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Introduction 
 
This paper will explore some key challenges facing our ageing population of people 
living with a disability.  It outlines projected demographic shifts, with their resulting 
impact on the incidence of dementia, and considers how this might affect our society, 
particularly people living with disabilities. 
 
 
It focuses on questions about: 
 
 Dementia - how it is defined and how this compares to other disability definitions? 
 Ageing definitions – how do these tie in with rites of passage for people with long-

term disabilities?  
 Beliefs and assumptions – what underlies society’s need for and acceptance of 

residential care? 
 Values and principles – how do we ensure people ageing with disabilities can 

participate as consumers and as citizens?   
 
The paper reviews some attempts at combining ageing and disability issues at a 
political and governmental level primarily in New South Wales. 
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The world is, for the first time ever, in the process of having to restructure its 
demographic view of itself.  We are experiencing a major demographic shift which is 
resulting in the supported survival of the oldest as well as the traditional promotion of 
the survival of the fittest.   
 
This paper addresses some important questions of principle in all our ageing futures, 
with a potential theme of people with a disability as leaders in the development of 
their own ageing destiny.   
 
Some societies actually celebrate this ageing demographic shift, but for the majority, 
age discrimination, chronic illness and relative poverty are still the norm in old age.  
For many, being a financial and care “burden” is an inevitability – statistically the last 
two years of life are those of highest disability burden (an economist’s term which I 
will explore in more detail). 
 
 

otwithstanding Australia’s age structure, our life expectancy at birth is among the 

n ageing society brings with it all sorts of macro and micro changes.  Some 
 
an” 

 
 

 
 
N
highest in the world – 75.9 years for men and 81.3 years for womeni. 
 
A
changes are subtle and insidious, coming to our attention only after they have
happened.  Others are the subject of media attention, whether it be a “super gr
who runs from Sydney to Canberra as a charity fund-raiser, or the “bed blocking” 
older people who are said to deny others’ access to much needed hospital bedsii. 
Other changes must be considered as part of a developing policy focus on ageing. 
They are part of an unstoppable national and international societal change 
phenomenon which will continue for the next half century or so. 
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Ageing and Disability as a Challenge and an Opportunity 
 
I often wonder whether the challenge of our ageing population, and in particular the 
exponential increase of people being diagnosed with and living with a dementing 
illness, is really more of an opportunity than a threat of future catastrophe. This is a 
fundamental question which needs discussion and resolution in our society.  Nobody 
questions the value of children; indeed the Herculean efforts to save premature 
babies are not normally up for public debate regardless of the cost to the public 
health system.  Similarly, people in their economically active stage of life have both 
the expectation and the right to receive high cost, high quality intensive care in our 
acute hospitals and other need areas, for example, through car crash trauma or 
some calamitous episode such as a heart attack or stroke. 
 
These rights and expectations, however, appear to be different both for people with 
significant disabilities and for people who are “aged”.   A deeper exploration of the 
reasons for this is beyond my scope today. However the values underlying this 
discrimination must be exposed and debated in relation to access to care if we are 
ever to address the needs of our most vulnerable constituencies with equity and 
social justice.  
 
 
 
Definitions of disability and ageing 
 
The definitions of the two adjectives, disabled and aged, are themselves emotionally 
charged and highly varied and, I would suggest, mostly subjective.  Their saving 
grace is that they apply to every single member of society to a greater or lesser 
degree – if only we could accept that our internal image of eternal youth is flawed for 
most of our lives and that we are all ageing from the day of our birth. 
 
 
The words “impairment,” “disability,” and “handicap,” are often used interchangeably.  
They have very different meanings, however.  These differences in meaning are 
important for our understanding of the implications of neurological injury on 
development and of neurological damage on capacity. 
 
The most commonly cited definitions are those provided by the World Health 
Organization (1980) in The International Classification of Impairments, Disabilities, 
and Handicaps:
 
Impairment:  any loss or abnormality of psychological, physiological or anatomical 
structure or function.   
 
Disability:  any restriction or lack (resulting from an impairment) of ability to perform 
an activity in the manner or within the range considered normal for a human being.   
 
Handicap:  a disadvantage for a given individual that limits or prevents the fulfillment 
of a role that is normal  

Thus it seems to me that my impairment (whatever it might be) is only a 
handicap when you treat it as a disability. 
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All of us experience elements of disability at different times in our lives.  But some 
experience it every day of their lives.   Do they ever become used to the 
discrimination which this experience inevitably engenders?  And on the other side of 
the coin, is a (relatively) non-handicapped life ever really valued as disability free by 
those temporarily able-bodied or able-brained who enjoy it? 
 
 
Rites of Passage 
 
Definitions of ageing are usually varied or ambiguous.  When do we come to accept 
ourselves as “middle-aged”?  Are we aged when we turn 65?  Centrelink thinks so.  
Do we suddenly become “dependent” at age 65?  Economists who talk about the 
“dependency ratio” seem to think so.   Do we suddenly become worse drivers on our 
70th birthday?  Insurance companies believe so.  Do we run the risk of mental 
incapacity after our 72nd birthday?  Company boards used to be required to consider 
the possibility. 
 
In my experience there is often a far greater difference between two people in their 
70s or 80s than between two 6 year olds or even two 40 year olds.  We have had 
more time to develop our own life histories, our personal idiosyncrasies, as well as 
our own chronic health disorders. 
 
It is certainly true that people who are ageing from a “normal” and healthy baseline 
vary enormously in their acceptance of increasing age-related disability.  Thus my 
first visit to the optician at age 40+ certainly attracted some comment from my peers 
but no opprobrium.   However, at the other end of the scale, a descent into the 
isolation and despair of dementia from normal ageing processes often repels friends, 
colleagues, family and neighbours, with, typically, only a devoted partner or close 
family member remaining as the one true connection in the life of a person who was 
formerly engaged across a wide spectrum of local society. 
 
The lives of people with a disability who are ageing certainly would contain some of 
these connotations of change, of reduced acceptance and of not knowing exactly 
where they fit, in relation to their peers or to the rest of society.   
 
Rites of passage are highly importantly symbolic steps from one stage of life to 
another.  Even though it is now considered a relatively unhealthy step for a man who 
has always worked full time to pass through the rite of passage of retirement to a 
state of no work at all, nonetheless this rite of passage is as important a marker in a 
person’s life as graduating from high school or university, obtaining one’s first 
permanent job, the birth of one’s children, etc. etc. 
 
For a person with a lifelong disability, many of these rites of passage may not have 
been marked or acknowledged, either by the person or by their immediate 
community.  The question therefore arises for this conference; should a person who 
is ageing with a disability “retire” and does this mean that, from a government 
perspective, they have to become a “frail aged person”?  A 65th birthday does not in 
reality turn someone from being a person with a disability into a frail aged person.    
 
This question is important to consider because of the way Australia has structured its 
political and administrative jurisdictions as we will see.   
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Demographics 
 
In my view, demographics are more powerful than: 
 
• governments, 
• or economies  
• or multi-national corporations. 
 
 
The rise in disability in older age is inexorable and overall numbers are growing with 
our ageing population.   
 
I want to focus briefly on some statistics.  Changing demographics particularly affect 
people with disabilities, many of whom are living longer than ever before, and older 
people who are continuing to challenge our expectations of longevity.  Indeed a 
recent article examining Australia’s official projections of population ageing argues 
that we have underestimated the numbers of people in the 80+ age group in 20 years 
time by over 26%iii. 
 
The traditional population pyramid is rapidly turning into a rectangle and in some 
countries is actually becoming an inverted pyramid as birth rates continue to drop. 
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Political Intersection of Disability and Ageing  
 
A good test of a country’s level of civilisation is the quality of care available to those 
unable to care for themselves, and the two constituencies which are the focus of this 
conference make up amongst the most vulnerable of our citizens.  While Australians 
rightly argue that our quality indicators in disability and ageing do not yet allow us to 
rest easy, we must also remember that, by international comparisons, we are 
relatively very well off. 
 
People with a disability who are ageing have increasingly been on my horizon – and 
on the agenda for governments, ageing lobby groups and service providers over the 
last decade.    
 
The combining of funding programs through the Home and Community Care (HACC) 
Act in 1985 could have brought additional connectivity and synergy between the 
ageing and disability sectors.  One over-arching goal was to ensure increased 
seamlessness between services and personally I think this goal should remain for 
basic services.   Importance was also attached to not creating new discontinuities for 
those in need based on age or type of disability.  Did the policy makers of 20 years 
ago succeed in this endeavour?  I think not. 
 
The inevitable, if unwished for, consequence was in fact increased competition for 
scarce resources because even though high real growth rates were established for 
the HACC Program, these were not uniformly sustained and clearly did not allow for 
enough services to all who were eligible and certainly not for the more expensive 
packages e.g. attendant care types of approach for younger people with a disability.  
I suspect the disability sector felt they received the short end of the stick.  Did we in 
fact end up instead with more competition between the two sectors as a result of the 
HACC Act? 
 
The on-going tensions of HACC Program funding for services both for people with a 
disability and frail aged people (and let us not forget their carers) have not 
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necessarily brought the ageing sector and the disability sector much closer together 
over the ensuing two decades. 
 
In the early 1990s, proposals floated via the Council of Australian Governments to 
transfer aged care to State and Territory control met a varied response.  Those who 
felt that buck-passing would diminish if all human services sat under one level of 
government were opposed by those who felt that the States would under-fund aged 
care even more chronically than does the Commonwealth.   In the event, States 
would only agree to consider a proposition which tied funding increments to 
population ageing – a very sensible precaution.  The proposal was not progressed.  
In its place the Commonwealth developed a range of additional funding programs for 
aged and community care (17 separate programs in all) which are now the subject of 
the Commonwealth’s much-vaunted “Community Care Review” conducted over the 
past two years, but again unable to attract much support from the States. 
 
Interestingly, the Federal Minister for Health, The Hon. Tony Abbott MP, appeared 
recently to reject another proposal to bring Australia’s health systems under one 
jurisdiction. 
 
By the mid 1990s it became accepted even within government circles that there was 
up to 50% unmet need in the HACC Program.  Unfortunately the central government 
agency view is clearly that however much money is invested in community care, 
there will always be unmet need, so governments are not keen to just keep “throwing 
more money at the problem”.   This unmet need begs the question of whether we as 
a society should be considering the creation of “entitlement” for community care 
services for people with a disability (whether long-term or age-related) rather than the 
current situation of assessed “eligibility”, but “sorry – our waiting lists closed six 
months ago….”  It should not be forgotten that the most expensive components of 
aged and disability support are government pensions which are already “entitlement” 
programs. 
 
In NSW in 1995, the establishment of an Ageing and Disability Department by the 
then newly elected ALP Government in NSW brought about an interesting but short-
lived confluence of focus between the ageing and disability sectors.  Neither sector 
particularly wanted to be “put into bed with the other”.  In a sense, my interpretation 
was of a government-driven rationalisation of the synergy of outputs and outcomes 
from the perspective of a service funder or purchaser, which was accepted without 
serious opposition.  In my view, the ageing sector has received the short end of the 
stick from this arrangement in NSW.  However the disability sector holds a similar 
view…. 
 
Disability services, which are primarily the responsibility of State and Territory 
governments, focus on people under the age of 65, while aged care services rest 
primarily with the Australian government.  The areas of overlap between these two 
jurisdictions have been seen by many as wasteful and inefficient.  In theory eligibility 
for aged care services does not start until age 65, although there has been an 
acceptance that people of Aboriginal or Torres Strait Islander background may need 
to access this type of service up to 20 years earlier than other Australians.   
 
Of course we are all aware of a not insignificant number of younger people who end 
up in aged care homes, because there is no other suitable form of care available.  
While all can agree that aged care homes do not provide appropriate accommodation 
for younger people with severe disability needs, the responsibility of State 
Governments to provide this level of care has often not been met, and with no 
alternative, nursing homes are where many will continue to end up.  We should also 
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not ignore the fact that there are in excess of 10,000 younger people with dementia 
(under 65 years of age), up to half of whom are in receipt of or in need of residential 
care. 
 
The connections at a personal level between frail aged people with dependency 
needs and people with a lifelong or early onset disability are usually limited to those 
younger people who inappropriately end up in nursing homes (due to state-federal 
buck passing).   While funding for services via the Home and Community Care 
Program has for 20 years been consolidated for people with a disability and people 
who are classed as frail aged, Disability Services Programs do not provide funding 
for frail aged people even though around 60% of people classed as disabled are in 
fact over 65 (according to the NSW Department of Ageing, Disability and Home 
Careiv).  Does this apparent division relate to the fact that disabilities which are 
acquired gradually as a result of ageing have a different meaning in our society to 
those which are either acquired congenitally or are acquired more quickly at earlier 
ages? 
 
Carers of people with disabilities and frail aged people are also supported by HACC, 
but because of traditional program and funding boundaries, incentives for cross-
sector work are currently few.  The growing requirement to consider the needs of the 
ageing parents or carers of people with a disability who are themselves ageing, 
makes this a fascinating, complex and challenging area and one very worthy of the 
focus of this national conference. 
 
 
 
Age-Related Cognitive Impairment, Dementia, Ageing and Intellectual 
Disability 
 
Age-related cognitive impairment is an important focus within the general topic of 
ageing and disability.  Intellectual impairment and disability more generally are topics 
of growing concern to my organisation and to others, including more recently 
governments.  The NSW Government for example now has an inter-departmental 
committee with Australian Government participation looking at the complex issues of 
ageing and disability.  We don’t hear much about its deliberations which are still kept 
confidential, but the mere fact of its existence has to be heartening to those of us 
trying to influence policy agendas. 
 
 
Dementia and Disability 

Dementia can strike anybody, but is more common over the age of 65, with risk 
doubling for every five years after this agev.  About half the people living with 
dementia in Australia today are over 85.   About half live in residential aged care and 
half in the community. 

Dementia shows a very high incidence in people ageing with Down Syndrome.  It is 
as if their brains are 20 years older than the brains of the mainstream community.  
While there are no reliable data, it would also appear that the incidence of dementia 
is higher among people with a life-long disability, whether intellectual or physical, 
than among non-disabled people of similar age.  Again this may be a result of 
premature ageing, but I do not believe there is yet a definitive answer to this 
question. Dementia thus has implications for group homes, for community disability 
services generally and for ageing carers of a person with a disability being cared for 
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at home.  Over the past few years Alzheimer’s Australia NSW has been approached 
by Intellectual Disability Services to advise and train staff on the completely different 
approaches to care required for someone with progressive cognitive impairment due 
to dementia, when their lives to date have been spent focussing on gaining skills and 
independence. 

Should we therefore also be asking questions about the long term values inherent in 
moving forward by closing large group homes and placing people with disabilities into 
smaller community-based housing?  While this is a good thing from a developmental 
perspective, will it continue to be a good idea if a significant proportion of these 
people start deteriorating in their older years, particularly in terms of cognitive decline 
caused by dementia?  Aged care as an industry is moving away from small, owner-
operated homes towards consolidation, with larger facilities run on a more business-
like basis.  If we already agree that the ideal model of care is small and home-like, 
should the disability sector be looking to the aged care sector to provide solutions for 
the later years for people with long-term disabilities?  In my view the aged care sector 
should be aiming to achieve both economies of scale and smaller, home-like 
environments by creating “dementia-specific cottages” within larger campuses.  Will 
this model also meet the needs of people with disabilities as they develop dementia?  
And how will the needs of people in smaller country locations continue to be met?   

Good dementia design should be invisible to the people it aims to serve.  Is this 
principle also applicable to people with intellectual disabilities? 

 
I want to focus your attention on the substantial shift in the percentage increases in 
disability over the past two decades from the 65+ population towards the under 65 
population.  Whether or not the increase in disability in under 65s continues, the key 
implication for future decades of service planning is the increased expectation that 
people with a disability will live on into their “retirement years” i.e. post 65.    
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Increases in disability prevalence, Australia,  
1981 -1988, 1988 - 1993 and  1993 - 1998 
 
 
   

Percentage increase in reported number of people 
 

 
 
 
Period 

 
 
 
Age 
 

Severe or profound 
core activity 

restriction

 
 

Specific 
restrictions 

Total with 
disability

   
1981-1988 Under 65 

 
24.0 52.1 20.4

 65+ 
 

42.2 74.2 54.9

 Total 32.6 59.7 30.9
   
1988-1993 Under 65 

 
10.8 4.9 13.4

 65+ 
 

11.3 14.1 17.4

 Total 11.1 8.4 14.8
   
1993-1998 Under 65 

 
54.8 29.1 23.0

 65+ 
 

31.7 15.8 14.7

 Total 43.2 23.9 20.0
   
1981-1998 Under 65 

 
112.8 106.1 67.9

 65+ 
 

108.6 130.3 108.8

 Total 110.9 114.4 80.4

 
Source – Disability Prevalence and Trends  - Australian Institute of Health and Welfare 
December 2003, p. 119 
 
 
There must also be a broad agreement and understanding that disability needs do 
not magically turn into frail aged care needs in later years.  The more likely scenario 
is that aged care needs will overlay those needs (hopefully) already being met by the 
disability services system.  I would argue strongly for aged care resources to be 
available in the form of “top-up” funding for those people with disabilities who are 
ageing and developing an additional set of needs as a result. 
 

• More than 750,000 Australians aged over 65 have a disability or frailty 
severe enough to need help with basic living tasks; 
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• In 2002 the national average service level for HACC recipients of 
domestic help, amounted to 38 minutes per week; and 
 

• In 2002 the national average service level for personal care provided by 
HACC to those aged 65 and over, was 50 minutes per week. 

 
 
Dementia Statistics   
 
In 2003 Alzheimer’s Australia commissioned Access Economics to produce a major 
report on Dementia – they called it “The Dementia Epidemic – Positive Solutions for 
Australia”.  I commend it to you.  Data projections were updated in 2005.  Some of 
the key findings are: 
 

 Dementia prevalence will grow from 200,000 in 2005 to 740,000 by 2040vi. 
 There will be 52,000 new diagnoses of dementia in 2005. 
 Dementia will overtake Depression as the leading cause of disability burden 

by 2016.  
 Dementia is more disabling than end stage cancer, chronic osteoporosis. 

 

It is noteworthy that Access Economics found that the disability weights for dementia 
are 0.27 for mild cases, 0.63 for moderate cases, and 0.94 for severe dementia.  The 
latter is the highest disability weight for all illnesses, equal with severe rheumatoid 
arthritis and higher than that of final stage terminal cancer (0.93).  This shows the 
extent of the disability burden for dementia compared with other diseases. 
 

 Dementia currently costs around 1% of GDP.  This will rise to around 3% of 
GDP by mid century unless there is sufficient investment in research to find a 
cure, or a way of effectively preventing dementia, or even of delaying onset 
by five years. 

 
 
Dementia-Specific Care 
 
At Alzheimer’s Australia our counsellors often help families understand that they can 
no longer provide adequate care to meet the needs of a person with moderate to 
severe dementia - “but I promised him I’d never put him into a home….” becomes 
difficult to reconcile with strong medical and family advice that the carer’s own health 
in severely in jeopardy if they continue to care 36 hours a day, 8 days a week.   By 
the time a person is in need of residential care, they typically are in no position to 
release their partner or carer from a promise made under very different conditions. 
 
If the rationale for placing someone in a nursing home is “for their own good” I have 
yet to hear an argument which really puts the needs of a person with dementia first in 
placing them in a nursing home – usually with a significant number of other people 
with probable or possible dementia.   It is the inability of the carer and of his or her 
support network to provide adequate care which precipitates the decision.  The most 
desired outcome is to maintain people in their own homes, and this becomes 
impossible in all but a few cases, simply because resources do not allow quality care 
to be delivered at a high enough level at home – too financially and organisationally 
inefficient compared to congregate care in a nursing home, hostel - or group home 
for that matter.  We have been forced to accept the need to “change address” when 
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care can no longer be provided adequately in the family home, whether because the 
dementia has progressed too far, or because the ageing parents of a middle-aged 
person with a life-long intellectual disability have become too old and frail to be able 
to provide appropriate so-called “informal care”.  Our system does not yet allow for 
vouchers, or for proper living wage payments to family carers.   
 
What if we imagined a world where we had bulldozed all the nursing homes and 
hostels and even the large group homes? 
 
Unfortunately this is unlikely to be the case.   Yet disability service providers are 
proudly closing down their larger group homes and placing people in a more 
domestic environment.   I would urge some caution about proceeding headlong down 
this path as dementia will inevitably strike some people with disabilities as they age in 
residential settings.  The small domestic group homes are unlikely to be able to 
provide the increased support required.  As much as we would like to do this in 
principle, the financial and personal cost will be prohibitive, which is exactly the same 
reason why we have ended up with over 150,000 people in residential aged care.   
 
A nursing home bed is subsidised by the Australian Government to the tune of 
$30,000 - $40,000 per year.  Even if this amount of money was paid directly to a 
family carer at home, would they be able to negotiate the purchase of an adequate 
quantity and quality of care?   Instead we currently offer “Community Aged Care 
Packages” to people assessed as eligible for “low care”.  These have an annual 
value of around $11,000.  However, the newly created “Extended Aged Care in the 
Home” packages (EACH) are worth around $36,000 p.a.  The availability of EACH 
packages is growing rapidly, but from a small base, and will in fact not suit many 
carers’ situations. 
 
Now, as former hostels (low care residential aged care facilities) increasingly cater 
for people with high needs, mostly due to increasing severity of dementia, there will 
arise an accommodation vacuum, which will in due course be filled by new 
accommodation options which will offer access to hotel type services and social and 
personal support in a very sheltered environment.    The needs of ageing carers of 
their children with long-term disabilities could potentially be met in a flexible 
arrangement around this sort of care model, as long as an appropriate mix of funding 
from disability and aged care programs could be applied to produce a workable 
solution.  The model of the Independent Living Unit is already with us, and could well 
develop much more strongly as part of a continuum of care – as long as we don’t end 
up with more unregulated boarding house type accommodation settings. 
 
 
CITIZENSHIP 
 
One of the key questions we must ask ourselves, on behalf of those who are partially 
marginalised, through the labels of disability or ageing or both, is the extent to which 
they act in society as consumers rather than as citizens.  Of course we are both 
consumers and citizens at all times, but the extent to which people with disabilities or 
dementia exercise their citizenship would mostly be marginal compared to their roles 
as consumers. 
 
The current situation in both the disability and aged care sectors is one of either 
market failure or largely non market development of consumer service.  By this I 
mean that without very substantial government subsidy, neither disability services nor 
aged services would exist in anything like their current form.  I therefore take the view 
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that our role as consumers should in fact be grounded in our role as citizens.  
Obviously for many individuals with a severe lifelong disability, or for people ageing 
with physical or cognitive impairments, advocating on their own behalf as citizens into 
the political system may be either extremely difficult or out of the question.  Obviously 
self help and advocacy movements such as those embodied by my organisation, 
Alzheimer’s Australia, or People with Disabilities, Multiple Sclerosis Society; Down 
Syndrome Association or the Consumers Health Forum to name but a few, have 
become an accepted part of the political environment.  Governments have mostly 
taken the sensible view that sustaining a semi-formal avenue to receive quality policy 
advice from key consumer groups (acting on behalf of citizen-consumers) improves 
the quality of government overall. 
 
 
Do we indeed have a shared vision about the quality of life and particularly the dignity 
to which our constituents might aspire?  The general acceptance by frail older people 
of the services that they do receive often leaves their representative organisations 
only able to argue relatively weakly for more or better quality services.  This situation 
is compared with a view of disability advocacy which tends to be angry about what is 
not provided rather than thankful for what little is available. 
 
The problem for governments is that both aged and disability services will need to 
continue annual growth – regardless of the state of the economy – for at least the 
next 40 years simply to keep pace with the demographic shift, the increased 
longevity and the expectation of better quality services which people now believe to 
be their right. 
 
Human Rights Law, and in particular the UN Declaration on Human Rights, makes it 
clear to all of us that no person is more or less human than another.  Thus a person 
with a severe intellectual disability, a person with Down Syndrome or mild Autism, a 
homeless person with Episodic Bi-Polar Disease or Schizophrenia, a person with 
dementia living in a nursing home with no capacity to care for him or herself – all 
these people are as fundamentally human as you or I. 
 
Their ability to articulate and advocate for their citizenship rights may be 
compromised but this compromise has given rise to others taking on the 
responsibility of advocating on their behalf.   Is this always done to best advantage?  
I would argue that this systemic advocacy role is easily partially compromised.  In my 
organisation for example, a significant amount of energy and resources are 
expended on generating government grants and then on acquitting them.  While we 
do not see ourselves as “beholden” to governments, since we are in fact producing 
outputs on their behalf and are also providing them with quality policy advice, our 
reality is often less focussed on advocacy outcomes than on program outputs. 
 
 
OFFICIAL CITIZEN ADVOCATES  
 
I would therefore argue that more formalised approaches be developed for 
constituent advocacy for all those who are unable to advocate on their own behalf.  
While we have Ministerial Advisory Committees on Ageing, Ministerial Disability 
Councils and various consultative processes engaged in from time to time by 
government departments, the closest we have in New South Wales to a formal 
advocate for people with a disability would be the former Community Services 
Commissioner in NSW whose role was transferred to the Office of the NSW 
Ombudsman in 2002.  Time will tell whether the transfer has strengthened or 
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weakened this role.  My firm belief is that such an independent statutory role should 
be enshrined in legislation both for people with disabilities and people who are 
mentally and physically impaired in older age in all Australian jurisdictions. 
 
As of late 2002 the NSW Ombudsman has an expanded role in relation to community 
services in NSW, following the amalgamation of his Office and the former Community 
Services Commission.  The Ombudsman and his Community Visitors are 
empowered to enter Boarding Houses to inspect their services and to receive and act 
on complaints from residents or their advocates.  Their formal advocacy could well be 
usefully extended into residential aged care in my view. 
 
The Human Rights and Equal Opportunities Commission (HREOC) plays a key role 
in supervising the implementation of the national Disability Discrimination Act.  How 
much HREOC can do in relation to ensuring equitable access to e.g. health and 
community care services for people with disabilities of whatever age needs to be the 
subject of a separate address by the Disability Discrimination Commissioner.  He has 
been reviewing the access to services for people with mental illness and is 
considering conducting a report on the human rights issues around the management 
of people with dementia, although I understand this is not yet a firm decisionvii. 
 
 
 
 
 
 
 
 
Endnotes 
                                                 
i ABS national census data 1999 
ii E.g. NSW Minister for Health statement to NSW Legislative Assembly Hansard Article No.24 of 
03/09/2003 
iii Australian Journal on Ageing Vol22.4  December 2003  The Future Aged:  New Projections 
of Australia’s elderly population  - Heather Booth and Leonie Tickle  p 196 - 202 
iv NSW Ageing and Disability Department Disability Policy 1996 
v Henderson, AS  & Jorm, AF (1998) Dementia in Australia.  A.G.P.S., Canberra 
vi Access Economics – The Dementia Epidemic: Economic Impact And Positive Solutions For 
Australia 2003 with Data projection updates in 2005 
vii http://www.humanrights.gov.au/disability_rights/speeches/2004/mhca.htm 
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