
	
Aboriginal women working to reduce risk of diabetes and heart complications in pregnancy: Co-design stage 

	Information Sheet for Potential Participants – Women with personal experience

	You are invited to participate in the project, ABORIGINAL WOMEN WORKING TO REDUCE RISK OF DIABETES AND HEART COMPLICATIONS IN PREGNANCY - CO-DESIGN STAGE (Stage 1).

Participating is completely voluntary and at any time you can stop being involved in the project. 

Please read this information carefully. Ask questions about anything that you don’t understand or want to know more about. Before deciding whether to take part, you might want to talk about it with a relative or friend. 

If you choose not to participate in this project it will not affect the health care you or your family currently receive. 
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What is the project about?
This project will co-design a model of care for Aboriginal women in South Australia who experience diabetes and heart complications in pregnancy. 
The model of care will seek to provide care, support and knowledge to Aboriginal women in SA with and those who care for women and their babies. The model will consider the health of mum and baby before and after birth, and in the long-term.
Women who are involved in the co-design will then be invited to engage with the ongoing planning to support the model of care occur in practice. 
Why we think this project will help Aboriginal women, their families and future generations?
Diabetes and heart complications in pregnancy can have a big effect on the health of mum and baby during pregnancy, after pregnancy, and in the long term. Currently there are gaps in the way care is provided to Aboriginal women in SA who have diabetes or heart complications in pregnancy. 
We hope that by working with women, we can design a better way of providing health care and services that focuses on how to keep mum and baby healthy now and in the future. 
How are we doing this project?
We will provide you with information about the project (this Participation Information Sheet) and will answer any questions you may have. We will give you time to think about whether you want to take part. If you do want to take part, we will ask for you to sign a Consent Form.
If you agree to participate, we will communicate when the co-design workshops will take place, and we will organise your travel. This can include travel for your child/children. 
You will attend 2 workshops in Adelaide. The workshops will be attended by Aboriginal women wither personal and/or professional experience of diabetes and heart complications in pregnancy. The first workshop will be 3 days long. The second workshop will be held 2 months later. The second workshop will be 2 days long. In these workshops, you will work with other Aboriginal women to discuss where there are gaps in care, support and knowledge, and what should be provided to Aboriginal women and those who care for women. This process will occur through yarning, group discussion where stories and information are told and shared. The process will be guided by an Aboriginal woman with experience running workshops. 
When the model of care is finalised, you will be invited to engage in the next stages of the project. The next stages will include developing a plan on how the model of care can be put into practice. You will receive information on what will be involved, based on the design you and other women have developed. You will have time to think about whether you want to take part.
How long will the project go on for?
We are asking you to be part of the co-design process for the model of care. This will happen across three months in two workshops. 
We will then invite you to engage in the next stages. We expect this will run for another year. 
Who can be involved in this project?
We are inviting women who have experienced a pregnancy with diabetes or heart complication in the last 5 years. Women must be aged 18 years and over, identify as Aboriginal and/or Torres Strait Islander, and currently live in SA. 
What health information will be collected and why?
As part of yarning in the workshops, you may talk about your personal experiences of having diabetes and/or heart complications in pregnancy, the care you received. You may also talk about your understanding and knowledge of what was happening. 
With your permission, we may follow up with you to use part of your story to help explain why we need the model of care. You would not be identified in any documentation, and you would approve the story before we use it. 
What knowledge am I sharing with the project?
You will be asked to consider what you think should be included in the way health services in South Australia provide care, support and knowledge to Aboriginal women. We will ask you what this could look like, and what would be needed. The knowledge you share will go towards designing the model of care. 
Can I stop being involved in the project at any time?
Yes. You can let us know if you don’t want to continue in the project at any stage. You can let us know by contacting the Project Administration Officer (see next page for phone numbers and ways to contact the team).
How will we look after your information?
The information will be kept safe and secure in a specially designed ‘keeping place’ at our Research Institute in Adelaide. Only authorised members of the research team can handle or have access to the information, and only for the reasons you agree to.
Community governance of knowledge
The development of the model of care will sit with under the governance of an Aboriginal Women’s Governance Group for the project. This Group is made up of Aboriginal women with personal and/or professional experience of diabetes and heart complications of pregnancy and/or health system leaders. The group will make sure we look after the knowledge you share in co-designing the program in a respectful and appropriate manner. The group will also provide governance as we work towards putting the model of care into practice. 
Are there any risks associated with being in the project?
It is not anticipated that there are any risks to being involved in the co-design of the model of care for Aboriginal women who experience diabetes and heart complications in pregnancy, beyond those encountered during everyday life. We will ask you to share your experiences of care in pregnancy and following the birth of your baby. For some people this may be stressful or upsetting. If so, we will help you get the support you may need. If you suffer any injuries or distress as a result of this research project, you should contact the project team as soon as possible. They will assist you in arranging appropriate support. You may know someone on the project team. If you are concerned about your privacy, we can discuss how to take extra care to protect your privacy.
Who will be given information from the project and what information will they be given?
We will not share your personal information with anyone unless you give us permission. 
It is important for you to know that your privacy is very important to us and the project. There may be times when we need to pass information to other health professionals or services, especially if we are concerned about your health and safety, or the health and safety of your family.
Will I be paid for my time?
Yes. We will pay you a sitting fee for the time attending workshops. We will organise and pay for your transport, and if you are travelling to Adelaide from a regional or remote location, we will organise and pay for your accommodation. 
How long will the research team keep your health information and will it be secure?
We anticipate maintaining information collected through the project (according to existing National Health and Medical Research Council (NHMRC) /Australian Institute of Aboriginal and Torres Strait Islander Studies Guidelines). Your information will be kept for at least 15 years. Data is housed in the Telethon Kids Institute data storage which is safe and secure and only accessible to a very small number of authorised people.


	Who is involved in the project?
Dr Katharine Brown (McBride): Telethon Kids Institute & Australian National University
Karen Glover: South Australian Health and Medical Research Institute 
Kim Morey: South Australian Health and Medical Research Institute
Cathy Leane: Women’s and Children’s Health Network
Associate Professor Odette Pearson: South Australian Health and Medical Research Institute 
Associate Professor Natasha Howard: South Australian Health and Medical Research Institute
Renae Walker: South Australian Health and Medical Research Institute
Amy Childs: South Australian Health and Medical Research Institute
Professor Louise Maple-Brown: Menzies School of Health Research
Dr Elizabeth Barr: Menzies School of Health Research
Dr Diana MacKay: Menzies School of Health Research
Associate Professor Dominica Zentner: University of Melbourne
Dana Shen: DS Consultancy


Has the project got ethics approval and who is funding it? 
Ethics approval to conduct this project has been received from the Aboriginal Health Research Ethics Committee (AHREC). This project received MRFF funding from the Australian Government’s Targeted Translation Research Accelerator program, delivered by MTPConnect.
Contact details and more information 
	[image: Receiver outline]
	Project Administration on 08 6375 6128

	[image: Email outline]
	Email for the Research Team: Katharine.Brown@telethonkids.org.au 

	[image: Speech outline]
	If you have a complaint or want to speak to someone who knows about the project but is independent of it, please contact the Manager of Research and Ethics at Aboriginal Health Council of SA on 08 8273 7200 or email at research@ahcsa.org.au. 
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