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Participant Information Sheet

Project title: The Role of Medical Students in Rare Disease Advocacy
Name of Researchers: Lydia Hill Almeida and Shi Qi (Anneliese) Ng, Dr Gareth Baynam
Invitation: 
You are invited to participate in this research study investigating the participation of medical students in rare disease advocacy and promotion.  You are asked to take part in this project because you have been identified as a current medical student with interest in the field of rare diseases.
To be eligible for this study, you must be currently enrolled in a board-approved university-level program of study for medical practitioners. You must be undertaking your training and be over the age of 18. You must also be currently undertaking a project or work involving rare diseases.
Background and aim of the Study:
A rare disease (RD) is any condition affecting fewer than 5 in 10,000 people. There are over 8000 currently recognised RDs,1 and 70% of them have onset in childhood.1-2 However, despite their individual rarity, RDs are paradoxically common. Over 2 million Australians are currently living with a rare disease, including approximately 63,000 children in Western Australia.3 On average it takes 5-7 years for a child with a RD to receive a diagnosis,4-8 which places a large emotional and financial burden on both the child and their carers. Not only is there a personal cost but also a huge societal economic burden. A recent study found that in children, RD inpatient costs are 1.5 times higher than all other common diseases combined.3
One thing that is clear from the current medical curriculum is that RD education is not an integral part of the current training. There are very few formalised student RD groups, which makes it difficult to estimate the current involvement of medical students in the RD space. 
The aim of the current project is to investigate the participation of medical students in RD advocacy and promotion. This will enable us to identify themes of students’ underlying motivations to participate in RD work, the degree of impact, and barriers to current participation. This will allow future recruitment efforts to be strategically targeted, with the hope that greater involvement of doctors in training may eventually translate to improved care of patients living with rare diseases.
What does participation involve?
Participants will complete a thirty-minute online interview about their experiences surrounding rare disease advocacy. Participation is entirely voluntary, and you will be asked to provide consent before commencing. Consent can be withdrawn at any time during the project, without giving an explanation. There will be no consequences associated with withdrawal. 
The online interview will be conducted via the platform ‘Zoom’ and will be recorded. The recording will be stored in a secure manner and transcribed, with any identifying details redacted in the transcription. 
Your privacy 
Your participation in this study and any information you provide will be treated in a confidential manner. Your name and identifying details will not be used in any publication arising out of the research without your consent. If you withdraw from this project, your data will be destroyed. 

The data created during this study will be secured securely on UWA OneDrive for a minimum of seven years after publication or cessation of the project, whichever is later. 

Benefits

There is currently very little available published data about the participation of medical students in the field of rare diseases. Through this study, we hope to generate data concerning the motivations, experiences, and barriers to medical student participation in rare disease projects. We foresee that this may result in improved recruitment pathways for medical students into rare disease projects, which in turn will result in a greater number of trainees who have a working awareness of the rare disease field and how to care for rare disease patients. Hopefully, this will eventually translate into improved care of patients living with rare diseases. 

Possible Risks and Reimbursement
There are no foreseeable risks associated with the research. Participants will not be reimbursed in any way for their participation. Upon the completion of the study, participants will be contacted via email with the results. 
Contacts
If you would like to participate or discuss any aspect of this study, please feel free to contact either Lydia via 22466165@student.uwa.edu.au or Anneliese via shng3144@uni.sydney.edu.au.  

Sincerely,
Shi Qi (Anneliese) Ng 
Lydia Hill Almeida
Dr Gareth Baynam

---------------------------------------------------------------
Approval to conduct this research has been provided by the University of Western Australia, in accordance with its ethics review and approval procedures. Any person considering participation in this research project, or agreeing to participate, may raise any questions or issues with the researchers at any time.
In addition, any person not satisfied with the response of researchers may raise ethics issues or concerns, and may make any complaints about this research project by contacting the Human Ethics Office at the University of Western Australia on (08) 6488 3703 or by emailing to humanethics@uwa.edu.au
All research participants are entitled to retain a copy of any Participant Information Form and/or Participant Consent Form relating to this research project.
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