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PARTICIPANT INFORMATION FOR QUT RESEARCH PROJECT 

– Interview (Individuals and their family members) – 

 

Enhancing end-of-life decision-making: Optimal regulation of voluntary 

assisted dying 
 

QUT Ethics Approval Number 2000000270 

 

Research team 

Principal Researcher:  Professor Ben White  Chief Investigator  

Associate Researchers:  Professor Lindy Willmott  Investigator  

  Dr Eliana Close  Investigator  

  Ms Ruthie Jeanneret PhD Student 

 Ms Madeleine Archer PhD Student 

  Australian Centre for Health Law Research, Faculty of Business and Law, 

Queensland University of Technology (QUT)  

  Professor Jocelyn Downie  Investigator  

  Schulich School of Law, Dalhousie University, Canada  

  Professor Kenneth Chambaere  Investigator  

  Professor Luc Deliens  Investigator  

  End-of-Life Care Research Group, Vrije Universiteit Brussel, Belgium  

  Professor Sharon Friel  Investigator  

  School of Regulation and Global Governance (RegNet), Australian National 

University  

 

Why is the study being conducted? 

The purpose of this research is to better understand how people make decisions about voluntary 

assisted dying (VAD) in Australia. Specifically, we are interested in how those involved in VAD perceive 

the effect of “regulation” (such as laws and policies) and what affects individuals’ experiences.   

 

This research aims to: 

• Understand what affects people’s choices and experiences regarding VAD (including laws and 

policies); and 

• Identify how decision-makers (including patients, families, doctors, nurses and other health 

professionals) shape what happens in practice. 

This research is part of a project funded by the Australian Research Council. The project aims to 

improve end-of-life care by looking at how VAD can be ‘regulated’ better. The findings from the 

project will be used to develop better laws, policies and decision-making processes for VAD in 

Australia. 

  

You are invited to participate in this research project because you are a: 

• Person with a diagnosis of terminal illness; or 

• Family member of such a person. 
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Because the study is about VAD, to be eligible to participate, you must have sought VAD or are in the 

process of doing this (or you are or have supported a family member through this process). You can 

participate whether or not your request (or that of your family member) for VAD was approved. 

 

Because of our recruitment strategy, not all eligible persons will be able to participate in the study. 

This is because we need to ensure that people with diverse experiences are able to contribute to this 

project. This means aiming to learn from people who are receiving care in different health settings, 

who live in cities and rural/regional areas, and who have different characteristics (e.g. age, gender and 

illness). 

 

What does participation involve? 

To participate in this research, you will take part in an interview either in person at your preferred time 

and location, in a private Zoom meeting, or by telephone that will take up to 60 minutes. The 

interviewer will drive to you if you are too unwell to travel to an interview venue. 

 

In the interview we will ask you questions like:  

• What was your experience of the VAD process? 

• What was your biggest challenge in navigating the VAD process? 

You can choose not to answer questions. You can also take breaks during the interview and can 

complete the interview over multiple sessions if you need.  Interviews will be carried out by trained 

interviewers from the research team. 

 

Participating in this interview is your choice. You do not have to participate. You are free to leave the 

study even if you have completed the interview. If you choose to leave the study you can decide 

whether you want any of the information you have provided up to that point to be removed or if you 

will let us use that information. 

 

However, after results have been published, or after the project has been completed, we will be unable 

to identify or remove your information. 

 

Your decision to participate or not participate will in no way impact upon your current or future 

relationship with QUT or other organisations participating in this research.  

 

What are the possible benefits for me if I take part? 

This research may benefit you by giving you an opportunity to reflect on your experiences (or that of 

your family member) seeking VAD and to express your views of how regulation could be improved in 

an interview.  

 

The research could also have wider benefits. VAD is a new health service in Australia. This research 

could benefit other patients, families and health professionals by providing evidence to improve laws, 

policies and other supports for VAD. However, decisions about any changes flowing from findings of 

this research rest with others.  

  

You will not be paid for participating in the study, but we will provide you with vouchers for taxi fares 
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or parking fees if travel to the interview location is required. 

 

You will be asked if you would like feedback about the results of the study and, if so, how you would 

like to receive this information. 

 

What are the possible risks for me if I take part? 

There is a risk that the interviews may be distressing for you given your direct involvement in decision-

making about VAD. We recognise that, if you have a terminal illness, interviews involve talking about 

the decisions you are making in contemplation of death, and if you are a family member, interviews 

involve reflecting on your family member's illness and approaching death. You may feel that some of 

the questions we ask are stressful or upsetting. If you do not wish to answer a question, you may skip 

it and go to the next question, or you may stop the interview.  

  

If you experience discomfort or distress because you participated in the research, we will offer you 

counselling support. The counselling will be provided by qualified professionals who are not members 

of the research team. 

 

If you wish to access a support service you can also call: 

• Lifeline - online, phone or face-to-face support - call 13 11 14 for 24-hour telephone crisis 

support.  

• Beyond Blue - information and support to help Australians of any age or location - call 1300 

224 636.  

 

QUT provides some free psychology, family therapy or counselling services for research participants 

of QUT projects who may experience discomfort or distress as a result of their participation in the 

research. If you want to access this service please call the Clinic Receptionist on 07 3138 0999 

(Monday–Friday only 9am–5pm), QUT Psychology and Counselling Clinic, 44 Musk Avenue, Kelvin 

Grove, and indicate that you are a research participant.  

 

If you experience distress about cancer, the Cancer Council is also able to assist you with counselling. 

The Cancer Council helpline number is 13 11 20.  If you live in Queensland, PalAssist is a free 24-hour 

telephone and online service for palliative care patients, carers and family members, provided by 

Cancer Council Queensland.  You can contact PalAssist on 1800 772 273. 

 

What about privacy and confidentiality? 

Your choice to participate in this research will be known only to the research team and a transcription 

company who will transcribe the interview. The transcription company will be required to sign a 

confidentiality agreement. 

 

The information you provide to us (including your name, contact details and personal information) will 

be kept confidential. We will use a participant number (not your name) in our records so that the 

research information we have about you contains no names. However, so that we can identify your 

responses and remove them from our records if you choose to withdraw from the study, we will keep 

a ‘re-identifying’ code. This code will be stored separately to your personal information and will only 

be accessible to the research team. 
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We will describe and share our findings in presentations, public media, journal articles and other similar 

publications. However, we will not identify you personally (we will not use your name or other 

information that could identify who you are) in our publications or presentations. In these publications, 

quotes from the interview may be used. We will take steps to ensure that the quotes cannot be traced 

back to you. These steps include: 

• Only including the relevant part of a quote; 

• Removing/changing names from any quotes; 

• Removing/changing details such as dates and specific circumstances that may directly or 

indirectly identify you; and 

• Reporting the characteristics of who participated in the interviews as a group, not individually. 

 

Although we will manage these risks, while highly unlikely, it is possible that if you are quoted directly 

your identity may become known. To protect your confidentiality and that of others involved, you may 

choose to leave out or change information.  

 

We will keep all electronic records in a secure file on the researcher’s password protected computer, 

on the QUT network. All paper records will be kept secure in a locked filing cabinet located in the 

researcher’s office. If your interview is conducted by telephone, the researcher will record it using a 

digital audio-recorder which will also be kept in a locked office. Any data collected as part of this 

research project will be stored securely as per QUT’s Management of research data policy.  Data will 

be stored for a minimum of 5 years from the date the project is completed (except for consent forms 

which will be stored for a minimum of 15 years). It will only be disclosed if it is to protect you or others 

from harm, if specifically required by law, or if a regulatory or monitoring body such as the ethics 

committee requests it. However, these circumstances are extremely unlikely to occur. 

 

The interviews will be audio recorded (and video recorded if they are conducted by Zoom). It is not 

possible to participate in this project without being audio recorded. Zoom creates separate audio and 

video recordings. The video recording will be deleted as soon as practicable after the interview is 

completed. We will give the audio recording to the transcription company, who will provide the 

research team with a transcription. As noted above, the transcription company will be required to sign 

a confidentiality agreement and only the research team members listed at the top of this form and the 

transcription agency will have access to the audio recording. 

 

After the audio recording is transcribed, we will provide a copy of the transcript to you which you can 

choose to check for accuracy. When we provide the transcript to you, we will ask you to review the 

transcript and contact us within 2 weeks to let us know whether or not you are happy with the 

transcript. If we do not hear from you within 2 weeks, we will assume you are happy with the transcript.  

 

If you decide the transcript is not accurate, you may listen to the recording, do one further interview, 

or withdraw from the study. If you withdraw from the study your name will be immediately removed 

from the data and we will destroy the recordings and transcript within two weeks.  

 

The research project is funded by the Australian Research Council via its Future Fellowship Scheme 

and they will not have access to the data obtained during the project. 
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How do I give my consent to participate? 

If you choose to participate, we would like to ask you to sign a written consent form (enclosed) to 

confirm your agreement to participate. Alternatively, if you are being interviewed over Zoom or 

telephone, we may seek your consent verbally. 

 

What if I have questions about the research project? 

If you have any questions or require further information, please contact one of the listed researchers: 

 

Ben White bp.white@qut.edu.au 07 3138 4066 

Lindy Willmott l.willmott@qut.edu.au 07 3138 5205 

Eliana Close eliana.close@qut.edu.au 

Ruthie Jeanneret ruthie.jeanneret@qut.edu.au 

Madeleine Archer  madeleinejemimagrace.archer@hdr.qut.edu.au 

Jocelyn Downie jocelyn.downie@dal.ca 

Kenneth Chambaere Kenneth.Chambaere@vub.be 

Luc Deliens Luc.Deliens@vub.be 

Sharon Friel sharon.friel@anu.edu.au 

 

What if I have a concern or complaint regarding the conduct of the research project? 

QUT is committed to research integrity and the ethical conduct of research projects.  If you wish to 

discuss the study with someone not directly involved, particularly in relation to matters concerning 

policies, information or complaints about the conduct of the study or your rights as a participant, you 

may contact the QUT Research Ethics Advisory Team on 07 3138 5123 or email 

humanethics@qut.edu.au. 

 

Thank you for helping with this research project. Please keep this sheet for your information. 
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