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Introduction 
We invite you to take part in a research study being led by researchers at the Queensland 
University of Technology (QUT) and Dalhousie University. It is entirely up to you whether to 
take part in this research. There will be no impact on you or your relationships with any of 
the organizations participating in this research if you decide not to participate. The 
information below tells you about what is involved in the research, what you will be asked 
to do and about any benefit, risk, inconvenience, or discomfort that you might experience.  

You should discuss any questions you have about this study with Dr Eliana Close 
(eliana.close@qut.edu.au). Please ask as many questions as you like. If you have questions 
later, please contact the lead researchers Professor Jocelyn Downie and Dr Eliana Close. 
 
Purpose and Outline of the Research Study 
The purpose of this research is to better understand how people make decisions about medical 
assistance in dying (MAiD) in Canada. Specifically, we are interested in how those involved 
in MAiD perceive the effect of “regulation” (factors including laws and policies) and what affects 
individuals’ experiences.    

This research aims to:   

• Understand what affects people’s choices and experiences regarding MAiD 
(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 larger project in Australia, where MAiD, known as voluntary 
assisted dying (VAD), is very new. Australia can learn from Canada because the two 
countries are similar in many ways. The findings from this study will be used to: 

• Develop better laws, policies, and decision-making processes for VAD in Australia; 
and 

• Make suggestions for how decision-making about MAiD in Canada can be improved.   

 
Who Can Take Part in the Research Study 
You may participate in this project if you are an individual with a “grievous and irremediable 
medical condition” who has sought MAiD or is in the process of seeking MAiD. 
 
What You Will Be Asked to Do 
To participate in this research, you will take part in an online interview by private video-
conference (Zoom meeting). If you do not have access to a computer or Zoom you can do 
the interview by telephone. The interviewer will be a trained member of the research team. 

The interview will take about an hour. You will be asked questions about your experience 
with MAiD, including questions like:  

• “What was your experience of the MAiD process?”  
• “What was your biggest challenge in navigating the MAiD process?” 

You can choose not to answer some questions. You can also take breaks during the 
interview and can complete the interview in multiple sessions if you need to.  
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The interviews will be audio and video recorded (if conducted by Zoom) or audio-recorded 
(if by telephone). It is not possible to participate in the interview without being recorded. As 
the research project involves a recording: 

• After the interview, a transcript will be prepared. 
• We will send you the transcript and give you the opportunity to check it is accurate. 
• You can clarify the transcript if you choose to. 
• The transcript will be kept for 5 years after the project is completed.  
• The transcript will not be used for any other purpose. 

 
Zoom creates separate audio and video recordings. Only the audio recording of your interview 
(not the video recording) will be sent to a professional transcription service, which will 
prepare a transcript. The transcription agency will be required to sign a confidentiality 
agreement. Only the research team members listed at the top of this form and the 
transcription agency will have access to the audio recording.  
 
We will provide you with a copy of the transcript, which you can choose to check for accuracy. 
You may change or delete any of your statements. If you decide the transcript is not accurate, 
you may choose to listen to the recording, engage in 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.  
 
If you approve the transcript, to maintain your privacy we will destroy the recordings of your 
interview and remove your name and any identifying details from the transcript within two 
weeks.  
 
Possible Benefits, Risks and Discomforts 
This research may benefit you directly by providing you with an opportunity to reflect on 
your experiences seeking MAiD and to express your views about possible improvements.    

The research could also have wider benefits. MAiD is relatively new in Australia and 
Canada. This research could benefit other patients, families, and health professionals by 
providing evidence improve laws, policies, and other supports for MAiD in both 
countries. However, decisions about any changes to processes flowing from findings of this 
research rest with others.   

There is a risk that the interviews may be distressing for you given your direct involvement 
in decision-making about MAiD. We recognize that the interview will involve talking about 
the decisions you are making in contemplation of serious illness and 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.  

Should you experience discomfort or distress from your participation in the research and 
wish to access a support service you can contact:      

• Crisis Services Canada - access to online, phone or face-to-face support - call 1-833-
456-4566 for 24-hour telephone crisis support.    

• The Canadian Mental Health Association - information and support to 
help Canadians of any age or location (call (416) 646-5557).   
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Compensation / Reimbursement 
There will be no payment for participation in the study. However, we will provide you with 
vouchers for taxi fares or parking fees if you need to travel to a location where you can 
access a telephone or computer.  
 
How your information will be protected: 
Privacy: Your participation in this research will be known only to members of the research 
team and to a professional transcription service which will be required to sign a 
confidentiality agreement. 

Limits to privacy: Interviews that are conducted via Zoom will be conducted using QUT’s 
Zoom platform. This means that your personally identifiable information will be accessible 
outside Canada, therefore we are required by law to inform you that there is an extremely 
remote risk that the interview may be monitored by an Australian government authority or 
other authority outside Canada. This is extremely unlikely. Any risk will be further reduced 
by using a private, password-protected Zoom link. Also, the interviewer will only use your 
first name in the interview. After the interview is finished, recordings made by the research 
team will be stored on a secure QUT folder with access only by the research team. 

Confidentiality: The information that you provide (including your name, contact details and 
personal information in the interview) will be kept confidential. Only the research team and 
the professional transcription service mentioned above will have access. To keep the 
interview confidential, your name and contact details will be securely stored separately 
from your interview transcript and recording. We will use a participant number (not your 
name) in our written and computer records so that the research information we have about 
you contains no names. 

We will describe and share our findings in presentations, public media, journal articles, and 
other similar publications. You will not be personally identified (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 interviews may be used. We will take steps to ensure that 
the statements you provide 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. 

During the study, all electronic records will be kept secure in an encrypted 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 an external audio-recorder 
which will also be kept in a locked office. 
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Limits to confidentiality: We will not share any information about your participation in this 
research unless the law compels us to do so. It is extremely unlikely that this would happen. 
This could occur if:  

• we believe you have been abused, and we have a legal duty to report that abuse; 
• a court orders us to provide information (for example, where a court issues a 

subpoena in a legal action); or  
• or where there is an imminent risk of serious harm to an identifiable individual.  

These circumstances are extremely unlikely to occur. 

Data retention: Once the study is over, all identifying information, will be removed from 
your data and it will be stored for 5 years in QUT’s research data storage system. It will only 
be accessible by the research team. After 5 years, your data will be destroyed (except for 
consent forms which will be retained for 15 years).  
 
If You Decide to Stop Participating 
You are free to leave the study even if you have completed the interview. If you choose to 
leave, you can decide whether you want any of the information you have provided up to 
that point to be removed or if you will allow us to 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. 
 
How to Obtain Results 
If you would like to receive the overall results of the study, you can include your contact 
information on the signature page in the space provided or you can let us know during the 
interview. We will provide you with a short summary of the findings once the analysis of all 
the interviews has been completed. Resources and project findings are also available 
through the project’s website, which you can visit here: 
https://research.qut.edu.au/voluntary-assisted-dying-regulation/.  
 
Questions   
We are happy to talk with you about any questions or concerns you may have about this 
research. Please contact Dr Eliana Close (eliana.close@qut.edu.au, +61 (07) 3138 2370) or 
Professor Jocelyn Downie (Jocelyn.Downie@Dal.ca) at any time with questions, comments, 
or concerns about the research (if you are calling long distance, please call collect). 
 
If you have any ethical concerns about your participation in this research, you may also 
contact Research Ethics, Dalhousie University at (902) 494-3423, or email: ethics@dal.ca 
(and reference REB file #2021-5866). 
 
Other 
We confirm that, by consenting to participate in this research, you have not waived any 
rights to legal recourse in the event of harms arising from the research.   
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Signature Page 
 
Project title 
Enhancing end-of-life decision-making: Canadian Case Study on Medical Assistance in Dying 
 
Lead researchers 
Professor Jocelyn Downie, jocelyn.downie@dal.ca 
Schulich School of Law, Dalhousie University, Halifax, Nova Scotia 

Dr Eliana Close, eliana.close@qut.edu.au  
Australian Centre for Health Law Research 
Queensland University of Technology, Brisbane, Queensland  
 
I have read the explanation about this study. I have been given the opportunity to discuss it 
and my questions have been answered. I understand that I have been asked to take part in 
an interview that will occur at a time acceptable to me, and that the interview will be 
recorded in Australia and the recording will be stored in Australia. I understand that since 
this is an Australian study, during and after the interview my personal information will be 
available outside of Canada. I understand direct quotes of things I say may be used without 
identifying me. I agree to take part in this study. My participation is voluntary, and I 
understand that I am free to withdraw from the study at any time, until the publication of 
results in reports or journal articles. 
 
 
_______________________  __________________________  ________ 
Name         Signature  Date 
  
 
Please provide an email address below if you would like to be sent a summary of the study 
results. 
 
Email address: _________________ 
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