
 
 

Participant Information Sheet 

Researcher:   
My name is Marguerite Kelly and I am a PhD candidate in the ANU Medical School at the Australian National 
University. 

 
Project Title: End of life care in disaster contexts 
 
General Outline of the Project:   

 Description and Methodology: I am conducting research into the impact/s of recent Australian 
disasters (e.g. bushfires, COVID- 19, floods) on the care experience for those with life-limiting, terminal 
or life-threatening illness. Although little research exists within the Australian context, such disasters 
may impact access to medications, life support equipment and care. People may face evacuation from 
their place of care, and disruption to usual bereavement or end of life rituals. Using qualitative 
interviews, this research seeks to understand potential impact/s of bushfires, floods, or COVID-19 on the 
care experience from the perspective of those providing the care, as well as the perspective of the person 
with life-limiting or life-threatening illness, their family, friends or carers. 

 Participants: I intend to interview 20 people with life-limiting, terminal, or life-threatening illness (or 
their family, friends or carers) who were impacted in any way during the recent Australian bushfires, 
floods, or the COVID-19 pandemic. This will include those accessing care across various settings 
including palliative care, hospice care, hospitals including emergency departments or intensive care 
units (ICUs), in a residential aged care setting, in a community setting, at home with familial carers, 
under a General Practitioner, or specialist. Family, friends, or carers of those impacted by the bushfires, 
floods and/or COVID-19, who have since died, are also eligible to participate. 

 Use of Data and Feedback: The data will be used to produce peer-reviewed published articles, a PhD 
thesis and conference presentations. A summary of the research will be made available to participants at 
this link: https://medicalschool.anu.edu.au/people/postgraduate-research-students/ms-marguerite-kelly  

 
Participant Involvement:  
 

 Voluntary Participation & Withdrawal:. You do not have to be involved in this research unless you 
want to, and you can pull out of the research if you change your mind without telling me why. If you do 
pull out, I will not use what you told me unless the work has already been prepared for publication. 
Within the research, you may also decline to answer any question you do not wish to answer. 
 

 What does participation in the research entail? You are invited to take part in an interview with me 
(via telephone or online) drawing on your experience about what you consider to be the impact/s of 
recent disasters (e.g. bushfires, COVID-19 or floods) on care for those with life-limiting, terminal, or 
life-threatening illness. With your consent, I will record the interview so that it can be accurately 
transcribed. You will be asked some basic demographic questions. Your name or any identifying 
information, will be removed at the time of transcription. During the interview, I will ask questions 
about your experience with the recent disaster (e.g. bushfire, flood or COVID-19) and how it may have 
impacted the care experience for yourself or for your family member/friend. The questions will be open 
ended but may cover sensitive topics including care provision, logistics of care and access (including 
medications, medical equipment or aides),  grief, bereavement or end of life rituals, or any impacts on 
family, friends or carers and their ability to visit or assist etc. 



 
 

 Location and Duration: Interviews are expected to last about an hour and will be conducted either via 
telephone or online depending on your preference.  
 

 Remuneration: In recognition of your time, I will offer you a $AUD 20 online gift card. 
 

 Risks: There is a risk that you may feel uncomfortable or distressed particularly if you have had 
negative experiences receiving/accessing care in disaster contexts. If this does happen, we can stop the 
interview at any time for you to have a break, or even stop altogether. If you find you are still upset or 
distressed after the interview, in addition to your current support networks you may also contact:  
 Lifeline 13 11 14 (24 hours) OR 
 Beyondblue 1300 22 4636 (24 hours) 
 

 Benefits: It is unlikely that you will personally benefit from participating in this research. However, we 
expect the research will improve our understandings of how a dignified death might be achieved in 
disaster contexts. This would have broader implications for health and social policy, service provision, 
and for the experiences of healthcare providers, patients, and their friends and family within future 
disasters.  

 
Confidentiality:  
 

 Confidentiality: We will keep your identity confidential as far as allowed by law. Access to the data 
you provide will be restricted to the research team, and identifying details will be stored separately from 
the rest of the research data. Pseudonyms will be used in published results, and you will not be 
identifiable. 

 
Privacy Notice: 

In collecting your personal information within this research, the ANU must comply with the Privacy Act 
1988. The ANU Privacy Policy is available at https://policies.anu.edu.au/ppl/document/ANUP_010007 
and it contains information about how a person can: 

 Access or seek correction to their personal information; 
 Complain about a breach of an Australian Privacy Principle by ANU, and how ANU will handle 

the complaint. 
 

Data Storage: 
 Where: De-identified data will be securely stored on the ANU CloudStor that can only be accessed by 

the research team. 
 

 How long: All research data will be retained and securely stored for at least five years following 
publications arising from the research.  
 

 Handling of Data following the required storage period: Please be assured that only the researchers 
will have access to the raw data you provide. Physical records (such as interview recordings and 
transcripts) will be destroyed. However, your de-identified data may be used in other related projects by 
the existing research team for an extended period. The data and information you have provided will be 
securely disposed of.  



 
 
Queries and Concerns: 

 Contact Details for More Information: Any requests for information or queries regarding the study 
participants should be directed to marguerite.kelly@anu.edu.au (+61 4 7275 4886) or my supervisor Dr 
Brett Scholz (brett.scholz@anu.edu.au +61 2 6125 5753). 

 
Ethics Committee Clearance: 
The ethical aspects of this research have been approved by the ANU Human Research Ethics Committee 
(Protocol 2020/378). If you have any concerns or complaints about how this research has been conducted, 
please contact: 

 
Ethics Manager 
The ANU Human Research Ethics Committee 
The Australian National University 
Telephone: +61 2 6125 3427 
Email: Human.Ethics.Officer@anu.edu.au 


