
interaction
 VOLUME 23 ISSUE 3 2010

iNSIDE:

People with Intellectual 
Disability in a Whole of 

Disability Service Framework



2 Austalian Institute on Intellectual  and Developmental Disability

interaction • v23/3'10

The Australian Institute on Intellectual and 
Developmental Disability

The Australian Institute on Intellectual and Develoopmental Disability (AIIDD) operates as 
the information, research and development arm of NCID.  The AIIDD is entering into a new 
and exciting phase that will see it expand its current role of delivering information to people 
with intellectual disability, their families, service providers and the broader community.

The AIIDD aims to support high level, high quality, independent analysis and strategic policy 
advice in order to improve the effectiveness of disability service systems, and help sharpen 
the focus of groups advocating for reform and improvement.

The activities of the AIIDD include:

Publication and Sales

The AIIDD publishes and/or distributes a range of books, monographs and reports relevant 
to the area of intellectual disability

Policy Research Briefs
The purpose of the AIIDD’s Policy Research Briefs is to establish what is known and not 
known about an issue utilising and synthesising extant research, then to defi ne the most 
productive areas of possible research. Two Briefs currently available: Families with Members 
with Disabilities: Love, Money and Public Policy and Individual Funding: Flavour of the 
Day or Sea Change?

Training and Consultancy
Training and consultancy services are available from the AIIDD to assist and support people 
with intellectual disability, their families and support services.  Training and consultancy 
services currently available include:

•  Family Skill Development
•  Advocacy Skills and Self Advocacy Skills Development
•  Inclusive Schooling Strategies

Roundtables
The AIIDD aims to provide high-level forums where research is discussed and debated with 
the aim of proposing policy principles and program directions, furthering the research agenda 
and fostering new partnerships between participants.  

Research & Development

The AIIDD aims to commission evidence-based research independent of the political agenda, 
that will advance the discussions, debate and ultimately the policies affecting Australians 
with intellectual disability and their families. Key priority areas include unmet needs, 
accommodation support, employment, inclusive education, family skills development and 
leadership.
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For some time, there has been concern within the intellectual disability community about 
what has happened to people with intellectual disability within the ‘service system’ over the 
past decade or so as disability policy has shifted from specifi c disability groups to a generic 
policy encompassing all.

Deirdre Croft’s article in this issue of Interaction clearly demonstrates the disadvantage that 
people with intellectual disability suffer when they are subsumed under a whole of disability 
policy which is not transparent and based on the needs of the individual. While many may see 
that parents are ‘burdened’ by being forced by State governments to have their son or daughter 
live with them well past the age of 25, those who are most disadvantaged are the people with 
intellectual disability who are shut-in the family home with no hope of an independent life until 
both parents die.

In the allocation of resources, people with intellectual disability are not treated equally. A 25 
year old man with intellectual disability living at home with his parents is not given the same 
opportunity to live an independent life as a young man who has a disability due to a motor 
vehicle accident! The Young Persons in Nursing Homes funding is not available to people under 
the age of 50 still living with parents! Why not? Are they not also ‘trapped’ in a situation where 
they do not have their independence? What is the difference? Where is the equality?  The usual 
answer is that a nursing home is an inappropriate place for a younger person. Our response is, 
well isn’t the parents home an inappropriate place for a 25, 35, 45, 55 year old son? They both 
need independence!

Deirdre Croft’s article follows on from a similar article on employment published in Interaction 
Volume 22 Issue 3. That article demonstrated that, within a whole of disability programme, the 
number of people with intellectual disability supported into real jobs has decreased over the last 
10 years. (A copy of this article is available on the AIIDD webpage — www.ncid.org.au).

This institutionalised response by Commonwealth and State governments to people with 
intellectual disability is what marks the lived experience of people with intellectual disability 
through the centuries; it is what makes their experience not only different from that of people 
with physical disabilities but incomprehensible to them. It is not solely a life of discrimination. 
It is a life of exclusion to the point of genocide — the containment and isolation in institutions 
from the 19th century and the eugenics of the 20th century.

The evidence clearly demonstrates that people with intellectual disability do best when 
educated and employed with their peers and live in their community.

Did the previous paragraph cause you to stop and think? Who are their peers? It is ambiguous 
but, for most readers of Interaction, the ambiguity will be lost as, within the intellectual disability 
community, there is an understanding that ‘their peers’ and ‘their community’ is everyone. But 
for many people, including people with physical disabilities, ‘their peers’ and ‘their community’ 
is narrowly seen as people with intellectual disability.

i Editorial  "They are not like us, are they? "
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The title of this editorial is a quote. The statement was made by a blind woman who was 
genuinely trying to understand what she as a person with a disability had in common with a 
person with intellectual disability beyond humanity and nationality. On one level, the answer to 
her question is ‘no’, people with intellectual disability are not different. People with intellectual 
disability share many aspects of discrimination with all people with disability and they also share 
many roles with all members of the community. But, on a profound level, the answer is also 
‘yes’, people with intellectual disability are different. They do have a disability and yes, they 
do share many things in common with other people with disability but they also have another 
identity that is not shared and can never be a shared experience, ie, the identity of non-existence. 
The only people who can have any contact with this experience are indigenous peoples.

While it is not proposed that we return to specifi c intellectual disability legislation at a 
Commonwealth or State level, unless the inequities that have developed in the current system are 
addressed and people with intellectual disability given the recognition that their life experience 
demands then 2010 will be a turning point. Importantly, the current funding system must be 
based solely on the needs and resources of the individual with the disability and it must be 
transparent by providing data on the number of people with intellectual disability (and other 
disability groups) who receive funding, the level of funding, etc.

And another thing  ....

The limited readmission of people with intellectual disability to the Paralympics reminds us 
of the precarious position people with intellectual disability are in within the general disability 
community. While the limited readmission is a ‘good’ thing, it does not excuse the defi ning 
event that was the original expulsion/suspension, nor the continued exclusion from a number 
of events.

People with intellectual disability were only admitted to the Paralympics in 1996 and expelled 
at the very next games. 

The pretense for the exclusion was diffi culties with the defi nition of intellectual disability, 
but this was always absurd as the defi nition has always been clear and measureable. For many 
years prior to the expulsion, there were rumours that people with physical disabilities did not 
want people with intellectual disability in the Paralympics with them. The readmission is a cause 
for celebration but also anticipation as to what excuse will be used next time.

While sport is a fringe activity for many, it does clearly illustrate the unease and uncertainty and 
subsequent discrimination by people with physical disabilities towards people with intellectual 
disability.
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Letters to the Editor

To the Editor,
Firstly, thank you for your excellent journal which helps to bridge the divide between 

theory and practise, between the learnings of academia and the real world. I do however 
feel the need to write to your magazine in defence of the Service Providers who I feel 
are often maligned in your journal articles albeit in a subtle way.

I am the manager of a small to medium sized disability support service in Toowoomba, 
Queensland. We have always prided ourselves in having a person centred approach, 
in fact we were started in the 1970s as a social group by and for people with physical 
disabilities. Our mission statement is that we provide individualised, innovative and 
fl exible support for people with disabilities and those in need and this is what we aim 
to achieve on a day to day basis. 

What sometimes gets lost in the rhetoric is the very diffi cult situation that service 
providers fi nd themselves, and I can only talk about the situation in Queensland. Currently 
our funding body, now called Disability and Community Care Services, Department 
of Communities only make a contribution to our services. They say that it is up to us 
to fi nd the rest of the money, through fundraising and other activities. This is a big 
ask for a small to medium organisation such as ours. This lack of funding includes a 
woefully inadequate level of co-ordination funding for 2.5 hours per week, regardless 
of the support offered. So we can have a client in a 24/7 house and have only 2.5 hours 
a week to undertake all of the planning, the designing and development of personalised 
support. This coordination funding does not even cover the rostering for the houses, let 
alone the myriad of other needs.

Queensland is still way behind the other states in the funding received per individual, 
for example the National Disability Services State of The Sector 2009 report states that 
 based on October 2008 CSTDA fi gures, the average national per capita expenditure is 
$4,883 per service user, while the average Queensland per capita expenditure is $3,852 
per service user. 

Our services, and many others in this region, are currently investigating other ways 
in which to bring in more money so that we can continue to offer the level and quality 
of service that our clients deserve. This is becoming increasingly diffi cult, with most of 
our post school clients with severe disabilities getting only 4 hours support a week! If 
we did not offer some group programs and try and stretch the dollars then none of our 
client’s parents would be able to stay in the workforce. We do this while continuing our 
commitment to individualised planning even though the services are often offered in a 
group environment if that is appropriate. I am continually amazed at the short sightedness 
of governments in that a bit of funding for service provision can keep the parents in 
employment, especially in our region with unemployment at 2.9%. 
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We are not funded for forward planning, for community development or workforce 
development. We are not funded to train our staff either for them to attend the training or 
to back fi ll their hours.  In our region we have been lobbying the Toowoomba Regional 
Council for a disability offi cer to assist with workforce development, equity and planning 
services and this has been unsuccessful. This is even when research undertaken by 
National Disability Services Queensland estimates that community managed disability 
organisations contribute $2.8 billion to Queensland’s economy.

I would ask that the diffi culties that we experience on a day to day basis are taken into 
consideration a little more and that the failing of successive governments to properly 
fund us be highlighted. I believe that most disability services are doing an excellent job, 
with very little resources and support and that this ought to be recognised more often 
than it is.
Yours faithfully,

Bronwyn Herbertson
Manager 
HHELP Services
8 March 2010
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For better or worse -  
How have people with intellectual disability fared in a 

whole of disability service framework?

Dierdre Croft

Since the early 1990s, Australian jurisdictions have progressively moved towards a more 
integrated approach to disability services provision in place of policies and practices of the past 
that were based on the support needs of different disability groups.

This article explores the impact of a “whole of disability” service framework on the provision 
of services to people with intellectual disability, with a particular focus on the provision of 
accommodation support services to people with intellectual disability in Western Australia.

The article was written by Deirdre Croft who has been investigating the historic provision of 
accommodation support services for Western Australians with intellectual disability as part of 
her PhD research.  Deirdre is the mother of a 29 year old son with severe intellectual disability.  
She currently works as a Collaboration Manager at the Australian Research Alliance for Children 
and Youth (ARACY) responsible for managing ARACY’s Preventing Youth Violence project.

From there to here
Twenty four years ago, in 1986, two policy developments occurred in Australia that were 

based on very different assumptions about how the formal disability services system could best 
meet the support needs of people with intellectual disability.

At a national level, 1986 saw the passage of the Commonwealth Disability Services Act 
which had the stated aim of creating an integrated disability services system that was “more 
fl exible and more responsive to the needs and aspirations of (all) people with disabilities”1 no 
matter the cause or consequence of their disability.  

While the legislative principles proclaimed that “people with disabilities are individuals”, the 
broad targeting of the legislation to “people with disabilities” as a generic group suggested that 
disability, in itself, could be considered a unifying experience, for which more encompassing 
policies and procedures could also be applied. 

In the same year, the establishment of the Authority for Intellectually Handicapped Persons 
in Western Australia created a clear distinction between the policies, practices and administrative 
arrangements for meeting the needs of people with intellectual disability relative to those for 
people with other disabling conditions.

Administrative responsibility for the provision of services to Western Australians with 
intellectual disability had previously come within the ambit of Mental Health Services (within 
the WA Health Department) which was also responsible for supporting the needs of people with 
a psychiatric disability (at the time described as having a mental illness). 
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Writing in the fi rst annual report of the Authority for Intellectually Handicapped Persons, the 
inaugural Director, Haydn Lowe noted that the establishment of the Authority on 1 January 1986 
“was the culmination of many years work by service providers, consumer groups and Government 
and followed three reports recommending on the form and structure of a separate agency”.  

He went on to say that the creation of this separate agency “… acknowledged that services 
to the intellectually handicapped are most appropriately regarded as socio-educational rather 
than health or welfare in nature”.2

The Authority’s 1986-87 Annual Report commented on the development of a fi rst Strategic 
Plan for the new agency based on four objectives: client rights; client development; client 
integration; and community acceptance.  

The strategic priority on client development was “to ensure (that) the development of personal 
and life skills of people with an intellectual handicap are promoted, acknowledged and protected 
at all levels in the community”.3 

A strong personal development focus across the life course “to achieve the highest level of 
independence possible” was also reinforced under the Authority’s principles of operation, as 
was an acknowledgment of the potential vulnerability of people with intellectual disability, 
with an associated need for measures to assure their protection (in the least restrictive manner 
possible).

Five years later in 1991, Western Australia established the Bureau for Disability Services 
which assumed broad responsibility for policy development and service funding for Western 
Australians with disabilities (other than intellectual disability for which the Authority for 
Intellectually Handicapped Persons remained responsible; and mental illness which continued 
to be a Health Department responsibility).  The appointment of a dedicated Minister for Disability 
Services at the time was acclaimed as an Australian fi rst.4 

In the same year, the Commonwealth, State and Territory Governments agreed to adopt a 
national framework under which the administration and funding of disability service provision 
throughout Australia would be rationalised.  The intent was to achieve greater service effi ciencies, 
less duplication and better accountability, and, most importantly, better outcomes for Australians 
with disability.  

Under the fi rst Commonwealth State Disability Agreement (CSDA), State and Territory 
Governments committed to enact complementary disability services legislation in their own 
jurisdictions incorporating the principles and objectives of the Commonwealth Disability Services 
Act of 1986.  The legislative principles were underpinned by an acknowledgment of the equal 
human rights of all Australians with disability, which brought with it a right to services that 
would support them achieving a  “reasonable quality of life” (with the qualifi cation that the right 
to services equated to the same rights enjoyed by “other members of Australian society”).5  

In 1993, Western Australia’s Disability Services Act provided for the amalgamation of the 
Authority for Handicapped Persons with the Bureau for Disability Services to form the Disability 
Services Commission as a dedicated public service agency with an exclusive focus on disability 
service policy, funding and provision - another Australian fi rst.  

Seven years after the celebrated creation of the Authority for Intellectually Handicapped 
Persons as a separate agency to meet the unique “socio-educational” needs of Western Australians 
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with intellectual disability, services to meet the needs of people with intellectual disability would 
now be met under the auspices of an agency with a more expansive disability agenda and a 
substantially expanded client base.6

The question posed in this article is: how have people with intellectual disability fared under 
this “whole of disability” service framework?

How many people with intellectual disability are getting support?

Monitoring the impact of these policy and administrative changes on the lives of people 
with intellectual disability has been made more diffi cult by the paucity of offi cially published 
data specifi c to people with intellectual disability that would enable reliable comparisons to be 
made over time. 

Since the Disability Services Commission was established in 1993, for example, only the 
total number of service users with intellectual disability per year has been published in the 
Commission’s annual reports, with no distinction made as to the disabling condition of people 
accessing different service types.  Published national data have been similarly generalised.

Much of the analysis below is based on data specifi cally 
sought from the Australian Institute of Health and Welfare, 
the WA Disability Services Commission and WA’s Intellectual 
Disability Database. Due to different timeframes of data 
available from these sources, to ensure comparability, the 
data reported below are current at 2006-07.

In 1992-93, fi gures cited in the last annual report of the Authority for Intellectually 
Handicapped Persons indicated that 5,125 Western Australians with intellectual disability were 
provided with services during the year (or 65% of the 7,909 people with intellectual disability 
registered with the Authority as being eligible for specialist service support at the time).   

According to data supplied by the AIHW, by 2006-07 the number of people with intellectual 
disability accessing services funded or provided by the Disability Services Commission had 
increased to 8,014 (if you count only those for whom intellectual disability was recorded as their 
primary disability) or 9,120 (if all those with a recorded intellectual disability are considered). 

Either way, between three and four thousand extra people with intellectual disability (either 
primary or recorded) were being supported in 2006-07 than was the case 14 years previously 
in 1992-93.  
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Over the same time frame, the proportion of people registered as eligible for support who 
actually received support also increased.   

Depending on whether the calculation is based on primary or recorded intellectual disability, 
between 75% and 85% of the 10,725 people with intellectual disability registered with the 
Commission as eligible for support in 2006-07 were in receipt of some sort of service support 
from the formal system, compared to only 65% in 1992-93.  

So far… so good…
Registered Western Australians with Intellectual Disability
% service users and non-service users 1992-93 to 2006-07
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How much support are people getting?
The data cited above suggest that, under the whole of disability service framework in Western 

Australia, the number of Western Australians with intellectual disability accessing services has 
indeed increased since 1992-93, both in absolute terms and relative to the number of people 
with intellectual disability registered with the Commission.  

But perhaps a little caution is called for before we crack open the champagne bottles.  

Could it be that the type and level of support people have been receiving has changed over 
time and, if so, might this also be having an impact on how people with intellectual disability 
are faring under the whole of disability service regime? 

Again, the available data do not provide a ready answer to the question.

However, a guestimate of the level of support provided may be made, based on dividing the 
allotted budget by the number of people supported within that budget. 

On this basis, in 1992-93, the budget for the Authority for Intellectually Handicapped Persons 
was $84.9 million.  The budget was expended exclusively to provide service support to 5,125 
Western Australians with intellectual disability.  This translates to an expenditure of $16,566 
per person supported.

In 2006-07, the budget of the Disability Services Commission was $334.4 million (nearly 
four times the budget of the Authority for Intellectually Handicapped Persons in 1992-93).  

According to the Disability Commission’s 2006-07 annual report, the number of service 
users for the year was 20,750 (again around four times the 5,125 people supported through the 
Authority for Intellectually Handicapped Persons in 1992-93).  Of the total number of service 
users, about a half had an intellectual disability.7  

The Commission’s 2006-07 annual report stated that the average cost of providing support 
to the 20,720 service users was $16,115 per service user.8   

Based on a whole of disability service accounting framework, it is not possible to separate out 
the dedicated expenditure on services to support the needs of people with intellectual disability 
in 2006-07 relative to expenditure on people with other disabling conditions.  

However, it would appear that, despite substantial increases in cost of living expenses and 
salary costs over the past decade and a half, the average amount expended per disability service 
user in Western Australia has not increased above the levels reported for service users with 
intellectual disability in 1992-93.

What kind of support are people getting?
Under the former Commonwealth State and Territory Disability Agreement (now National 

Disability Agreement), since the early 2000s standardised whole of year data have been collected 
from the different jurisdictions on the number of people with disability receiving different types 
of disability support services. 

Data are collected and reported under fi ve broad service categories, with between three and 
eight service types under each category.  The fi ve broad service categories, together with the 
types of services provided within each, are:
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• Accommodation support (services that provide accommodation to people with disability 
and services that provide support needed to enable a person with disability to remain in their 
existing accommodation or move to more suitable or appropriate accommodation)

• Community support (services that provide the support needed for a person with disability 
to live in a non-institutional setting).

• Community access (services designed to provide opportunities for people with disability to 
gain and use their abilities to enjoy their full potential for social independence)

• Respite (providing a short-term and time-limited break for families and other voluntary 
caregivers of people with disability, to assist in supporting and maintaining the primary care-
giving relationship while providing a positive experience for the person with disability)

• Employment (including open employment, supported employment and targeted support).

The disabling condition of people accessing different service types within each category is 
not identifi ed in the offi cially published data which means it is not possible to track how different 
disability groups are traveling relative to each other, nor relative to previously established 
benchmarks. 9

In most of the service categories, the number of reported Western Australian services users with 
disability is about what would be expected (or just under) given Western Australia’s population 
size at just over 10% of the national population.  

However, the number of “community support service” users in Western Australia for different 
service types appears to rank well above the population based expectations.  

For example, in the 2006-7, Western Australia had:
• 7,958 service users for “case management, local coordination and development” (18% of 

the national total of 44,409)
• 4,673 service users for “therapy support for individuals (21% of the national total of 

21,558) 
• 1,766 service users for “behavior/specialist intervention” (29% of the national total of 

6,135)
• 1,971 service users for “other community support (35% of the national total of 5,604).10 

In the data collection days of the Authority for Intellectually Handicapped Persons, many of 
these service types were not classifi ed, nor data collected for them in the same way as occurs 
today, such that it is now not possible to make meaningful before and after comparisons in many 
areas of service provision.

Over the same period of time, however, services that are now categorised as accommodation 
support appear to have been a more consistent category.

As such, and for the purposes of this analysis, the number of Western Australians with 
intellectual disability specifi cally receiving accommodation support services has been further 
investigated.  

At fi rst glance, it would appear that the numbers look good (even though overall, in 2006-
07, Western Australia performed much as would be expected from the size of its population 
providing accommodation support to 3,807 Western Australians with disability, or 10.1% of the 
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national total of 37,473.

On request, the Australian Institute of Health and Welfare has provided service data specifi cally 
identifying the number and characteristics of Western Australians with intellectual disability 
accessing accommodation support services.  

The data for 2006-07 indicate that:

• 2,580 Western Australian service users with a recorded intellectual disability were classifi ed 
as receiving accommodation support services representing 68% of the total 3,807 Western 
Australian accommodation support service users for the year.  (Intellectual disability 
was recorded as the primary disabling condition for 2,209 or 58% of the total number of 
accommodation support service users in Western Australia).  

By way of comparison, the Authority for Intellectually Handicapped Persons reported that in 
1992-93 there were 1,705 people with intellectual disability receiving accommodation support 
(1,210 accessing residential support and 495 receiving support to live in the community).  

Based on these fi gures, the increase in the number of service users with intellectual disability 
receiving an accommodation support service over the 14 year timeframe from 1992-93 to 2006-
07 was 875 (or an additional 62.5 service users with intellectual disability per year).   

A closer examination of the offi cial data on accommodation support service users, however, 
shows a very high number of younger people with intellectual disability aged 5-14 and 15-24 
were classifi ed as receiving “in-home” accommodation support.  

Given the long-stated policy of promoting family based care for children with disability, 
these data seem to require further clarifi cation.

The Disability Services Commission provided a more detailed breakdown of the data which 
showed that a high proportion of people with intellectual disability classifi ed as receiving in-
home accommodation support were actually in receipt of services classifi ed as “intensive family 
support” or “IFS”.  

In other words, while for the purposes of national data collection and reporting, the person 
with intellectual disability was classifi ed as being in receipt of “accommodation support”, in 
actual fact support services were being provided to enable the person to continue to live within 
the family home.  According to the Disability Services Commission website, the Intensive 
Family Support program: 

“... assists people with disabilities to remain with their family and provides families with a 
break from caring…  Support may include someone coming into your home to provide personal 
care for your family member with a disability, providing opportunities for community inclusion 
and socialisation, and at the same time giving families a break from the caring role. 

Funding is allocated to people who have been given the highest priority by an independent 
panel, and is allocated specifi cally to the person with a disability”.11 

No doubt many parents with a younger son or daughter with intellectual disability would 
applaud a service priority focused on providing intensive support to families in their caring 
role.

However, the understanding of many parents whose children are moving into their adult years 
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is that “accommodation support” refers to support that is provided to enable the person to live 
in the community, rather than to continue living within the family home.

The diagram below shows the number of people with intellectual disability classifi ed as 
receiving accommodation support services in 2006-07 and the type of support they received 
according to age.12

Western Australians with Intellectual Disability 
Accommodation support service users by age 2006-07 (DSC Tables) 
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If the number of people with intellectual disability receiving intensive family support 
funding is discounted so as to show only those people receiving accommodation support in the 
community, the age distribution and numbers receiving accommodation support within each 
age range changes quite markedly.
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Western Australians with Intellectual Disability 
Accommodation support ID service users by age 2006-07 (DSC datatables) 

0

50

100

150

200

250

300

350

400

450

500
#
 i
n
 a

g
e
 r

a
n

g
e

Residential 0 2 96 195 329 352 154 64

In-home ASF 0 16 100 100 114 105 41 12

0-4 5 14 15-24 25-34 35-44 45-54 55-64 65+

Now, when the fi gures are re-examined, a less positive picture emerges of the number of 
Western Australians with intellectual disability accessing out of home accommodation support 
in 2006-07 (either residential support or support to live in the community) compared to the 
number of people receiving accommodation support in 1992-93.  Despite the 14 year interval, 
it would appear that the number of people receiving accommodation support out of the family 
home has actually gone down (albeit only slightly).

Western Australians with Intellectual Disability
accommodation support service users 1992-93 to 2006-07

(AIHP and DSC datatables)

0

250

500

750

1000

1250

#
 a

c
c
o
m

m
o
d
a

ti
o
n

 s
u

p
p
o

rt
 s

e
rv

ic
e
 u

s
e
rs

Residential 1210 1180

Support for community l iving 495 488

1992-93 2006-07



Australian Institute on Intellectual and Developmental Disability 17

v23/3'10 • interaction

By aggregating the number of people receiving residential support and those accessing 
support to live in the community, a fi gure can be derived for the total number of people with 
intellectual disability accessing accommodation support outside the family home.  When this 
fi gure is compared to the total number of people with intellectual disability registered with the 
Disability Services Commission, the picture changes yet again.  

As can be seen from the diagram below, the number of people with intellectual disability 
registered with the Commission has increased by 2,816 or 36% since 1992-93, while the number 
of people receiving out of home accommodation support appears to have fallen slightly over 
the same period.

How many people are not getting the support they need? 
Over the past decade or so, the high level of so-called “unmet need” has dominated public 

debate about disability service provision in Australia.  In such a climate, the political defence 
has typically been to counter with an account of how much extra funding has been allocated to 
disability services over time.  As, indeed, funding has certainly increased.

But increased expenditure, in itself, does not necessarily translate into better outcomes for 
people with disability, and performance measures should surely include the number of people 
who are not receiving the service support they seek, as well as those who are.  (It makes sense that 
a person whose needs are not being met will fi nd little comfort in the knowledge that someone 
else is getting the support they need.)

In the health care system, waiting lists for the delivery of services are frequently cited as 
an indicator of performance, irrespective of the number of people for whom a service has been 
provided.  As indeed, the extent of the failure to provide services to people who need them may 



18 Austalian Institute on Intellectual  and Developmental Disability

interaction • v23/3'10

be considered just as potent a performance indicator as success in doing so to a more limited 
number. 

In the national, whole of disability services system, jurisdictional “waiting lists” are not 
routinely maintained nor reported.  

The need for “better data” both on current unmet need and on likely future need has been 
a recurring theme in the many jurisdictional and national inquiries that have been conducted 
since the review of the fi rst Commonwealth and States Disability Agreement in 1996.  Yet still 
the data seem illusive.

In the absence of reliable data, over the years, statisticians have pored over the available 
numbers, and their implications, to come up with “estimates” of the level of unmet need, which 
is often also referred to as “unmet demand”.

In 2008, the AIHW extrapolated from the results of the 2003 ABS survey of Disability, Ageing 
and Carers to generate a national estimate of unmet need for different service categories specifi c 
to people with intellectual disability.13

• For employment services, the estimated level of unmet need ranged from 1,400 people (most 
conservative) to 17,700 people (least conservative).

• For community access services, the estimated level of unmet need was estimated to range 
from 1,400 to 10,300.

The highest level of unmet need for people with intellectual disability, however, applied 
to accommodation and respite services where 22,800 Australians with intellectual disability 
were estimated to have an unmet need for these service types.  The analysis showed that, 
of the estimated total number of 26,700 people with disability who had an unmet need for 
accommodation support or respite, the vast proportion (85%) had an intellectual disability. 

The reported data would seem to indicate that, at a national level at least, unmet need for 
accommodation and respite services has disproportionately impacted on people with intellectual 
disability and their family carers relative to people with other disabling conditions.

In addition, according to the AIHW analysis, of the people with intellectual disability who 
needed help with core activities (self help, mobility or communication) to support their daily 
living or with other activities (such as cognition and emotion) to support their participation in 
Australian society, only about half had their needs fully met. 

What distinguishes the needs of people with intellectual disability from those of 
people with other disabling conditions? 

By defi nition, people with intellectual disability have signifi cant defi cits in their intellectual 
functioning, as well as signifi cant defi cits in their capacity to adapt to the requirements of their 
physical and social environment.14  The website of the American Association of Intellectual and 
Developmental Disabilities (AAIDD, 2009)15 describes how the capacity for adaptive behaviour 
enables a person to meet their own day-to-day living needs:

“Adaptive behaviour is the collection of conceptual, social, and practical skills that all people 
learn in order to function in their daily lives”.

The AAIDD website provides further details on the importance of capacity in each of these 



Australian Institute on Intellectual and Developmental Disability 19

v23/3'10 • interaction

three domains if a person is to be able to maintain an independent, personally healthy, socially 
connected and economically productive lifestyle.

The skills identifi ed by the AAIDD are presented below:

• Conceptual skills: literacy; self-direction; and concepts of number, money, and time 

• Social skills: interpersonal skills, social responsibility, self-esteem, gullibility, naïveté 
(i.e., wariness), social problem solving, following rules, obeying laws, and avoiding being 
victimised 

• Practical skills: activities of daily living (personal care), occupational skills, use of money, 
safety, health care, travel/transportation, schedules/routines, and use of the telephone

It follows that the likely impact of signifi cant defi cits in these adaptive skills will be pervasive, 
affecting all dimensions of the life of the person with intellectual disability the consequences of 
which will call for a much higher level of personal and social support, guidance and protection 
than would be the case for people whose disability is specifi c to the sensory or mobility restrictions 
their disability may impose.  

In this respect, it is important to acknowledge that many people with intellectual disability 
also have other disabling conditions which compound the impact of their diagnosed primary 
disability.  

According to the 2003 ABS Survey of Disability Ageing and Carers, 57% of people with 
intellectual disability also had a concurrent psychiatric disability and almost 60% had severe 
communication limitations. 

On the basis of all of the above, it may be assumed that most people who meet the Disability 
Services Commission’s intellectual disability eligibility criteria will require at least some measure 
of ongoing support if they are ever to leave the parental home and live more independently in 
a community setting. 

In its 2008 bulletin on intellectual disability16, the AIHW reinforced the distinguishing 
characteristics of people with intellectual disability that would most likely necessitate the 
provision of supports which people with other disabling conditions may be less likely to require 
in similar circumstances.

“People with intellectual disability encounter special challenges that are different from 
people with other types of disabilities in a number of important aspects.  For example they have 
diffi culty learning and applying knowledge and in decision making.  They may have diffi culty 
identifying and choosing options at key life transition points.  They often have diffi culty adjusting 
to changed circumstances and unfamiliar environments and therefore need high support during 
times of change” (AIHW, 2008, p.1).

Why personal planning is especially important for people with intellectual 
disability

A decade or so ago, a Western Australian mother who was applying for accommodation 
support for her school leaver son with intellectual disability distributed to other intellectual 
disability advocates the lengthy submission she had prepared in support of her application.  
At the time, the mother was facing serious health problems.  Her submission was headlined 



20 Austalian Institute on Intellectual  and Developmental Disability

interaction • v23/3'10

“By planning or by tragedy”.  The case she put was that, one way or another, her son would 
need to be accommodated away from the family home.  The transition could be managed in a 
timely, planned way to minimise any trauma he might experience in adjusting to a new home 
environment, or it would be required at a time of family tragedy which would compound the 
trauma he experienced in the process of relocating. 

As a mother with years of experience in meeting her son’s needs, she recognised that his 
severe intellectual disability made it diffi cult for him to adjust to change, even at the best of 
times, let alone having to cope with multiple changes occurring at a time of family crisis. 

In a resource constrained service system, however, it is the level of crisis in a person’s life 
that determines how people’s needs are prioritised for the rationing of scarce service support.  

An Accommodation Support Funding Fact Sheet published by the Disability Services 
Commission in November 2000 advised on the criteria for assessing the criticality of a person’s 
needs:

“Eligible people will be assessed against specifi c criteria to establish their priority or 
immediate need, that is, the extent to which their current support arrangements are at risk of 
breaking down.  This process ensures that funding is provided to the people who need it most.

Typically, immediate need is due to one or more of the following factors:

• ageing carers
• illness, poor health or stress of the carer
• the carer is supporting more than one person with a disability
• changing support needs of the person
• risk of exploitation/abuse
• the person is living in a temporary arrangement that cannot continue”.

The criteria for prioritising the relative criticality of people’s need are no longer published 
on the Commission’s website.  However, it is notable that the fi rst three priority criteria listed 
above relate to the capacity of carers to continue to provide care, rather than refl ecting the need 
for support of the person with disability or on providing developmental opportunities for the 
person to live more independently in the community.17  

Various inquiries into the provision of accommodation support in other Australian 
jurisdictions18 have reached a common conclusion: that the service system is “crisis driven” 
and that the limited resourcing available has made it possible to provide accommodation support 
only in the event of a breakdown in the person’s existing living arrangements.  

For the majority of people with intellectual disability whose support needs are being met 
within the family home19 it follows that a breakdown in existing arrangements would most likely 
occur as a result of a breakdown in the capacity of the person’s parent/s to continue to provide 
home-based care and support (due to death, ill-health or other family trauma).  

A service system in which accommodation support is provided only when the ordered world of 
the person in need of support falls down around them would seem to be especially insensitive to 
the special needs of people with intellectual disability who, by defi nition, experience limitations 
in their capacity to adjust to changes in their living circumstances and/or environment. 
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Otherwise expressed, a service system which rations support according to the level of crisis 
in a person’s life would appear to have a far more deleterious effect on the quality of life of a 
person who is limited in their capacity to adjust to change than it would on a person who is not 
so limited.

Given the unique characteristics that differentiate people with intellectual disability from 
people with other disabling conditions, it would seem all the more important, and humane, to 
plan and implement an orderly and gradual transition from one set of living arrangements to 
another, so as to enable the person’s parent carers to provide emotional continuity and support 
while they are still alive and capable of doing so.

Pre-requisites for disability service planning  
At a systemic level, the plethora of offi cial inquiries and reviews that have been conducted 

into the needs and unmet needs of Australians with disabilities over at least the past two decades 
have typically been justifi ed with reference to establishing a better basis for service planning.

In 1992 (a year before Western Australia’s Authority for Intellectually Handicapped Persons 
ceased to exist and Disability Services Commission was established) a review was conducted 
into the provision of accommodation services for people with disability in Western Australia.  
Even then, the review report commented that inadequate data was impeding planning for the 
orderly provision of needed services:

“The Committee noted the absence of appropriate information either systemic or anecdotal for 
a number of … disability groups which would adequately support the planning of services”.20

Notably, the Committee also remarked on the quality of data then available in the intellectual 
disability fi eld:

“The Committee noted the extent of information available in the intellectual disability fi eld, and 
the role of the Authority for Intellectually Handicapped Persons and other key non-government 
agencies in planning and advocating for services for people with intellectual disabilities and 
their families and carers”.

Nine years later, in 2001, the then Minister for Disability Services in Western Australia, 
the Hon. Sheila McHale commissioned two reports: one to review the process for allocating 
accommodation support funding; and the other to identify the current and likely future demand 
for accommodation support services in Western Australia.  

As the Minister said at the time:

“The peak disability organisations, families and the Disability Services Commission will 
work together to ensure that we all have a clear picture of the level of need for accommodation 
support.  We need to plan for people with disabilities, just as we plan for growth in schools and 
our ageing society”.21

And then again in 2003, Western Australia’s Accommodation Blueprint Steering Committee 
identifi ed the need for better data - both quantitative and qualitative - to enable “a more informed 
framework for planning”.

The quest for better data to inform service planning was also being expressed at a national 
level.
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The 1996 report of the review of the fi rst Commonwealth State Disability Agreement argued 
that proper planning for disability services funding and provision depended on the availability 
of… “better data”:

“Without putting a fi gure on unmet demand for services that currently come under the CSDA, 
it is impossible to plan for the development and more adequate resourcing of the disability 
services system”.22 

Ten years later, in 2006, the Senate Standing Committee on Community Services inquiry into 
the funding and operation of the Commonwealth, State and Territory Agreement cited the lack of 
jurisdictional data on the level of need and unmet need as an impediment to service planning.

Referring to the claim of State and Territory Governments that they lacked the capacity to 
provide further resources to address unmet need, the inquiry report stated: 

“The Commonwealth, while acknowledging that there is still a level of unmet need, has 
stated that the ‘data collected and made available by the States and Territories does not allow 
an accurate assessment of the level and nature of this need’ ”.23

Yet again, here we are, 18 years after the 1992 review of accommodation services for people 
with disabilities in Western Australia called for better data to support accommodation support 
service planning, still bemoaning the fact that the data are inadequate, and that data inadequacies 
inhibit a planned approach to disability service delivery. 

Except that, these days, the data available on the needs and unmet needs of people with 
intellectual disability would appear to be just as inadequate as those available on people with other 
disabling conditions, especially compared to the situation in 1992 when the WA accommodation 
services review commended the quality of intellectual disability data presented.

In the meantime, why, we might ask, do intellectually capable policymakers fi nd it so diffi cult 
to come up with reliable measures of current and future need?  

Could it be that they’d prefer not to know… just in case the numbers reveal a seemingly 
overwhelming task ahead?

But would the data really be so overwhelming?

What lies ahead?
Planning assumes some measure of predictability.  It stands to reason that a service system 

based on responding only to crises in people’s lives will inevitably defy the best laid plans 
of orderly service delivery.  Crises, of their very nature, are unplanned and unpredictable.  
(Otherwise, we would presumably put in place plans to stop crises from happening in the fi rst 
instance.) 

One of the diffi culties in quantifying demand for disability service support is that the 
majority of people with disability do not seem to need, or seek, support from the formal service 
system.24  

In a whole of disability service framework, identifying who will seek support and who won’t, 
and under what circumstances, is perhaps one of life’s great imponderables, lying well beyond 
the statistician’s reach.
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If, however, we narrow our focus to the disabling condition of people who are already the 
main users of different disability support services, and especially to the disabling condition of 
the main service users of accommodation support services, a clearer picture of potential need 
may begin to emerge.

And if we narrow our focus still further to the unique characteristics, and likely support needs 
of people with intellectual disability, estimates of need, unmet need and likely future need for 
this population group may become even more readily quantifi able.

According to data supplied by the Australian Institute of Health and Welfare on the living 
arrangements of Western Australians with intellectual disability, three years ago in 2006-07, 
close to 3,500 Western Australians disability service users with intellectual disability aged 15 
and over were living at home with family.  

In 2009-2010, those same people would now all be classifi ed as adults aged 18 and over.

The 2006-07 annual report of the WA Disability Services Commission (p. 38) reported against 
a fi ve year target set in 2003-04 which sought to: 

• eliminate the backlog in unmet need for accommodation support (estimated at 225 people 
in 2003-04) 

• keep up with projected population growth (estimated at 3.73% a year).  

2006-07 was the fourth year of the plan.  According to the Commission’s annual report for 
the year, in the four years from 2003-04 to 2006-07 inclusive, accommodation support had been 
provided to an additional 455 people with disability, averaging out at an additional 114 people 
supported per year.

Assuming that about two-thirds of this increased capacity went towards meeting the needs 
of people with intellectual disability, approximately 75 additional people a year would have 
been provided with the accommodation support they sought.25  At the same rate, it would take 
around 46 years to meet the accommodation support needs of the 3,481 Western Australians with 
intellectual disability aged 15 and over who were living at home with their families in 2006-07 
(who would now be aged 18 and over).  

On the same basis of calculation and considering only those service users aged 25 and over 
living at home with family in 2006-07 (who would be aged 28 and over in 2009-10), a close 
on 20 year time frame would be required to provide out-of-the-family-home accommodation 
support for the 1,462 people in this older cohort.
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Has a change of focus meant a change in priorities? 
In a whole of disability service framework in which the promotional focus is on people’s 

“a-bilities” rather than the impact of their “dis-ability”, it would no longer seem to be politically 
correct to highlight the differential impact of a particular disabling condition on a person’s 
capacity to cope with life’s challenges.  

Nor does a whole of disability service framework seem to make special allowances for 
the differential impact of policies and practices on the lives of people with different disabling 
conditions and/or on their family carers (with particular reference, in this instance, to the impacts 
on people living with intellectual disability).26  

Except for the substitution of “intellectually handicapped person” with the more generic 
reference to “people with disabilities”, many of the provisions of Western Australia’s Authority 
for Intellectually Handicapped Person’s Act (1985) are refl ected in the principles of the 
Commonwealth Disability Services Act (1986) and in the complementary Western Australian 
Disability Services Act (1993).

The more targeted Authority for Intellectually Handicapped Person’s Act, however, included 
additional principles that:
• reinforced the preference for the education of a person with intellectual disability to be 

provided through the mainstream system (principle: d)
• established the requirement for a clear defi nition of responsibilities for oversight treatment 

and training “when an intellectually handicapped person is in the care of the Authority” 
(principle: j)

• highlighted the importance of enabling people with intellectual disability to lead “normal” 
lives:
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“The living conditions of intellectually handicapped persons should be as close as is possible 
to those considered normal in the mainstream of society” (principle: e).27

Given the similarities between the legislative principles across the different Acts, to further 
investigate how people with intellectual disability have fared under a whole of disability service 
framework, it may be instructive to also examine how the strategic priorities have changed over 
time.

As reported in the 1986-87 Annual Report of the Authority for Intellectually Handicapped 
Persons (p. 11), the Authority’s fi rst and only fully-fl edged strategic plan was developed in 
December 1986 which defi ned the Authority’s mission as being:

“To advance the rights, responsibilities, dignity, development and community participation 
of people with an intellectual handicap”.

The strategic plan included four strategic objectives: client rights; client development; client 
integration and community acceptance – all of them specifi c to the rights and needs of people 
with intellectual disability.

Seven principles of operation, many of which identifi ed and expanded on issues likely to 
impact on the lives of people with intellectual disability and their families, were adopted as 
“corporate philosophy”.

For example, the text accompanying the principle of operation headed “development” (p. 
10) included the statement:

“It is essential that developmental programs, attuned to the needs of the individual, are 
commenced early and continue throughout life”.

The text accompanying the principle of operation headed “normalisation” included the 
statement:

“The interests of both the person with an intellectual handicap and society are best met 
when the conditons of everyday living are as close as possible to the norms and patterns in the 
mainstream of society”. 

And again:

“On attaining adulthood people with an intellectual handicap who are capable of doing so 
should have the opportunity to live independently if they so decide”.

Under the principle of operation headed “rights, freedoms and responsibilities” was 
included the statement:

“Parents, advocates, guardians, caregivers and others with a responsibility for the care of a 
person with an intellectual handicap should be aware of the rights of that person and also the 
extent and limit of their authority to act on behalf of that person”.

And under the principle of operation headed “protection” was included the statement:

“The taking of reasonable risks is important for development, and the environment of the 
person who has an intellectual handicap should eliminate only unreasonable risks”.

The same mission statement, strategic objectives and principles of operation applied until 
1992-93 when planning for a new strategic plan got underway.  However, further development 



26 Austalian Institute on Intellectual  and Developmental Disability

interaction • v23/3'10

of the Authority’s new strategic plan was superseded by the establishment of the Disability 
Services Commission in December 1993.  

Operating on a whole of disability service framework, the Disability Services Commission’s 
fi rst annual report in 1993-94 (p. 12) described the Commission’s mission as being:

“to enable people with disabilities and their families to achieve a quality of life commensurate 
with that of the rest of the community”.

The objectives for the three program areas were listed as being:

• To ensure an environment which facilitates access and participation for people with 
disabilities and their families and carers (Program 1: Community Development and 
Services Improvement)

• To assist people with disabilities and their families to achieve individual and family wellbeing 
through the provision of supports and services (Program 2: Individual and Family 
Support)

• To provide support for a positive home environment which best meets the individual needs 
and aspirations of people with disabilities (Program 3: Accommodation and Community 
Home Support).
The key strategies listed under each of the programs were strongly oriented towards the 

Commission’s role in direct service funding and provision.

Fast forward to 14 years later, the 2006-07 Annual Report of the Disability Services 
Commission (p. 17) reported on the development of a new strategic plan (the Commission’s 
third) to cover the period from 2006-2010 with the vision that: 

“All people live in welcoming communities which facilitate citizenship, friendship, mutual 
support and a fair go for everyone”.

To achieve this vision, the 2006-2010 strategic plan expanded on fi ve strategic goals: 

• Goal 1 - individuals and families: “promoting citizenship for people with disabilities and 
the important role of families, carers and friends”.

• Goal 2 - communities: “strengthening communities to welcome and include people with 
disabilities, families and carers”.

• Goal 3 - mainstream services and the business sector: “building partnerships and working 
with mainstream services and the business sector so that people with disabilities are welcomed 
and included”.

• Goal 4 - services funded and provided by the Commission: “building partnerships which 
strive for high quality, fl exible, sustainable and responsive services”.

• Goal 5 - research, planning and policy: “infl uencing the strategic direction of governments 
and decision makers through research, information and planning”.

Under each goal is listed a series of strategies in which the dominant terminology used 
reinforces the importance of relationships, partnerships, positive community attitudes and 
opportunities to enhance “access”, “participation” and “inclusion” of people with disabilities 
in the social and economic life of the Western Australian community.
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In the Executive Summary to the 2006-07 Annual Report (p 2-3), these priorities are reinforced 
in the list of major achievements documented for the year.  

While the annual report highlights the production of the Sector Health Check Report28 as 
“one of the Commission’s most outstanding initiatives” for the reporting year, six of the ten 
other “signifi cant achievements” refer to community education initiatives (either targeted or 
more broadly based) and other initiatives aimed at improving physical or social access. 

The achievement of a more welcoming, accessible and inclusive community for people with 
disability is unquestionably an important and worthy social goal.  

However, in a hierarchy of human needs, and in a service climate in which there are high 
levels of unmet need for service support, it may also be questioned as to whether community 
inclusion would rate as Priority One for people with intellectual disability and their family carers 
who, the numbers suggest, are disproportionately affected by the shortfall in specialist disability 
support services – and more particularly for accommodation support and respite services.

Annual reports of the Authority for Intellectually Handicapped Persons (1986-87 to 1992-93) 
also referred to the importance of “client integration” and “community acceptance” (which were 
listed as two of the Authority’s four strategic objectives) towards achieving a better quality of 
life for people with intellectual disability.  

But the Authority’s strategic plan also gave weighting to the need for the provision of programs 
and opportunities which “commenced early and continued throughout life” that supported 
“client development”, promoted “normalisation”, secured the person’s “rights, freedoms and 
responsibilities” and assured adequate “protection”.  

One wonders whether people with physical and sensory disability would feel comfortable 
if similar strategic priorities were to be applied to a more generic, whole of disability, service 
framework.  

On the other hand, for those of us who have had direct experience of living with intellectual 
disability (as individuals, parents, friends, supporters, advocates and/or specialist professionals), 
the operational priorities identifi ed in the strategic plan of the Authority for Intellectually 
Handicapped seem just as relevant and required today as they did then.  

If intellectual disability is to be defi ned as occurring in the developmental years, resulting 
in signifi cant defi cits in intellectual functioning and adaptive capacity, it may be assumed that 
intellectual disability has lifelong and pervasive developmental impacts which cannot simply 
be addressed by creating a more accommodating physical, social or attitudinal environment.    

By defi nition, the limitations to intellectual functioning and adaptive capacity imply a need for 
lifelong support and guidance which must necessarily be provided either informally (by family 
and friends) and/or through the formal service system if people with intellectual disability are 
to be enabled to lead a reasonable quality of life over the course of their life.

Gains and losses for people with intellectual disability in a whole of disability 
service framework

Based on this analysis, it is encouraging to note that services are being provided to a greater 
number and proportion of Western Australians with intellectual disability than was the case in 
1993 when the Authority for Intellectually Handicapped Persons was absorbed into the Disability 
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Services Commission.

It is more diffi cult to identify where other gains have been made.

Intellectual disability advocates and parent carers of people with intellectual disability to 
whom the author has spoken have, however, been more ready in their assessment as to what 
has been “lost” over the same period of time.  As variously conveyed, these reported losses can 
be summarised as follows:  

• loss of identity (where the unique characteristics and special needs of people with intellectual 
disability have been generalised to accommodate the sensitivities and lifestyle aspirations of 
people with other disabling conditions)

• loss of service focus (which recognises the lifelong developmenal needs, support for learning 
and problem solving, and likely increased social vulnerability of people with intellectual 
disability)

• loss of professional and service expertise (based on an in-depth understanding of the unique 
characteristics and support requirements of people with intellectual disability and their family 
carers)

• loss of a distinguishable advocacy voice (where previously intellectual disability specifi c 
service organisations now operate within a more generalised whole of disability service 
provision framework)  

• loss of bargaining power (where the capacity to present the case for support based on clearly 
defi ned and quantifi ed needs of a distinct population group is diminished)

• increased competition for scarce resources and service support (in competion with other, 
more articulate, disability groups advancing their own agenda)

• loss of public and political impact (due to the diffusion and generalisation of whole of 
disability messages)

• increased individual, family and social disadvantage (due to all of the above).

While this analysis has primarily reported on the disability service system operating in Western 
Australia, international expert on intellectual disability, Professor Jim Mansell (2006) suggests 
that a similar “de-differentiation” of intellectual disability services based on “the loss of special, 
separate policies and service structures with intellectual disabilities and their replacement by 
general policies and structures” is a phenomenon that has occurred simultaneously throughout 
the western world.29

Mansell also notes that “the consequences of de-differentiation may include greater 
competition for priority of resources and a lack of recognition of special issues” while “the 
idea of developmental intervention to help people overcome their intellectual disability has 
almost completely disappeared as a priority” (p. 72-73).

What is required to reclaim lost territory?
The antidote for many of the losses above would seem to lie in redressing the issues 

identifi ed.

The core requirements are:
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• A distinct intellectual disability identity: There is a need to reclaim and defi ne a distinct 
intellectual disability profi le in which the unique characteristics and needs of people with 
intellectual disability can be clearly articulated and promoted. 

• Intellectual disability specifi c data: data are required to enable monitoring, informed 
advocacy and evidence-informed action to address the unique needs of people with intellectual 
disability.

• A dedicated advocacy focus: recognising that many people with intellectual disability cannot 
speak for themselves or speak well themselves, there is a need to strengthen and adequately 
resource a strong intellectual disability specifi c advocacy voice which can represent the needs 
of people with intellectual disability and their family carers based on the best available data 
and evidence.

A concluding personal comment
As a journalist/wordsmith by professional training, I am interested in how we use language 

and the meaning we attribute to the language we use.

On which basis, I experience a certain inconsistency in the use of the word “dis-ability” as 
a generic label to describe people who are limited in their physical or intellectual capabilities, 
compared to the more precise defi nitions we apply to people with superior physical and intellectual 
“a-bilities”.  It seems ludicrous to assume we would group elite sportspeople with high fl ying 
academics into a singular category as if superior ability in either domain created a unifying 
experience.  Yet we have no problem grouping people who have a physical or intellectual dis-
ability on the assumption that the experience of disability must also create a common cause.  To 
my mind, it’s lazy language and conceptually fl awed.  

Some years ago, a highly intelligent colleague with severe vision impairment reported to me 
that the only thing she had in common with a person with intellectual disability was “humanity”.  
Surely, it is the same quality that unites us all.

Endnotes
1 Disability Services Act (1986), Section 3, objects of the Disability Services Act
2 Authority for Intellectually Handicapped Persons (1986), Annual Report, p. 1.
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Disability and Autism Spectrum Disorder specifi es “that to be eligible for Commission Services available 
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the South Australian Legislative Council Social Development Committee Inquiry into Supported 
Accommodation (2003); the Victorian Parliament’s Family and Community Development Committee 
Inquiry into the Provision of Supported Accommodation for Victorians with Disability or Mental 
Illness (2009).   

19 According to data supplied by the AIHW, of the 9,120 service users with intellectual disability in Western 
Australia in 2006-07, 6,376 or 70% lived at home with family.

20 Bureau for Disability Services (1992), Review of accommodation services for people with disabilities 
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22 Yeatman, A., (1996) Getting Real: The Final Report of the Review of the Commonwealth/State Disability 

Agreement, p. 3
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Centre for Welfare Reform

The latest report from the Centre for Welfare Reform, 
'Personalised TransiƟ on'  has just been published.  Personalised 
Transition describes how the most radical extension of 
personalisaƟ on into health care, educaƟ on and social care 
was  achieved.

Personalised TransiƟ on was commissioned by the Yorkshire & Humber Region and describes a radical 
new reform of public services. The report describes and evaluates the success of a new model of 
personalised transiƟ on to help disabled children leave school and move into adult life. But the implicaƟ ons 
of this reform go much wider, suggesƟ ng the possibility of radical reforms in health care and educaƟ on.
Developed in Sheĸ  eld by Talbot Specialist School, in partnership with Sheĸ  eld City and NHS Sheĸ  eld, this 
model is the most radical form of personalisaƟ on in the UK. The model was fi rst implemented in 2007 and is 
now being extended across the whole of the City. 

•   For the fi rst Ɵ me ever young people and families have been able to control individual budgets 
from social care, health care and educaƟ on. 

•   Families have experienced marked improvements in their lives and the lives of their sons and 
daughters. 

•   Young people with severe disabiliƟ es are fi nding work, geƫ  ng more involved in community life 
and having beƩ er lives. 

For a copy of the full report www.centreforwelfarereform.org/ <hƩ p://www.centreforwelfarereform.org/>
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What is it, if it’s not grief?
Lifelong care of a son or daughter with 

disability
Terrence C. Ryan

Abstract
Grief has been described as a multi-faceted response to an intense emotional loss involving 

physical, cognitive, behavioural, social and philosophical outcomes; it may be infl uenced by life’s 
experiences, family, culture, spiritual and religious practices. Parents providing full-time care 
of a son or daughter with disability are faced with challenges not addressed by the conventional 
view of grief.

Parents experience a range of responses to grief; they may feel overwhelmed or simply 
acknowledge its presence — each response is different. Parents live through feelings of loss 
particularly at times when reminded of expectations or prospects for their son or daughter. 
Feelings triggered by recurring thoughts; a longing for their son or daughter to be included in 
a broader community; a hopeful outlook of fairness, respect and dignity; a worrisome view of 
the future. A common trigger for grieving episodes involve feelings of loss connected with the 
thought of “what could have been” in a past, present or future context.

Potential grief (L. Futurus Dolor) is introduced to describe the potential feelings of grief and 
latent triggers that create the conditions for grieving associated with lifelong care; it is a perennial 
grief that has the potential to create grieving episodes over a lifetime.  Parents have found that 
potential grief can be better managed with understanding, knowledge and positive attitude. 

The importance of the “big picture” of lifelong care is emphasised and, accordingly, parents 
are better equipped for their journey of lifelong care; knowing what the journey looks like is 
a critical part of being prepared for potential grieving episodes. Understanding the nature of 
potential grief and lifelong care is a turning point and the beginning of how to better manage 
grief.

Future loss
Parents of a son or daughter with disability experience a range of grieving responses. Central 

to their grief is the loss of the child they expected to have a future; it was a loss of a dream, a 
future time where they would mother or father their child in the way they have experienced or 
would have liked themselves. For many parents, children are an unstated projection of their life: 
to be able to share “the things that really matter” and create memorable moments. Their picture 
of the future may be simply walking hand-in-hand along a beach with their child, skimming 
rocks, watching seagulls, wading into the surf. For most, becoming a Mum or Dad is largely 
fulfi lling a future picture: real or imaginary. Each parent has a different perspective, often painted 
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with loving brush strokes; it may involve brash and bold colours or perhaps a misty, moisty 
impression of an indistinct scene. Parents may create the picture before their child is born; it 
becomes an expectation of their future.

A parent’s response to the “loss of a dream 
unfulfi lled” varies with each circumstance; each 
parent faces their own distinct struggles; it draws 
into play their life experiences, abilities and 
resourcefulness. A parent’s response to the loss of 
what could have been is not orderly or predictable; 
it is circumstantial, time dependent and widely 
different for each mother and father. The gender 

difference in responding to a future loss is hardly recognised by conventional grief research. Yet 
the difference in gender response is evident to those who understand the loss, notably mothers 
and fathers in similar circumstances. 

Some researchers, such as Dr. Elisabeth Kübler-Ross, have identifi ed that the grief process 
follows sequential stages: denial, anger, bargaining, depression and acceptance. The process 
is referred to as the “grief cycle”. However, subsequent research has found that the process 
of managing grief or bereavement involving a staged progression through denial-anger-
bargaining-depression-acceptance is too simplistic and does not provide for specifi c grieving 
circumstances. 

Parents revisit their expectations and experience feelings of loss triggered by thoughts 
of “What could have been”. Often feelings of loss are compounded by life experiences and 
complex circumstances that require thoughtful explicit consideration, rather than a uniform 
staged approach of managing their grief — “One approach does not fi t all”. Their grief is 
complicated by the crisis-acceptance-coping stages of managing personal and family struggles 
with lifelong care; each stage is driven by unique family dynamics and individual outcomes. A 
structured stage approach with managing grief does not cater for circumstantial changing needs, 
individual/family infl uences and gender difference.

Parents have coped with grief largely through diversions: “Getting on with the job”, managing 
“the best way they can” and developing individual coping strategies. Their solution may not 
necessarily be ideal but it is their way of coping; it is intuitive and often not understood by 
onlookers. Mothers are known to have “washed every piece of fabric” in their home, while Fathers 
retreat within themselves and “keep busy doing things”. Siblings through their behaviour try to 
compensate for feeling left out and/or feeling responsible for their brother or sister. Each grief 
response is different; each person fi nds a way that best works for him or her; it is not predictable 

or prescriptive, it is largely intuitive. A moment or an event 
triggers a point of change in their lives; an outpouring of 
pent-up emotions; a sudden insight that changes must be 
made and for some, a realisation “for change to happen, 
fi rst I must change”.

Parents usually fi nd a way to manage grief; it is an individual response based on understanding 
and positive changes. Central to managing grief is the on-going capability to adapt to changing 
personal/family circumstances and introducing benefi cial changes. Making positive changes 
are key infl uences with a sense of control, moving forward and building understanding. Other 

A parent’s response to 
the loss of what could 
have been is not orderly 
or predictable

For change to happen 
fi rst I must change
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parents found that sharing their circumstances provided a way to realise their inner feelings 
and draw from the compassionate understanding of genuinely concerned supporters. Genuine 
heart-to-heart connection infl uenced the outcomes. There is empirical evidence that genuine 
connection plays a crucial role in the reduction of anxiety and depression. Parents found that if 
a number of “close friends” are involved, the more likely grief will be better managed.      

Meeting the needs of other family members may be seen as a diversion but it is also an 
effective coping strategy. “Dad, I get upset when people say things about my brother” is a 
lightning strike to a father who readily leaves behind his needs in meeting the needs of other 
family members. To be shaken out of a grieving state creates a form of denial “Don’t worry 
about me... I have to take care of this fi rst” and is not an effective solution in the long term. 
However, when a family is struggling with crises, parents will automatically rise to the occasion, 
often at high personal cost.

For most parents, grief is a continuum of jumbled emotions and realisations: it is a two-
steps-forward-one-step-backwards approach; it can be a chaotic shambles hardly resembling a 
conventional grieving process; it is a mish-mash process: disbelief, shock, numbness, denial, 
anger, hope, despair, acceptance and hope; the process is illogical and unpredictable and different 
for each family member; it may start with disbelief and in a fl ash there is hope followed by 
despair, anger, numbness and back to disbelief. Other parents may experience a totally different 
grieving process. Grieving processes are diverse and simply do not follow the denial-anger-
bargaining-depression-acceptance grieving cycle.

Parents have found that the parameters of grief continually change creating new perspectives 
that trigger a sense of loss from a past, present or future time: a toddler unable to walk, an 
adolescent struggling to communicate, young women and men wanting to participate in 
community activities, older people being ignored. 

Potential grief
When grieving has been a response to changing circumstances, such as dementia impairment, 

it has been described as anticipatory1 grief and ambiguous loss. 2,3

In contrast, parents of disabled children experience a potentially ongoing grieving process 
connected to expectations of what could have been, not necessarily what has been lost. There is 
a difference between anticipatory grief and the grief created by the loss of what could have been; 
the different grieving response with unlike situations illustrates the multi-faceted dimensions of 
grief qualifi ed by the circumstances that create grief. 

Grief experienced by parents of disabled children is “like living under a cloud, its presence is 
felt; it descends from time to time”. Grieving episodes typically involve potential or impending 
feelings of grief and triggered by underlying conditions such as thoughts of “what could have 
been” in a past, present or future context.  

When grief occurs, the challenge for parents 
is to learn how to manage their response. This 
type of grief may be described as potential grief4 
— a perennial grief that has the potential to create 
unique grieving episodes. Parents have found 
these episodes can be better managed with greater 

Potential grief: a perennial 
grief with the potential for 
creating unique grieving 
episodes
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understanding, knowledge and attitude. 

Potential grief is a continuum with wide-ranging grieving responses that refl ect changing 
individual and family needs; it has been compared to a background noise that has the potential 
to create full-scale grieving responses. The changing needs5 of a son or daughter with disability 
have created new circumstances that may trigger different grieving episodes. Potential grief 
often refl ects the changing childhood-adolescent-adult life stages and the corresponding needs 
of individuals and family circumstances. 

Parents experience a range of responses to potential grief; they may be overwhelmed or 
simply acknowledge its presence, each case is different in terms of unpredictability, degrees of 
intensity, nature and extent. “The trick is to see it coming, understand why it came and try to move 
on”. Most parents experience feelings of loss, particularly at times when they are reminded of 
their expectations or outlook for their son or daughter: a longing for them to be included within 
the broader community; anxious for their well-being: moved by their vulnerability; identifying 
with a media report.

Acceptance
Parent’s acceptance of their 

child’s disability is a personal 
and sensitive matter hardly 
discussed; it can be an intensely 
challenging time; it was a loss 
of what may have been and, 
for some, an acceptance of 
unfulfilled dreams. Grieving 
for lost dreams is a personal 
struggle that is unlikely to 
be acknowledged or openly 
mourned. The pain of grief is 

often denied as it is connected to a future time; to grieve for a future time that never existed 
may seem to be selfi sh and can help explain why it is seldom shared and, perhaps, why it is not 
generally understood.6   

Parents have found that acceptance has been a 
heart-felt life changing moment; loving care provided 
the fl ux for change and the beginning of managing 
their grief. Acceptance, particularly for fathers, has 
created a transforming moment, a change-point where 
they moved forward. In contrast, other parents simply 
got on with the job and the question of acceptance 
was never an issue. While for others, acceptance was 
postponed to another time.

Most parents learn to manage their loss through understanding and knowledge that is driven 
by a loving attitude. For these parents, their challenges involved “learning to live” with a child’s 
disability and gradually understanding how to cope. Most parents intuitively respond to their 
son or daughter’s needs through loving care. Some parents were involved with life-threatening 

I say goodbye to the child I wanted
and welcome the child who has come 

instead.
A boy who will always be my child.

A son who brings me so much,
yet so hard to bear.

Acceptance, particularly 
for fathers, has created 
a transforming change-
point to be able to move 
forward
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circumstances and are more concerned about their child’s survival rather than their grief; it is 
a time of mixed emotions and a wide range of responses, loving acceptance to rejection, from 
over-protection to indifference.7 

Parents need time to manage their loss; others require years of personal struggles before they 
truly come to terms with their situation. For them grief is at best managed, “there is no closure… 
you learn how to live with it”. 

Many parents are unable to manage their grief or changing circumstances. 

Moving Forward

Parents have found that the start of better managing their grief involved understanding the 
milestones and challenges of their journey. A critical part of moving forward involved learning 
how to better manage personal and family struggles; if crisis-acceptance-coping stages are 
manageable, then it is more likely that parents better coped with grief. Conversely, if struggles 
are not manageable it is likely that their emotional wellbeing will continue to erode supported 
care arrangements and infl uence the nature and extent of their grief. 

Parents found that grief is linked with family/personal struggles, supported care and peace 
of mind; milestones with distinct care challenges.8  

 Managing grief is a normal part of life. However, when grief is compounded with a continuum 
of shifting circumstances and lifelong care challenges, it becomes something beyond intense 
sorrow9; it has a perennial presence that can trigger lifelong grieving episodes involving a mixed 
range of emotions and intensity.  A key part of learning how to better manage potential grief 
involves developing greater understanding, building knowledge and strengthening attitude.

Many parents work through their loss independently — meeting other parents in similar 
circumstances and professionals can promote healing. Grief counselling, professional support 
groups, educational forums and parent-to-parent support groups can provide parents with the 
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resources to help better manage their circumstances. Learning how to manage potential grief with 
lifelong care is an understated challenge; it is complex, hardly acknowledged, not understood 
by most professionals and exasperated by limited or unavailable support services. 

Reaching out for help, making changes and developing personal growth through greater 
understanding, knowledge and attitude10 rests with the grieving parent. It is a challenge. It may 
be unfair to expect a parent, who is barely coping, to be responsible for taking that fi rst step. 
However, their reality is that “changes must be made”...there is no quick remedy. Learning how 
to manage potential grief is an inside-out process; it must address the make-up of a person and 
create changes to move forward through greater understanding, knowledge and attitude, which 
are all dependent.  

After-word
It has been said that if you have lost your parents, you have lost your past; if you have lost 

your children, you have lost your future; if you have lost your spouse, you have lost your present; 
and if you have lost your sibling, then you have lost a part of your past, present and future.11

Endnotes
1 Anticipatory: preventative, blocking, defensive
2 Frank JB (2007 Dec-2008 Jan). “Evidence for grief as the major barrier faced by Alzheimer caregivers: 

a qualitative analysis”. Am J Alzheimers Dis Other Demen 22 (6): 516-527.
3 Ambiguous: vague, unclear, uncertain, indefi nite, confusing, indistinct, hazy, woolly
4 Potential grief (L. Futurus Dolor): a perennial grief with the potential for creating unique grieving 

episodes.
5 Changing needs: supported care and the life shared with others.  
6 RYAN, Terrence and RYAN, Christopher. “What about me… A Guide for caring”.  David Lovell 

Publishing East Kew, Victoria, Australia, 2009.
7 DEEPAK, SUNIL. 2001. “Barriers to Social Relationships for Disabled Persons.”
8 RYAN, Terrence and RYAN, Christopher. “What about me… A Guide for caring”.  David Lovell 

Publishing East Kew, Victoria, Australia, 2009.
9 OXFORD UNIVERSITY PRESS. 2004. Oxford English Dictionary - 11th edition. UK.
10 RYAN, TERRENCE and RYAN, CHRISTOPHER.  2009. “What about me? A guide for caring.” David 

Lovell Publishing. Victoria, Australia.
11 Anon
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MY  WORD!
a refl ection on people with disability in society

by Christine Regan

Practicing what we preach!

It’s true!  OMG!  Sometimes I get so full of myself.  But I must admit, it’s still painful to be 
taken down a peg or two; especially by a younger person.

You see, I am on the Board of Management of the NSW Council for Intellectual Disability 
(NSW CID), constitutionally comprising more than half people with intellectual disability.  Don’t 
misunderstand, this is a Board of an organisation more than 50 years old, legally incorporated 
and registered as a company with ASIC.  For the last three-year term, the very capable Chair 
has been a person with intellectual disability, as has one of the two Vice Chairs.  The Chair is 
sometimes compelled to rein me in when I get carried away, and he is younger than me...

Yes I know, being on a Board is not for everyone.  In fact, many people would fi nd the 
prospect boring as batsh*t!  But not me.  As the exciting, interesting and energetic person that 
I know is buried deep down within me, I love being on this Board.

Every meeting is different, every person is interested in proceedings and every matter is 
properly and completely discussed.  There is lots of laughter, some debate and disagreement, 
often high emotion, great camaraderie.  But we are truly all peers at the table.  Apart from the 
Chair, all hold equal infl uence and involvement, everyone speaks.

Ours is a State advocacy organisation for people with intellectual disability.  Imagine 
discussing the provision of supported accommodation, trying to close disability institutions, 
when you have lived your formative years in one.  Imagine discussing the improvement of 
support services, early intervention and proper dental and medical care when you had none 
until adulthood.  Imagine trying to expand the very opportunities for people with intellectual 
disability that you needed and are never likely to access.  Imagine talking about loving families 
and support for carers when you were secluded in a disability institution with only staff.  These 
are tough and emotional topics for families, advocates and supporters, let alone for the people 
with intellectual disability who actually experienced it.

Such is the stoicism of many of our Board members.  Their generosity of spirit is inspiring. 
But it isn’t at all hearts and roses.  

Our Board does real business, discusses hard issues, accepts and responds to staff reports, 
reviews fi nances, adopts policies on issues and governance.  Legally and in most respects, the 
Board meetings are the same as any other.  Or so I imagine.  Except more fun.  And sometimes 
more dangerous.
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So how do we manage these sometimes complex, sometimes boring Board matters?

The NSW CID Board meets quarterly and conducts the same business as any other legally 
incorporated company, with the same checks and balances – though sadly not the same cheques.  
The Board operations and responsibilities are not confi ned to these quarterly meetings.  Most 
legal, operational and governance matters have been delegated to the Governance Committee, 
which is made up of Board members with and without intellectual disability. This Committee 
meets monthly and deals with mostly day-to-day issues. All signifi cant decisions made by this 
Committee are taken back to the Board. 

There are several other issue specifi c sub-committees which delve in detail into issues of 
priority for NSW CID.  These include the Accommodation Committee advocating for the supply 
of more supported accommodation and independent living options for people with intellectual 
disability.   The Health Committee has recently completed consultations on the development 
of a series of easy English fact sheets1 on health and intellectual disability.  The Employment 
Committee has been monitoring the development of issues and initiatives at a State and Federal 
level. 

For the many policy issues, the Speak Out Reach Out (SORO) Committee develops positions 
and advocacy strategies.  SORO comprises people with intellectual disability, mostly members 
of CID but not limited to Board members. This Committee is supported by our Participation 
Workers and other CID staff, and makes recommendations and progress reports to the Board.  

The signifi cant successes of NSW CID are clearly due to the skills, energy and diligence of 
our staff as well as to the astute management of and by the Board. 

So what is different about our Board from those elevated, self-important, sitting fees Boards?  
In respecting the skills and abilities of Board members, a semi-independent Participation Worker 
convenes a pre-meeting for Board members with intellectual disability, involving CID staff, to 
work through understanding matters.  Then she attends the Board meeting as an advocate for 
Board members with intellectual disability in meeting procedure and matters.  

In other words, there is considered and considerable care taken that all Board members 
understand the matters at hand.  Benefi ts fl ow to all Board members and, in my opinion, this 
has only served to improve the effi ciency of Board operations and the quality of decisions made.  
You could argue that all commercial and non-profi t Boards should have this feature. 

Another important Board initiative, introduced by our Chairperson, is the time for personal 
refl ections at the close of each Board meeting.  It usually takes less than 15 minutes and is an 
opportunity for every person present (Board, staff and visitors) to say what they thought of the 
meeting itself.  

This refl ection time allows people to immediately debrief, to release sometimes tough feelings, 
and to genuinely share.  It also provides a good basis for improvements in meeting conduct and 
procedure.  Some fairly constant complaints include not using plain English, talking too fast, not 
enough time for refreshments – and these are often from Board members without disability...  We 
repeatedly hear how a person has enjoyed the debates, been challenged to rethink their views, 
fi nally understood impacts on other people.  People enjoy and learn from the genuine sharing.

1 Available at http://www.nswcid.org.au/ 
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This is a Board where few people are absent and apologies are always received.  There is 
competition for Board positions and to become Offi ce Bearers.  People offer to join working 
parties and then actually turn up to do the work, people often share the workloads.  Unfortunately, 
these are not the usual features of other community sector Boards and Management Committees 
that I have joined in the past, where people are begged onto the committee and a quorum is not 
guaranteed. 

The Board has been operating with this structure now for more than three years.  This 
structure has withstood the test of time and trial, so now we plan to take it on the road.  We are 
so confi dent that we want to spread the message of real and actual partnerships between people 
with intellectual disability and people without disability; to share the value of involving the 
ultimate experts on intellectual disability – the people themselves; to encourage others to gain 
from the genuine inclusion of people with intellectual disability in decision-making processes.    
We want other people and organisations to engage with people with intellectual disability, and 
we think we can show them that it is possible and do-able and a job worth doing. 

The benefi ts are numerous, the personal development for all involved is visible, the process 
and meetings are dynamic, the energy is infectious and the outcomes beyond expectations. There 
is no downside.  And even as we are still learning together to face new issues and challenges, 
we are prepared to boldly go where no organisation has gone before... 

Speaking of reaching for the stars, our Board is so collectively committed to people with 
intellectual disability, to CID and its objectives that Board members often go above and beyond 
the call of duty.  The National Council on Intellectual Disability met recently in Sydney so I 
invited the NSW CID Board to join them for dinner. You might think ugh! Two Boards – double 
boring.  But no! Nearly the entire Board came, on their own time and on a Friday night!  What 
champions!
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DO YOU SUBSCRIBE TO 
AIID’S JOURNAL INTERACTION or INFORMATION SERVICE?

Interaction is the premier journal in Australia with a focus on issues affecting 
people with intellectual disability and their families.

Only $40 for four(4) issues per year or $45 for overseas subscribers!
e-Interaction is available online for $20, or free if purchased with hard copy.

Å Topics covered include:   Employment;  Education;  Accommodation.
Å Articles for publication in Interaction are always welcomed.

* * * *
Alternatively, you may wish to subscribe to 

AIIDD’s Information Service 
The Service costs $150* per year and is available within Australia only. 

In addition, e-Information Service is available from AIIDD’s website for $75*.

Features of the Service
When you become a subscriber, you will receive 11 packages a year, consisting of a quarterly generic 
package, journal content lists, newspaper clippings, press releases and other material relevant to 
intellectual disability.
�Your subscription also includes AIIDD’s journal Interaction (four issues per year).
�You can order copies of articles for personal research for the cost of photocopying and 

postage. 
�We sell publications from Australia, Britain, Canada and the United States — members are 

entitled to 10% discount.
�AIID also has a range of videos covering intellectual disability. These are suitable resources 

for staff training, presentations, teaching skills, etc. As a subscriber, you pay $10 per 10 
working days, plus mailing costs, instead of the normal charge of $20.

* Cost to individuals only – please contact AIIDD for cost to organisations.
———————————————————————————————————— 
Payment Details:     Interaction - $40 ($45 overseas)            Information Service - $150
F  Cheque/Money order                    F Bankcard, Mastercard or VISA
  Credit Card Number:    __ __ __ __   __ __ __ __   __ __ __ __   __ __ __ __
Expiry Date: __ __ __ __    Signature:______________________________

Name:      ……………………………………………………………………............ 

Address:   ……………………………………………………………………………

                 ……………………………………………………………………………

Australian Institute on Intellectual and Developmental Disability
PO Box 771, MAWSON ACT  2607   AUSTRALIA

Tel: 02 6296 4400    /   Fax: 02 6231 7319    /     Email: guna.adens@ncid.org.au
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