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The Australian Institute on Intellectual Disability

The Australian Institute on Intellectual Disability (AIID) operates as the information, research
and development arm of NCID. The AIID 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 AIID 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 AIID include:

Publication and Sales

The AIID 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 AIID’s Policy Research Briefs is to establish what is known and not
known about an issue utilising and synthesising extant research, then to define 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 AIID 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 AIID 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 AIID 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.

2 Austalian Institute on Intellectual Disability



v21/4'08 + Interaction

@
I NSIDE

EdItOrial ... cov ven cer cor vt tee ten tee con vee cee eon see soe sen soe soe see o see ses soe soe aes 45

Are Needs being Met? An assessment of the new Federal Government's
disability and carer activitieS ... ... cc. vev vee ver vee vee tee ce cun coe sen aee cne sen sen a0 ses 0o 0-38
- by Margaret Ryan

CONFEIEIICES .ev cvr cee cer tee cee e cee coe see coe soe see soe ses see see soe sas soe oo aoe ooe

Contributions (email attachment if possible to aiid@ncid.org.au) and correspondence to:

Australian Institute on Intellectual Disability
PO Box 771 Mawson ACT 2607
Tel: (02) 6296 4400 / Fax: 02 6231 7319

Internet Email: aiid@ncid.org.au ~ Home Page: http://www.ncid.org.au/aiid .htm
Editor: Helen Fisher

Editorial Committee: Mark Pattison, Norma Rigby, Dulcie Stone and Monica Gourley
Printed By: Union Offset Printers

Articles in this journal are the responsibility of their author and do not necessarily represent the
views of the Australian Institute on Intellectual Disability.

Copyright © AIID
All rights reserved. No part of this work covered by the copyright herein may be reproduced or used in any form
or by any means--graphic, electronic or mechanical, including photocopying, recording, taping, or information
storage and retrieval systems--without the permission of the publisher.

Australian Institute on Intellectual Disability 3




interaction * v21/4'08

®
l Editorial

The Opportunity to Make a REAL Change

In reading Margaret Ryan’s analysis of current Australian Government policies and initiatives,
the reader will want to seek an assurance that “things cannot be that bad”! And, reading on,
a likely response will be, “but these policies and initiatives all have behind them the ‘good
intentions’ of both politicians and public servants”.

Margaret Ryan provides a snapshot taken in mid-2008, and it is important to remember
that most of the Australian Government’s policies and initiatives have only just begun to be
implemented; the Labor Party has only been in government for 9 months!

At the end of the analysis, I was reminded of the saying “the road to hell is paved with good
intentions”. The importance of Margaret Ryan’s analysis is that it reminds us and the policy-
makers that the Australian Government has both a challenge and an opportunity. Having (with
the best of intentions) set itself on a path to make a difference, the Government has boldly
stated that it has the political will to devote energy and money to ensuring a quality of life for
all Australians with disability!

The opportunity, as a new government, to make a REAL change in the lives of people with
disability and their families: to bring about a transformation of the way in which the Australian
Government provides support to ensure that people with disability are not only at the ‘centre
of policy’ but have REAL control over their lives and support; and to ensure that support is
available to all who need it, not only to the few who are in crisis.

The challenge is to ensure that the Australian Government's policies and initiatives translate
from the rhetoric into practice in such a manner that the ”good intentions” — better lives for
people with disability — are achieved and not lost in bureaucratic tangles.

In trying to find a reference for the above quote, I came across a number of other quotes that,
within the context of making a REAL difference, are worth (brief) contemplation:

e “Hell isn’t merely paved with good intentions, it is walled and roofed with them”.

* ”Itis not good enough for things to be planned — they still have to be done; for the intention
to become a reality, energy has to be launched into operation”.

* “Leadership is the wise use of power. Power is the capacity to translate intention into
reality and sustain it”.

* “History is a better guide than good intentions” (and history, unfortunately, tells us that
Margaret Ryan’s analysis is more likely to be right than wrong).

* ”Quality is never an accident; it is always the result of high intention, sincere effort,
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intelligent direction and skillful execution; it represents the wise choice of many
alternatives”.

And to finish, my two favourites:

* “Remember, people will judge you by your actions, not your intentions. You may have a
heart of gold — but so does a hard-boiled egg.”

* “No one would remember the Good Samaritan if he’d only had good intentions — he
had money, too” (by Margaret Thatcher, reminding us that the Australian Government
has not only the good intentions but the money to make a REAL difference).

Editors Note: If anyone would like to respond to Margaret Ryan’s analysis, please forward your
comments to us and we will ensure that she receives them.

Australian Institute on Intellectual Disability 5
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Are needs being met?
An assessment of the
new Federal Government’s
disability and carer activities

Research, analysis and commentary prepared by

Margaret Ryan *
June 2008

Summary

This is a detailed paper about what is taking place at the Federal Government level to determine
the future shape of services to people with dependent disabilities and their families. To each
activity under consideration it applies a merit test: What is the potential of this activity to meet
the needs of people with dependent disabilities under 65 and their families?

Under disability policy, funding initiatives and funding reviews, it overviews and critiques
13 activities:

1. COAG Reform Agenda

2. New Framework for Federal Financial Relations

3. Development of Commonwealth State Territory Disability Agreement

4. National Disability Strategy

5. National Mental Health and Disability Employment Strategy

6. Ratification of UN Convention on Rights of Persons with Disabilities and Not Signing
Optional Protocol

7. Redirection of funding from Disability Assistance Package

8. Transfer to disability sector of COAG Health Services program: Younger People in
Residential Aged Care

9. National Partnership Payment for supported accommodation

10. Extension of utilities allowance to Disability Support Pensioners

11. Special Disability Trusts: Senate Inquiry

12. Disability Investment Group

13. National Disability Insurance Scheme

Under carer policy, funding initiatives and funding reviews, it overviews and critiques seven
activities:

* Margaret Ryan’s youngest sister is the mother of a child — Benjamin - born with profound|
and multiple disabilities. “Benjamin’s Story” was published in Interaction in 1995 and was|
followed by the two-part “Promises and Illusions” in 1996. “Promises and Illusions” was a
review of the reality of support for children with disability and their families. Her sister’s
ongoing battle for support for her family means that Margaret has continued to write and speak
out on disability issues.
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14. Better support for carers: House of Representatives Inquiry
15. Carer legislation reform

16. Lump sum bonus payment to carers

17. Extension of utilities allowance to Carer Payment recipients
18. Changes to the Carer Payment (Child)

19. Australia’s Future Tax System review

20. Financial security of carers and seniors

The paper identifies that there is no first order initiative for meeting care needs as a population
continuum—children, younger people, ageing people — and meeting the needs of people currently
providing unpaid care. It is considered that the failure to acknowledge the significance of carers
as being the core of service provision, and the failure to recognise that individuals requiring
care at a particular stage in the continuum will more than likely always require care, consigns
the matter of policy and funding to a second order or lesser issue.

The paper concludes that five commitments are required:

* the provision of care as a first order issue

* meeting the needs of people with dependent disabilities and their families

* eliminating unmet and under-met need and its adverse effects

* the rule of law, to legislating a right to services

* transparent policy accountability, to indicators and benchmarks, to make economic
and social rights a reality

INTRODUCTION

Since winning the election on 27 November 2007, the new Federal government has been
active in putting its stamp on the social, economic and environmental landscape of Australia,
laying the foundations for the future.

While there is a lot of activity in areas which affect people with dependent disabilities aged
under 65, their families and carers, there is no holistic focus on meeting the needs of these
people.

Unmet need is the cancer of disability services. One only has to consider how few people
receive a funded service to get some measure of the depth of unmet need:

* Only 5 per cent of people potentially requiring accommodation support get a service
- 95 per cent miss out

* Around 13 per cent get community support — 87 per cent miss out

* Less than 7 per cent get community access — 93 per cent miss out

And it is similar for respite and employment. (Source: Table 2.2, AIHW 2007, Disability
Support Services 2005-06, national data on services provided under the Commonwealth State/
Territory Disability Agreement).

Further, this count of people receiving a service does not provide a measure of those who
receive an inadequate service, that is, have under-met needs.

Just as destructive is the plight of ageing parents and their sons and daughters. Currently
there are around 60,000 people with a severe or profound disability aged 35 years or more still
living with their parents — not necessarily because they want to but because there is no other

Australian Institute on Intellectual Disability 7
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accommodation available. (Source: ABS customised data, 2003 Survey of Disability Ageing
and Carers) Accommodation and support therefore, although always having been an issue, will
become even more significant over coming years as ageing parents die or become incapable of
continuing to function as unpaid care-givers.

Intrinsic to the cancer of unmet need is the fact that neither Federal nor State disability
legislation enshrines the basic right of access to services; even though this right of access to
services is the foundation for realising equal opportunity and a fair go for people with dependent
disabilities. Based on relative need, disability legislation actually excludes people from
appropriate services who fit the eligibility criteria. There is no Federal legislation recognising
the needs and social and economic rights of families or carers.

The purpose of this paper is to survey and critique the major reforms being undertaken by
the new Federal government which impact particularly on people with dependent disabilities
and their families. This is to encourage and assist debate on the issues and direct attention to
the outcomes needed to ensure that the reforms benefit people with dependent disabilities and
their families. It is the families who are the core service providers, but the impact on families,
and their needs, are too often treated as peripheral issues when decisions are being made.

The paper tests the merit of each activity by asking the question: What is the potential of this
activity to meet the needs of people with dependent disabilities under 65 and their families?

A: DISABILITY POLICY

In this new era of co-operative federalism at the Council of Australian Governments (COAG),
the needs of people with disability and their families are excluded as a first-order issue from
the new dynamic rigor of COAG policy-making. Disability services are not part of the seven
working groups that have been established to drive ongoing change, and to develop and implement
the COAG reform agenda, despite being flagged as a sector for specific purpose payment. It is
obvious that the needs of people with disability and their families are not a matter of national
priority.

The policy work around disability services is bunkered down within negotiations to renew
the Commonwealth State/Territory Disability Agreement (CSTDA). Advice is primarily being
provided by officials and advocates who have consistently ignored the families providing the
vast majority of accommodation and support to people with dependent disabilities.

The changes flowing from the reform of Federal Financial Relations will create a new playing
field for the disability sector with new rules of engagement. This is, however, unlikely to bring
about the fundamental change required to build a sector with service funding and delivery
models, and performance indicators, which accommodate the factors driving need and demand,
and met and unmet needs.

The development of a National Disability Strategy over four years is without rigor and has
all the appearances of being captured by State and Federal bureaucracies and so-called experts
who stifle and suffocate rather than stimulate and energise informed considerations on policy
and funding.

A Mental Health and Disabilty Employment Strategy is being developed separately from, and
well ahead of, the National Disability Strategy. The combining of mental illness and disability
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adds complexity to any monitoring and accountability of the Federal government. It is not
apparent how any strategy will be aligned with Federal employment responsibilities under the
CSTDA.

The National Interest Statement (NIS) on ratifying the new United Nations Convention
on Rights of Persons with Disabilities is a reality check as to the rights-based provision of
disability services and the Federal government’s funding commitments. The NIS makes it
clear that:

¢ the Convention does not create any new rights,

* enhancements to the processes of eliminating discrimination and improvements in
disability services are already being financed,

* ratification is unlikely to impose any significant costs on governments (noting that
Queensland does not share this view).

Despite proceeding with ratifying the Convention, it is an indictment on the new Federal
government that it demonstrates no intention of signing and ratifying the Optional Protocol to
the Convention. The Optional Protocol sets up a complaints mechanism to the Committee on
the Rights of Persons with Disabilities for individuals and groups from those countries who
have signed and ratified the Protocol. Australian individuals or groups with complaints will be
unable to access this international forum to test adherence to the Convention.

The following table sets out details on activities and reform initiatives impacting on disability
policy and assesses the potential to alleviate unmet and under-met needs. This encompasses:
1. COAG Reform Agenda — Potential: Minimal
2. New Framework for Federal Financial Relations — Potential: Dubious

3.  Development of Commonwealth State Territory Disability Agreement — Potential:
Limited

4.  National Disability Strategy — Potential: None

5. National Mental Health and Disability Employment Strategy — Potential:
Limited

6. Ratification of UN Convention on Rights of Persons with Disabilities and Not
Signing Optional Protocol — Potential: None

Australian Institute on Intellectual Disability 9
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B: DISABILITY FUNDING INITIATIVES

Since the change of Federal government, there has been no change in the spin put on funding
announcements. These announcements would have most people believing that there is a rosy future
for people with dependent disabilities and their families, when this is not the case.

In May, the Ministers announced an output of more than 24,500 places for respite, individual
packages and accommodation support from the funding being provided over the years up to and
including 2011-12. This announcement did not include any definition of what services would be
provided in a ‘place’ yet the number is set down alongside the Australian Institute of Health and
Welfare (AIHW) estimate of 23,800 people with unmet demand for accommodation and respite
services, creating the impression that all these people and more will have their needs met. No mention
was made by the Ministers of the unmet demand for community access services, conservatively
estimated by the ATHW as being in the range of 1,000 to 6,600 people.

No mention was made of the 23,800 people being the conservative estimate by the AIHW for
2005 unmet demand, with the possibility that the estimate could be as high as 31,700 (and as low as
15,900) people. No mention is made either that the population of people with severe and profound
disabilities is estimated to increase by nearly 5 per cent between 2006 and 2010 (34,600 people).
No mention was made that the funding will be paid over four years, and that the full complement
of Federal relief will not be available until 2011-12: $124.5 million in 2008-09; $154 .4 million in
2009-10; $252.6 million in 2010-11; and $369.7 million in 2011-12. The cancerous unmet need is
being deeply entrenched.

Government acknowledgements that more needs to be done are cold comfort, when there is no
appearance of more being done by way of substantial funding commitments, and little transparency
around what is being done or planned to be done. Moving the COAG program for people under 50
in residential aged care into the disability sector is akin to putting more deck chairs on the Titanic.

The Federal government has actually let State and Territory governments off the hook to the
tune of foregoing $151 million in matching funds it could have required for the $100 million it
has committed for supported accommodation (being paid in 2007-08) and $51 million in existing
respite contracts being transferred to the Sates and Territories. The two to three hundred supported
accommodation ‘places’ being provided from the $100 million for capital works is breathtaking in
its inadequacy, given the thousands of ageing co-resident parent carers in Australia.

The payment of allowances, such as that for utilities and telephone assistance, distracts attention
from serious consideration of the adequacy of income support, currently tied to one-quarter of male
total average weekly earnings. Allowances are also a way of limiting financial commitments, by
using a household as the basis, rather than the persons on a pension. Further, as the disability pension
is not payable until the age of 16, when it is only a part-pension anyway, families who may only be
receiving the disability allowance (child) are excluded from payments tied to pensions.

The following table sets out details on activities and reform initiatives regarding funding, and
assesses the potential to alleviate unmet and under-met needs. This encompasses:

7. Redirection of funding from Disability Assistance Package — Potential: Very Little
8. Transfer to disability sector of COAG Health Services of younger people in residential
aged care — Potential: Limited
. National Partnership Payment for supported accommodation — Potential: Miniscule
10. Extension of utilities allowance to Disability Support Pensioners — Potential:
Minimal

Australian Institute on Intellectual Disability 17



interaction * v21/4'08

AV 2y) woiy 9)1dsax 03 pajedo[e
uoI[[Iw OG$ Jo SuIpuny paydjew oN

Aoenbape 901AI0S 0) SB SUOIIBIIPISUOD ON
U0 1od ()8 19A0 [[1IS 901AISS © Fura3 jou
suonendod [enjuajod Juarnyy -901AISS
andsar e Sumpes ofdoad ur asearour Juad
Iod ¢ pue 901105 110ddns uonEpOWLIOIIL
ue 3unes opdoad jo roquinu ur 9seaIOUI
Juad 1od ¢ ' sueow juounwwod jndinQ

"“PSUYIp 10U DIAIIS JO
sarnseoaw jndino o3eyoed,, pue  oov[d,,

‘sIe[[op
JO junowre jeym JOJ 9OIAISS JO JUNOWE
jeym apraoad [[ia uonorpsun( yorgm o3 se
AN[IqeIunosoe pue Kouaredsue) Jo Joe[ [8I10],

NN A13A :[enuoq

Jpd 80L& INOE onbrunwwo)

SINSTUIIN ™~ KITIQesIA/1L9E/89EDT69ASTV L-+998-V 8
-G565-89€0€ Y9T/SAIATUOPI/IN/NE A0S MU oypep mmm//:dny

¢ pue g s1adeq 198png ‘ne'A03193pnq mmm

‘saoe[d

00S‘{ UeY} 2I0W [B10} U] "BI[EX)SNY SSOIOE ‘SWIO] Jo oFuel

e u1 ‘saoe[d andsar oo Q1 pue sadeyoed 11oddns [enpiarpur
0066 ¢sooe[d uonepowwosoe payroddns ¢z ‘sooerd
1oddns swoy-ur o¢‘z :op1aoid p[nom s1y) ‘3urpunj AI0JLIIA],
/31€1S O} PIPPE ‘Jey} PIduUNouUe SIASIUIA ‘800 ABIN Ul

“JuowoSeurw
JTWIOU0J9 [qISUOdSaI 0] JUSUNTWWOD UO IAI[IP 0] PAIIPISUO))

"CI-T10C ut uorIw /'69¢$
pu® ‘11-010T Ut uoIu 9'Z¢T$ “01-600C U UOH[IW ¢ #C1$ 60
-800C UI UOI[[IW G 7] $ :oTe JedA OB Ul PALIdJSues) 99 0) spuny
U, JuawaaIdy AN[IQeSI(q AJOIIIQL/AIRIS I[BMUOWWO)) A}
01 (V) 98eyoeq aouelsissy AN[Iqesi 2y} WO SIedk Inoj
IOAO UOI[[IW 7' [06$ JO Surpuny 100Ipal [[IM JUSWIUIIAOLD) Y],

UoI[IW 796$

sem 3urpuny gvq
JUSWUISAOLD) PIEMOH

VALSD 01 d3exyded
oursIssy AIqesI(q
(JuoWUIdA0D)
PIEMOH)

woiy 3urpuny

JO uOnOAMPIY

SPIIN PIN-IRPpU]
PUE JoWIu() JBIAJY 0 [BNU}0]

SIANRNIU] WLIOJYY

Apanoy

L ON

18 Austalian Institute on Intellectual Disability



v21/4'08 « Interaction

"Suntodar SOLIOILLIDT, pue s9JelS
uo spuada(q ‘sewodIno/syndino o) se
An[Iqeiunosoe pue Aouaredsuen jo yoe |

"aIed page [BUAPISAI UI G
-0 page opdoad (O¢* ¢ punoiIe ‘9(-600T Ul

“9Ied Page [BIIUSPISAI IOJUS JOU

op (S Iopun 9rdoad mau jeyy os Surpraoid
S [[oM SB (90T dunf Q¢ 18 0001 1940
jsnf) ared page [eNUAPISAI UI ()G Jopun
pa3e o1doad oy 10J 901A10s 9yenbapeur
Suroedar 10] Surpung 1y3n AIoA ST SIYT,

pajuIy :[enudjoq

¢ pue g s1aded 103png ‘ne'A03:103pnq mmm

"sIeak ()G uey) ss9f pase o[doad 03 uaaIg Ajuornid yim ‘ared page
[enuaprsar ur AJjiqesip e yim ofdoad 103unoA Jo requinu
Suronpai jo asodind 9y 10J ‘SOLIOIIIQ], pUE SJB)S WOIJ UOI[[TW
7T1$ PUB JUSWUIdAOL) [BIOPS WOIy Surpuny uorIw Zz1$

YIIM ‘JUIWAAISR UOI[IUW 47§ JedL-0AY B ‘900 A[N[ WOIJ S

ae)
Pady [enuopIsay ul
Aypiqesiq yim sdosq
Io3unog J1oj weigoxd
SAOIAIRS IeOH
DY UL ay)

woly Surpuny (4dS)
JuowiAed 9soding

ogroadg 101995
AypIqesi ur uorsnyouy

SPIIN PIN-_PUN
PUE JoUIU() 3)BIAIY 0} [BNUN0J

S9ANRNIU] WLIOJYY

ApAnRY

8 'ON

19

Australian Institute on Intellectual Disability



Interaction * v21/4'08

"ONISIUSY0) 159q Je SI 31 ‘uoisiaoid oy 10J siseq

pastape-A[orqnd Aue Jo 9ouasqe 9y} uf
‘sanI[Iqels punojoid pue 9I0AdS YIIM QIOW
IO SIBJA G PaSe sI19)y3nep pue sUOS Iy}
0} ;yoddns pue uonepowwodoe Surpraoid
s1o1e0 Juared )OO (09 pPUNOIe I8 I,

Jpd: 80ARINOE onbrunuwwo)

TSINSIUIN~ANIQRSIA/T L9€/89€DT69ASTY L-+998-V 8d¥
-G565-89€0EH9H/SAIATUOPI/IN/Ne A0S msur oypep mmm//:dny

wjo

*GETO Oseo[aI BIpaW/QO(Z/Sea[ay/eIpaw/ne A0S wd mmam//:dny

¢ pue g s1adeq 1038png
ne'A03°193png mmm

"Wy JB WY} JOJ 218D JOFUO[ OU UBD
pue 3urage a1e syuared asoym Ajjrqesip ym ojdoad 10J o[qe[reae
9q os[e [[Im Ay, ‘uonepowwodoe Jeudordde oaey Apjuarmd

j0u Aew oym AJqiqesip yym o[doad 03 s[qe[reae aq [[im sooed UOIEPOWOd®
“sooeyd uonepowwodde payroddns mau asay ], “Aqiqestp yim opdoad paonoddns
UOTIEPOWIOIIR @Oﬁommﬁm 60¢€ OUTVO.HQ oL J0J SAITAISS UOIIRpOWIUOdd8 @DﬁOQ&Sm OﬁT/OHQ 0] $91831S 2y} 10} uﬁua\mwm
JSISSE 0] “JUAWIAI Y AN[IqeSI(] AIOJLLIQ] /AIe]S I[BIMUOWIO)) diysroureq
I[NOSIUIIA [enuajod ay 1apun ‘g(0-L00T Ur spunj [eyrdes ur oty 001$ [euoneN
SPIdN RIN-1Bpu]
PUB jowu ) 3eIAI[[V 0] [BJUdj0d SeAneNIU] ULI0JOY Aoy
6 "ON

20  Austalian Institute on Intellectual Disability



v21/4'08 + Interaction

*110409 JuedyIugIs © Jurpnoxa

sy} “(P[IYD) 90UBMO[[Y I9Ie)) 0} POPUIX? J0U
Qouemo[[e senImn inq ‘uorsuad 1ed v A[uo uay)
pue‘g] pade uosiad [un S[qe[TBAL JOU UOISUS]

"07$ JO N0 xB) APooMm B JATOAI

[Ia — sSurured APoam d3eraae — (00 8§ U0
IOMIOM B UBSW SINO XB) dwooul euosiad g0z
AIN[ T 78U} 9JON "SWODUT A9 0} A[[eururuu

7 Iodeq 193png pue yooadg 103png ‘neA03 193png mmm

“Jo9Mm ® SJUQD G§ punoie
9sBAIOU] ‘JeA B 7§ 01 88$ WOIJ ‘1§ AQ PISBAIOUT OUBMO[[Y
suoyds[ag, -a1e1 paseaIour oy} 10J AJirenb 03 sweu s, 1oulred 119y) 10
$,3Ua1d1091 9} UT 9q ISNU ADTAIIS JOUISIUI Y], "UOTIOUUOD JOUIIUI
owoy 10J 9[qISI[e douemO[[e duoyda[e) oy} 9AI130a1 oym 9[dooq

SUOI}O2UUO0D
JoUISIUT QWOY
YIIA QOUBISISSY

sppe 1eak © 9171 $/YSIUMI0) B 08 9GS JO SIouolsusd
uorIsuad AIIqesi(] 9.l WNWIXLUI JO SWOodUT “(xoyrenb 1od ¢z 1¢) 1oquece pue | woddng Ajiqesiq
uosIad o[3urs © 0] oM © ()9'6$ JO ASLAIOUT Uy Toquuaydag “ounf ‘yorejy ur sjuswked yim LAorrenb pred oq [rim 0} OUBMO[[V
1] "93e Jo 2andadsau (paurquod sa[dnod 10) so[3uls 10J 00S$ O3 sanIm Jjo
[BWIUIA] :[€1JU)0J | POSBAIOUI 9Jel [eNUUE DUBMO[[Y SONII() Y} ‘Y007 YOIBA WOl UOTSUIXF
SPIIN PIN-1pU]
PUe jouru() 9jBIAI[[V 0] [eNjud)0d SIAneNIu] WI0JY Aypanoy

0T ‘'ON

Australian Institute on Intellectual Disability 21



interaction * v21/4'08

C: DISABILITY FUNDING REVIEWS

There are also some reviews related to the funding of disability services whose findings will
be impacted by the Australia’s Future Tax System review. Consequently, the merit of these
activities will be found in their potential input into the Tax review. Thus, the potential of each
activity to alleviate unmet and under-met needs has been assessed as modest.

The three activities are:
11. Special Disability Trusts — Potential: Modest
12. Disability Investment Group — Potential: Modest

13. National Disability Insurance Scheme — Potential: Modest
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D: CARER POLICY

A fundamental question in any discussion about carers is “Who is a carer?” The ABS Survey
of Disability, Ageing and Carers is the basis for defining who is a carer in Australia. The integrity
and professionalism of the ABS means its survey terminology is tightly defined, as is apparent
from the nine-page glossary for the Disability, Ageing and Carers survey.

The ABS answer to “Who is a carer?” includes consideration of the assistance, that is, help
or supervision, being:

* to persons with disabilities or long-term conditions or older persons

* informal, meaning unpaid, though it can be paid if the provider is living in the same
household

* ongoing — for at least six months

* where the care recipient lives in the same household, the assistance is for one or more
of 10 defined activities

* where the care recipient lives in a different household, the assistance relates to ‘everyday
types of activities’.

The survey then identifies primary carers in the carer population, being the person who
provided the most informal assistance for one or more of the three core activities: communication,
mobility and self-care. The three core activities have defined tasks.

The most recent survey is from 2003, the next is scheduled for 2009. In terms of quantifying
carers, in round figures the 2003 survey identified around 2.6 million carers (ABS Disability,
Ageing and Carers, Summary of Findings, 2004). The carer landscape is, however, more complex
than the simple round figure, for example:

Carers
*  13% of people living in households were carers (2,557,000 people out of 19,628,200)

*  When you exclude persons aged less than 15 years, 12.5% were carers (2,455,400 of
15,728,200)

*  There were 101,600 carers aged less than 15 years.
Primary carers

* 2.4% of the population aged 15 years and over were primary carers (464,600 out of
2.,455.,400), or 1 in 5 of the carer population is a primary carer, so the qualifier for being
a primary carer makes a significant difference to the numbers who are counted as carers
and those who are counted as primary carers

*  78% of primary carers (371,200 people) cared for a person living in the same
household.

In Australia’s Welfare 2007, the AIHW reported that the issues for carers of people with
different types of disability have been highlighted by recent work. For example:

* A review of mental health care in Australia found that the carers of people with
psychiatric disability may find their role more demanding due to an ongoing lack

26 Austalian Institute on Intellectual Disability
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of treatment and accommodation services for the person they care for.

*  Asubstantial proportion of parents of younger children with disability report a need
for more support (48%). Respite care and financial assistance are the most frequently
requested types of support for primary carers of children aged 0-14 years.

The work of the ATHW and other studies make it obvious that:
* the age of the person requiring assistance and the age of onset of disability; and
* the type of disability and the support available for a person with a particular
disability
are two key factors driving the work which carers undertake, the demands this work creates,
and the extent of met and unmet need.

As well, there is also the impact on carers of the adequacy of service from three sectors:

* mental illness,

* disability and people aged under 65, and

e aged care for those 65 or more.

There are two policy initiatives on the table for carers. These are:
14. Better support for carers inquiry — Potential: Doubtful

15. Carer legislation reform — Potential: Unknown
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E: CARER FUNDING INITIATIVE

The critical aspect of funding initiatives for carers is that the benefit depends on the carer
being in receipt of either:

. Carer Payment (Child) or (Adult), which is income and asset tested and may
be taxable - currently around $550 a fortnight

or

4 Carer Allowance (Child) and/or (Adult) which is free of the income and assets

test and is non-taxable — currently around $100 a fortnight.

Detailed assessment is required to be eligible for the Payment and the Allowance. The Carer
Payments (Child) and (Adult) have participation restrictions on work and study. These restrictions
deny the ability to undertake care tasks outside of standard working hours.

It is not well-known that less than 5 per cent of Australia’s 2.6 million carers get a Carer
Payment, and less than 15 per cent get the Carer Allowance (based on Australia’s Welfare 2007
figures as at 31 December 2006: 111,419 people receiving Carer Payment and 382,490 receiving
Carer Allowance).

A significant shortcoming of tying carer funding to the Payment and Allowance is that carers
of children and carers over the age of 65 in particular can ‘miss out’ because of the difficulties
with accessing the payment and allowance. For example, in the recent review of Carer Payment
(Child), about 10 per cent of those getting Carer Payment were not getting Carer Allowance
(Child). The changes to the Carer Payment (Child) do not come into operation until 1 July
20009.

The nuances of the Payment and Allowance also permit spin, presenting to the population at
large a very favourable but nonetheless biased and misleading rendition of Government action.
For example, in his address to the ALP at the Gold Coast on 21 June 2008, the Prime Minister
commented on: An additional $1.1 billion for Australia’s 430,000 carers in this Budget - giving
recipients of both the carer’s payments and the carer’s allowance an additional payment this
year of $2,100.

In actual fact, the vast majority of carers getting funding, that is, those getting only the Carer
Allowance, will get an additional payment this year of $600, as a one-off bonus which has been
paid since 2004-05, which is $1500 less than what is being touted. To mention 430,000 carers
in the same breath as an additional payment of $2,100 is at the very least despicably misleading
and an unacceptable creation of ignorance within the general public about 2.6 million carers.

There have been three funding activities aligned with the Carer Payment or Carer Allowance.
This alignment highlights need to rigorously consider reliance on allowances to increase income
support and the benchmarking of the pension at one-quarter of Male Total Average Weekly
Earnings (MTAWE) as being proper financial recompense for services provided. The activities
are:

16. Lump sum bonus payment to carers — Potential: Modest
17. Extension of Utilities Allowance to Carer Payment recipients — Potential: Minimal

18. Carer Payment (child) assessment — Potential: Modest
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F: CARER FUNDING REVIEWS

In his May Budget speech, the Treasurer confirmed the undertaking of “The most
comprehensive review of Australia’s tax system since World War 2.”

It is a worry as to whether or not, in the myriad of reforms taking place, there is sufficient
intellectual capacity and diversity of views to arrive at balanced decisions that can withstand
changes to the tax system.

The reviews that will impact on carer funding are:

19. Review of Australia’s Future Tax System — Potential: Unknown

20. Investigation and report re financial security of carers and seniors — Potential:
Limited

34 Austalian Institute on Intellectual Disability



v21/4'08 + Interaction

"(mojaq
07 ON 22§) MIIAI STY) 0}

SoUo9adg pue BIPIJA ‘NE A0T IQINSBAIY MMM
WAISAS XeT, Imn, S, BI[eNSNY 80 SO €1 ‘suonei[nsuo)) pue sounbuy ‘ne'A03 Ansean mmm
yooads 103png ‘ne'r03-3193pnq mmm

w19y J93u0] Ay}

ur Ayorpdurs pue A1nba 9a01dw 0 SUOIIEPUSUILIOIAI IYBW PUE SJUSWIUBLIR J1JoUaq 9T ULL
3unsIxa Jo Axo[dwod 9y} suIWEXa 0) UOISSIWWO)) AIUSH AU} PAYSE OS[E Sty JUSWUIIAOLD)
9} ‘UOTITUYOP SWOUL 0} SATUBYD JOAO I0}03S J[qeILIRYD 9y} Ul saako1dwo jo josdn oy i

"UOISaUOd ururejurews pue Arxa[duwod Juronpai yI0m 01 SOATIUDUL FurAoidwl 0) MIIA
B JJIM SUOISSOOUO0D pue sonl ‘sjuawAed 11oddns [e100s 19430 pue sjuswAed I9jsues) syl yarm
woIsAs xe) oY) JO sdIySuoIIR[aI 9} JUNOJIE OIUT e} OS[E [[IM MITASI UIAISAS Xe], 9I1mn, Y],

310daI [[IM YOIy SIOTUDS 6002
pue sIaIed 10J AILINJS ‘sdnoid | -puo IAINSLAIY,
[eIoUBUY OJUT UOIIBINISIAUL SunyIom DY QD JUBAJ[SI SB [[OM SE ‘SILINSBAL], 1I9Y) PUB SJUSWUIIAOD) dJel§ Jo uonerado | 03 3odar [eurq
ayeredas B S1 219y -00 9} 9ARY [[BYS pUB SHIAX9 [BUIO)XS U0 MBIP ‘ATBSSQ00U QIaUM ‘OS[E [[IM MITAI YT,
‘ndur ssaursng pue AJIUNWUIOD I0J MO[[8 0} PAI[NSUOD 2q [[IM dI[qng 8002 AInf Jo
-SIoIRD -ojerrdoadde se soroudse 9Je)§ puB JUSWUIIAOL) pUS paseayaI
pue Aiqesp yim apdoad jo ueI[ENSNY I9YI0 UO SUIMBIp pue ‘YISDHE JO Juswreda oy) woj uonejuasaxdar yim 2q 0 1aded
o ’ ‘Kinseai], ayi uryiim woiy dnoi3 Jurjiom e £q payioddns oq [[im [oued maraar ay [, "(Sorem
Suroq-[iom oy da0idwt pue INoS MaN JO AsiaAtun)) N0331q uyor J0ssajoid pue {(dnoin Ansnpuy uelfensny) Inopry orssnasia
SIAI] 3y YoLua [[1a Adrjod oyeel {((VISDH®) SIeVY SNOuaSIpu] pue sadIAIoS AJIUnNmwo)) ‘SuIsnoy ‘sorfrue, Jo
[BIO0S USALIp Xe} Ia(aym £18101098) JouLIeH JJor I {(ANSIOAIUN JT[OYIR)) URI[RASNY) IS SIn) I (218 SIOQUISIA (S1AV)
U39S 9q 0} Surewar )y "IV ‘KIUSY uay] I(J ‘KInseal], oyl 0] AIRISI0AS dY) Aq Patreyo oq (14 [oued maIAdl Y, woIsAg
XeJ, aImnyg
-Korjod S erenSnNy
umouyu() :[enudjod SowooUI JUIWRINAI pue 1oddns awooutr ‘xe) ojur Arnbur Jo uorsstumo)) ATudH JO MAIAY
SPIIN PIN-IPpUr]
pue jpwun
9JBIAJ[[V 0] [enua)od SeAneIIu] ULIOJOY AyAnoy

61 'ON

Australian Institute on Intellectual Disability 35



interaction * v21/4'08

‘(240D 6] ON
225 ) MITAI XE], 0} UoISSIqns I0J
QIe UOIB31SAAUL SIY) JO SINSAT AY ],

*UONBIOPISUOD

[ewIIuIw UaAI3 uraq Jo ysui je

SI ‘uorsuad 1oddng Ajqigesiq

39 ‘ordoad 1roddns swoour 19430
UM JUSPISAI-00 JB SIATBD IAYM
Qwosul pioyasnoy uo 1oedwr oy,

*SSQUQAISAUOD urejurewt

pue L1xa[dwos aonpar pue
JUSUWISSISSE PAJRISAIUI U AAIS 0}
A1yIun st saoduemoje pue jroddns
QWIOOUT JIYI0 WOIJ UOTJR[OSI Ul
SIOIUQS pUB SIATBD JNO FUIAIR))

"S19I8D

UOI[[TW 9" S, BI[ENSNY JO SpPadu
3y} 01 USAIS uoneIdpIsuod doop st
219Y) J0U JO IYIYMm uo spuadop
Knanoe sy Joj enuajod oy,

pajuI] :[enudjoq

WAJSAS XB], oImn,

s.erensny |0 SO €1 ‘suoneynsuo)) pue sounbuy ‘ne'A03 AImsearn mmm
90 aunf

€0 ‘uoIsued 93V 2y} Jo A1euaqua)) ‘g0 ABJA G| SI2Jed pue SIOIUAS IO
A)1IN93s pue KJurelrd)) ‘yodads ‘UIPORIA JOISIUIA ‘Ne A0S BISOUB] MMM

6007 ATeniqe [mun Aprengal
J99W 0} PAUIAUOD 2q 0) sdnoi3 J01UdS pue Jo1ed WOolj dnoid QouaIsjoy

*Ajureiroo pue
AJ1INO9s [eIOUBULY QUINUAS YIIM SIOIUS puek SIared opraoid o) Jueajy

‘sueIensSny

JOP[O pue SIATED JO AJLINJAS PUB SAOUB)ISWNOIID [BIOUBUY Y} dA01dwr
PINOM JeU} SJUSWNIIIUS JAYIO JO SUOISSIOUO0D ‘JudwiAed pue a1monns
oy pue “uxoddns uro3-uo snsioa wns dwnj Jo Aovo1Jo 9Y) Jurpnout
‘syjuowAed jo Aouonbaiy o yuowAed ayy Jo asodind pojels oy 03
Q0UQI9JaI M ‘uorsuad ay} Jo djer aseq Yy SuIPN[OUI ‘SAOUBMO[[B
pue 11oddns awoour Jo s[aa9] aerrdoidde oy :uo jr0dar [[ipn

"SIOIUAS puE SIdIRD JO AJLINDAS [eIOURUY J0J saInseaw [qissod
uo 10da1 pue 9je3nsoaur 03 st YISOHE] Jo judunredo( Jo AIe}o109S

*SOWOJUT JUSWIAITIAI PUB dOUR)SISSe A[Twe)

‘syjuowAed 10jsuen) 0) pajerar sansst uo jndur opraoid [im (VISOHE)
SIIBJJY SNOUSSIPU] PUB SAIIAIIS SoNIUNWWO)) ‘SUISNOH SAA[IWE,]
10J IQ)STUTIA] 9U) ‘WIAISAS Xe], o1nn,] s eifensny ) jo ued sy

6007
Q2] 8¢ Aq 1R)SIUTA pue
Jainseal], 03 1odar o,

MITAL STAV
01 1oda1 VISOHEA

SIOIUQS PUB SIATBD
Jo AJnoas [eroueuly I
110da1 pue uonesnsaAU]

SPIIN PIN-IRPpU]
PUE JoWU() JJBIAIV 0} [ERU30]

SIAIENIU] ULIOJY

Apanoy

0T ‘'ON

36 Austalian Institute on Intellectual Disability



v21/4'08 + Interaction

G: SOME OTHER ACTIVITIES

There are other activities taking place which impact on disability and carer activities.
These have not been given detailed consideration as they are thought to be more a continuation
of the previous Government’s actions than reflecting the new Government’s reform of the
landscape.

Also not given detailed consideration are the universal reforms, especially in health and
education and building, which will have a flow on effect for children, young people and adults
with disability and their families.

There is the proposed legislated universal Access to Early Childhood Education for all
Australian four-year olds of 15 hours per week, 40 weeks per year, of play-based learning and
development programs. This is to be delivered by university-qualified early childhood teachers.
Funding of $520 million has been provided, with most of this ($300 million) budgeted for
2011-12.

The government has committed to working with the States and Territories to harmonise
Occupational Health and Safety legislation within 5 years. Removal of the appalling third-party
liability of families whose private dwellings become workplaces with ‘in home’ paid carers
could possibly be put on the agenda for this harmonization.

A Social Inclusion Unit has been established in the Department of the Prime Minister and
Cabinet, and a Social Inclusion Board appointed. Interestingly, the Chair of this Board was
the Secretary of Victoria’s Department of Human Services when the Department developed
the highly exclusionary Disability Services Act 2006. For example, as well as legislating the
rationing of services, autism is excluded as a disability under this Act.

There is the Helping Children with Autism package that acknowledges the need for support
and services for children with autism spectrum disorders (ASDs). Funding and activities are
spread over four years and three departments (Families, Housing, Community Services and
Indigenous Affairs; Education, Employment and Workplace Relations; and Health and Ageing).
Early childhood intervention funding for 0-6 year olds means that every parent of a child who
has a diagnosis of autism, some degree of autism on the spectrum disorder, can receive up to
$6,000 per annum, up to $12,000 available for parents across two years. The parent will go to
an approved service provider, and the approved service provider will rebate up to $6,000 worth
of hours of care. There is an additional $2,000 if in a remote and regional Australia location.
The early childhood intervention funding is estimated to provide 250 to 300 hours a year, when
the benchmark is 1,000 hours. Thus unmet need is being perpetuated. In addition to the Helping
Children with Autism package, six autism-specific early intervention childcare centres will be
established.

The development of the MyTime peer support groups for parents of children with disability,
established under the previous Government, is continuing.

The Government is providing $22.8 million over five years to assist the Australian Paralympic
Committee to prepare for major upcoming sporting events, including the Beijing and London
Summer Paralympics in 2008 and 2012 respectively and the Vancouver Winter Paralympics in
2010. This funding includes $8.0 million for the Australian Paralympic Committee, $1.0 million
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for televising the Beijing Paralympics and $13.8 million to assist athletes in their preparations
for major sporting events. Special Olympics Australia, which provides year-round training and
competition for children and adults with intellectual disability, is to have its annual funding
increased to $300,000.

In January, a draft report was released reviewing disability standards for accessible public
transport. The Disability Standards for Accessible Public Transport 2002 took effect on 23
October 2002. The Standards require the Minister for Transport and Regional Services, in
consultation with the Attorney-General, to review the efficiency and effectiveness of the Transport
Standards within five years of the Transport Standards coming into effect and every five years
thereafter. A final report to the Minister is expected by 30 June 2008.

As well as the work being undertaken by the COAG working group for Health and Ageing,
there is a review of the current aged care planning ratios to take account of the ageing population.
This highlights the failure to consider care as a continuum, as such a review could be extended
to establishing population-based benchmarking for people under 65 with disability.

CONCLUSION

After having made this detailed exploration of activities which are taking place under the
new Federal Government, it is apparent that:

* There is a lack of consideration of ‘Care’ as a first order issue.

* Thereis no lack of activity around disability and carers. What is lacking is a commitment
that this activity will meet the needs of people with dependent disabilities and their
families.

* There is no lack of information about the adverse effects of unmet and under-met need.
It has been a concern for many years. What is lacking is a commitment by governments
to eliminating unmet and under-met need and its adverse effects.

* There is no lack of talk about economic and social rights for people with disability and
their families. What is lacking is a commitment to the rule of law, to legislating a right
to services, and a commitment to policy accountability, to indicators and benchmarks,
to make these rights a reality.

What is needed is a commitment to:
* the provision of Care as a first-order issue
* meet the needs of people with dependent disabilities and their families
* eliminating unmet and under-met need and its adverse effects
¢ the rule of law, to legislating a right to services

* transparent policy accountability, to indicators and benchmarks, to make
economic and social rights a reality.
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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 $35 for four(4) issues per year or $40 for overseas subscribers!
e-Interaction is available online for $20, or free if purchased with hard copy.

< Topics covered include: Employment; Education; Accommodation.
< Articles for publication in Interaction are always welcomed.
* ok k%

Alternatively, you may wish to subscribe to

AIID’s Information Service
The Service costs $150* per year and is available within Australia only.
In addition, e-Information Service is available from AIID’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.

v Your subscription also includes AIID’s journal Interaction (four issues per year).
v You can order copies of articles for personal research for the cost of photocopying and
postage.

v We sell publications from Australia, Britain, Canada and the United States — members are
entitled to 10% discount.

v AlID 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 AIID for cost to organisations.
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