Participant Information Statement

HEC22134: Inclusive Governance

	The research is being carried out by the following researchers:

	
	Name
	Organisation

	
	Professor Christine Bigby
	La Trobe University

	
	Dr Alan Hough
	Purpose at Work

	
	Dr Caroline Alcorso
	Purpose at Work

	
	Ms Yumi Stamet
	Purpose at Work

	Research funder
	This research has received funding from a philanthropic foundation which has requested to remain anonymous. 



1. What is the study about?
The United Nations Convention on the Rights of Persons with Disabilities promotes the rights of people with disability to inclusion in the economic, social, and political spheres. Although there is no firm evidence base, it is widely believed that people with disability are underrepresented on boards of directors compared to their presence in the general population. There is very limited literature on the inclusion of people with disability as directors of for-profit, not-for-profit, and public authority boards. The Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability has been raising questions about the inclusion and exclusion of disabled people from the boards of disability service providers. This research will give some attention to people with disability as directors of service providers.

We aim to identify the pathways that people with disabilities take in becoming members of various type of boards (for profit, not for profit, and public), understand the support they have received in carrying out the functions associated with being a board director, their experiences of being included in the work of a board and recommend strategies for increasing the number of board directors who have a disability.

2. Do I have to participate?
Being part of this study is voluntary. If you want to be part of the study, please read the information below carefully and ask us any questions before you decide.

3. Who is being asked to participate?
You have been asked to participate because you are a Board Director, or a board-level advisor (i.e., not appointed as a director but you contribute to discussions at board meetings) with a self-identified disability.

4. What will I be asked to do? 
We will ask you to participate in an interview with a researcher to explore your experience of being a board member with a disability, including the pathways you took in becoming a member, the support you receive in carrying out the functions associated with your role, and your experience of inclusion. The interview will be conducted using an online platform (e.g., Zoom) and will take up to an hour of your time. The interview method may be adjusted for your preferred mode of communication e.g., Auslan (Australian Sign Language).  Your verbal consent will be sought before participation and confirmed again at the beginning of the interview. The interview will be audio recorded and transcribed verbatim by a transcription agency used by the Living with Disability Research Centre and whose employees have signed a confidentiality agreement with La Trobe University. 

5. What are the benefits?
By discussing your experience, you will help further our understanding about the contribution that people with disabilities make to society through their roles on boards of organisations, and by identifying their pathways to becoming a director. The findings will provide knowledge about the kinds of experience and training required by people with disabilities to fulfill this type of role. This knowledge can be used by governments and organisations to further the social inclusion of people with disabilities.

We will offer a $50 gift card to participants who are unwaged in recognition of the ‘expertise by experience’ that people bring to this research, and the low level of income support that people without employment rely on.

6. What are the risks?
With any study there are risks we know about, don’t know about, and don’t expect. If you experience something that you aren’t sure about, please contact us immediately so we can discuss the best way to manage your concerns.

	Name/Organisation
	Position
	Telephone
	Email

	Christine Bigby, La Trobe University
	Director of the Living with Disability Research Centre
	0438602264
	c.bigby@latrobe.edu.au


There is a very small risk you may feel discomfort discussing your experiences. If you do not wish to answer a question, you may opt to move to the next question or stop immediately. If you become distressed as a result of your participation, we recommend that you contact one of the following:
· Lifeline for 24-hour telephone crisis support on 13 11 14
· Beyond Blue on 1300 22 4636
7. What will happen to information about me?
Only the researchers listed on this form will have access to your information. We will store and use information about you in ways that will not reveal who you are. You will not be identified in any type of publication from this study. We will keep your information for 5 years after the project is completed. After this time, we will destroy all of your data.

The storage, transfer and destruction of your data will be undertaken in accordance with the Research Data Management Policy https://policies.latrobe.edu.au/document/view.php?id=106/. 

The personal information you provide will be handled in accordance with applicable privacy laws, any health information collected will be handled in accordance with the Health Records Act 2001 (Vic). Subject to any exceptions in relevant laws, you have the right to access and correct your personal information by contacting the research team. 

8. Will I hear about the results of the study?
We will notify you when the research output becomes available (e.g., published papers, lay summaries, or reports and presentations) and if requested by you, we will directly provide you with copies of the research output by sending it by email or post. 

9. What if I change my mind? 
If you choose to no longer be part of the study, you can let us know at any time by calling or emailing us using our contact details on the next page. 

Your decision to withdraw at any point will not affect your relationship with La Trobe University or Purpose at Work. When you withdraw, we will stop asking you for information. Any identifiable information about you will be withdrawn from the research study. However, once the results have been analysed, we can only withdraw information, such as your name and contact details. If results haven’t been analysed, you can choose if we use those results or not. 



10. Who can I contact for questions or want more information?
If you would like to speak to us, please use the contact details below:

	Name/Organisation
	Position
	Telephone
	Email

	Christine Bigby 
La Trobe University
	Director of the Living with Disability Research Centre
	0438602264
	c.bigby@latrobe.edu.au 

	Alan Hough 
Purpose at Work
	Director
	0407132848
	alan@purposeatwork.com.au 



11. What if I have a complaint?
If you have a complaint about any part of this study, please contact:

	Ethics Reference Number
	Position
	Telephone
	Email

	HEC22134
	Senior Research Ethics Officer
	+61 03 9479 1443
	humanethics@latrobe.edu.au 
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