
 

1 

NDIS and Psychosocial Disability 
Quality and Safety Forum 

TRANSCRIPT 7 of 10 
Panel 1: Inclusive Governance 

Forum held on 29 April 2021, 11:00AM – 12:00PM 
 

Panel Members 

Peter Schmiedgen, BEING – Mental Health Consumers Inc. 

Justine O’Neill, Chief Executive Officer, Council for Intellectual Disability  

Robert Strike AM, Board Member, Council for Intellectual Disability 

Mar Orr AM, Chief Executive Officer, Flourish Australia 

Sam Brhaspati Stott, Mental Health Advocate and Co-Production 
Facilitator 
 

TRANSCRIPT 

 

HOST: 

It's time now for the first of our two panel discussions. The first topic is 
Inclusive Governance  which is an important concept, building on the 
NDIS principles of choice and control and learning from lived experience. 
Inclusive Governance is a requirement in the NDIS Practice Standards 
and described in the Governance and Operations Management Module. 
In the panel, we are going to explore what that all means in a Disability 
and Mental Health context.  

So, I'd like to invite the panellists to join me here on stage. And while we 
do, we're going to turn to our favourite interactive tool, Menti. Yes, good 
old Menti, if we can get the details up on the screen, please.  
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We're gonna start with the little word cloud exercise. Can you log on to 
that website again? Enter that code and fill in the first two words that come 
to mind when you think of Inclusive Governance. While that's coming up. 
Yeah, Justine and Robert, I'll get you to sit next to me.  

 

ROBERT:   

Where?  

 

PETER:  

Which location?  

 

ROBERT:  

(INDISTINCT) 

 

HOST:  I might even step down for a second.  

 

PETER:   

Anywhere? 

 

HOST:  I'm gonna sit on this end seat here, so leave these two seats for 
Justine and Robert.  

 

PETER: 

So – anywhere.  Good, good.  (INDISTINCT) 
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HOST: 

I love it. We must go for the fashion clash. Thank you very much. 
So, you've been seeing the word cloud build in front of our eyes there. 
The big word seem to be collaboration, person centred, co-design and 
we'll leave that running in the background as we go.  

And I'd like to, of course, introduce our panellists. We have five panellists 
today. And you'll notice one slight change to the agenda and program that 
you've got. And it's Peter Schmiedgen, Policy Officer from BEING, taking 
the place of Irene who wasn't able to be with us today. We have Mark Orr 
AM, CEO from Flourish Australia. Hey Mark. We have Sam Brhaspati 
Stott, who's again on stage with us, and also Justine O'Neill, CEO and 
Robert Strike AM, board member, both from the Council for Intellectual 
Disability. So, we'll say hello to everybody first, I might begin with Peter. 
Peter, first of all, thanks for joining us on such short notice. 

 

PETER: 

That's fine. 

 

HOST: 

We've got here, your work is Policy Officer at BEING and in that role, you 
obviously work closely with Irene on a variety of topics like, core policy, 
research and advocacy work. You've seen firsthand just how big a topic 
Inclusive Governance is. 

 

PETER: 

Well, and I suppose at BEING as well, we're very committed to having a 
fully - fully lived experience around organisations. So, BEING is now lived 
experience run both at the level of board, CEO and employees and that's  
- that's, kind of, something that we have a very strong value commitment 
to I think so, yes. 
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HOST: 

Thank you. Looking forward to hearing from you today. Also, on the panel 
was Mark Orr AM, CEO from Flourish Australia. G’day Mark.  

 

MARK:  

Hi.  

 

HOST:  

And as CEO, you often like to bring up inclusive operations as a topic, 
because Inclusive Governance isn't just about the board. 

 

MARK: 

That's right. Yes, I think it's about the whole organisation, if we just rely on 
boards and maybe boards have someone with a lived experience that just 
takes away from the importance of governance throughout the 
organisation. So, for Flourish Australia it's about people's lived experience 
across the whole organisation. Engaging with people lived experience 
who actually sell services to our Community Advisory Council structures, 
but also on our board, in our executive, in our management team and on 
the ground. So, 54% of our staff have a lived experience and that really 
actually helps keep us focused on what Inclusive Governance is about. 

 

HOST: 

That sounds wonderful, really looking forward to hearing your insights. 
Just a quick test. Was everybody able to hear Mark Okay, volume wise? 
Yeah? Great, thank you. Let us know if there's any audio problems along 
the way and we'll get that organised for you. Sam, welcome back on the 
stage. 
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SAM: 

Hi. 

 

HOST: 

You like to describe yourself as a bit of a governance nerd. I mean, you've 
worked as a co-production consultant with a range of services like mental 
health, health, suicide prevention services and you like talking about 
organisational readiness. 

 

SAM: 

Yes. So, I guess I became a governance nerd from- 

 

HOST: 

Have you got a mic there, by the way? 

 

SAM: 

I do, yeah.  

 

HOST:  

Yes.  

 

SAM:  

Is it working? Can you hear me? I can use my big voice, but that's no good 
for the people online.  
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HOST: 

Do you wanna use my mic actually? 

 

SAM: 

Okay. I'm not sure what's happening. Now I've got two. So, yes - so I 
became a bit of a governance nerd, working in autonomous community 
organisations. So that's the kind of organisation where a bunch of people 
from the same little community or subculture get together and we do our 
own thing. So that might be a women's refuge or it might be an LGBTIQ 
community centre or it could be housing cooperative where we're all 
tenants as well as being on the board. So that's kind of where I cut my 
teeth in governance. And so then, having been a peer worker for the last 
eight or nine years, it sort of made sense to - yeah, see what could be 
done to include organisation's sort of readiness to infiltrate throughout. 
So yeah, so that's kind of what I do. 

 

HOST: 

Thank you, Sam. Organisational capacity building is a topic we’re looking, 
forward to hearing from - about today. Just a quick reminder, we are gonna 
hit Q&A at the end of the panel discussion. So, using the details on your 
screen, make sure you get those questions in and we'll address as many 
of them as we can at the end. And can we just have a quick look at how 
the word cloud has been going before we introduce Justine and Robert.  

If we - yeah. Right. So, the big words, collaboration. Look at that populate 
in real time, I like that. Collaboration, communication and person centred. 
So that seems to be pretty much what everybody's touched on so far. 
Thank you. Thank you, Richard.  

Justine O'Neill, CEO, and Robert Strike AM, board member from the 
Council for Intellectual Disability. Thank you very much for joining us 
today. Justine, you're the CEO, obviously, working in tandem with Robert 
and the board. And for you and your team, the culture of the board has 
been so important in getting Inclusive Governance right. 
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JUSTINE: 

Thanks. CID, Council for Intellectual Disability is a systemic advocacy 
organisation run by people with intellectual disability for people with 
intellectual disability. When I started as CEO two and a half years ago the 
board had already been working as a majority of people with intellectual 
disability, namely, to be part of it for over 15 years. So, I've walked into a 
really healthy respectful culture where people with intellectual disability 
are genuinely part of everything that we do.  

And like Mark and Peter have talked about that also includes having 
people with intellectual disability on staff and very much involved in all of 
the projects that we do. And that sort of - the time that the organisation 
has taken to think about its culture and values and to then invest in those 
and enable those words to become reality has been an absolute delight 
to be able to come to and contribute to. 

 

HOST: 

Thank you, no doubt, you'll have some real practical tips for us as well. 
I've deliberately left you to last Robert, because we're going to get you to 
kick off the actual panel discussions for us. Tell us about your experience 
of being on boards, please. 

 

JUSTINE: 

Do you wanna talk about- So, when Robert and I talk about Inclusive 
Governance together, we have a little bit of a back and forth, so I'll just 
steal the microphone for a bit. So, Robert, you have been involved in Self 
Advocacy Sydney, do you wanna mention… 

 

ROBERT: 

Self-Advocacy Sydney was set up by me and nine other people. 
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JUSTINE: 

And you've also been involved with CID for many years? 

 

ROBERT: 

Council – yeah.  

 

JUSTINE: 

And so, what was it like when CID, in 2004, moved to become an 
organisation where most people on the board needed to have intellectual 
disability? 

 

ROBERT: 

We started off with parents and service provider. Then two people with 
intellectual disability came on the board. There was an experience of in - 
in the board. 

 

JUSTINE: 

Did everyone wanna make that change? Was that an easy change to 
make? 

 

ROBERT: 

To me, it was. I think it’s - it's also shown us a intellectual disability 
organisation, that we're people first, disability second. And we tried to 
working together with everybody. 
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JUSTINE: 

And was there any opposition at all? Was it hard at all to make that change 
in 2004? 

 

ROBERT: 

Some people was against it because they never think people with 
intellectual disability can think for themselves, which is a load of crap.  

 

JUSTINE: 

Okay, so it's something new. 

 

HOST: 

Thank you very much. So, moving to the next discussion question, I might 
start with you, Mark. Question one, what does Inclusive Governance 
mean to you? 

 

MARK: 

Inclusive Governance, I think, is about leaving no one behind. So, having 
the diversity of voices in the governance of an organisation that makes 
decision making better, that makes quality and safeguarding part of the 
DNA.  

And that's why I think it's really essential to have people with lived 
experience in all levels of the organisation, because it keeps you true to 
your values. You know, most, if not all, community-managed 
organisations have great sets of values. Inclusive Governance brings that 
alive to a very practical way through which we say, we don't just talk the 
talk, we walk it.  

And so that's through structures of the organisation, it’s through shared 
decision-making. It's more than consultation, it's about co-design and 
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co-production, in its truest sense. So, there's not a meeting after the 
meeting, there's a meeting with everyone in the room, we make a decision 
together. They're the sorts of things that I think are Inclusive Governance. 

 

HOST: 

Thank you very much, Mark. Peter. 

 

PETER: 

I suppose I think it's about, kind of, having the flexibility to be able to 
respect the skills that people with lived experience bring but also to 
provide the supports that are required when they're required, you know? 
And sometimes there's a sense in which I think people with lived 
experience and viewed as somehow just having lived experience and not 
really bringing a whole bunch of other skills, which a lot of us do. So, I think 
it requires an awful lot of flexibility and that's not always comfortable I think 
for very bureaucratic organisations, it takes a bit of time to kind of make 
those changes to be flexible.  

And it’s not - it doesn't sit well often with the way people are used to 
managing projects, either. So, I think it requires a lot of kind of thought 
and reflection and also openness to be able to just allow people to say, 
"Hey, I didn't actually understand that”, or “I'm not able to be here today” 
or… You know, without kind of demonising that person immediately. You 
know, which – which is not so uncommon in some contexts. 

 

HOST: 

That's a big one, isn't it? Letting everybody be just their authentic self. 

 

PETER: 

Yeah, that's right. And it's not easy always to do that in an organisation 
because, of course, like most people have fears about, "I better not say 
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that, because goodness, what will people think of me? They'll think I'm not 
reliable." So, it's kind of getting past that sense of saying that, "No, that 
person is not - not reliable, it's just that they have certain barriers and 
limitations and that's okay." 

 

HOST: 

Thank you, Peter. 

 

PETER: 

Yeah. 

 

HOST: 

Sam. 

 

SAM: 

So, I guess just picking up from Peter's point there. Reasonable 
adjustments, radical idea. Let's kind of acknowledge that we have a social 
model of disability and that, that means some of us have socially imposed 
functional impairment. And then the organisations that we’re either on the 
board of, or working in, as staff with lived experience. Maybe we need a 
little bit of flexible workplace practices going on to - kind of go in the 
mornings, I'm completely a zombie. Thanks, Seroquel. Calling it like it is. 
So don't get me to start super early, because I can't do it. It's not because 
I'm hung over, it's just, you know, quetiapine.  

So, thinking about reasonable adjustments, but also, I think, picking up on 
that idea of we bring such a diverse array of skills, knowledge and 
experience. And if we take a collectivist approach, rather than an 
individual one or beneficent one, like I said, this morning, “If you're here 
to help me, forget it, yeah? Let's work together.”  
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So, it's about kind of going, "Okay, so we've all got these complimentary 
sets of skills, knowledge and experience that we bring, and we can learn 
from each other." Which - isn't that lovely? 

It's not just me kind of going - and I'm this person, people who've been on 
committees and boards with me will know that I do this, what does that 
acronym mean? What's CID? I said in a production meeting last week. 
And it's about access to the discourse as much as anything else. Yeah, to 
kind of go, "If we're sharing power, then we're sharing power, we're not 
kind of – we’re working on this together." Yeah. 

 

HOST: 

Thank you, Sam. Robert and Justine. 

 

JUSTINE: 

Robert, what does Inclusive Governance mean for you? We talked about 
that you can show... 

 

ROBERT: 

Show people that people with disability, intellectual disability, all disability 
I would say, can do it for themselves. Plus sometimes they need help, 
that’s okay if they – if you ask them. 

 

JUSTINE: 

Yeah, and so similarly to what Sam was just saying then.  

 

ROBERT:  

Yes.  
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JUSTINE:  

The focus is not the disability. 

 

ROBERT:  

No.  

 

JUSTINE:  

The focus is what support do you need to put in place. 

 

ROBERT: 

Yes, yeah. And also, treating people as equal as everybody else. That's 
important to all of us in this room. 

 

JUSTINE: 

And you've mentioned the importance of respect-  

 

ROBERT:  

Yes, yes,  

 

JUSTINE:  

and one of benefits being the respect that you get. 

 

ROBERT: 

You've gotta show respect to get respect. That's why I always say to 
people, "Hey, you respect me, I'll respect you." And it works two ways. 
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JUSTINE: 

Yeah, and I think for me as CEO, I feel a real sense of credibility because 
I know that I've got a really well-rounded board just telling me stuff.  

 

ROBERT: 

Yes.  

 

JUSTINE: 

And it's about experiences that I don't have, personally, with intellectual 
disability. So how would I know unless I had this board leading and making 
us an organisation that does what it says it's about? 

 

ROBERT: 

Also, it - it's a learning curve for all of us working together. We don't leave 
anybody behind. 

 

JUSTINE: 

Yeah. 

 

ROBERT: 

We always bring people in, to show them how to do it. 

 

JUSTINE: 

And we also talked about rights in that, you know, that phrase. 
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ROBERT: 

Have we got rights? 

 

JUSTINE: 

Apparently so. And nothing about us, without us. Sometimes we just say 
on the board, nothing without us. 

 

ROBERT: 

That's right, we do. 

 

JUSTINE: 

Yeah, so people can be involved in all sorts of things- 

 

ROBERT:  

Yeah.  

 

JUSTINE:  

And can contribute to lots of different things that are not always 
necessarily just about disability. 

 

ROBERT: 

And it's not – it’s not wrong to think about people. You know, hopefully 
have people first, it's important to make certain we don't leave anybody 
behind. 
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JUSTINE: 

Yeah, and - should I go back to you Daniel? We could, unfortunately, go 
on about this for quite some time. 

 

HOST: 

Thank you, Robert. Thank you, Justine.  

 

ROBERT:  

No worries.  

 

HOST:  

Moving to the next question, and I might start with Peter, you're first here. 
What does Inclusive Governance look like in practice? 

 

PETER: 

Well, I suppose I'll reiterate something Mark said, which is, for us at 
BEING, it's a very whole-of-organisation thing. I mean, it means having, 
you know, our board now is 100% lived experience but so is everyone 
else, at every level down at the level of the CEO and all our employees.  

And it also means, you know, again, I suppose this sense of using 
processes like co-design wherever and whenever you can, you know. 
Not just as kind of add-ons and tick boxes, which they can be. And, you 
know, there's a little risk of going, "Oh, yes, we have the one – the one 
person with lived experience, you know."  

But often, that person doesn't feel very empowered to say much if there's 
only the one person with lived experience. So, it's very much a whole 
organisation thing for us. And I suppose we see ourselves as sort of - we 
would hope that people who engage with the organisation will be treated 
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as well as people who work for the organisation in a sense. I think that's 
the sense we have. 

 

HOST: 

Thank you, Peter. Sam. 

 

SAM: 

So, I guess I think of Inclusive Governance in terms of a ladder of 
participation and Indigo Daya there has published a really helpful resource 
to think honestly, about participation and its possibilities for your 
organisation. So, I guess consumer led and consumer owned governance 
is that in which the people are doing it for themselves. When I worked for 
BEING about eight years ago it was not a consumer-owned organisation, 
it was consumer led and there was a reasonable proportion of us on the 
staff who had a lived experience of mental distress and the board was 
probably about 75%, something like that. 

 

PETER:  

That’s right.  That’s right.  

 

SAM: 

So, it's been really lovely to see that shift take place at BEING over the 
ensuing years. Co-design and co-production, that's kind of my bread and 
butter. At the moment, I'm facilitating co-design processes on behalf of the 
Ministry of Health around New South Wales as part of the Towards Zero 
Suicide Initiative. And I'm doing that on the basis of being a person with a 
lived experience of suicidal crisis. 

So, I'm not just a person with lived experience, I'm bringing specific 
relevant lived experiences as well as my facilitation skills to that process. 

http://www.indigodaya.com/wpcf7_captcha/2020/10/Participation-ladder_consumer_survivor-lens-2.pd
http://www.indigodaya.com/wpcf7_captcha/2020/10/Participation-ladder_consumer_survivor-lens-2.pd
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And that goes to what has been touched on in this panel earlier, about, 
it's not generic, we have these particular skill sets that we can offer.  

Co-production, of course, and this is something I really wanna make sure 
that everybody is super clear about. Co-design is one quarter of 
co-production. One quarter. So, there's co-design, there's co-planning, 
there's co-delivery, there's co-evaluation. Yeah, so co-design is a start, 
but actually take it up a notch, co-production, yeah.  

 

HOST: 

Thank you, Sam. Robert and Justine.  

 

JUSTINE: 

Actually, I'm gonna need the question again, cause I got so caught up in 
listening to Sam.  

 

ROBERT:  

It’s hard, isn’t it? 

 

HOST: 

So the question was, what does Inclusive Governance look like in 
practice? 

 

JUSTINE: 

So, Robert, how do we do Inclusive Governance at CID? What are the 
things that we need to have in place to make it work? Maybe thinking 
about our - Nicole. 
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ROBERT: 

I'm thinking about how we work together. And Nicole is our support person 
who supports the board. 

 

JUSTINE: 

So, we have a part time staff member, specifically to work with board 
members with intellectual disability. 

 

ROBERT:  

Yes, yep, yep.  

 

JUSTINE:  

What do you do with Nicole? How is that helpful? 

 

ROBERT: 

We go through the minutes, we go through the agenda, and we talk about 
what's gonna happen that night. It's important for us to have our say. And 
that Nicole makes it (INAUDIBLE). 

 

JUSTINE: 

So you have the opportunity to discuss the topics together and get 
questions ready- 

 

ROBERT:  

Yes, yes.   
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JUSTINE:  

Because it's such an important role for directors to ask questions. And as 
you've said to me, expect an answer as well. 

 

ROBERT: 

Sometimes we don't wanna answer, but we have to expect the answer. 

 

JUSTINE: 

Sometimes I don't wanna answer. Yeah, I have to expect and I'm gonna 
have to give you an answer. 

 

ROBERT:  

Yeah.  

 

JUSTINE:  

What about the board materials, the papers? What is helpful about the 
board papers? 

 

ROBERT: 

Our board papers are user-friendly, easy read. What that mean, it's got 
pictures and writing together. And its easy read in the way of, we look at 
and make certain - it makes sense. 

 

JUSTINE: 

So, it really helps for me - for making sure that I'm not wasting any words. 
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ROBERT:  

Yes.  

 

JUSTINE:  

And I'm making topics as clear as possible. It actually really helps me think 
through issues so that I can make sure I understand what I’m talking 
about.  

 

ROBERT: 

Don’t forget we - I hassle you anyhow. 

 

JUSTINE: 

You certainly do.  You will 100% find the typo and tell me about it, for sure. 

 

ROBERT: 

Yes, that’s right. 

 

JUSTINE: 

We don't always have time for easy reads. Sometimes things come up all 
of a sudden and so the next best thing to easy read is as clear and concise 
as possible and preparation with our Board Participation Officer 
beforehand. 

 

ROBERT: 

It's important for us to make certain, if we can't understand, ask question. 
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JUSTINE: 

Yes, asking questions. And I think that's one of the benefits of a diverse, 
inclusive board is that people are comfortable asking questions because 
that's what we need to do to clarify meaning, particularly with intellectual 
disabilities we have to make sure that we're making things clear-  

 

ROBERT:  

Yes, I agree with you.  

 

JUSTINE:  

And so people ask questions. And that actually helps keep us safe from a 
financial perspective as well. A culture that promotes asking questions is 
a healthy governance structure. 

 

ROBERT: 

If we don't ask question, we don't get any answers. 

 

JUSTINE: 

Some other things that we do on the board is, in the meeting, we try to 
take a break.  

 

ROBERT:  

Yeah.  

 

JUSTINE: 

We try to introduce everyone every time.  

 



 

23 

ROBERT:  

Yeas. 

 

JUSTINE:  

Do a reminder about speaking slowly.  

 

ROBERT:  

Yeas. 

 

JUSTINE: 

Trying to use as Sam said –  

 

ROBERT:  

(INDISTINCT) 

 

JUSTINE:  

Try not to get to use anything other than CID. But do we always get it 
right? 

 

ROBERT: 

No.  

 

JUSTINE:  

No.  
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ROBERT:  

But, we're human, who cares? I think it's important for us to make certain 
we're respecting each other. 

 

JUSTINE: 

Yeah. And the other thing we talked about with the culture. The culture at 
the beginning is important for questioning why? Who you wanna see and 
how you're gonna get there but along the way, you're hopefully gonna 
learn and get better. So you wanna be asking - you wanna be reflecting 
along the way and always finding better ways to do the work. And we're 
always trying to think of better ways of doing it. 

 

ROBERT: 

There’s no - there's no one way to do it. Trying to think about different 
ways to do it all the time.  

 

JUSTINE: 

Yeah, thanks.   

 

HOST: 

Thank you, Robert and Justine. Mark. 

 

MARK: 

I think there's lots of different things and I support everything everyone 
said. I think there are governance structures in terms of committees and 
boards and documents which actually establish and guide those are very 
practical because if we say we value this experience, we're literally shown 
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in those documents and those documents should be co-designed, 
co-produced if we're really true to our purpose.  

I think it's also about - it is this stance around we talk about consumer led 
and we talk about person led, not person centred, even though it's on the 
word cloud. And it's really starting to say we value the experience so much 
that we will be led by people with lived experience and-  

 

TECHNICIAN:  

Please repeat.  

 

MARK:  

I get to repeat, alright. So our governance structures I started with, so 
we’re on committees and board, so if we are truly going to value lived 
experience then it needs to be very practically seen in those documents. 
So, people with lived experience need to be part of their creation, the 
operation, their evaluation. 

I think there are, you know, consultation structures that also should be 
amplifying the voice of people with lived experience. And so we actually 
have a Community Advisory Council that provides advice to our board and 
meets with our board of just on some training on quality and safety with 
our board.  

Trying to really show that, you know, it's not just a board with a Community 
Advisory Council, those conversations are deep and inclusive of people 
lived experience, both people on the board, but also in the Community 
Advisory Council, who represent people accessing our services across 
the organisation.  

And I think it's about things like we have A Board Charter, so enshrining 
things in the way in which the board operates and how it expects me as a 
CEO to run the organisation. So, I think very practical things like that. 
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HOST: 

Thank you. Thank you, these are the real practical things that make sure 
we go just above and beyond having this “slogo”, sorry, slogan, yes. 
Making up new words now.  

The next question I'm gonna ask slightly differently, depending on if you're 
a person with lived experience, or if you're a service provider or peak. 
And I'll start with you, Sam. What does it look like when Inclusive 
Governance works well? 

 

SAM: 

I've got three key points. Here they are. Point one, it recognises power, 
and it shifts it, yeah. Point two, it avoids tokenism. So, I think we've sort of 
touched on this idea of let's have an Advisory Group with one person with 
lived experience and how awesome an experience that is for that person, 
yeah.   

I love meeting with five psychiatrists, including the Chief Psychiatrist. 
I've been on two committees with the Chief Psychiatrist and four of their 
colleagues. Let's not do that, ever again. So yeah - so we wanna, kind of, 
move toward at least equal numbers of people with lived experience and 
people who have service provider experience. Some of us are 
multi-talented, we can do both. 

Third point, I have not lost track of my numbers. Very good. So, when 
Inclusive Governance works well, it builds trust. Now, this was something 
that Dr Funk touched on as well and I think it’s - it also came up in Deb's 
presentation before as well. Because those of us with a lived experience 
of mental distress have this unique position in society in Australia where 
we can legally be deprived of our liberty, yeah.  

Let's just say we have a UN Convention on the Rights of Persons with 
Disabilities which doesn't think that's such a great idea. So, when it comes 
to collaborative partnering because I'm not gonna bother with 
engagement and consultation, yeah.  
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Let's, again, take it up a notch. Let's move into co-design. Let's move on 
to co-production from there. Let's go to consumer led. Let's go to 
consumer owned.  

But so when we're collaboratively partnering with services that work in the 
Mental Health Sector, those services have deprived some of us of our 
liberty. So, trust is low. So, if you're a service provider, if you're an 
executive in a mental health organisation you have to be cognisant of that, 
yeah. We need to have the opportunity for you to earn our trust. Yeah, it's 
a bit like what Robert was saying in that respect, yeah. So Inclusive 
Governance recognises power, Inclusive Governance avoids tokenism, 
and Inclusive Governance builds trust. 

 

HOST: 

Thank you, Sam. Robert and Justine, I'm gonna ask you the both facets 
of the question given your roles. So for Robert, it's what does it look like 
when Inclusive Governance works well And Justine, what impact has 
Inclusive Governance had on your organisation? 

 

JUSTINE: 

Thanks. So, Robert, I feel in some ways, we have answered the question 
a bit-  

 

ROBERT:  

That’s what I thought.  

 

JUSTINE:  

With the last few comments, but maybe we could say a bit more about 
some of the things that help for example, Speak Out, Reach Out. So, we 
have a leadership- 
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ROBERT: 

Yes, we do. 

 

JUSTINE: 

Subcommittee. 

 

ROBERT: 

There's about ten of us in that committee and we talk about different 
issues about CID, what's going on with CID. 

 

JUSTINE: 

And it's a place also where people can learn how to run a meeting. 

 

ROBERT: 

Yes, yes.  

 

JUSTINE: 

Yeah. 

 

ROBERT: 

We also make certain each one of us take turns in running the meeting. 

 

JUSTINE: 

You can learn the skills, that could help you. 
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ROBERT: 

Or we show people we can do it. 

 

JUSTINE: 

Yeah. And another thing that can happen in the Speak Out, Reach Out 
Group, it can happen in other places in the organisation and also in the 
board as mentoring. 

 

ROBERT: 

Yes, that's right. 

 

JUSTINE: 

What happens with – what is mentoring? 

 

ROBERT: 

Mentoring is sitting next to someone who's new - don't know anything 
about CID and – and help them understand what- how to go about it? 

 

JUSTINE: 

So, showing how to do the job?  

 

ROBERT: 

Yes.  

 

JUSTINE: 

Because you've been chair of the board... 
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ROBERT: 

I've been chair of the board. 

 

JUSTINE: 

Yeah, and the same at Self-Advocacy Sydney.  

 

ROBERT: 

Yes.  

 

JUSTINE: 

And what can be a little bit different about, perhaps, intellectual disability 
is that perhaps not so many people with intellectual disability have the 
opportunity to have a lot of education, a lot of employment in the past, at 
least. 

 

ROBERT: 

Yeah. It's difficult. 

 

JUSTINE: 

Yeah, and so sometimes those supports need to spend a bit of extra time 
to help people get those experiences and learn the skills that sometimes 
other people pick up through other settings. 

 

ROBERT: 

Pick it up in a different way, where most people are easy at it, where it 
takes time for us to get our message across. And it's important for us to 
show people that we do care, and we do care about each other. 
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JUSTINE: 

And so on our board, we have a mixture of people with different sorts of 
skills that they - they bring.  

 

ROBERT: 

Definitely. 

 

JUSTINE: 

So, we've got a treasurer who knows about all the money stuff, we've got 
people who've worked in different areas and bring that knowledge with 
them. 

 

ROBERT: 

That's true. 

 

JUSTINE: 

People with intellectual disability on the board are perhaps our most active 
members in our advocacy itself and being at the front of campaigns.  

 

ROBERT: 

Yes. Yes. Yes.  

 

JUSTINE:  

So, our Inclusive Governance also is about some of that public work that 
we do as well. 
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ROBERT: 

Yes. We do a lot of it and we work with people without disabilities. 

 

JUSTINE: 

Yeah. 

 

ROBERT: 

And we work with people without disability cause we want to show them 
we are inclusive. 

 

JUSTINE: 

Yeah, yeah. And everything that Sam said, was really just all that you 
need to hear. Really it's those three things that will sort it out.  

 

ROBERT: 

That's true. 

 

JUSTINE: 

Something I've just been - we were talking a little bit about this week and 
I've been thinking about a bit more is - there's so many more people with 
- well, not maybe so many more, but more people with intellectual 
disability, particularly younger people, are maybe not really seeing 
themselves as having disability anymore. So, what does it then mean, 
to talk about inclusion and diversity with people who might not even - 
they've just got a different lived experience. 
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ROBERT: 

They don't know the meaning of inclusive. 

 

JUSTINE: 

Yeah so what - how do we respond as organisations if we're - I guess it's, 
you just kind of need to get on with it and doing it because there are going 
to be more people coming through who don’t- 

 

ROBERT:  

A lot more.  

 

JUSTINE:  

Just wanna participate and don't want to get stuck on the language so 
much. 

 

ROBERT: 

Participate, Participate means take part. That’s why I bring that up, cause 
I don't like that word, participate. Take part is a easy word. 

 

JUSTINE: 

It's a better word to use. There you go. 

 

ROBERT: 

Yeah, it's a better word for me. 
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JUSTINE: 

I'll make sure I use that one in our papers for now, but thanks Robert. 

 

ROBERT: 

I just thought I’d say something about it, cause it's important to get the 
message across. 

 

HOST: 

Absolutely. In fact, that's what we're talking about right now. I love that, 
thank you. Mark. So, the question was, what impact has Inclusive 
Governance had on your organisation? Is your mic- 

 

MARK: 

(INDISTINCT) Pass the relay baton. I think - Inclusive Governance, as I 
said before, helps us walk the talk. So, if you're an organisation that values 
lived experience then that's the very practical expression of it. So, it's 
about not just being person led, but it is an attitude that we bring to our 
work every day. And the value that we're always reaching out, including 
people lived experience, listening deeply to their knowledge and 
experience.  

You know, we all go into conversations and discussions with a mind 
frame, a version from our own lives. And it's about the deep respect we 
give people inviting them into the conversation and together working out 
a way forward, as Sam was saying before, giving each other a shoulder 
up, acknowledging that we do have different perspectives.  

And we can have a much better outcome when we're including everybody, 
because we test all the facets, and we can work out the best way forward 
together. And I think it's the other very practical outcome is, it just 
becomes the way you do things, it becomes the culture. 
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You know, with so many people lived experience involved with 
Flourish Australia, many of whom (INDISTINCT) have lived experience, it 
is something that is just front of mind all the time, is that that's what we 
need to be focusing on. And that really works amazingly, in terms of saying 
- even down to language, as Sam was saying before, using strengths 
based language, being trauma informed, having that at the front of your 
mind all the time in every decision, every conversation, every action you're 
going to take, it's not that hard when it becomes part of your repertoire. 

 

HOST: 

Thank you, Mark. Wouldn't it be wonderful if we got to a stage where that 
was just the norm? It wasn't even a thing. Thank you. Peter. 

 

PETER: 

Well, I suppose at a really practical level, it means that we've moved from 
70% of our board members with lived experience to 100% now, which well 
we think is a really positive thing. But also, that we've really embraced 
even more actively, thanks to Irene's leadership in her absence. 
You know, having as many people with lived experience as possible within 
the organisation at the moment, it's 100%, so that's great, you know. 
And I think it means that, in the end, we’re able to better understand the 
people we speak with, for that reason.  

But also, at the moment, were progressing an initiative called the BEING 
Learning Academy which is basically supporting people to learn the skills 
to participate in committees, and on boards, not just at board level within 
organisations but also within government - within New South Wales 
Government. So, we see that as a very important thing as well. So it's kind 
of something that I heard from you as well, that that's kind of a really 
important thing to do, to help people learn, how can I participate. 

You know. So that it's not just like us here in BEING who are doing this, 
but also other people who would like to go out and advocate, you know. 
Because if you don't know the skills, you don't know the skills. 
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And in terms of power imbalances, government can be very scary if you 
don't know exactly how it works, you know. It's like lots of great big 
buildings, lots of people who quite possibly you've been subject to, you 
know, inpatient units previously, it's a really confronting experience. 
Unless you’ve had the opportunity to be supported to learn a bit about 
what to expect to begin with. Okay, I've said enough now.  

 

HOST: 

No that's okay, thank you, Peter. The next question. it's the second last 
question we've got on the panel and again it's a double-sided question. 
And also, if there are any elements to the question you feel you've already 
addressed, you can just respond with other parts that you haven't covered 
already. But for Robert and Justine. For Robert, what has helped you have 
a voice in governance. And for Justine, how did you shape your Inclusive 
Governance approach? 

 

JUSTINE: 

So, Robert, what has helped you be able to speak up and be involved in 
our governance and at Self-Advocacy Sydney? 

 

ROBERT: 

I used to have an advocate. I used to be quiet, and they'd say, "You're not 
quiet anymore." And I'd say, "Who cares?" But it's important for us to – to 
have a voice in your own way and come across and you can show other 
people to do it. 

 

JUSTINE: 

So, you had an advocate, who encouraged you. You had some 
opportunity and you had support to take that opportunity. 
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ROBERT: 

Yes. Yes.  

 

JUSTINE: 

Yeah, so you were working with other people at that time as well and so 
as you developed your- 

 

ROBERT:  

I still am.  

 

JUSTINE:  

Yeah, so you developed your confidence and had the opportunity to get 
involved-  

 

ROBERT:  

That’s correct.  

 

JUSTINE:  

And then you'd pass that on to others as well, yeah. 

 

ROBERT: 

To other people.  

 

JUSTINE:  

To others as well.  
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ROBERT:  

My son, my daughters. It's important for us to show us work together as a 
team. 

 

JUSTINE: 

Yeah. 

 

ROBERT: 

I mean, it's a good team at CID.  

 

JUSTINE:  

(INDISTINCT) 

 

HOST:   

How did you shape your Inclusive Governance approach at CID? 

 

JUSTINE: 

Okay, because we've been involved in it for so long, I can't claim any role 
in any of that, although I hope that we are- 

 

ROBERT: 

As a team. 

 

JUSTINE: 

We work as a team. But I understand that it took a lot of vision, it took a 
lot of conversations- 
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ROBERT: 

Yes, yes.  

 

JUSTINE: 

It took a lot of work for other people to build confidence. 

 

ROBERT: 

Encourage - try to encourage people to speak up, which is hard 
sometimes. 

 

JUSTINE: 

Yeah. And a lot of people with intellectual disability may have had 
experiences in the past that make it very difficult to speak up. 
And to feel safe to do it. So, a number of people have talked about, it's 
been a real process to learn how to be confident and how to feel safe to 
take part. 

 

ROBERT: 

Yeah, that’s right. It's important for us to show people. People who - 
intellectual disability can do it if you give them a chance to do it. 

 

JUSTINE: 

Yeah. So, you need an idea of who you wanna be? 

 

ROBERT: 

Yes. 
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JUSTINE: 

You need a culture that supports it. You need resources, we can't ignore 
the resources that you need- 

 

ROBERT:  

That’s right.  

 

JUSTINE:  

To make sure that people are supported. 

 

ROBERT:  

And we need to tell the government where to go sometimes. 

 

JUSTINE: 

And sometimes we need to do prep sessions- 

 

ROBERT: 

That's right. 

 

JUSTINE: 

To work out how to say that nicely  

 

ROBERT: 

Of course. 
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JUSTINE:  

Thanks Robert.  

 

HOST: 

Thank you, Robert and Justine. Mark I'll hand you the mic. Can you tell 
us, how did you shape your Inclusive Governance approach at Flourish? 

 

MARK: 

Thanks, Daniel. A bit like Justine, it predates me by a very long time. 
Like many community organisations, Flourish in its original construction is 
1950's with family members and friends starting a dance in a what was a 
psychiatric hospital and eventually, as people get out of hospital starting 
stuff in the community. So, a dance, some social activities and then 
employment.  

So we’ve always had the - if we talk about lived experience of families and 
carers which I think is important in the conversation, as well, always had 
families and carers engaged on our board and driving stuff. Probably more 
recently, cause our Community Advisory Council is in probably 2016, I 
think we started that.  

In the last 10 to 20 years, we've had lived experience advocates, who 
have really pushed us and helped us to develop. So, people like Janet 
Meagher the people in the room would probably know, or online. 
Fay Jackson, who's currently our General Manager Inclusion. So, people 
that really keep you honest, really keep you on your toes, really have a 
vision for what it really means to be inclusive in your governance and 
operations. And being able to really be led by them about what this really 
means, has been a really important part of what we do. 

 

HOST: 

Thank you. Peter. 
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PETER: 

Okay, that's a big question isn't it?  Probably the answer is a bit similar. 
I’m just trying to think. I mean, I suppose, amongst other things that we 
do, we have quite a strong connection with the lived experience workforce, 
the peer workforce. And I think that something we've tried to do with 
BEING is try and make it a bit more like the peer workforce in the sense 
that we see ourselves as lived experience policy experts, or lived 
experience, you know, project managers, or you know -I think that's kind 
of quite a drive for us you know – and our engagement, both with people 
with lived experience, and with people with lived experience in the peer 
workforce has been, I think, a really strong kind of influencing factor in this 
regard. And I mean, probably it is, you know, to some extent for Mark as 
well, because, of course, you employ many peer workers  But, that's 
certainly very important for us and I think, you know in recent sort of work 
with done around, you know, piloting different services, we've tried to 
expand the peer work role in various ways as well. 

So, I see that as a really key factor. But, of course, initially, we started off 
as, you know, a systemic advocacy organisation. So that was kind of our 
key role, but we've expanded somewhat over the years. So yeah, I think 
– is that a… I think that's an okay answer. 

 

HOST: 

Thank you, Peter. And just before I throw to Sam, in the interest of time, 
we've actually only got four minutes left for the entire panel. So, we'll get 
your response to this one. I'm actually gonna scrap the last question that 
we've all prepared and we're gonna go to the Q&A that people have been 
submitting their questions through, see how many of those we can burn 
through before we break off for lunch. So, Sam.  

 

SAM: 

No pressure. Luckily, I work well under pressure. Okay, so I'm just gonna 
say, what has helped me to have a voice in governance. So, my elders. 
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My elders in the consumer movements and who have taught me about 
effective systemic advocacy, starting with being a Lived Experience Policy 
Officer at BEING back in the day and having the opportunity to learn from 
people like Fay, people like Janet, people like Gwen.  

And resources that the movement has generated over the years. 
Courage. Courage to put my hand up for opportunities that can feel 
incredibly intimidating, yeah. See, five psychiatrists, yeah. But the last 
thing I'll say, is moving through my imposter syndrome. And I do that with 
the help of my peer supervisor.  

And if there's anyone who's doing this work without a peer supervisor, 
stop that immediately, go and find yourself a consumer perspective 
supervisor, stat. Yeah, that's your PRN for this work, from Latin medical 
thing (INDISTINCT) can translate, not me. But I'm just gonna tell you the 
super quick story. 

So, a pleasing current example. So, moving through my imposter 
syndrome to recognise the expertise that I bring to a board or to a 
committee. Yeah, so an example of that is that I'm one of two consumers 
on a national steering committee for a National Randomised Control Trial 
of Pharmacogenomics Guided Antidepressant Treatment, whatever that 
means.  

So, once I learned to exhale, after having stumbled over all of those words, 
I can appreciate the collegiality and willingness of the psychiatrists, there 
they are, again. Geneticists, that's a little plot twist, of mental health 
clinicians, here we go, and researchers who are willing to listen and take 
onboard my contributions. Learn about co-production in randomised 
control trials. I did that to them. There's a paper journal - peer reviewed, 
thing. And then for my part, I'm learning what pharmacogenomics is. 

 

HOST: 

Thank you, Sam. It is almost quarter to, can I just get confirmation from 
the back that I can use the five minutes of buffer time that we've allocated 
for the Q&A? Thank you very much. 
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Okay. First of all, thank you very much for submitting all the questions 
along the way, there's a fair few that have come through. So literally, there 
is no way we can get through all of your questions. So please don't take it 
personally, if we can't, we'll make sure we'll get through as many as we 
can.  

And I'm actually not going to assign the questions, so if you'd like to just 
respond, put your hand up if you need the mic. Just go for it if you're miked 
up. How do you manage co-decision making when funding is so tight? 

 

JUSTINE: 

Well, it depends what the decision-making is. And so if you take 
co-decision making as just your basic principle then you just apply it to 
whatever context it is.  

 

ROBERT: 

That's true. 

 

JUSTINE:  

So, if it's a project, and you don't have many projects... So, if it's a project, 
build it into your project application, highlight it, and celebrate how this is 
fantastic because you work in this way. If it's in your governance structure, 
you've got control of that. And while we need resources to do board 
participation support, that can look really different, that can be - all of these 
things are flexible, so long as that principle is there. 

 

ROBERT: 

That's true. 
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MARK: 

Thanks, I agree with Justine, I think if it's a stance that you have, and more 
and more funders are actually talking co-design, not so much 
co-production yet. They're talking co-design then it can be a great benefit 
to funding applications and conversation with funders about - well this is 
how we should be doing it, as a sector, as an organisation, as a world and 
it's the right thing to do. 

 

HOST: 

Thank you. Next question, how can we guard against tokenistic tick box 
inclusion of lived experience as frequently seen in some cases to ensure 
real co-design and co-production takes place? I think we’re all looking at 
one person. 

 

SAM: 

I could probably say one or two things about that. So look, I think as people 
have said in response to that previous question, it's about embedding 
meaningful inclusion from the beginning. That does require people having 
difficult conversations and calling... Do I need the mic? Sorry. That's 
better.  

Yes, so that that might mean calling in decision makers who are kind of 
happy to go with tokenism to kind of go well, actually, on principle - and 
it's useful to kind of quote, here are some design justice principles, 
here are some co-design principles, here are some co-production 
principles which outline why we're making these decisions to meaningfully 
include lived experience at whatever level the thing is, whether it's on the 
board, whether it's on an advisory committee, whether it's on a steering 
committee, to just go, this is how we roll.  This is not an afterthought, this is 
not something that we kind of went - well we did this survey, and they said, 
it'd be really great to include somebody so we included somebody. 
So, let's actually go for a majority. Why not? 
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PETER: 

Can I say something? 

 

HOST:  

Yeah, sure.  

 

PETER: 

I think, kind of, making sure that you include lived experience at the 
earliest possible time and processes. Because often in government, you 
have this experience, we have anyway where government will come to 
you and say, "Well, we've done this framework, and all this is done. And 
could you have a lived experience, kind of... Could you ask people to talk 
about it?" It's like, well, no, you've already done it, you know.  

So, there's a level of inclusion where you say, no, we'll let you be at the 
table and we'll have the humility as well to really listen to what you're 
saying, at the beginning. And it does require a certain level of humility, I 
think, as well, right? Because, you know, the sort of bureaucratic and 
psychiatric experts that you have in government don't necessarily look 
very kindly on people who say, "Well, maybe you've got that wrong." 
And it's not saying they got everything wrong, it's just saying, maybe you 
got this bit wrong here. So, they need humility as well, I think – is my view. 

 

JUSTINE: 

I just wanna - that's such a good point. I just wanted to add, they need 
humility and also they need like, generosity and encouragement along the 
way- 

 

PETER:  

Yes, yes.  
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JUSTINE:  

Because we've had so many good experiences, like maybe not so many, 
but where we've had those really good experiences where people have 
not just written down the feedback, but then like incorporated it.  

 

PETER:  

That’s right.  

 

JUSTINE:  

It's magic. And I think they really appreciate the appreciation. 

 

HOST: 

Thank you. We have so many more questions that we'd like to get through 
but in the interest of time we're going to have to call it a close here. 
And that is our panel on Inclusive Governance. Mark Orr, Peter 
Schmiedgen, Sam Brhaspati Stott, Robert Strike, Justine O’Neill, thank 
you so much for a great panel today. I think we can all agree that there's 
a lot of work to be done. 


