.edu.au 

	HC Reference Number
	[INSERT HC reference number]
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