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Thank you Richard. Dianne Gibson said when she invited me to this forum that it was because I had 3,000 years of bureaucratic experience – it seems I can still contribute to positive ageing.

I strongly support the framework for an Ageing Research Agenda and its focus on the priorities for research infrastructure and the six key policy themes.

But on the basis of my experiences there are two questions I would ask:

1. First, what use do policy makers make of evidence?

2. Second, what needs to happen if consumers are to be partners in moving forward the ageing research agenda?

When I became Chair of the Nursing Homes and Hostels Review in 1985 the surprise was not the absence of an evidence base for change but why the change had not happened before. That may sound familiar. There was a mountain of evidence for policy change:

· the great work of the Macleay Committee, Dr Anna Howe, Dr Len Gray and others;

· the work of the Priority Review staff as far back as 1976 on aged care and the case they made for assessment teams: 

· the work of the enfant terrible of the service providers - Mike Rungie - in adapting Wisconsin ideas on community options to Australian conditions; and 

· the evidence of consumers themselves through the Council on the Ageing, The Aged-Care Rights Service in NSW and the Older Persons Action Centre in Victoria. 

The forces for change were leavened by the ideological flavour of the Government of the day. The then Minister Don Grimes as a doctor had a refreshing view of consumer choice and the importance of community services.  

And the imperative in 1985 was fiscal rectitude and a real and justified fear in Treasury and Finance of a blow out in nursing home expenditures.   This fear was a strongly creative force because the notional savings we could identify from policy change were directed in significant part back into community services.

The role of the humble Sir Humphreys is not – God forbid - the brilliance of their insights but rather the post hoc rationalization of a confused and confusing policy mosaic into some coherence based on the evidence.  And then most importantly to translate it into a change process.  

An important outcome in the mid 1980s was a government commitment to an eight to ten year staged reform process that was transparent to providers and consumers alike and largely welcomed. Well outside the usual three-year political time zone.   

There were three staff to do the review in 1985 and no research budget – not dissimilar to the resources I have at Alzheimer’s Australia!

It is tremendous that as much as $7.2 million is available for the current Pricing Review.  It is important that the wider community is given access to the evidence generated by the review as soon as possible if there is to be support for difficult change. 

Issues relating to user pay linger on from 1997 on like Banquo’s ghost. If consumers are to understand the necessity for increased charges they need much better information on what the capital shortfalls are, the options and whether the outcome will be access to better quality care.

If the 1985 process provides a reasonable example of an evidence based approach to policy, there are many other examples - including some regrettably in my time - that illustrate a breakdown between evidence and policy implementation. 

We know more than enough about the needs in Indigenous health.  We have long known that significant numbers of younger people remain in residential aged care and the inappropriateness of that care.  There was evidence in the early 1990s to support identified funding for specific dementia services. We all know that hospitals are an inappropriate place for long term care and that the processes to prevent admission and provide for ‘stepped down’ and transitional care are generally poor. 

Some of you with good memories may remember the report by Shane Solomon in the early nineties, Community Jigsaw that went to the heart of issues in the reform of community services - as did Len Gray and Anna Howe in 1998 in their report on Targeting in the Home and Community Care Program.

In short, a strong and well resourced research agenda on ageing will only contribute to good practical outcomes 

· if it is supported by ongoing political leadership – the reason we have this symposium is the commitment of the Minister Kevin Andrews;

· if it is drawn on by bureaucrats who have a clear vision of the change process; 

· if it is producing results that are known, understood and accepted by stakeholders; and, critically

· if it is effectively communicated to Treasury and Finance.

Let me come to the role of the consumer. I believed in the 1980’s and I still do that good policy and evidence will only eventuate if consumers are equal partners.  Researchers and policy makers need to understand who their customers are!!  

The framework mentions consumers once and there is a passing undefined reference to community consultations.  It needs more substance than that if you want consumers to be interested.

What needs to happen if consumers are to be partners rather than passive objects of consultation in moving the ageing research agenda forward??

First, consumer bodies may have to make a dramatic change in culture to achieve a focus on research. Many organisations like my own have grown from grass roots because of a desperate need for services. 

Some twenty years on, Alzheimer’s Australia has adopted a collective national vision to rank research equally with services recognising that we want a society committed to the prevention of dementia as well as caring for those with a diagnosis. Last year, we were one of only a handful of consumer organisations to make a submission to the National Research Priority Task force.

Second, consumer groups need their own intellectual capital. This is why Alzheimer’s Australia commissioned a report from Access Economics: The Dementia Epidemic: Economic Impact and Positive Solutions for Australia. It is in recognition of the same need that Carers Australia are to work with NATSEM in modelling where carers are to come from in the future. I am delighted that they have sought the involvement of Alzheimer’s Australia.

For consumer bodies, resources for such work are hard to come by. Consumer bodies can deliver good research and policy products and they should be encouraged to actively inform debate not simply to respond to it.

Third, consumer organisations to be credible partners need to have their own stake in research funding.  The tremendous work done by the Heart Foundation, the Cancer Council and the Australian Federation of AIDS Organisations illustrates well how community organisations can influence the research effort. That same focus is lacking in aged care.

Through Alzheimer’s Australia Research we intend to fund raise and strengthen our partnerships with the research sector. We have approached both NH & MRC and ARC to discuss the opportunities for partnership and development of our research objectives. 

I am greatly encouraged by the ARC’s approach to collaboration and hope that it will embrace consumer organisations. The recent Departmental and NH & MRC workshop for dementia researchers is another welcome demonstration of commitment to capacity building.

Fourth, the research sector should be explicit in its recognition of what consumer bodies can contribute.  For example -  

· the ethical frameworks that should surround research activities; 

· the setting of priorities between different areas of research and between kinds of research activities;

· the practical implications of how services are delivered and the impact on consumers.

It is positive that Neurosciences Australia has made overtures to organisations such as my own to be affiliates but we have to put flesh on what seem to be promising bones.

Fifth, consumer organisations need to broaden their vision beyond their immediate constituency – to move on from the special case that they can all advance for their own research areas of interest. 

Alzheimer’s Australia should for example 

· support a broadly based approach to research in neuro degenerative diseases;

· develop early diagnosis and prevention approaches with organisations in areas such as heart disease, diabetes and mental health; and

· share experience in building mechanisms to strengthen consumer involvement and co-operation in research.

We are not starting at square one but we have a long way to go. The National Aged Care Alliance, is an opportunity to discuss emerging issues and to seek consensus on aged care issues among 23 peak national organizations representing consumers, service providers, unions and health professionals. 

The Multiple Sclerosis Society has started a project with around fifteen neurological organisations including my own to look at how we can better work together in areas of public policy. 

So what my conclusions 

First, we need a strong evidence base but all too often the evidence base is there and we are poor at using it.

Secondly, the process of policy change is often confused. Instead of generating community understanding through good evidence, the process of review and evidence can become clotted in a way that denies wider community ownership.  We need staged reform.

Thirdly, The agenda takes a passive view of the contribution consumers should make to policy making and research.  There is so much more that could be done to get consumer input, for example, through enabling consumer organisations to develop their own intellectual capital and commitment to research.

I congratulate the Federal Government – and in particular the Minister - on their insight and leadership in focusing our attention squarely back on our ageing research agenda. 

Building Australia’s Ageing Research Capacity should be as exciting for consumers as for researchers and those who develop and implement policy. 

