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[Start of webinar transcript] 

Professor Jackie Leach Scully  
I just want to reassure everybody that this webinar is being recorded and a copy of the recording will be available on our website and the Disability Matters website after the event, along with a copy of the transcript. So, if you miss anything, or those of you who enter a little bit late, don't worry, you'll be able to catch up afterwards. 

Professor Jackie Leach Scully  
I'd like to start with the traditional Acknowledgement of Country. We acknowledge that we're hosting this symposium from the lands of the Bedegal People. That's where the UNSW Kensington campus is. But we know that there were people joining us from the various lands across Australia and outside of it, that we acknowledge the traditional custodians of all those lands. We pay respects to elders past and present and celebrate the diversity of Aboriginal peoples, their ongoing cultures and connections to the lands and waters of New South Wales, and we acknowledge the contribution of Aboriginal and Torres Strait Island knowledge to our joint endeavours to foster understanding of our world. 

Professor Jackie Leach Scully  
We will shortly have a video message from the project lead, the overall project lead, who's Professor Dan Goodley from the UK. Then I'll say something about the DIIU myself, and then introduce our three speakers; Dr Ellen Fraser-Barbour, Dr Michelle Tso and Professor Sally Robinson. There will be an opportunity for questions if there's time after each speaker, and then we'll have a five minute comfort break before there's time and space for overall questions from the audience. And we're hoping to end at 5:30pm. A few words of housekeeping. Having your cameras on for those attending is optional. There is, of course, live captioning in English, and you can turn that on clicking the live transcription option on the meeting toolbar, usually depending on your device below the screen. I've said this is going to be recorded and all the papers delivered and other materials and the copy of the PowerPoint will also be available on both those websites. If you have any direct questions for any of the speakers, then pop them into the Q and A box in the toolbar, again usually below, and then we will read them out later, either after each speaker or in the general Q and A. And of course, if for any reason, you have to leave the session, then do feel free to do so and catch up with the recording later.

Dan Goodley (video) 
Disability Matters is a major six year pan national program of disability health and science research, and it's funded by a Wellcome Trust discretionary award. I'm Dan Goodley, I'm the principal investigator, and I work in the ihuman Research Institute at the University of Sheffield. Now, a key ambition of Disability Matters is to make disability the driving subject of research and scholarship, and one element of our program promotes scholarship that demonstrates the contribution of disability studies to a host of fields and disciplines. So we're running a number of short and accessible online symposia hosted in Canada, the UK, India, Singapore and Australia over the next five years, this one held in the University of New South Wales is a welcome addition to our Symposia Series. So thanks to all the speakers, the participants and organisers, and of course, a big thank you to our Co-investigator Professor, Jackie Leach Scully. 

Professor Jackie Leach Scully  
Okay, as Dan said, I'm Jackie Leach Scully. I'm Director of the Disability Innovation Institute at UNSW, also a co- investigator on the Disability Matters project that you've just heard about. The UNSW Disability Innovation Institute is a world first initiative focusing on disability research, education and knowledge exchange, all of our members take pride in undertaking work that's radically inclusive and that crosses disciplinary boundaries. Our approach is to see disability not as a problem to be solved, but an integral part of the human condition that's something to be encountered and engaged with, rather than feared. We're very proud to be one of the international partners of Disability Matters and thank you everyone for joining us online. And so I'm now going to turn to the heart of our event and introduce the first of our speakers for today's symposium. Our first presenter is Dr Ellen Fraser-Barbour. Ellen is a policy and research leader, and she describes herself as passionate about work to do with preventing and confronting discrimination and harm against people with disability so, thank you, Ellen. 

Dr Ellen Fraser-Barbour  
Thank you for having me here today. If we could go to the first slide, I would first of all like to acknowledge that we are meeting on the traditional land of all the different parts of Australia and the land that I'm coming to you today in Kaurna Land in Adelaide of Australia. But I would also recognise that UNSW is not from South Australia. Next slide, today, I want to talk to you about inclusive research methods, but I want to talk to you about it from a personal perspective, as someone who has a lived experience of disability and the reason why I went into disability studies was because I had that lived experience of disability, and I'm embedded in that community, and I have lots of peers with  disability, so I like to share some of my own research, having been a researcher who has that lived experience, and I want to share some ideas for how we support colleagues who have a disability, because that's an important part of the inclusive research. Next slide. 

Dr Ellen Fraser-Barbour  
Sorry go back to the first slide. So, inclusive research is all about challenging who gets to make decisions in research and how those decisions are made. We really want to try and centre the lived experiences of people with disability, not just participants as survey respondents but that we want people with disability to be able to have influence over the way they frame the research, the kind of words we use in research, we want to be able to analyse and to be part of that framing around how we interpret, and the outcomes that we might have that arise from that research as well. So, it's really about collaborating with the people who have been affected by the research, and making sure that we allow for leadership for people who have that lived experience. So, part of that, I'm always questioning how we make sure that inclusive research is led by disabled people. And I think that that's a really important question that really try and tackle who are doing that inclusive research method. It's really about making sure that those of us who are lived experience researches are able to have influence over the way that we talk about disability, and for those of us who don't have lived experience, it's really about building relationships, and it's about making sure that we allow the conversation and that we actually have those conversations at the start, not just at the end, when they're doing the data collection that we weaved true lived experience all the way through. Next slide. 

Dr Ellen Fraser-Barbour  
In order for us to talk about what good inclusive research methods are, we really need to acknowledge the context in which we are working. And so, this is something that I think is really important in terms of early conversations that we might have. And so I think about how my experience as a disabled researcher is shaped by the fact that academia has historically been a place where disabled people have been excluded from And, yeah, I also have a level of privilege in that I come from a very academic family and don't have any intellectual disability. And those are still areas that we have a lot of discrimination in. So, there's a lot of depression and harm that has come from academic spaces historically, and they know that scientists in medicine and those theories have really driven the idea that disabled people are to be pathologized, that we are a problem, we are a deficit, and that’s quite problematic for us to try and manage in these spaces. And it's worse that we have to do with disabled researching.  Next slide. But then there's also another side of academia, which is there's definitely been a very affirmative space for me, and for me as a disabled person, I certainly found that academia has been a space where there’s ideas and learning and opportunity for conversations about what it means to lived accommodation. How do we talk about it? What are some of the themes? How do we understand it? But then also, what does it mean to have social justice? What does it mean to be included? And those are questions that really have been easy to have conversations about in academia, and then being lots of different disability scholars, disabled scholars, and then thought leaders who come from academic spaces, and those pieces of work that are being done by philosophers have been really valuable for me in terms of being able to understand my own experiences and the experiences of people that I support and work with, people who are part of our community. And so it's also being a very liberating space as well.

Dr Ellen Fraser-Barbour  
But I think there's also some tension here as well. So when we're working as academics with lived experiences. We're often the people who are observing. We are the observers n that we are the researchers, but then we're still the people who are observed. We're often the people who are the subject of the research that we might be carrying out, and we are often mined for information, and I know that quite a tricky thing to talk about, but it's quite a common experience to be mined for the information for the purposes of research. And we want to create that information. We want to share that information because they really, definitely want social change, and we work to be able to have a positive social influence. But then if there's the tensions that come with that, and that's something that I think would be really useful for me to share today, and I'm hoping that by sharing a couple of examples of these tensions, I certainly can't do too many as I only have short amount of time,  by talking about some of these tensions, I'm hoping that you can then think through, how do we build methods in a way that we take account of some of these tensions that might be there for disabled colleagues, and then what are some of our ideas for how we actually create a space that is inclusive and affirmative and positive for all of that. 

Dr Ellen Fraser-Barbour  
So, the first tension that I wanted to mention is the risk around exploitation. There's lots of different ways that exploitation might come up for disabled colleagues, but it could be that there called on to do a lot, a lot of capacity, building a lot of advising work, and often it's in an unpaid capacity, and that can reinforce the power imbalance. And it's quite a tricky thing. But there's also other ways of exploitation that come up. An example could be that often disabled colleagues are in junior kinds of positions, and then there's a risk that you speak up where you try and offer an alternative point of view to try and shape research. There's a risk that you might then be risking your job, or you could be risking relationships that are really value, valuable for you. And so that's a risk for marginalized academics in particular. And so that's something that we really need to try and recognize when we are talking about our balances that might happen when they're working together in inclusive research spaces.  

Dr Ellen Fraser-Barbour  
The second tension I'd like to talk about is the viewpoint of who gets heard in disability research. And I think this, to me, is about recognizing the context, again, going back to academia has historically been a site that has been dominated by people who don't have a disability, who come from a place of privilege. But they do say a lot of nowadays, there was ways of talking about these younger people that come out of that history. We often hear, particularly in the disability studies field which has been very rooted in health sciences and medicine. We often hear disabled people talked about in a very pathologized medical way. And those words, those ways of describing disability surround us in the context of research, we're reading things, we're hearing things, we're exposed to those ideas all the time. They're very dominant narratives. And so I feel like there's quite a lot of conflicting cultural aspects that can feel very devaluing when you're in that space as a disabled person. And so we have to work really hard to counteract that. And the social model of disability is one of those examples where we do counteract that, and we work really hard to try and offer an alternative that’s more positive, that's more meaningful, but it's still there. It's still dominant, and it's still something that we have to continue to work through those problems in as well. And then the third thing I wanted to talk about with the emotional work that disabled colleagues do. I know that we all do emotional work. It doesn't matter what kind of experience we have a disability, whether it's purely professionally or whether both personal and professional, there's always a degree of personal work, and there's always a degree of emotional work that goes into that. But for disabled colleagues in this space, I think there's a very particular kind of emotional labour when you have to deal with building, getting an accessible environment, getting accessible systems and policies and structures, all of those different aspects of inaccessibility and discrimination that might come up, but They know they're dealing with people, and that can also mean that there are elements of micro aggressions, people who don't necessarily have a high level of awareness of disability, and so you do a lot of education as part of that as well. There's a cost involved in doing that emotional labour, and it means that there is a high risk for burnout during this type of research and it can come with this overwhelming sense of helplessness when you're dealing with this sort of discrimination on a daily basis. And it's not something you can step away from, you don't get to park it at the front door and leave for the day when you live it and you work in a space. There's always this element of responsibility that comes with needing to constantly tackle discrimination, because you know that it's not just about you, it's about all of your colleagues, all of your peers in your community that you're running support, and so there's always that risk of burnout that comes with having to do this work. 

Dr Ellen Fraser-Barbour  
Next slide. So there's always a lot of tension. Those are just some of the tensions that we might have to navigate as part of that. But I think we can also talk about our ways forward in terms of what does it mean to create an inclusive space, a space that is affirmative. And I absolutely love this quote by Stella Young and she says, "No amount of smiling at a flight of stairs has ever made it turn into a ramp"  and that, to me, is such a valuable quote, because I think it doesn't matter what space they are in whether its research or policy or practice, we are often criticised for being aggressive or too forthright and very important for those things that can happen is quite challenging, but like no amount of smiling has ever made accessibility happening. And so to me, what that's saying is that it really is about action and supporting all of our colleagues to do the work that we need to do to make it an accessible and inclusive space as well. Next slide. 

Dr Ellen Fraser-Barbour  
So with this in mind, I'd like to put forward some of my ideas and thoughts on how we actually do inclusive research or affirmative research with colleagues who have a disability. And I've got some thoughts here that I would like to include today. The first one is around how we acknowledge our privilege. And to me, that's about the fact that we can't eradicate any ableism or discrimination. It is there, and we can't necessarily eradicate it, but I think if we acknowledge it, then we're in a good place in terms of actually having conversation. So I think about my own background and who I am, as a disabled researcher, I also have a lot of privilege. I'm white, I'm middle class, I come from a very educated family, and these are part of the resources that enabled me to that enabled me to finish my PhD, but I also know that there are peers, for example, people that have intellectual disability, who hasn't had the same opportunities to be part of academic studies that I have. And so rather than ignoring that, it's better for me to talk about it, to be open about that. And I think that one of the most, the most helpful conversations that I've had have been around how we actually recognise that and then we work towards nurturing a more inclusive space, whether that to be reflectively ways that we work, and considering to be the fact that we have very different ideas around productivity that need to be confronted and change, all sorts of different things that could be part of that, it really depends on the person that we're supporting.

Dr Ellen Fraser-Barbour  
Some of us have an easier time than others in aspects in these spaces. So talking about it is the starting point for that. It really means that sometimes big conversations can be really awkward and uncomfortable, but they're necessary. And then the second thing I wanted to talk about is that around burnout, and what helps us to do with that. And to me, it's about relationships. It's about being able to take the time to get to know people and to build our relationships in the community of the people that we're actually researching, and if you do it in a way that's not only about participating in research  certain points in time, but rather building actual authentic relationships where people have a reciprocal element of that relationship, rather than a transactional thing, which is one of the risks of doing research is that there's those focused on tasks and outcomes that then that can create a space where it limits the most difficult nature of those relationships that are really valuable for knowledge as well. And then I think that part of that is also to do being able to recognise that people with disability have relationships in our community, and those peer to peer relationships create a very different form of knowledge that may not be seen in books or in literature, or all of those aspects of knowledge translation that are quite valued in academia, and yet we don't have those sorts of relationships as part of our metric. They're not necessarily valued in the same way, but they are really valuable, and it's also really necessary for me as a disabled person being part of my community and having those relationships, and time for those relationships is the thing that sustains me. It's the thing that keeps me going when I'm having to combat ableism as well.  And then the second part of that is that it is also about surviving, and that does sometimes mean withdrawing, able to rest, and that that is an element that we don't often recognise in academia, that rest is actually part of that survival especially for people who come from that marginalised background. 

Dr Ellen Fraser-Barbour  
So my final point is that for us as researchers, we need to be aware of our position and the knowledge that we're acquiring that we're relying on in order to do our work. Who is writing that knowledge? Where is that knowledge coming from? So for example, are they doing research without people with intellectual disability? How much is that research? How much is that literature? How much of that knowledge is actually done by people with intellectual disability? Once you ask that question, then it becomes easier to say, oh, yeah, actually, I can see there's a very dominant narrative here. We are seeing a lot of work that's not done that uses intellectual disability, and it means that we can then intentionally  start to look for knowledge that and look for other avenues for work done by people that were researching, and we can actually make space for that. We can integrate that into our work, and we can make sure that we actually do have more exposure in the way, that we actually reach out, and then make sure that we can go from different productive and people who are in the field. And it could also be untraditional types of knowledge, that it could be people who are creative artists and writers and playwrights and all those people we're talking about our dealing to do with identity and disability. They have a lot of knowledge to share. 

Dr Ellen Fraser-Barbour  
So in closing, there's a lot of work that goes into doing all sorts of research. And I think it's a really exciting space for us to be in, but it takes all of us. It takes everybody but it also takes them, both, researchers, working together, to make it in affirmative space that belongs to all of us that will have positive outcomes. But I will leave it there.

Professor Jackie Leach Scully  
Okay, thank you so much Ellen. I think that was a really brilliant start to our symposium in framing things in a broader context and simply methodology, and we've got various applause emoticons coming up the side of the screen there from your audience. We've got a couple of minutes for questions. Do pop them into the chat if you would like to ask a question, we'll either ask it now or later at the general Q and A at the end of the symposium, I just wanted to say I know the couple of issues with audio that during that presentation which affected the accuracy of the captioning transcript. So when the recording goes onto the website, we will clean up and make sure that the transcript accurately reflects what was what was said. So don't worry about that, just looking in the chat box. So we have one question here. I'll read it out for the audience. Jala Burton says that she understands that your answer will be influenced and reflect your own experience, which is distinct for everyone. But she's just wondering what you have found the most surprising positive and or negative about your research work experiences?

Dr Ellen Fraser-Barbour  
Would you say that again?

Professor Jackie Leach Scully  
Yeah, what do you what have you found as the most surprising positive or negative about your research work experiences?

Dr Ellen Fraser-Barbour  
That's a great question. I'm just trying to think.  I can't, yeah, that's it. I don't really know how to even answer that. For me, it's been surprising in the sense of having my own experiences that ...  Actually, the surprising thing that I found has been the overlap between disability and other types of discrimination. So for example, racism, sexism, homophobia, and the work that's been done in that broader field, to me, has been really valuable, and I've often found theres a lot of   parallels so for example, when I read a lot about the First Nation community and the cultural work that's happening in that space, I will often read that and then think, oh yeah, that's helping me to understand some of my experiences as well, but also how we actually work together as a community to campaign or to change ideas. So I found that that being the most surprising thing for me so far has been the overlaps and the fact that I can find those common threads like, regardless of what type of discrimination I'm talking about as well.

Professor Jackie Leach Scully  
Okay, thank you. We do have another question, but in the interest of time, I'm going to put that to one side, and we will hopefully return to it at the end of the symposium. Thank you again, Ellen, for your input there, and we're going to move on now to our second presenter, Dr Michelle Tso who works as an Inclusive Research Development Officer within the DIIU, the Disability Innovation Institute at UNSW, and she's also a postdoctoral Research Associate with a project called GeneEQUAL which you will hear more about. Her research interests are in inclusive research and cover education and health, particularly supporting the well being of students and adults on the autism spectrum or with intellectual disability, so, take it away. Michelle. 

Dr Michelle Tso  
Thank you, Jackie. Hi everyone. I'm Michelle. I'm an Australian born Chinese woman in my mid 30s. I have medium length black hair, and I'm wearing a white turtleneck today. My preferred pronouns are she and her. Thank you so much for having me. I would also like to acknowledge the Traditional Custodians of the land that I currently reside on the Darramurra-gal people and the traditional custodians of the land in the various places you are coming in from. Today, I'd like to share my experiences with inclusive research methodology as an early career researcher, and through this explore the impact of this form of research and the contribution of disability studies to other fields. I'll be sharing about two projects to highlight the similarities and differences in inclusive research projects and methodologies. 

Dr Michelle Tso  
So, the first project is my PhD research exploring the peer interaction experiences of high school girls on the autism spectrum in the field of education. And the second project is work within the GeneEQUAL inclusive research program, specifically the New South Wales Have a Say Project, which was about understanding the experiences and preferences of people with intellectual disability, accessing genetic health services. For each I'll discuss the approach, process and impact. 

Dr Michelle Tso  
Next slide, please. So inclusive research with people with disability means they are active actors and co-creators of knowledge in research. This differentiates it from other research which may involve people with disability as participants. Inclusive research is characterised by a focus on the wellbeing and inclusion of people with disability, exploring issues of importance and relevance to them, acknowledgement of their lived experience, expertise and research input and the production of information for change and advocacy. People with disability can be involved in inclusive research to varying levels, ranging from more academic, researcher driven to people with disability driven as seen in this adaptive figure from den Houting. The level of involvement people with disability had in my PhD is representative of the consulting level of inclusive research, as my advisory group of four females on the autism spectrum and one family member provided feedback on the methodology of the research. The rationale for this level of inclusive research was though I have personal experience of being a family member of a person on the autism spectrum, and have experience working with children on the autism spectrum and their families. The PhD was my first experience in leading an inclusive research project, additionally the consulting level of inclusive research fit within the parameters of the PhD program as greater involvement from people with disability may challenge the University’s requirement of a PhD being completed through independent research. In comparison, the GeneEQUAL Have a Say Project represents a co-produced level of involvement where academic researchers and people with disability have equal power and work in partnership from the start of the research. Julie Loblinzk OAM is a co researcher with intellectual disability and investigator on the project from its inception. People with intellectual disability were also part of the project's Advisory Committee of stakeholders, as well as co-production workshops, which were held with self advocacy organisations. This level of inclusive research is enabled by the extensive research relationship between Julie Loblinzk and Professor Iva Strnadová on the team spanning over a decade, and their long term relationship with grassroots self advocacy organisations, as well as funding for the sustained engagement of people with disability, for co-produced research.  The practical processes of the inclusive research methodologies from my PhD and working on the GeneEQUAL team vary considerably due to the scales and context of the projects, and these processes will be really tightly summarised due to time. However, I would be remiss not to emphasise from the start that underlying these processes is considerable time and engagement spent ensuring that the inclusive research is conducted in an ethical manner to support the well being and inclusion of people with disability including understanding their needs and preferences and developing accessible information. 

Dr Michelle Tso  
So for my PhD, I met with the five advisors online on their preferred platforms as it took place, primarily during the start of the covid pandemic in 2020 I met with them all individually, apart from one daughter, mother dyad, who I met together. And the number of meetings was based on advisors availability and interest. So I met with advisors between three to eight times over the course of the project, advisors feedback was gathered and applied to ensure the methodology, particularly the arts based methods and semi structured interview protocol were appropriate and relevant for the intended participants of high school girls on the autism spectrum, so all advisors feedback was accepted except where there were conflicting recommendations. In those cases, where possible a compromise was made or the recommendation, which was more appropriate for participants, or more strongly preferred by advisors, was applied. So, though their feedback was very comprehensive and detailed, I'll just share one particularly memorable point, which is about this question, have you ever felt lonely or excluded from a group? Though this interview protocol question is from an existing study, and research has indicated this topic as being of concern for the population, advisors had a very strong emotional response to the question, ranging from discomfort to being concerned that participants would have a panic attack. Their collective negative responses to the question led it to being replaced by this question, have you had negative experiences at school? So this question was developed through rounds of feedback and allowed participants greater choice in how to answer about a sensitive topic. Without advice as critical feedback, the research would have been less sensitive to the needs of high school girls on the autism spectrum, causing a greater risk of distress and potential undermining of research rapport. I also met with advisors who were interested to look at the accessible summaries of the study's findings, to hear their thoughts on participants' experiences and their recommendations as to how it should be disseminated. Despite it being disheartening to hear how advisors and participants' negative experiences of peer interactions and school life resonated with each other, the advisors appreciated hearing what came from the research, and it was a gratifying conclusion to a project in being able to share with advisors the culmination of our work together. 

Dr Michelle Tso  
For the GeneEQUAL project, the inclusive research processes are particularly evident in the co-production workshops, advisory committee meetings and team meetings. For time, I'll focus on the co-production workshops following interviews with 19 people with intellectual disability and 9 of their support people such as parents and partners. Co-production workshops were held with self advocacy organisations to design an educational toolkit for health professionals based on the interview recommendations. So in total, there were four co-production workshops across metropolitan and regional New South Wales through the life of the project where people with intellectual disability contributed their feedback and made choices related to the production of videos and booklets for the educational toolkit. I'll also share one memorable point from the inclusive research methodology process, which was feedback from people with intellectual disability who wanted to know how to complain if they had received poor health services. This led to the creation of these specific pages in the easy read booklet, tips about genetic healthcare, outlining steps of how to complain about health services. This is a particularly meaningful addition to the resource considering the research evidence that people with intellectual disability experience discriminatory and inequitable healthcare. The impacts of inclusive research methodologies on research are wide ranging. However, I'd like to draw attention to two different forms of impact for the researcher and for people with disability involved in inclusive research. So the impact of inclusive research in my PhD was felt on a very personal level. On one hand, from the beginning of the project, I was cognizant of the value and advantages of inclusive research, of 'Nothing about us Without Us,' however, I was, and continue to be, immensely grateful and moved by the honesty and vulnerability of people with disability sharing their often negative or traumatic life experiences through research to improve the lives of others. As an example, this slide has the body map produced by one of the advisors in the project trialling the arts based methods, which captures their high school experiences, including their representations of self-harm. The value that advisors saw in the research topic, and our mutual passion for improving the school experiences of high school girls on the autism spectrum also strengthened my resolve to complete the thesis. Next slide, please. There can also be a mutual benefit for people with disability involved in inclusive research. So I'll share a short video now which presents the meaning and impact of co-production for academic researchers and people with intellectual disability themselves in reflection for the GeneEQUAL project.

Video transcript 
{Video music plays} [Start of video transcript] 
Speaker: Professor Iva Strnadová. So the GeneEQUAL project is about improving the genetic healthcare for people with intellectual disabilities that is respectful, accessible and inclusive.  
Speaker: Dr Emma Palmer  Which means that we're working in partnership with people with intellectual disability to hear what they think should be changed about genetic healthcare.  
Speaker: Manjekah Dunn  So today's workshop was a really wonderful opportunity to hear the voices and the feedback from people with intellectual disability on some of the co-design and co-produced Easy Read resources that we made and the videos, 
Speaker: Professor Iva Strnadová   and we got some absolutely amazing feedback and really just some new ideas about what we can do further.  
Speaker: Workshop participant    I think this is a very, very helpful guide to help people with intellectual disability access the right health service for them.  
Speaker: Workshop participant    It is very easy to read.   
Speaker: Julie Loblinzk OAM  It's very easy to read, yeah.   
Speaker: Workshop participant    It has all the key information, but it's a guide to talk with them, their patient, to talk to them at, like, the same wavelength as them, in an easy to understand conversation.    
Speaker: Manjekah Dunn   People really valued having both videos that doctors should see both videos together to model some alternatives and strategies that they could use to make healthcare better.  
Speaker: Dr Emma Palmer    Another one of the key things that came out was that the videos are quite beneficial as well for people with intellectual disability and their support workers, just to highlight what is better healthcare practice and what kind of care that they should be receiving, and to empower them to get that care.  
Speaker: Workshop participant    I didn't realise just how much I conformed to the first video, and once I saw that, things have started to change.  
Speaker: Workshop participant    The doctor showed where to get support from, for when she wanted to meet somebody who has the same condition, and guided her and guided her and said, Oh, you can go to Facebook, and this is a website as well, and gave her information.  
Speaker: Workshop participant    And I appreciated that the doctor complimented Jess on a great question when it was asked.   
Speaker: Workshop participant    It could be kind of like a compulsory training.   
Speaker: Dr Emma Palmer    As a doctor, I realise now how little I was taught about how to be a respectful doctor and how to truly work in partnership and appreciate the lived experience of people with intellectual disability. So for me, personally, this project has been so eye opening, because it's shown how much needs to change about our healthcare, and the only way to change is to work together.  
Speaker: Workshop participant    I think it was great that we were all included in the process of the development of this book, because not only we gave out our advice on how we count the Easy Read, but it also benefited us too, in receiving that information about GeneEQUAL, it's about and how it can help us.   
Speaker: Workshop participant    Just knowing we get the impact and how many people can help us today.   
Speaker: Workshop participant   And this is what GeneEQUAL is about, just making things better you.  
[End of video transcript] 

Dr Michelle Tso  
Thank you, Kate. 

Dr Michelle Tso  
Thank you. The co-produced nature of the research has also contributed to the impact of the toolkit itself. The GeneEQUAL website recorded almost 10,000 visits from visitors from 53 countries, which is 1/4 of the world. The videos in the toolkit have also received over 85 hours of watch time. And there were easy read books have been viewed over 3000 times. It's hoped that these accounts of my experiences with inclusive research methodology as an early career researcher has shown the diversity and potential of inclusive research methodologies, its impacts and the contribution of disability studies to the fields of education and health, the topics, scale, level of involvement and process of inclusive research with people with disability can vary greatly. Nevertheless, the value of having people with disability as actors and co-creators of knowledge in research which explores issues pertinent to them and provides impetus for change remains the same across inclusive research. Thank you. 

Professor Jackie Leach Scully  
Thank you, Michelle for that brilliant presentation. If there are any questions, and I have again, lots of applause emoticons coming through, and I can see somebody has raised their hand electronically, if you'd like to ask your question directly, Can you unmute yourself and ask your question? 

Professor Jackie Leach Scully  
I'm not hearing anything. Is anybody else hearing anything? I'm not sure if you're unmuted or if you can unmute. If that's not working, perhaps you could pop your question into the Q and A box if you could type it up.

Professor Jackie Leach Scully  
There was one question here. I don't think it's from the same person, but I will ask that question while, while perhaps typing is happening elsewhere, Bella Choo's asking whether you could share a little bit more about the method of analysis for the for the body mapping, for the drawings.

Dr Michelle Tso  
Yes, I can. So  use the method of body mapping, because we thought it would be helpful for people to be able to have a medium to express their kind of thoughts in a in a less verbal, verbally demanding manner. And so in terms of the analysis we looked at, kind of the lines we look at, the colours we looked at, like the content and shape. I don't have precisely the kind of exact kind of analysis method I use, but that's kind of the things that we looked at. And we came back and asked the person who drew the materials what their thoughts were to make sure that we had an accurate representation of what they had drawn.

Professor Jackie Leach Scully  
Okay, thank you. I've just been informed which I'd forgotten that because we're in webinar mode, participants can't unmute themselves. So, if you could possibly put your questions into the Q and A that would be great. While waiting for that to happen, I just wondered if I could ask you something, Michelle, which is, I know that some of this work was funded by New South Wales Health for the GeneEQUAL project. How did you did you have any difficulty persuading NSW Health about using the methods that you use, or were they very open to it? 

Dr Michelle Tso  
Well, I was a research assistant on the team, so I can't speak to it fully, but I would say in the meetings we had, they were very open to hearing what people with intellectual disabilities had had to say, and very open to like the methods. Yeah, I think we were really drawing on kind of Julie and Iva's kind of expertise in the area.

Professor Jackie Leach Scully  
Okay, thank you. We have a question here from Marie, who asked, in addition to interviews and drawing, were there any other methods that were used to collect the information in an inclusive manner?

Dr Michelle Tso  
I also, apart from kind of interviews and drawings, I also produced a Qualtrics survey for anyone who wanted to complete it without me being present and but we provided a range of kind of options for the interviews. They could be kind of in person or online, in their preferred kind of spaces. So it was really to yeah, a range of kind of options were put forth as to match the prefer the preferences of participants and advisors.

Professor Jackie Leach Scully  
Yeah, okay, thanks again. Thumbs up, emoticon floating across the screen there. So I think that's answered to the question of satisfaction. That's great. If there aren't any other questions immediately, we could then move on to our third presenter, and then we'll come back to questions for three at the end. Oh, okay, I do have one question here. Maybe if we could just spend a couple of minutes answering this one or looking at this one. Jala says, The representation of self harm that was shown there would have been a complex experience for the person drawing it as a researcher, how are participants empowered at the same time prioritising care? 



Dr Michelle Tso  
The advisor who drew, drew the representation of self harm. We had many, many kind of meetings together. We, prior to them drawing that picture. So we had developed kind of a relationship over that period of time. And I would say our meetings probably spanned, like over a year, and kind of we really built that relationship, although they were very like confident, they're a very confident person, and they're very open to kind of sharing their experiences. 

Dr Michelle Tso  
In terms of kind of ensuring that they were empowered while simultaneously providing care. We had a lot of opportunities for breaks when, if we had kind of talked about a difficult topic for a long time, I would ask them whether they would want to break, or we could continue at a different time or offer kind of different types of support, as we had talked about, kind of in previous meetings.

Dr Michelle Tso  
Yeah, I think it was the time spent kind of knowing that person before, kind of, we obviously didn't talk about those experiences at the very first meeting. It was time kind of built, building that relationship before we kind of talked about stuff that may be more sensitive.

Professor Jackie Leach Scully  
Okay. Thanks. Thanks, Michelle. This time, we really will move on to our next presenter, this is Professor Sally Robinson, who is also working with Professor Karen Fisher of UNSW. Sally is Professor of Disability and Community Inclusion at Flinders University. She works with children, young people and adults with disability about what makes them feel safe and happy at difficult times in their lives. And most of her work is done in teams that include people with disability as researchers, as well as asking them for their views. So Sally, if you'd like to tell us what you'd like to tell us. 


Professor Sally Robinson  
Thank you Jackie. 

Professor Sally Robinson  
Hi Everybody. I am incredibly lucky to be coming last because I'm standing on the shoulders of the fantastic provocations that Ellen and Michelle have put out for us. I am going to talk to you about a project that Karen and I are working on with a big team of people that's a very sensitive project about the experience of everyday harm that people with intellectual disability have, in the context of support work. If you can just flick back for a second, please, Kate, to the previous slide. Thanks. The title itself is actually significant, because this is a co-produced, inclusive research project. And when we came into the project, our project was called confronting everyday harm against people with intellectual disability. And the fact that our project title has changed so significantly is, in itself, a very important thing and a sign of how deep the co-design process has been all the way through the project. I'd like to try and just talk to you about some of the things that we're finding in the project, and try and weave in a bit of how and why co-design and co-production has been important in the sensitive context that we're working in. 

Professor Sally Robinson  
Next slide, Thanks, Kate. So I just want to talk to you a little bit first about what we're calling everyday harm, because it's not a common term. So everyday harm and the way that we're understanding it in this project, is the consequence of interactions that are received as hurtful or harmful for people, we think it's a contribution by reframing microaggression about groups who are likely to find the theory of microaggression inaccessible. It's a more accessible language for daily use. It's informed by recognition theory, but our concept of it focuses on the kinds of experiences that people have that help, that make them feel insulted or degraded or excluded, rejected, threatened, silenced. Every day harm happens to all of us, and it happens every day. It's something that you know everybody will have something that will come up to their mind right now about something that's happened to them fairly recently. It happens intentionally, but often unintentionally, and it accumulates in people's lives. It's very much shaped by what happens in the climate that you're in, the organisational policies or practices or culture and the wider social attitudes or norms that you're surrounded by, where organisation aware everyday harm really becomes an issue, though, is where it's not recognised and it's not addressed and it's not resolved. And for people with intellectual disability, that's much more of a case than it is for lots of other people. So why we're really interested in everyday harm is for that reason, and we're really interested in whether, for this project, everyday harm can become accessible language for daily use, and we can reframe the way microaggression and emotional and psychological abuse is used for people in ways that might be more useful for improving everyday practice and looking at opportunities for exploring repair and preventing further harm in relationships where this is a chronic issue for people with intellectual disability and something that really affects their everyday lives. 

Professor Sally Robinson  
So you can see it's a very sensitive context and a really difficult one, and where we're working in an inclusive research team, where there are people who've got skin in the game. We know we all have skin in the game in terms of everyday harm. It's something that we've had to really think about very carefully and ethically scaffold the way that we work with the people in our research, but within our team as well, from the very beginning of our work together, we've had to think really carefully about how we do our work together, how we do the work with the people who we want to work with, and how we frame the work in a way that's not going to make people feel worse after they work with us and better after we work together. So I'll talk a bit more about that as we go along, if you could just go to the next slide, Kate.

Professor Sally Robinson  
 I'll talk for a little bit about some of the things that we've found out from working with young people and support workers. Our field work was with 36 pairs of young people with cognitive disability and their support workers. And in that field work, we didn't talk to people about their experience of everyday harm. We talked to them about what it's like to work together and what you do if you want to change something in your work together. And that's part of the ethical scaffolding that we did, and through those conversations, we found out a lot about everyday harm, but we also found out a lot about the practices that people use to prevent, to address and to repair everyday harm, and that's been one of the big learnings from this project As a field, where we are a little bit guilty with abuse research of sitting in the problem rather than going towards the solutions. And our community researchers in particular, have really pushed us in moving towards the solutions more, more as a stronger focus in our work together. So the things that we're learning from the field work around prevention are that there are a lot of practices that people are using around prevention. So you can see some of them are here on the screen already, that young people and support workers do things like looking at each other's body language, listening carefully and noticing if there, if another person is upset, but also noticing when there are silences, asking each other if they feel upset about something, and working together to understand what's happened, what to do to make things better and how to prevent harm from happening again.  So these are everyday steps that people can use and things that people already use. 

Professor Sally Robinson  
At an organisational level there were things that managers and organisations were seen to use by the young people and the support workers. It helped to prevent everyday harm. When managers and organisations explained clear rules about good practice to prevent harm, so people knew what to expect. When managers and organisations created an open culture that set a good tone in the way that people work together, when managers and organisations allowed time and opportunities for young people and support workers to practise everyday steps so that it became part of their everyday interpersonal culture, and when they supported young people and support workers to resolve harm that they noticed, so that they were proactive in supporting them in their relationship together. Then there were things that happened that people did to actively address harm when it happened as well. So people checked in and noticed, they observed what happened to themselves and to others again. People paid attention to body language, asked other people how they felt, and that sounds like a very self evident thing, but people often don't check in and ask really how other people are. And similar to Michelle's research, when people took time to build trust and communicate openly with each other, it helped to address the everyday harms that are common in people's lives. And then related to that, when people acknowledge that harm had happened to themselves or to somebody else, it really helped to address it by talking openly about what had happened, encouraging people in and out of the support relationship, to work together to find ways to make things better, checking during the process at that the way that they were going about making things better was okay with the people who were part of the relationship, and then checking whether the organisational rules and culture might have contributed to the harm, and if that was the case, whether those could be changed, and then also taking a future focus, looking at whether the steps that they were using would could be used to improve practice for the future, and learning to check in with each other and care and respect and appreciate each other as part of their standard practice.

Professor Sally Robinson  
So all of those really good practices also linked in with organisational practice to prevent and address harm, which is about how practices is guided by the rules of the organisation, the formal policies and laws and guidelines, but also its culture, those sort of informal expectations for how we do things around here, stuff and how people work together. And we're finding that those good rules encourage and facilitate everyday steps, because when people understand the reasons for the rules and see them as consistent with good culture, they're more likely to want to follow them. And our community researchers have boiled this down really nicely to rules and vibes, so that's been really helpful for our team to explain that in really clear English with people, as we've gone back after our field work and checked in with people about how the all of these results are sitting with them.  So that the connection between rules and culture, or policies and culture are really encouraging and facilitating people in taking everyday steps and helping people to create good culture in different ways, and being open to improving and doing things differently, and helping people to use everyday steps and to speak up respectfully about poor practice. 

Professor Sally Robinson  
So when we're at the moment with this project, our next steps to we're having interviews with managers and board members now to to get a sense from their perspective about how everyday harm is formally acknowledged in policy, and where they see the gaps between policy and practice and what resources organisations need to to really act and prevent and address everyday harm, and then moving into the final stage of our project, so that we can develop the resources for everyday steps, and that we can develop material, academic material, obviously, because we're academics, but the material that will really make a difference, the summaries about everyday harm, about how to prevent, understand, prevent, address and make change at personal and organisational levels, and that's where our diverse team really comes into its own, because we've been working together now for two years, you can see we have a really big team. And we have a lot of partners. We have nine partner organisations, but our core research team has a lot of momentum built up. And one of the things that has really made a big difference, particularly recently, is that our community researchers are putting provocations back to our our whole team now, which is a real change in the way that we used to work. At the beginning of our project, we used to have tasks for the community researchers, about making things accessible, about giving us feedback that as our project has changed and shifted, and everybody's built confidence in what they've done. It's fantastic to see our community researchers now putting back really interesting questions about the way power works in our in our content, but also in our team, really deep questions for our whole team to think about. It's very exciting, and the community researchers are writing a paper at the moment about the way that community research has changed and shifted for them over time. Speaking of time, I don't know how long I've been speaking for Jackie, and whether you want me to stop speaking.

Professor Jackie Leach Scully  
No, you have some minutes yet. You have five minutes left. 

Professor Sally Robinson  
Oh okay, fantastic. So the there is information about the project on the next slide. You can follow up information about the project itself. You can follow up information on the SPRC website, and you can also find information about any of our projects on the Flinders website. I think probably in closing, what I'd like to just reflect on is coming back to some of the things that Ellen laid out for us, which I think were incredibly helpful around the importance of emotion work, and this project, for me, has been very challenging as the lead of a big, complex research project about a really sensitive issue in helping and supporting and thinking about my myself as a disabled researcher too, in how we all stay safe, how we all are able to sustain ourselves in this work, some of the content is really distressing. We've had to work really hard to protect people who are in the research from being distressed by it, and we worked hard to do that in the way that we designed the field work. And I think we did okay with that. We didn't, I don't think anybody was distressed, because we worked really carefully and ethically around not talking to people directly about harm, and we still were able to get plenty of content that we needed to talk about the things that I told you. We have researchers at a range of career levels. We have people who are working on their first project about harm. We have people who are working on their tenth project about harm, and that really accumulates. We've got people who are bringing their own experience of having been in disability services, all of those things have got lots of layers and accumulations. It was a real privilege for us to be able to have a long project that had resources that we could use to have bespoke training about trauma informed research and how we can support our team, a diverse team like we have to to work in a trauma informed way, to avoid trauma to the people who we're working with, but also to minimise the impact of trauma in our team too, but it's something that's, you know, it's always in mind for all of us, and it's something to think about for all of us. It's something that I think it would be great for us to talk about more in disability studies, and to think about how we take that emotion work into disability studies more because we work more and more in the intersections between violence and disability in all its different ways. But I think it's somewhere,  we're under theorised in this space. If and so the connections between theory and practice in violence and disability is a gap for us in some way that I think we've still got more thinking to do. I might pull up at that point and hope that we can continue some conversation.

Professor Jackie Leach Scully  
That's great. Thank you, Sally. What I'm going to suggest is we have a couple of direct questions already in the Q and A and I'll read them out, and then we might take a couple of minutes break, just through comfort break, or just let people stretch, or whatever, before coming back to a general discussion and wrapping up around 5:30 so the first question that came in for you was from Kirsten Deane who says; These days lots of support workers work for themselves or companies like HireUp. How can the strategies to address everyday harms work for individual workers or for workers who work on platforms? And I'm not sure if this is part of the same question or not, but what did people with intellectual disability say was important?

Professor Sally Robinson  
Thank you. That's a really good question. Across the project organisations participated from a really diverse range of organisations. So there we had pretty much all flavour of organisations involved, and which was great for the diversity of our findings. So the,  while I talked about sort of organisations generally, and I guess our minds go straight to a traditional kind of disability organisation there, there was a very diverse range of organisations included in the study, which I think is helpful when we think about what the implications are for what kind of practice helps, the what was important to people with intellectual disability, that came from the Research were, was really about the quality of interpersonal, responsive interpersonal practice was supported at an organisational level, and whether the organisation was a place, a site that somebody went to, or it was something that was more remote, the that the worker had some or the person had some sense of the worker being backed up, I think mattered that sometimes when people felt a bit unstuck, it was because they didn't feel that they had some somebody to back them up when they needed to make a decision, a hard decision, about something, a harm. 

Professor Jackie Leach Scully  
Okay, if that's all that you want to say for the moment. Anyway, these the second question that we had there from Marie, I think if come close to it earlier, is about the safeguards. What safeguards did you put in place to make sure everyone stayed safe in the process? And did those safeguards change during the process, as you learned and collaborated more? 

Professor Sally Robinson  
We had, I've talked a fair bit about some of the sort of, you know, overarching ethical processes that we had. I think that through the co-design process, we consulted at every step of the way with people. So for example, at the end of our first phase of the research, we consulted with all of the groups of people who had a stake in the research about what we'd found in our policy review and our scoping review and put together plain English and standard English summaries about those things, and gave people a sense of where we thought we were heading with the research. And that was a point at which the focus of the research changed. So we thought at that stage we were going down the path of things. so we're going to ask people carefully about everyday harm. And we had four workshops, and at the after the first workshop, we changed a little bit, and after the second workshop, we learned and changed, learned and changed, learned and changed. And from those workshops by the end of them, and we had learned, especially from people with intellectual disability, that we really needed to focus on everyday steps for ethical reasons, for the and to scaffold and safeguard participants in the research and our own research team as well. So it was not just a sort of ethical procedure approach, but it was a deeper approach of learning at every step about how to safeguard everybody. And then we applied the sort of ethics procedures of learning to things like making sure that consent had meaning and that we had easy read consent processes that our interview approaches were accessible to people with a range of different kinds of support needs due to their intellectual disability. All of those things have flowed from that.

Professor Jackie Leach Scully  
Okay, thank you. There is one more question for Sally, but having promised people a break, I'm going to give a break, even just a short one. Do please come back. I'm going to suggest just a couple of minutes. I make it 5:19pm by my clock, there may be 5:21pm, 5:22pm, if people could come back after that. And we'll continue, we'll look at that question, and then we'll have a general discussion, still promising that we will end on time. If anybody has other questions, can use this time to pop those into the Q and A box. 

Professor Jackie Leach Scully  
So Sally, I'm going to ask you the last question that we paused on, which is from Jala who says, do you think the ethical scaffolding applied in this project to reframe sensitive conversations can be used in a broader community sense?

Professor Sally Robinson  
Is that for me? 
Jackie Leach Scully  
Yes, it is. 

Professor Sally Robinson  
Yeah. Thank you, Jala, I think yes, it can. I think the principle is to take an approach of asking people what's working for them in a sensitive context. Jala, that's kind of a Dorothy Dixer in a sense. Jala and I worked together on an inclusive research project about domestic and family violence and the experience of children and young people with disability. And in that project, we talked about, we did a big quantitative data linkage front end about how to bring children and young people into visibility, and that data linkage allowed us to rely on the statistics then and not ask children and young people about their violence experience or their family about the violence experience, because we had that information through the data, the quantitative data, we then could ask children and young people about what's what, how, what sort of job of services done after this has happened In your life, which was a much less challenging experience, so that, I guess it's a different example of how to ask a much more comfortable question in a sensitive context. So I think people do that often.

Professor Jackie Leach Scully  
Great. Thank you. That just about wraps it up for each of the individual presentations. But I'd like now to open it up to any more general questions or comments, and of course, also panellists, if you have comments for each other, there is a question still hanging over from Antoni Tsaputra held over because I think actually is applicable to everybody's presentation, not just Ellen's. And I'll paraphrase it, Antoni says that Ellen's presentation in particular resonated deeply with his own experiences. So how inclusive should research environments be for persons with disabilities? Should inclusivity focus more on infrastructure, design, learning and teaching in research areas, including practical laboratory field reconstruction, or should it maybe focus on the use of assistive technologies and the training of people with disability in the research sector? Is it more on the environmental broader context, or is it more on the person with disability themselves?  Don't know if anybody would like to jump in on that one.

Professor Sally Robinson  
I feel like I'm talking a lot, but I think it's probably a both/and. So one thing that I'm quite struck by at Flinders is that, because we have a teaching and research program here, and we have lots and lots of students who bring all kinds of diversity with them. And so we should never be expecting people to have to disclose disability. So we should be always taking a universal design approach in teaching. And so I think we should also be making our research environments as inclusive as we possibly can with that principle of inclusive design. And then within that principle, then we have, you know, we should be opening up opportunities that people want to take up according to their individual interest, if I've understood the question correctly.

Professor Jackie Leach Scully  
Yeah, I think, I think that was right, and Antoni, I'm sure, will get in touch with us or with you, if that's not what he was asking, but I'm pretty sure that it was, keeping an eye on the Q and A I'm not seeing any more. So while waiting, I was really struck, actually, in listening to all of your presentations about the kind of adaptability across the period of the of the project, about how things changed, including things like Sally said, the title of the project and so on, which in many ways, goes, goes really against the kind of procedure that we we trained up to use and then the systems are designed in many ways. I mean, I've never tried to change the title of the project after I've got funding for it, but I can imagine what the response might be. Sort of popped up that, no, I want to call it something different. So had any advice or suggestions about you know how to manage something which doesn't really fit the traditional patterns in that way I know Michelle and Ellen of earlier career than Sally, so may not have as many comparators to use.

Professor Sally Robinson  
I've been happily countercultural. I kind of asked for forgiveness with those things. So I think if we've gone into the project making a feature of the fact that it's co-produced and co-designed, then I don't think that people can expect it to come as a surprise if something changes. And so we've laid the ground for an expectation that things will change. So we've not had a problem with ethics committees or the ARC the Australian Research Council for making changes to project titles or adaptations to methods or things like that, if we've linked it back to our methodological approach and justified it. 

Professor Jackie Leach Scully  
Thank you. Thanks for that, everybody. And as we're coming just up to 5:30 I'm going to wrap up. So thank you from the Disability Innovation Institute UNSW, to everybody on the panel, to everybody who's joined us today, to everyone who's asked questions. A particular big thank you, of course, to Dan Goodley, Rhea Halsey, who has been able to join us from the UK and the rest of the Disability Matters team for all of the project oversight and the help and encouragement with organising this event. It's one of a series put on by the Disability Matters partners, the international partners across UK, Canada, India, Singapore and Australia, and we at the DIIU are very proud to be part of such an important international project. It's a long running project funded for six years. So you will be hearing more from that project and from us in due course over that time. We will look forward to hearing any comments or further questions you have on our email at diiu@unsw.edu.au and you can find out more about our work on the Disability Innovation Institute UNSW website www.disabilityinnovation.unsw.edu.au. 

Professor Jackie Leach Scully  
Thank you once again everybody. We look forward to seeing you again on another occasion. And I'm going to ask the panellists if they can stay on as everybody else takes their leave. Have a great evening or a great whatever is appropriate for the time zone you're in.

Professor Sally Robinson  
Thank you very much.

[End of webinar transcript]  
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