
 
MAKING REFORM WORK FOR CONSUMERS 

 

There is a risk in reflections of self justification, but I think there are enough participants 

here who know me well enough to keep me honest. I believe that over my time as CEO 

we have strengthened consumer advocacy and achieved worthwhile reforms. 

 

The cynic might say that would not be hard. We started from a low base in 2000. No 

national consumer groups, no national website, no national publications, no positions on 

Commonwealth advisory groups and just me and half a secretary. 

 

We have obviously advanced on that nationally but if I had to identify the key change it 

would be one of an organizational culture that has moved from almost passivity to a 

considerable intensity. And as Gina Shaw demonstrated advocacy should fun and 

active. 

 

Perhaps the negativity that is associated with ageing and dementia and a conservative 

organization combined to instill a reluctance to use media or put a clear agenda to 

Government. 

 

The landmarks in that process of organizational change were the shock waves 

generated by the 2003 Access Economics report The Economic and Social Impact of 

Dementia and the resulting $330million dementia Initiative of the Howard Government in 

2005. 

 

This was followed by the Fight Dementia Campaign and the march on Parliament 

House in 2011 and the $270 tackling dementia package as part of the Aged Care 

Reforms in 2015. 

 

And then finally the $200m additional funding for research. 

 



Ellen I think was who wisely observed yesterday that advocacy takes time to achieve 

change – well it took over ten years to achieve dementia as a health priority and 

consumer directed care. 

 

I believe these outcomes were in large part due to Alzheimer’s Australia becoming 

consumer credible. 

 

There have been two elements to this 

 

Firstly, through developing a consumer focus within Alzheimer’s Australia. 

 

Second, through developing policies to address consumer choice and better access to 

services 

 

Towards the end of 2000 I put a paper to the National Committee – the predecessor to 

the Board - titled “Consumer Focus”. A consumer focus asks the Board, managers and 

staff to view the organizations activities from the consumer’s viewpoint in order to 

ensure positive outcomes. 

 

 In my paper I proposed the objectives of consumer focus should be to:  

 Enable people with dementia to advocate for themselves. 

 Involve people with dementia in the program and policy development work of the 

Association. 

 Foster networking between people with dementia to reduce their sense of isolation. 

 Enable people with dementia to assist in shaping the content of the National 

Conference and as a consequence increase their participation in the event. 

 Further enhance Alzheimer’s Association Australia (AAA) as a consumer 

organisation representing those with dementia 

 

Fifteen years later, I believe we have met these objectives and can say that Alzheimer’s 

Australia is a credible consumer organization in fostering the self-advocacy of people 



with dementia and family carers. Some of the highlights of consumer engagement have 

been the seminal AA ACT Conference in 2001 and the Alzheimer’s Disease 

International conference the same year in being inclusive of people with dementia, the 

2002 National Report on Consumer focus, the work of state and territory consumer 

groups and the establishment of five national consumer groups to advocate for services 

and research and to reflect the interests of those from CALD and Indigenous. 

 

The ADI Conference in WA in April with the strong support of AA WA promises to be 

more inclusive than ever of people with dementia. 

 

Progress was slow in establishing an AA Dementia Advisory Committee composed of 

people with dementia in place and to trial the employment of a person with dementia. 

But we are the third country worldwide to have such a Committee thanks to Kate! 

 

Let me now turn to policies that address consumer choice and access to services. 

 

Alzheimer’s Australia has been a champion for consumer choice through consumer 

directed care which  empowers consumers to decide for themselves which services 

best meet their needs and how ,when, where and by whom they should be provided. 

 

Our first paper on this was commissioned from Anna Howe in 2001 and we advocated 

strongly until successful in persuading the then Government to undertake the first trials 

in 2009 of CDC in community packages and respite and then finally the commitment by 

Minister Mark Butler to CDC in the 2012 Aged care reforms.  

 

The advocacy of AA on services and research reached a new intensity with the Fight 

Dementia Campaign in 2011. The request was for an additional $500 million to expand 

community care, improve the quality of residential care, expand appropriate respite, 

improve health services and additional funding for research. 

 



All this was achieved in the 2012 Aged Care Reforms and the additional $200 million for 

dementia research in the 2014 Budget but the jury is out on implementation. 

 

There is not yet a clear strategy for achieving timely diagnosis and improved acute care 

with the additional funding. The funding for Your Brain Matters terminates at the end of 

June 2015 – a program essential to conveying a positive message about living well and 

to better understand dementia in the community. 

 

As we all agreed yesterday the issue of improving the quality of care in residential care 

remains unaddressed. The funding set aside for the dementia supplement will be used 

to fund Severe Behaviour Response Teams rather than establishing a network of 

residential units able to care for those with high dementia care needs.  

 

The slow progress in addressing the quality of care is distressing given the concerns 

expressed by consumers over recent years about the lack of dementia specific quality 

residential care and the evidence for concern in respect of unnecessary medical and 

physical restraint. 

 

Much work also remains to be done in achieving the changes necessary in culture by 

service providers and consumers to achieve the anticipated benefits of CDC. 

 

And we are only at the threshold of developing an approach to flexible respite through 

putting cash in the hands of the consumer to decide the respite care that they believe 

would best meet their needs. Equally we have many issues to work through on the 

implementation of the National Disabilities Support Program but we have got younger 

onset dementia on their radar 

 

There is the opportunity to carry this work forward in the context of advocating for 

dementia friendly societies. 

 



I hope to maintain the same commitment to consumer focus and policy work as Chair of 

Alzheimer’s Disease International. I am delighted that a Memorandum of Understanding 

is about to be signed by Dementia Alliance International and ADI so that ADI has at long 

last independent input from people with dementia. 

 

My thanks to Carol for inviting me to present these few reflections and even more to the 

many people with dementia and carers who have given so freely of their time as well 

course to Ellen, Chris, Sam, Helena and others who have supported the national 

consumer groups. 

 

 

 
 
 
 
 


