
In a land of choice and control, 

whose voice makes the choice? 

Dr Leighton Jay 

SOTICA Pty Ltd 





GOVERNANCE 

. . . determines who has power, who makes 

decisions, how other players make their 

voice heard and how account is rendered  
- Institute on Governance (http://iog.ca/about-us/defining-

governance/) 
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GOVERNANCE 

. . . includes attending to the structures, the 

processes and the mechanisms by which 

power is exercised, decisions are made and 

subsequent actions are taken  

(Korhonen et al. 2009:66) 



GOVERNANCE 
1. who exercises power in the life of someone with intellectual 

disability? 

2. who makes decisions in the life of someone with intellectual 

disability?  

3. what are the structures, processes and mechanisms that 

determine who has what power to make what decisions? and  

4. what are the structures, processes and mechanisms that 

influence or control the actions that flow from decisions 

(including how people are held to account)? 





Practical helps for me as a parent 

• Having courageous friends who walk beside me and 

help me identify my unhelpful beliefs/assumptions. 

• Asking myself ‘what is typical for someone at this age 

and stage of life?’ 

• Giving Paul opportunities to tell/show me and to take 

the lead in his life. 

• ‘Uniquely verbal’ NOT ‘non-verbal’ - learning Paul’s 

language with others. 



GOVERNANCE 
1. Who exercises power? - Paul 

increasingly exercises power in his 

life 

2. Who makes decisions? - Paul 

increasingly makes decisions in his 

life  



GOVERNANCE 
3. What structures, processes and mechanisms determine 

who has what power to make what decisions?  

i. The people around Paul pay attention to learning Paul’s 

language.  

ii. We want to know what he thinks, chooses, feels etc. 

We do this together and separately.  

iii. We learn together and encourage each other along the 

way.  



GOVERNANCE 

4. What structures, processes and mechanisms influence 

or control the actions that flow from decisions 

(including how people are held to account)?  

i. We established a microboard that legally requires 

members to meaningfully consult with Paul. 

ii. SW team training, meetings and performance 

reviews. 



The sector and public 

policy - implications 







GOVERNANCE 
1. who exercises power in the life of someone with intellectual 

disability? 

2. who makes decisions in the life of someone with intellectual 

disability?  

3. what are the structures, processes and mechanisms that 

determine who has what power to make what decisions? and  

4. what are the structures, processes and mechanisms that 

influence or control the actions that flow from decisions 

(including how people are held to account)? 









What to do? 

• Good grounded practices  

• Push back to agencies, sector leaders etc 

• Push for more choices to be made available 

• Support and champion leaders in this space 

• Get people outside the sector informed, engaged 

and excited 


