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Information Statement for the Research Project: 

Supporting families with a loved one diagnosed with Brain Cancer. 

 

 

You are invited to participate in a research project being run by The Priority Research Centre for Brain and 

Mental Health at the University of Newcastle, in conjunction with the Matilda Centre for Research in Mental 

Health and Substance Use at the University of Sydney. This project has been funded by the Mark Hughes 

Foundation, through their HMRI Brain Cancer Innovation Project Grant. 

 

Brain Cancer is recognised as a family disease, with family members and close friends often having the primary 

responsibility for supporting a person with Brain Cancer to manage the physical, cognitive, behavioural, and 

emotional effects of the illness and treatment. Families and friends play a critical role in providing care and 

support to a person with Brain Cancer, yet there is currently little in the way of support for families and friends 

in this situation. 

 

Many families feel under-prepared and overwhelmed by the significant life changes that accompany a Brain 

Cancer diagnosis, which can lead to caregivers neglecting their own needs, well-being and quality of life. While 

support groups exist, it can be difficult for caregivers to access this support in real time, given the need to focus 

on the person diagnosed with Brain Cancer. Additionally, families and loved ones of people with Brain Cancer 

require specific support and information throughout the various stages of the Brain Cancer Journey.  

 

Why is the research being done? 

 

We are developing an online program to support Australian adults who are family members and friends of a 

loved one diagnosed with Brain Cancer. In order to do this, we would like to speak with the families and friends 

who have experienced supporting a loved one diagnosed with Brain Cancer. We would also like to hear from 

people with a Brain Cancer Diagnosis and from those who work in the Brain Cancer field.   

 

The experiences, attitudes and perceptions of participants will help further our understanding of what it is like to 

have a loved one diagnosed with Brain Cancer. The research will also inform the creation of the online program. 

 



Who can participate in the research?  

 

We are contacting you to participate in one of the three stages of this research project. As an Australian person, 

aged 18 years or over, you have indicated that you wish to consent to participate in one of the stages outlined 

below. 

 

What is involved? 

 

Phase 1: If you agree to participate, you will be invited to join the online, app-based Breathing Space 

community. You can participate in this stage if you are a friend or family member of an adult person with Brain 

Cancer.  

 

• Breathing space will allow you to connect with other friends and family members of a person with 

Brain Cancer, share you experiences, seek support, and share information. 

• Breathing Space is a secure, clinically moderated, and if desired anonymous platform. It will be 

available for use until December 2020. 

• Researchers will gather anonymised, observational data from the Breathing Space app. We will also 

gather statistics about who engages with the app and how often. 

 

Phase 2: If you agree to participate, you will be asked to complete an online survey. You can participate in this 

stage if you are a friend or family member of an adult person with Brain Cancer. 

 

• The survey will take approximately 30 minutes to complete. You will be provided with a range of 

questions that ask you to select a response that best describes your answer. There will also be 

opportunities for you to leave extended responses, if you wish. 

• At the end of the survey, you will be invited to leave your contact information if you wish to be 

contacted about participating in phase 3 of the research. 

 

Phase 3: If you agree to participate, you will be asked to complete a telephone interview with a member of the 

research team. You can participate in this stage if you are a friend of family member of an adult person with 

Brain Cancer, a person working in the field of Brain Cancer, or a person with lived experience of Brain Cancer. 

 

• The interview will take approximately 1 hour to complete. The interviewer will be a member of the 

research team and either a Psychologist or Social Worker. 

• Questions will focus on your experience of Brain Cancer, what it is like to support a person with Brain 

Cancer, your knowledge about what support options exist, and the barriers you may have experienced. 

Researchers will also ask you practical questions about the development of the online support program.  

 

What choices do you have? 

 

Participation in this research is entirely your choice and dependent on your consent to do so. Whether or not you 

choose to participate, your decision will not disadvantage you, or affect your relationship with The University of 

Newcastle, The Mark Hughes Foundation, The University of Sydney, or The Hunter Medical Research Institute. 

 

Participants can receive a summary of the results at the conclusion of the research, via email. Participants who 

wish to receive a summary of results can specify this on the consent form.  

 

Phase 1: You may withdraw from the project prior to, during, or after your participation with the online peer 

group. If you nominate that you intend to discontinue your engagement with the app and research, a research 

team member will send you an email asking if you wish to withdraw from the study. This will ensure that you 

did not nominate your intent to leave as an error. If you do not wish to respond to this email, after 2 weeks the 

research team will assume you intend to withdraw from the study.  

 

You may withdraw your consent for your information to be included in the research at any time until two weeks 

after your initial engagement with the online platform. You can do so by contacting the research team 

(theloginlab@newcastle.edu.au). After this time, you will not be able to withdraw your information. 

 

Phase 2: You may withdraw from the project at any time prior to, during, or for up to one month after your 

participation in the survey. You can do so by contacting the research team (theloginlab@newcastle.edu.au). 

After this time, you will not be able to withdraw your information.  
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Phase 3: You may withdraw your consent to participate at any time prior to, during, or for up to one month after 

your interview. You can do so by contacting the research team (theloginlab@newcastle.edu.au). After this time, 

you will not be able to withdraw your information. Researchers will ask if you wish to be sent a transcript of 

you interview to review and/or edit. You will be given a one-month period to do so and then the transcript will 

be added to the pool of transcripts for data analysis.  

 

How will we use your information? 

 

Any identifying information that is gathered in relation to this study will remain confidential and will not be 

disclosed without your permission, except as required by law and departmental policy. While you may choose to 

disclose identifying information, you will be automatically allocated a numeric ‘participant number’ at the 

beginning of this project and all information that you provide will attributed only to this number. 

 

Your participation in this research will inform the development of an online program for families and friends 

supporting someone with a Brain Cancer diagnosis. It is possible that the information you provide about your 

experiences may also be incorporated into fictional case studies or quotes as part of this online program. The 

collected findings and data may be presented in academic publications, journals or conferences. 

 

You will be able to indicate on the consent form if you wish to receive a summary of the research results at the 

conclusion of the project. The summary of results will be sent via email. 

 

How will your privacy be protected? 

 

Data will be retained securely for a minimum period of 5 years from completion of the research and 

managed/stored in accordance with the University’s Research Data and Materials Management Guideline (see 

https://policies.newcastle.edu.au/document/view-current.php?id=72) or any successor Guideline, and applicable 

University of Newcastle policy provisions (as amended from time to time). Access to any identifiable data will 

be limited to members of the research team who are based at the University of Newcastle, unless you have 

consented otherwise, except if required by law. Moderation and observation of the group activity will be carried 

out exclusively by researchers from the University of Newcastle, and not by employees of the Mark Hughes 

Foundation, University of Sydney, or HMRI. Collaborators will have access to de-identified data in some 

instances, in order to assist with data analysis and interpretation. 

 

What are the risks and benefits of participating? 

 

Registered psychologists, general psychologists, and qualified social workers will provide clinical moderation 

of the Breathing Space site from 9am to 4pm, Monday to Friday. Outside of these hours, posts may be 

monitored by our Clinical Moderators, but this is not guaranteed. You will be able to anonymously (if desired) 

contact them via the platform during these hours. The site will be available for use 7 days a week 24 hours per 

day. Moderation will ensure the platform remains supportive, safe, and secure. 

 

There a number of support services you might wish to contact if you require further support regarding topics or 

issues that arise through your engagement with this research: 

 

Lifeline: 131 114 or http://www.lifeline.org.au/ 

 

Beyond Blue: 1300 33 46 36 

 

Suicide Call Back Service: 1300 659 467 or http://www.suicidecallbackservice.org.au 

 
National Indigenous Critical Response Service (Thirrili): 1800 805 801 

 

 

What do you need to do to participate? 

 

Please read through this Information Statement and be sure you are aware of its contents. If there is anything 

you would like to ask or clarify, please contact Professor Frances Kay-Lambkin’s team on the contact details 

below. 
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Further Information 

 

If you would like further information, please contact the team via email:  

 

TheLoginLab@newcastle.edu.au 

 

Thank you for considering this invitation. 

 

 

 

 

 
 

 

Professor Frances Kay-Lambkin, Chief Investigator. 

 

Complaints about this research 

 

This project has been approved by the University of Newcastle’s Human Research Ethics Committee, Approval 

. 

Should you have any concerns about your rights as a participant in this research,  or you have a complaint about 

the manner in which the research is conducted, it may be given to the Chief Investigator (Frances Kay-Lambkin, 

email frances.kaylambkin@newcastle.edu.au, or, if an independent person is preferred, to the Ethics Officer, 

Research and Innovation Services, The University of Newcastle, University Drive, Callaghan NSW 2308, 

Australia, telephone (02) 4921 6333 or email Human-Ethics@newcastle.edu.au. 
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