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Information form for the Person Responsible 
Project Title: Enhancing rehabilitation services for Aboriginal Australians after brain injury: Healing Right Way 
Project Summary
· The participant has been invited to participate in a research project. 

· It is about rehabilitation services for Aboriginal people following stroke and traumatic brain injury (TBI).

· You have been asked to provide consent on behalf of the participant and they may not fully understand the project because of the nature of their injury.  

· For this reason, you have been provided with this information sheet, which outlines a summary of the project. 

· If you have any concerns about whether it is in their best interests to take part, you should discuss these with the participant’s doctor.
· Please consider whether the participant would want to participate in the project. If you have any questions, please ask.
· This project has received ethical approval from the Royal Perth Hospital Human Research Ethics Committee and the Western Australian Aboriginal Health Ethics Committee. 
· This is funded by the National Health and Medical Research Council.
Why are we doing it?

· Australian Aboriginal people experience stroke and TBI more frequently than non-Aboriginal people, yet many don’t get the rehabilitation services they need. 
· We want to make sure that brain injury rehabilitation services are accessible to all Aboriginal people.
· [image: image2.emf]This project aims to improve the health of people with a brain injury and support their families
What will the project involve?
1. You will be asked to give your consent on behalf of the participant.
2. There will be three sessions where we will talk to them about their stroke/TBI. 

· The first session will happen while they are in hospital. 
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Then there will be another session 3 and 6 months after their stroke/TBI. 

· These will happen at the hospital, in their home or by phone. 

· These sessions should not take longer than 45-60 minutes.
3. The participant will be asked some questions about their medical history, how they are feeling, and their recovery. 

· They will also be asked about what other services they are receiving. 

4. A member of the project team will look at the participant’s medical notes and count the number of times they were seen by allied health professionals (e.g. Physiotherapist, Speech Pathologist, Occupational Therapist) while they are in hospital and afterwards as an outpatient.  

· This information will also help when services want to know about the health of people and communities over the course of their life.
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5. An Aboriginal Brain Injury Coordinator will be available at different hospitals at different times in the project. At this point, we cannot tell you whether or not the participant will receive this particular service.

· This means they may or may not work with this Coordinator. 

· Either way, they will continue to access their usual care. 

6. If the participant works with the Coordinator, they will help with the sharing and understanding of information. 
· This Coordinator will be Aboriginal.
· They will work with the participant and their health care team/s for a maximum of six months.  

· The participant will also be asked about how they found working with their Aboriginal Brain Injury Coordinator.
Additional costs/payments
· There are no additional costs if they participate.

· They will not be paid for participating in this project.  

Potential Benefits

· By being in this project, they may be helping to improve rehabilitation services for Aboriginal people following a stroke or TBI. 

· It is possible that they may not directly benefit from this project.

Potential discomfort, side effects and risks

· Being in this project will not interfere with their usual care.

· We are not aware of any risks associated with being involved in this project.

· The project will not affect how long the participant stays in hospital. 
· If they feel frustrated or upset during the project, please contact the project team. Details are listed on page 4. 

Voluntary Participation and Withdrawal from the Project
· If you decide they should not join this is OK, the participant will be treated as usual.

· You or the participant can decide to stop being a part of the study. This can be done at any time, for any reason. This won’t affect any other part of the participant’s care.

· If you feel they want to stop, please tell a member of the project team. Details are listed on page 4. 

Their personal information 
· Any information we collect is kept confidential and secure. 
· During the project, the participant’s information will be given a number, and their name will not be used at any time in relation to that information. 

· All information collected related to this project will be kept in a locked secure location for seven years. 

· By signing the consent form, you give permission for relevant members of the project team to look at this confidential information. 

· By law, the participant has the right to look at the information collected and stored by the project team. 

What will the researchers do with the information they collect?

· Let people know what helps Aboriginal people after a stroke or TBI. 

· Write a report and articles in scientific journals.

· Present the results at a variety of meetings and conferences.

· We will link information from our project to the information at the Health Department.  This will allow us to find out about their health in the future.
Further Information
If you or the participant want more information you can speak to the participant’s health care team or a member of the project team. 
	Name
	

	Position
	

	Telephone
	


For questions or complaints relating to this project contact:
East Metropolitan Health Service

Research Ethics and Governance Unit
Level 3, Colonial House
Royal Perth Hospital
Wellington Street, PERTH WA 6000
Phone: (08) 9224 2260

Email: EMHS.REG@health.wa.gov.au


Consent Form - Person Responsible

Project Title: Enhancing rehabilitation services for Aboriginal Australians after brain injury 
Declaration by Person Responsible 
I (family member/ friend/ long-term carer/ Guardian) am the person responsible for _________________________ (the participant) (Please circle your relationship to the participant).
· I am over 18 years of age

· I understand what the project involves 
· I give permission for the participant’s health care team to share relevant information with the project team including the participant’s contact details. 

· If an Aboriginal Brain Injury Coordinator is working with the participant, I give permission for them to share relevant information with the participant’s doctor and health care team. 

· I understand that such information will remain confidential. 
· I give permission for the participant’s details to be linked to health information held at the health department.

· I understand that the participant is  free to stop participating in the project at any time 

· I have had an opportunity to ask questions and I am satisfied with the answers I have received.

· I understand that I will be given a signed copy of this document to keep.

Name of Person Responsible (please print) 

Signature 
 Date 


Name of Witness* to Person Responsible Signature (please print) 

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.

Declaration by Senior Researcher†
I have given a verbal explanation of the research project, its procedures and risks and I believe that the Person Responsible has understood that explanation.

Name of Senior Researcher (please print) 

Signature 
 Date 

† A senior member of the research team must provide the explanation of and information concerning the research project.
Note: All parties signing the consent section must date their own signature.

Form for Withdrawal of Participation
Person Responsible
Project Title: Enhancing rehabilitation services for Aboriginal Australians after brain injury 
Declaration by Person Responsible
· I wish to withdraw _________________________ (participant’s name) from participation in the above project. 
· I understand that such withdrawal will not affect the participant’s usual care, or their relationship with those treating him or her or my relationship with [enter name of the hospital] Hospital.
I do / do not consent (circle whichever applies) to the researchers use of information already collected about the participant. 
Name of Person Responsible (please print) 

Signature 
 Date 


In the event that the Person Responsible and/or the participant’s decision to withdraw is communicated verbally, the Member of the Project Team will need to provide a description of the circumstances below.

Declaration by Senior Researcher†
I have given a verbal explanation of the implications of withdrawal from the research project and I believe that the Person Responsible and/or participant has understood that explanation.
Name of Senior Researcher (please print) 

Signature 
 Date 

† A senior member of the research team must provide the explanation of and information concerning withdrawal from the research project
Note: All parties signing the consent section must date their own signature.
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