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Thank you for your interest in this workshop. This information sheet will give you more details about the project. 
You can use this information to decide if you want to take part in a workshop. Please read it carefully.
This information sheet covers
· the research team who runs the project.
· what the project is about.
· What the workshops are about.
· Who can take part in the workshops.
· what you will be asked to do and when.
· what we do with the information you share.
· who is funding this project.
· what the potential benefits are to taking part in a workshop.
· what the potential risks are to taking part in a workshop.
· who you can contact if you have any questions.
· who you can contact if you have a concern or complaint.
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[bookmark: _The_research_team_1]The research team
These are the members of the research team who run the project:
· Dr Tessa Saunders, Project Supervisor (The University of Melbourne)
· Associate Professor Claire Nightingale (The University of Melbourne)
· Madeleine Clarke (The University of Melbourne)
· Jen Hargrave (The University of Melbourne)
· Prof Katja Hölttä-Otto (The University of Melbourne)
· Dr Madhurima Das (The University of Melbourne) and 
· Jessie Cameron, student researcher (The University of Melbourne)
These are the people who provide advice on the project:
· Prof Julia Brotherton (Melbourne School of Population and Global Health)
· Prof Lauren Ayton (Optometry)
· Professor Deborah Bateson and A/Prof Megan Smith from The University of Sydney
· Kate Flynn – Australian Centre for Prevention of Cervical Cancer (ACPCC)
· A/Prof Dave Hawkes – VCS (Victorian Cytology Service)/(ACPCC)

People with disabilities are part of our project team. 
Women with disabilities who are part of our project advisory group will co-facilitate the workshops with the research team and other experts. The co-facilitators will be:
· Karleen Plunkett
· Louise Bannister
[bookmark: _What_the_project]What the project is about
[bookmark: _What_the_survey]Our research project is about cervical screening.  
Cervical screening helps prevent cervical cancer. The cervical screening test checks if a person's cervix is healthy. The cervix is inside a person's body, at the top of their vagina. 
There are two ways to do a cervical screening test. 
· A doctor or nurse does the test
· You do the test. 
When you do the test, it is called self-collection.
Self-collection can be hard for people with disability.

We want to learn:
1. How easy it is for people with disabilities to use self-collection kits and devices.
2. What makes these hard to use for some people.
3. How we can make these better for everyone.
By "self-collection kits" we mean the swabs or other devices people use to collect their own sample for cervical screening and the instructions and packaging that the swabs come in. We want to make sure everyone can use these kits, no matter what kind of disability they might have.
This project is called Making it a Real Choice. The project is run by the research team with advice from people with disabilities and from other experts who help us make decisions about the project. 
[bookmark: _What_the_Focus][bookmark: _What_the_workshops]What the workshops are about
A workshop means a meeting with a group of people. Researchers will ask you and other people in the group what you think about the thing they are researching. Your ideas will help to try to solve a problem. 
Our workshops will be about self-collection for people with disabilities.
The research team running the workshop are all women who work in public health research and in research about design.
[bookmark: _Who_can_take]We want to learn from people with disability about how easy it is to use self-collection kits and devices, what makes these hard to use for some people and how we can make these better for everyone.
We will use what we learn to:
1. Write a report about our findings.
2. Write a research grant to make the best ideas happen.
This means we'll tell others what we found out. Then, we'll try to get help to make the kits better for everyone. 
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Who can take part in the workshops
People can take part in a workshop if:
· They are a woman, or a person with a cervix
· Between 24 and 74 years old
· Live in Australia and
· Have a disability
Who can join the in-person workshops
You do not need to know about self-collection, cervical screening, or cancer to take part in the in-person workshop. The in-person workshop will be in Melbourne Victoria.
Who can join an online workshop
People who join an online workshop need to have done or tried self-collection.
You do not have to be an expert. We want to hear from anyone who has a disability and:
· Did the self-collection test before
· Tried to do the test but could not finish
[bookmark: _What_you_will]What you will be asked to do and when
Before the workshop
Before joining the workshop, one of the researchers will contact you to make sure that you are eligible to be part of the group. We will ask for your phone number or email address so we can contact you.
We will ask you some questions to see if you are eligible to join a workshop. These questions will also help us make sure we include people with different kinds of disabilities in the workshops.  
If you are eligible, you may be invited to take part in two workshops. We can only include a limited number of people in our workshops. This may mean that not all people who express interest to participate will be invited to take part.
We will ask you about any access needs that you have. We can arrange for interpreters and other support. We will talk to you about your individual needs.
At the workshop
There will be between 10-15 other people with disabilities at the workshop and 5-8 members of the research team who will help run the workshop .
We will tell people about cervical screening and the self-collection kits and devices that are used now and kits and devices that might be used in the future. There will be time for you to ask questions.
In workshop 1 we will ask you to talk about what you like or do not like about the self-collection kits
· We will talk about self-collection and the different self-collection kits
· At the in-person workshop, we will break into small groups and ask people to look at and feel the different self-collection kits. 
· At the online workshop, we will describe and show pictures of the different self-collection kits.
· We will follow a step-by-step guide which will explain how to use the self-collection kit. You will not have to do a self-collection test.
· We will ask you what you think about the self-collection kits, and you might discuss, write, or draw to share your ideas.
 
· In workshop 2 we will ask you to talk about ideas for making the self-collection kits better for everyone.  
· We will talk about possible solutions to improve self-collection
· We will talk altogether about which ideas are most important to the group

The in-person workshops will go for about three hours (3 hours) and the online workshops will go for about two hours (2 hours). 
We will record the workshops using both audio and video. Members of the research team will also take notes during the workshops. The workshops will be recorded using Zoom. Recordings will be converted into a text document using an international professional transcription service, called Otter.ai. After removing any information that could identify you and turning the recording into text, all data and information will be completely deleted from Otter.ai. You can read about the Otter.ai Terms of Service and Privacy Policy. 
People who take part in the workshops will get a Visa or Coles Giftcard. This will be sent at the end of the workshops and can be electronic or hard copy. The Giftcard can only be used in Australia. 
Do you have to take part in the workshop?
It is your choice whether to take part in a workshop or not. If you decide to take part in a workshop and then change your mind later, you can withdraw at any time. You will not get compensation (a gift card) if you withdraw before the workshop. 
If you want to leave the workshop you can stop at any time or refuse to answer any of the questions. This will not affect your relationship with the researchers or anyone else at the University of Melbourne or our partners.
If you withdraw after you have taken part in the workshop you will still get compensation. 
If you withdraw from the study after you have taken part in a workshop, it will not be possible to withdraw your individual comments from our records once the workshop has started, as it is a group discussion. 
[bookmark: _What_we_do]What we do with the information you share
· We will put your answers together with other people’s answers. 
· We will use this information to learn more about how self-collection kits and devices can be improved for people with disability. 
· We will share what we learn from this workshop with other people. Researchers do this so that the community has access to new information and ideas. We will not share your name or any information about you with anyone else.
· We will use what we learn from the workshops to write a paper and grant application to further develop the most important ideas. 
· We will share what we learn in academic journals, conferences, reports, and more.
· Copyright means control over who can use, share, and copy a piece of work. The research team will have copyright for this research project. Your information will still belong to you.
· We will keep your information safe and private. We will keep private any information that can be linked to you, unless you say we can share it or unless we have to share it by law. 
· [bookmark: _Int_uitzwp8e]The data gathered for this study may be used for future projects, but only if the future project is closely related or in the same general area of research. Data that is used for any future projects will be de-identified. This means that the information you share may be used in other research projects that are similar to this research project.
· Data will be destroyed 5 years after completion of the research project.
[bookmark: _Who_is_funding]Who is funding this project
Money to pay for this project comes from the Melbourne Disability Institute Seed Grant 2024.
[bookmark: _What_the_potential][bookmark: _What_the_potential_2]What the potential benefits are to taking part in this workshop
There are no direct benefits to you for taking part in this workshop. However, the project should go on to help people with disability have better access to cervical screening through self-collection. 
If more people get a cervical screening test, fewer people in the community will get cervical cancer. This will benefit everyone, including you and your loved ones.
[bookmark: _What_the_potential_1][bookmark: _What_are_the]What are the potential risks to taking part in this workshop
Taking part in a project about cancer and cervical screening may cause you to feel sad or distressed. 
If you find the workshop distressing at any point, please contact: 
· Lifeline number: 13 11 14.
· 1800 RESPECT: 1800 737 732 a free and confidential counselling, information and referral service. 
· 13 YARN number: 13 92 76 which is staffed by Aboriginal and Torres Strait Islander peoples for Aboriginal and Torres Strait Islander peoples.
· QLife number: 1800 184 527, anonymous and free LGBTIQ+ peer support and referral for people in Australia.
If you would like more information about cancer or cervical screening, please contact: 
· Cancer Council Helpline: 13 11 20.
[bookmark: _Who_you_can]Who you can contact if you have any questions
If you have questions about this project or the focus group, please contact 
Dr Tessa Saunders.
· Email: Tessa.Saunders@unimelb.edu.au
· Phone: +61 3 903 53972.
[bookmark: _Who_you_can_1]Who you can contact if you have a concern or complaint
If you have a concern or complaint, you can contact Dr Tessa Saunders at The University of Melbourne Tessa.Saunders@unimelb.edu.au or +61 3 903 53972. 
If you want to talk to someone outside the research team or have concerns about the behaviour of the research team, you can contact either of the contacts below:
Research Integrity Administrator, Office of Research Ethics and Integrity, University of Melbourne
· Phone +61 3 8344 1376
· Email: research-integrity@unimelb.edu.au 

Office of the Australian Information Commissioner.
· Phone: 1300 363 992.
· Mail: GPO Box 5218 Sydney NSW 2001.

All complaints will be treated confidentially. 
In any correspondence, please provide the name of the research team and/or the name or ethics ID number of the research project which is 32560.
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