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GREETINGS

Welcome to this third 
edition of The Canber-

ra Disability Review where we 
take a fresh and critical look 
at choice, control and mar-
kets in disability services.  

It’s now seven years since 
the National Disability and 
Carers Council released the 
Shut out Report which cast 
a critical eye over the many 
ways that governments, 
community and the market-
place had failed to step up for 
people with a disability.  

It’s also more than five 
years since the NDIS moved 
from concept to government 
intent as a result of the hard 
efforts of a group of advocates, 
politicians, public servants, 
service providers and dedi-
cated people.  Its three years 
since rollout began in the ACT.  

It’s a good moment to 
stand back and ask wheth-
er the market is really start-
ing to respond and deliver 
more choice and control for 
people with a disability or 
whether we are witnessing 
an unravelling market fail-
ure for people with disabil-
ity in the specialist service 
sector similar to the market 
failure that is occurring in 
the mainstream world.  

In short if people with 
disability are 1 in 5 Austral-
ians and older people are the 
fastest growing group in the 
Canberra population then 

why isn’t the community 
knocking down our doors to 
provide accessible tourism, 
transport, infrastructure, 
housing, allied health servic-
es and education. Why can we 
still wheel down the streets 
in Weston, Dickson and the 
courts in Phillip and Belcon-
nen and see entire streets 
where every shop has a step?  
Why are there dentists with 
steps?  Why is the Canberra 
private hospital one of the 
least accessible places in the 
entire city?  Why are we wait-
ing to 2022 to make all the 
buses accessible in our city 
when tourism is the biggest 
growing area of our econo-
my and the grey nomads are 
the biggest growing group of 
tourists? If markets respond-
ed rationally, reasonably and 
automatically to demand, 
then the invisible hand would 
have fixed them decades ago.  

Maybe then, choice and 
control needs to be seen in 
a human rights framework. 
That’s why the Canberra Dis-
ability Review is pleased to 
partner with the ACT Council 
of Social Service in this edition 
through the launch of their 
Choice and Control paper that 
takes a critical but construc-
tive look at markets in disabil-
ity services and asks whether 
they alone can achieve human 
rights outcomes for people 
with a disability.

We’ve therefore taken a 
different approach in this 
edition looking at the mean-
ing of choice and control, 
the claims made for mar-
kets and reality checking 
them with the actual expe-
rience of people with disa-
bility on the ground.  Con-
tents include reviews of the 
Choice and Control paper, 
vox pops from consumers, a 
reality check on the Shut Out 
report and a cheeky game 
which invites you to con-
sider how your experience 
of choice and control maps 
with the UN Convention on 
the Rights of Persons with 
Disability, the National Dis-
ability Strategy and the NDIS 
Act passed in 2013.  

None of us are just con-
sumers and see our lives 
as being an endless set of 
purchasing problems.  We 
look at these issues inside 
and outside the NDIS to ask 
whether we are really get-
ting the choice and control 
we were promised – whether 
as purchasers, users, clients, 
citizens, students, travellers, 
partners, voters, or simply 
human beings.

Craig Wallace
Editor 
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When the market 
doesn’t work

When I read the ACTCOSS 
Discussion Paper on ‘Choice 
and Control’ it spoke to me 
because it says many of the 
things that I had been think-
ing for some time. I needed 
someone to say it so I knew I 
was not alone and ACTCOSS 
has said it, clearly and pow-
erfully. The application of 
market principles to the re-
lationship between disabili-
ty service providers and our-
selves as people with disabil-
ities is not working. 

There is no market equi-
librium and no optimum 
solution. I still don’t know 
which button to push on the 

market contraption to make 
it work for me. Also, its just 
got a whole lot worse. You 
see the buttons I used to 
know have gone and there 
is a flat touch screen in its 
place, the instructions are in 
print with pictures. Even if I 
can safely find my way from 
the bus stop to the building, 
I can’t find the counter be-
cause the large building has 
no wayfinding system for 
people like me who are blind.

The Paper reminded me 
of what I should have re-
membered from when I stud-
ied economics for two years. 
The NDIS cannot achieve its 
aims of achieving inclusion 
in society for people with dis-
abilities by the application of 
the market principles of sup-
ply and demand to the pro-
vision of services for people 
with disabilities and the ac-
quisition of those services by 
people with disabilities. This 
is because there is a funda-
mental disconnect between 
the operational principles of 
the classical market and the 
daily lives of people with dis-
abilities. The ACTCOSS Paper 
says it better than I can say 
it in this short opinion piece. 
The issue which the ACTCOSS 
Paper deals with very well is 
that in the markets in which 
people with disabilities op-

erate there is no equality of 
bargaining power between 
buyers and sellers. As peo-
ple with disabilities we have 
less money, less knowledge 
and less buying power than 
service providers and policy 
makers. All too often we are 
not seen as valued custom-
ers. The inaccessibility of the 
physical technological and 
social environments keeps 
us in our houses and out of 
the offices, shops and play-
ing fields. Our invisibility 
compounds our disempow-
ered situation. In so many 
instances we are just not 
thought of as market partic-
ipants. A recent example is 
the introduction of EFTPOS 
terminals called “Alberts” 
which have touch screens. 
I am thinking of my friend 
who told me that because 
five of the twenty shops in 
the small town in which he 
lives has these Albert termi-
nals he cannot do business in 
25% of the shops in his town. 
And yes, there is a sixth Al-
bert coming for him.

Where the NDIS misses 
the mark in that it treats us 
as consumers of disability 
services and only addresses 
part of our problem. What 
the NDIS needs to do is treat 
us as people and as citizens 
with human rights. The ACT-
COSS Paper makes this point 
wonderfully.

Despite all I have said 
to date, I remain optimistic 
about both the NDIS and the 
future direction of disability 
services. The solutions to the 
problems highlighted in the 
paper are at hand. The tools 
we need are strong disabled 
peoples organisations which 
give their members informa-
tion, knowledge, peer sup-

port and advocacy assistance. 
Advocacy backed by peer 
support is what we need.

So as I stand at the door 
of the big building trying to 
find the counter with the 
market contraption with the 
touch screen and the visual 
instructions I don’t despair. 
I get with other people with 
disabilities and advocate for 
the installation of a wayfin-
ding system to direct me 
to the counter, for a mar-
ket contraption with keys 
or buttons I can feel and in-
structions in a format I can 
read. But if that market con-
traption is an Albert EFTPOS 
terminal inaccessible to me, 
I have a DPO to support me 
and my friends in our advo-
cacy for a market contrap-
tion which works.

Robert Altamore, PWD ACT 
Executive Officer, 
www.pwdact.org.au

Choice and Control – 
does a market 
deliver?

The opportunity to have a 
greater say, indeed to make 
decisions about your care 
that are respected and acted 
upon, is a core aspiration of 
people with disability. Indeed, 
it should be more than an as-
piration, it should be a right 

This edition accompanies the release of an impor-
tant Report: Choice and Control – Strengthening 

Human Rights, Power and Inclusion for People with 
Disability by the ACT Council of Social Service. 

We invited four reviewers – covering disabili-
ty rights and advocacy, carer perspectives and the 
views of people with a psychosocial disability – to 
provide perspectives on the paper and to ask wheth-
er markets really hold the key to delivering choice 
in human services. 

REVIEW
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that can be taken for grant-
ed.  We need to think care-
fully however, about wheth-
er a market environment is 
the mechanism that will en-
sure access to this right.  The 
ACTCOSS paper ‘Choice and 
Control: Strengthening Cit-
izenship (or Human Rights) 
Power and Inclusion’ identi-
fies a range of concerns with 
the NDIS and its market.

Economic theory about 
the power of markets is di-
verse. But there are some un-
derlying principles that must 
be met for markets to be ef-
fective.  

These are:
1.	 Flow of information about 

prices and quality is read-
ily available, easy to un-
derstand and accessible

1	 From Justin Symion, Fallacies of the free market

2.	 Consumers and providers 
both make rational deci-
sions when purchasing 
and providing services

3.	 Entry and exit from ser-
vice is easy

4.	 There are a large number 
of providers selling simi-
lar services – ie a mature 
market

5.	 Actions of individual pro-
viders have little or no ef-
fect on the market1 
Reflecting on these prin-

ciples in the context of the 
NDIS quickly demonstrates 
that they are not currently 
all met in the context of dis-
ability service provision.  In-
deed it may not be possible 
for them all to be met in the 
long term either.  NDIS in-
formation is complex, ever 

changing, and not readily 
accessible.  As consumers 
we don’t always make ra-
tional decisions – particular-
ly when it comes to complex 
care needs. The NDIS man-
agement options, service 
agreement and online ser-
vice booking processes do 
not make entry or exit easy.  
The ACT market of providers 
may have grown but it is still 
thin in many areas (just ask 
anyone waiting for an OT as-
sessment for assistive tech-
nology).  In a small market, 
the actions of large providers 
certainly impact others in the 
space and indeed lead to re-
duced choice for participants.

In addition of course, 
while prices are set the NDIS 
environment will never be 

able to act as a true mar-
ket.  Clearly, this is an im-
perfect market and the the-
oretical benefits of markets 
may not flow to participants.  
What then needs to be done? 
What safeguards can be put 
in place, not only to protect 
participants, but also to pro-
tect their right to exercise 
choice and control in an im-
perfect market?  In addition 
it is imperative that we keep 
working with the NDIS, the 
government and others to 
identify and address policy, 
process and systems that act 
as disincentives or barriers 
to an effective market that 
benefits participants’ choice 
and control.  The ACTCOSS 
paper recommendations are 
a good place to start.
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REVIEW

As advocates, ADACAS 
has extensive experience 
working with NDIS partici-
pants to resolve issues with 
their access, plan, plan im-
plementation and provid-
ers. We are very conscious 
of the many ways in which 
some people are denied 
choice and control both in 
the NDIS processes, and in 
the market for services.  Ad-
vocacy has been effective in 
supporting participants to 
exercise these rights, how-
ever funding for advocacy 
itself is uncertain.  A crucial 
safeguard in a market envi-
ronment is support for con-
sumers in that market to be 
empowered, informed, and 
active decision makers. For 
many, independent advoca-
cy is the key to that empow-
erment.

Fiona May, Chief Executive 
Officer, ADACAS,
www.adacas.org.au

Captured by a 
political narrative?

Choice and Control are very 
important concepts to ex-
plore in the context of dis-
ability and ACTCOSS must 
be commended for a very 
worthwhile effort to lift the 
conversation out of the cur-
rent political discourse and 
bring it back to core princi-
ples and understandings. As 
ACTCOSS points out, Choice 
and Control should be seen as 
elements of a Human Rights 
framework stemming in par-

ticular from the UN Conven-
tion on the Rights of Persons 
with Disability (UNCRPD) and 
borne out in an Australian 
context in the National Disa-
bility Strategy (NDS).

The reality is that in Aus-
tralia the concepts of Choice 
and Control have been cap-
tured by a political narrative 
that positions competition, 
marketization and choice of 
provider as the answer to all 
ills. This is a narrative which 
is rightly skewered by ACT-
COSS in this report. There 
is no question that a bit of 
competition is largely a good 
thing for customers, nor that 
meaningful choice of provider 
is something people with dis-
ability have long wanted, nor 
indeed that many people with 
disability have suffered be-
cause of the lack of choice in 
the past. The bone of conten-
tion is whether marketization 
is the best or even a good way 
to achieve choice and control.

ACTOSS’ critique of mar-
ketization focuses on disa-
bility and the NDIS. It could 
have been extended to Hu-
man Services more broadly. 
Provision of Human Services 
really doesn’t lend itself well 
to a market framework based 
around competition on cost. 
Vulnerable people are primar-
ily concerned with finding a 
service which is person-cen-
tred, values-driven, safe and 
accessible. Creating a ‘mar-
ket’ of services based around 
competition on quality would 
be meaningful to many peo-
ple, while the notion of low-
est cost is simply too far from 
their experience of the service 
system to hold much meaning.

It also needs to be point-
ed out that the NDIS ‘market’ 
lacks almost every character-
istic of a market. Among oth-
er issues, prices are set cen-
trally, which means there is 
no opportunity for the mech-
anism of supply and demand 
to help shape the balance be-
tween quality and price. The 
value of Choice is very much 
diminished if you only have 
the choice between a series of 
‘home brand’ products, none of 
which may actually suit your 
particular needs or preferenc-
es. ACTCOSS note the impor-
tance of supported decision 
making and empowering all 
people with disability to be ac-
tive and informed consumers 
in the market. However, even 
the most empowered consum-
er can’t choose a product that 
doesn’t exist. As it is, ACTCOSS 
demonstrates that the ‘market’ 
is failing to deliver across all 
outcomes of the NDS. 

The reality is that in the 
context of Choice and Con-
trol in disability and other 
human services, a market ap-
proach simply isn’t the pana-
cea it is made out to be by our 
politicians. ACTCOSS make a 
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very important contribution 
to the debate by pointing out 
that the marketization focus 
delivers a very narrow ver-
sion of Choice and Control 
and only by viewing those 
concepts within a Human 
Rights framework can we 
hope to make genuine Choice 
and Control possible for peo-
ple with disability.

Simon Viereck, Executive 
Officer, Mental Health 
Community Coalition ACT 
www.mhccact.org.au

Choice and Control – 
a caring perspective

One of the major changes in 
the national reform agenda 
on age and disability com-
munity care services is the 
choice and control mod-
el that aims to provide in-
creased and more meaning-
ful engagement in econom-
ic, social and political life for 
older people and people with 
disability, carers and fami-
lies. The Choice and Control: 
Strengthening Human Rights, 
Power and Inclusion for Peo-
ple with Disability paper pro-
vides a comprehensive over-
view and discussion about the 
genesis of ‘choice and control’ 
and delivery of disability ser-
vices through a market en-
vironment versus a human 
rights environment. It rec-
ommends a combination of 

both to better effect choice 
and control outcomes. 

The ‘choice and control’ 
risks and limitations associ-
ated with delivery of the Na-
tional Disability Insurance 
Scheme (NDIS) in a market en-
vironment are evident. Many 
organisations and individuals 
have proposed solutions to 
rectify the challenges people 
with disability, service pro-
viders, and carers and fami-
lies encounter through their 
respective engagement with 
the NDIS, but there is a time 
factor associated with their 
implementation and bene-
fits are still to be determined. 
Community sector concerns 
about the capacity of the 
soon-to-be rolled out Infor-
mation, Linkages and Capacity 
Building (ILC) Framework to 
meet its improved choice and 
control objectives are also ev-
ident. A key question is: Will 
its allocated funding be suffi-
cient to meet the framework’s 
objectives to improve choice 
and control for NDIS partic-
ipants, people with disabili-
ty who are outside the NDIS 
and carers and families in the 
framework’s, primarily, pro-
ject based environment?

The paper also identifies 
that choice and control for 
people with disability has its 
foundations in a human rights 
framework, in the UN Con-
vention on the Rights of Per-
sons with Disability and the 
National Disability Strategy. 
Carers ACT’s premise is that 
to truly realise choice and 
control for people with disa-
bility (or those who are aged) 
is the need for them to be in-
formed and enabled to use 
this power supported by leg-
islated rights and recognition.  

In the context of the pa-
per, it’s important to identify 
that for many people with dis-
ability their lives are intrinsi-

cally linked to the rights and 
recognition of unpaid family 
or friend carers who under-
pin disability care in the com-
munity. It’s also important to 
acknowledge that many peo-
ple with disability live inde-
pendently in the communi-
ty with formal support, and 
the aims of the NDIS are to 
increase their rights and ca-
pacity to do so.  

While most carers identify 
that their caring is rewarding, 
many also experience similar 
reduced opportunities for 
employment and education, 
and social and financial dis-
advantage as people with dis-
ability. We know that many 
carers also have a disability, 
and some carers are support-
ing multiple people with dis-
ability and this can increase 
these disadvantages. 

The paper considers 
choice and control across 
outcomes included in the Na-
tional Disability Strategy, and 
carers and families are identi-
fied in some – NDS Outcome 3: 
Economic Security, and NDS 
Outcome 4: Personal and 
Community Support. But, too 
often, carers and caring fam-
ilies are not recognised as a 
recipient of these outcomes.  

The Carer Recognition Act 
2010 (Clth) aims to increase 
national recognition and 
awareness of the role carers 
play in providing daily care 
and support to people with 
disability, a chronic condition, 
a mental illness or disorder or 
who are frail aged. The legis-
lation’s Statement for Austral-
ia’s Carers has ten key princi-
ples that establish how carers 
should be treated and consid-
ered by agencies and service 
providers. The first and sec-
ond principles state that all 
carers and children and young 
people who are carers (respec-
tively) should have the same 

rights, choices and opportu-
nities as other Australians and 
children and young people to 
reach their full potential.

Barriers to the rights of 
people with disability to fully 
achieve their objectives under 
‘choice and control’ are ap-
parent, but less apparent are 
the barriers that take away 
the rights and recognition of 
carers and caring families to 
achieve their own objectives 
under a ‘choice and control’ 
model. Further consideration 
and action are required to 
truly provide rights and rec-
ognition for carers and caring 
families in our communities.

Just as we have required care 
to survive and thrive, so we 
need to provide conditions 
that allow others – including 
those who do the [unpaid] 
work of caring – to receive 
the care they need to survive 
and thrive. (Eva Feder Kittay, 
Love’s Labor, 1997, p.107. Ex-
tracted from Does your car-
er take sugar? See reference 
below.)

Further reading:

Commonwealth Government 
(2010) Carer Recognition 
Act 2010 (Clth). Accessible: 
https://tinyurl.com/ms4a6vq

Carers NSW (2013) Does your 
carer take sugar? Carers and 
human rights: the parallel 
struggles of disabled people 
and carers for equal treat-
ment. Author Professor Luke 
Clement, first published in 
the Washington and Lee 
Journal of Civil Rights and 
Social Justice (JCRSJ) [2013] 
Volume 19.2 and reproduced 
with permission. Accessible: 
https://tinyurl.com/knb9fpo

Colleen Sheen, Senior Policy 
Advisor Carers ACT
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LISTEN

Vox Populi
(n) “the voice of the people.” (L)

CHOICE AND EMPOWERMENT

“Yes to more choice once I have understood that I 
am not stuck with ringing organisations and at the 
mercy of their scheduling and staff changes, espe-
cially when you really connect with a staff mem-
ber. Being able to choose my own support workers 
through HireUp has been amazing. Do I feel empow-
ered? A little yes, mostly no. At the moment my plan 
is in limbo land and has been for a long time waiting 
for an internal decision and plan review decision. I 
don’t feel empowered when I (and supporting health 

professionals) KNOW what is reasonable, necessary 
and will be most supportive and beneficial – and I 
have to fight to the point of being unwell to be heard 
and have these needs considered. Being at the mer-
cy of what the NDIS decide they feel is reasonable 
and necessary is not empowering. My plan is quite 
small compared to many I know, and I don’t need to 
to be a whole lot bigger – but just to cover the sup-
ports I actually need, instead of just giving me sup-
port worker hours.”

“The support I’m getting from committed workers is 
coming along great, there is still issues but I feel I am 
getting more support in this area now and that i have 
the right to ask for it and be able to receive it. 

I don’t particularly feel empowered although the 
fighting I’m having to do for myself to get the supports 
I need (although exhausting and stressful) must be 
helping me empower myself a bit but I'd prefer not to 
have to fight and go through hell to feel empowered. 
I’ve been through enough already. 

Especially when a whole heap of my funding was 
cut for no reason and further supports requested were 
rejected I felt far from empowered. I felt hopeless. 

It’s working well for some people. I wish I was 
one of them 

Choice: there are more services being created 
due to ndis but they all seem pretty much the same. 
I sometimes feel like I have to choose between qual-
ity and affordability and that doesn’t feel right. We 
should be able to receive both together.”

“I feel that it will empower participants however be-
ing the biggest policy implementation since Medi-
care it will have many problems and will need to be 
monitired closely to ensure it is meeting the needs of 
those it needs too. It is apparent that more training 
needs to be undertaken by those building packages 
for participants and lines of communication need to 
be improved. Participants need to continue to voice 

problems and concerns and the NDIA needs to be 
open, fluid and accepting of changes that will need 
to be made now and into the future. Giving our com-
munity empowerment over their future is a great 
achievement but to do this they need the right me-
chinisms, support and communication platforms to 
achieve success and all stakeholders need to play 
their part.”

“I’m seeing this in the ACT trial site. People for whom 
English is not their first language and others who have 
difficulty dealing with bureaucratic red tape (and that 
includes a lot of us) are having trouble with planners 
not listening to the clients’ priorities and ending up 
with plans that include services that don’t correspond 
with their needs. A lot of people are having to wait up 
to six months to find a service provider who can deliv-

er a service approved under the plan. I am also hearing 
about service providers who are charging for more 
hours than they actually provide and charging way 
above market rates for a standard service such as do-
mestic help. I’m not sure what measures are in place to 
keep the service providers honest and prevent them 
taking advantage of people who might find it hard to 
have their adverse observations taken seriously.”

Laura:

Cath: 

Ian:

Victoria:
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On 25 March 2017 People with Disability Australia held a social 
media forum on the NDIS and asked people whether the scheme had 
bought them the choice, power and control promised.  We present 
some representative comments here.

ON SUPPLY IN THE MARKET

“I have NEVER been offered the option on how to 
manage. I only found out about “plan managed” 
from a new coordinator of supports I engaged a 
couple of months ago – and I have been in the NDIS 
over 3 years. I wasn’t given a choice or informa-
tion around this. Last review I was given some self 
managed funds in one category but not explained 
what this meant. Currently asking to be plan or self 
managed for the whole plan now I have learned 

more about it from social media, and options to 
use Hireup, etc and not just orgs. My new COS is 
extremely knowledgeable and has helped me un-
derstand a LOT, more than the past 3 years worth – 
even orgs admit they don’t really understand the 
NDIS. I think having an advocate or COS who can 
really help you understand everything, one-to-one, 
explaining things to you in the best way you under-
stand and communicate really helps.”

“…I think it also depends on us as consumers – we 
need to get used to the fact that we can DEMAND 
services and better services... how do we do that I 
don’t actually know I think it will just take us some 
time.

I also think there is a hangover effect from dis-
ability services always being provided by charities – 

people think that just because they are charities 
and not for profits that they are nice and are out to 
help people.  The reality is that charities still need 
to make a profit – they just can’t keep it the way 
companies can.

Home mods are a real issue I have waited a year – 
it has been approved but there is only one provider.”

“I have moved from support agency to support agen-
cy trying to find one that works I haven’t been able 
to use my funding as intended. A lot of time has been 
spent trying to find supports and lock them in. 3 years 

of being in the scheme and I’m now only just finding 
I am using my budget as nearly intended. This is be-
cause getting the right supports on board have been 
difficult.”

Barbara: 

Cath:

Laura:

*Names have been de-identified
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VIEWPOINT

Choice amidst 
discrimination?
Being able to cope with 

the costs of living where 
you live is fundamental to a 
decent life in which you can 
meet your needs, participate 
and contribute.  In Canberra 
many people don’t cope with 
the costs of living.  People 
living with disabilities face 
a double whammy regard-
ing costs of living. People liv-
ing with disabilities who face 
social and economic exclu-
sion for other reasons (such 
as being exposed to racism, 
not having English as a first 
language, having a history of 
trauma, being exposed to do-
mestic and/or family and/or 
sexual violence, facing gender 
discrimination, low education 
attainment or no formal post-
school qualifications) face a 
triple whammy.  This means 
the choices people can make 
and the control people have 
over their circumstances are 
deeply compromised.

Housing, especially rent-
al housing, is expensive.  For 
people living with disabilities 
finding accessible housing is 
extremely difficult, especially 
if you are in the private rent-
al market. Aboriginal and/or 
Torres Strait Islander peoples 
are discriminated against in 
the rental market.

Transport spending is 
second highest of all the cap-
ital cities, low income house-
holds spend relatively more 
on transport than higher in-
come households, and the 
transport costs that are in-
creasing (eg fuel, repair costs) 
are more relevant to people 
on low incomes. Public trans-

port is not available to people 
who need to get to shift work 
jobs or out/home later than 
7pm on a Sunday. For people 
living with disabilities, pub-
lic transport is not accessible 
and the routes too far from 
bus stops are poorly lit and 
too often do not have safe, 
or sometimes any, foot path.  
Women often feel unsafe in 
public places after dark.

The main pathway out of 
financial insecurity and to 
coping well with the costs of 
living is access to adequate 
income.  The fastest growing 
industry in the ACT is com-
munity and health services, 
which is a relatively low paid 
sector.  The other industries 
that are slated for investment 
and growth are education, re-
tail, hospitality and informa-
tion technology.  All of these 
industries have growing 
numbers of underemployed 
workers and insecure jobs. 
People living with disabilities 
have marginal access to work 
and are more likely to be in 

insecure work, or work with 
not enough hours to earn an 
income that enables them to 
cover the costs of meeting 
their needs, engaging with 
family and friends, partici-
pating in and contributing 
to their communities. The 
ACT labour market does not 
offer much hope to people 
with disabilities who want to 
get and keep a job with a liv-
ing wage.  It offers even less 
hope for people with disabil-
ities who have no post school 
qualifications. 

Improved choice and con-
trol for people living with dis-
abilities was the rallying cry 
for people who led and con-
tributed to the Everybody 
Counts campaign to establish 
the National Disability Insur-
ance Scheme. The need for 
more choice and control, and 
for the specialised service sys-
tem, the broader market for 
goods and services, our social 
and political institutions and 
public infrastructure to adapt 
to provide more choice and 
control for people living with 
disabilities was promoted by 
the Productivity Commission, 
accepted by all major politi-
cal parties, and agreed by all 
levels of government in Aus-
tralia.  The National Disabili-
ty Strategy enshrined choice 
and control as a central tenet. 

So why are we still com-
plaining about lack of choice 
and control?  Because we 
have been distracted from 
this objective by the mar-
ketization agenda. Bringing 
market forces and market 
discipline to the provision 

of services, the development 
of better and new goods and 
services and investment in 
infrastructure is one limit-
ed mechanism for achieving 
choice and control.  A severe-
ly limited mechanism if you 
consider the existing inade-
quacies, gaps and discrimi-
nation experienced by people 
with disability, and people 
with disability who experi-
ence inter-sectional disad-
vantage, in the market.

We need to get back on 
task with the human rights 
based choice and control 
agenda.  Investment is ur-
gently needed to enable the 
full expression of choice 
and control by people living 
with disabilities. This would 
include properly funding 
disability people’s organi-
sations, systemic advocacy 
(especially planning of in-
frastructure renewal) with 
disability access as a top pri-
ority. It would also include 
formal, funded mechanisms 
for people living with disabil-
ities, their families and car-
ers to advice decision mak-
ers in the public, private and 
community sectors to inform 
their decisions about priori-
ties, investments and diver-
sification of goods, services 
and infrastructure. And we 
need to formally monitor 
our progress against all com-
ponents of the National Disa-
bility Strategy, including but 
also beyond the NDIS.

Susan Helyar 
Director, ACT Council of Social 
Service Inc. (ACTCOSS)
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REALITY CHECK

Seven years later...
“Where are we now? Where are we now?
The moment you know
You know, you know …
Fingers are crossed, Just in case”

– From a track by David Bowie, 2013

Cast your mind back to 
2010. 
Kevin Rudd was still 

Prime Minister and hadn’t 
gone, come back again and 
then marched to defeat in a 
general election; Twitter was 
brand new bringing togeth-
er trolls and media people 
before they eventually com-
bined into one; and, speak-
ing of twitter, Donald Trump 
was best known as the host 
of Celebrity Apprentice.  Sev-
en years ago the National 
Disability and Carers Coun-
cil was also releasing a paper 
entitled SHUT OUT: The Expe-
rience of People with Disabilities 
and their Families in Australia.  

The landmark report had 
its origins over two years.  In 
late 2008, the Australian Gov-
ernment released a discus-
sion paper asking the com-

munity to respond to a se-
ries of questions about their 
experience of disability. The 
consultations were intend-
ed to inform the develop-
ment of a National Disabil-
ity Strategy. More than 750 
submissions were received 
in response to the discus-
sion paper and more than 
2,500 people also attended 
consultations in capital cit-
ies in every state and terri-
tory of Australia, as well as 
in regional and remote areas.  

People with disabilities 
believed little progress had 
been made in challenging 
prevailing attitudes towards 
disability.  Submissions sug-
gested that there was still 
widespread misconceptions 
and stereotypes informing 
the attitudes and behaviour 
of service providers, busi-

nesses, community groups, 
governments and individuals.

Submissions argued that 
discrimination is both sys-
temic and systematic, en-
trenched in the everyday 
practices of government, 
businesses, community 
groups and individuals.

SHUT OUT identified 
a lack of services and sup-
port; workforce issues, a 
lack of aids, equipment and 
assistive technologies; a lack 
of housing options; health 
and wellbeing; poverty and 
the cost of living with disa-
bility; the need for a lifetime 
care and support scheme; 
the lack of jobs; the lack of 
access to the built environ-
ment; the lack of access to 
information; wasted years 
in education; and the social 
experience of disability.  

Seven years, two NDS im-
plementation reports and one 
National Disability Insurance 
Scheme launch later some 
things have changed and 
other haven’t.  We wanted 
to ask how far we’ve come in 
Canberra towards improving 
choice and control for peo-
ple with disability in key ar-
eas identified by SHUT OUT: 

EMPLOYMENT

SHUT OUT: What we said 
needed to change in 2010…

Lack of employment has re-
sulted in high levels of unem-
ployment and underemploy-
ment among people with 
disabilities compared to the 
rest of the Australian popu-
lation—Australian Bureau of 
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REALITY CHECK

Statistics data demonstrate 
that labour force participa-
tion for people with disabili-
ties is 53 per cent, compared 
to 81 per cent for people 
without disabilities

Negative attitudes and 
misconceptions about dis-
ability means few employ-
ers—whether government, 
non-government or corpo-
rate—appear willing to em-
ploy anyone with a disability. 
In some cases there was clear 
discrimination, with quali-
fied candidates reportedly 
sidelined solely because of 
their disability. People with 
a history of mental illness 
or an intellectual disability 
appeared to be particularly 
stigmatised.

Many people with disa-
bilities and their families are 
therefore forced to rely on 
government assistance and 
find themselves trapped in a 
poverty cycle of low income 
and high costs. A number of 
submissions said that the 
inflexibility of the Disabili-
ty Support Pension acts as a 
disincentive to employment 
and recommended a review. 

Where are we now? The view 
from Canberra in 2017…  

•	 Human Rights Commission 
data shows the ACT public 
service disability employ-
ment rate of 2.2 per cent 
(458 people) is lower than 
all other jurisdictions ex-
cept South Australia at 1.3 
per cent.

•	 The federal public sector 
had 3.3 per cent of its work-
force identified as disabled 
in 2015 and the ACT govern-
ment’s own target was 3.4 
per cent (655 employees).

•	 An ABS survey in 2015 re-
corded that 15.8 per cent 
of people in the ACT had a 
disability. 

•	 Across Australia, only 53.4 
per cent of working-age 
people with disability were 
in the labour force com-
pared with 83.2 per cent of 
people with no disability.

•	 A report by Patrick McClure 
recommends making the 
transition between work 
and income support less 
complex but an automat-
ed debt recovery program 
linking Centrelink data and 
ATO data reportedly caus-
es thousands of Centrelink 
customers to feel less con-
fident about work. 

•	 Major newspapers call dis-
abled people rorters and 
bludgers after Federal Gov-
ernment media drops and 
Federal Minister Kevin An-
drews focusses on people 
with mental illness in me-
dia commentary.  

•	 The Australian Government 
commences a compensa-
tion scheme for workers in 
low paid Australian Disabil-
ity Enterprises. 

 
VERDICT:

Neither the Federal or ACT 
Government, business or 
community sector has made 
significant progress in the 
employment of people with 
disability since 2010.  The 
Federal Government has 
made attitudes worse with 
ill timed media drops label-
ling people as rorters and 
bludges while many income 
support customers with disa-
bilities trying to manage part 
time work have been caught 
in its disastrous robodebt 
debacle.  Public service em-
ployment continues to slide 
and people with disabilities 
have been axed from key po-
sitions in the media, commu-

nity organisations and – for 
a time – even in the Federal 
Governments own disability 
commissioner position!

SERVICES AND 
SUPPORT

SHUT OUT: What we said 
needed to change in 2010…

The disability service system 
was characterised as irre-
trievably broken and broke, 
chronically underfunded 
and under-resourced, crisis 
driven, struggling against a 

vast tide of unmet need. As 
a result many felt more time 
was spent rationing services 
than delivering them.

Services were character-
ised as unavailable or un-
affordable or of such poor 
quality as to be of little ben-
efit. Many submissions said 
that there is little or no 
choice in services provided, 
particularly in regional or re-
mote areas. Submissions and 
participants at community 
consultations said that the 
system is characterised by 
a ‘one-size-fits-all’ approach 
in which there is very little 
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choice or flexibility. Pro-
grams and services are built 
around organisational and 
system needs rather than 
the needs of clients. 

It is not unusual for peo-
ple to be left to sleep in their 
wheelchairs through lack of 
care hours to get them to bed, 
or for them to be left without 
a meal as there is no-one who 
can prepare it for them.

Many submissions ex-
pressed frustration with 
the bureaucratic nature of 
service provision. They de-
scribe the system as difficult 
to navigate, excruciatingly 
slow and unresponsive. End-
less assessments and endless 
forms seem to lead only to a 
frustratingly inadequate ser-
vice. The layers of bureau-
cracy and red tape not only 
make locating and access-
ing support difficult, but ap-
pear to bleed the system of 
much-needed resources.

Where are we now? The view 
from Canberra in 2017…  

•	 The National Disability In-
surance Scheme is intro-
duced in stages in ACT with 
a series of grants through 
the enhanced service of-
fer followed by full roll out 
of the scheme to different 
groups from 2014. 

•	 There are 60,000 people in 
the scheme nationally and 
in the next three years there 
are going to be 400,000 peo-
ple in the scheme

•	 There are 5541 people with 
eligible plans approved in 
the ACT 

•	 There are 535 registered 
providers in the ACT1 

•	 85 per cent of surveyed par-
ticipants rated their expe-
rience either good or very 
good  

1	 https://tinyurl.com/l8z4dm9

•	 Participants on the ground 
report good outcomes once 
they have plans but delays 
in getting plans, variations 
based on planners, issues 
locating plan managers, 
OT’s and providers and 
challenges with the online 
payments system.  Pricing 
schedules in some areas 
leave providers floundering 

•	 Supports from the ACT and 
Australian Government 
focus on service provider 
readiness but there is lim-
ited support for consumer 
readiness and local disabil-
ity consumer organisations 
are left out of the loop with 
no grassroots consumer ad-
visory body 

•	 ILC funding round appears 
to misunderstand the ex-
tent of ILC support need-
ed in the ACT and the need 
to build information and 
capacity building services 
with the capacity for ongo-
ing growth. 

VERDICT: 
EXCELLENT
 
 
Disability supports have 
been transformed since 
2010 with 5541 people moved 
onto plans including people 
who have never had sup-
ports before.  Many people 
reporting improved levels 
of wellbeing according to the 
NDIS dashboard.  Chance of a 
mark of excellent dashed by 
fumbles in the implementa-
tion and the lack of invest-
ment in consumer readiness 
and consultation.  Some dis-
ability services are slow to 
get to get the message about 
transformation or to change 
their service models.  Some 
of the old red tape has been 
replaced by new red tape.  

ACCESS TO PLACES 
AND SPACES

SHUT OUT: What we said 
needed to change in 2010…

For many people with dis-
abilities the built environ-
ment acts as a powerful bar-
rier to their full inclusion 
in the community. It af-
fects their day-to-day func-
tioning in ways few others 
can appreciate. The inabil-
ity of people with disabili-
ties to access the facilities 
that everyone else in the 
community takes for grant-
ed—cafes, public buildings, 
swimming pools, libraries, 
sporting facilities and movie 
theatres—limits their inde-
pendence and compromis-
es their quality of life. More 
than 27 per cent of respond-
ents said that lack of access 
to the environment acts as 
a barrier to their full par-
ticipation in the life of the 
community.

Where are we now? The view 
from Canberra in 2017…  

•	 In July 2015 PWD ACT com-
menced a consultation 
process around disability 
access issues in Canberra 
including a social media 
forum; an online ‘survey 
monkey’ survey; and ac-
cess phone out to all our 
30 organisational members 
as well as other key stake-
holders during September/
October; and a forum at the 
ACT Legislative Assembly.   

•	 Key findings focussed on 
the lack of access in the 

“court areas” around Phil-
lip and Belconnen as well 
as in older parts of the city 
like Fyshwick and Manuka; 
the lack of access to ATM’s 

due to height and design 
issues; poor street light-
ing in some suburbs caus-
ing trip hazards and people 
feeling unsafe; poor access 
in iconic buildings like 
Parliament House includ-
ing heavy doors and heavy 
carpet; ACT residents not 
being subsidised for the 
costs of visual smoke de-
tectors; Narrow doorways 
and a lack of access into 
nightclubs and venues; 
hotels in Canberra adver-
tising access and then fail-
ing to deliver; Trees, bush-
es, long grass and shrubs 
cover foot paths making it 
near impossible to use the 
foot paths with a mobility 
aid; problems with senso-
ry processing for people 
with a hearing disability 
due to flooring, noisy de-
vices like driers; issues at 
National Convention Cen-
tre; disability toilets used 
for storage; footpaths be-
ing cracked, steep, une-
ven and having poor cam-
ber (sloping into the road); 
people illegally parking in 
disability spaces through-
out Canberra

•	 Canberra residents and 
visitors alike offered pos-
itive feedback to Canber-
ra events such as Floria-
de.  Access to the National 
Capital Precinct and newer 
buildings was also praised.  
But there were some ex-
ceptions like at Parliament 
House.  

•	 The consultation identified 
a number of coordination 
issues.  A range of people 
are undertaking work to 
plan, educate, promote, 
broker and regulate solu-
tions for access and this 
work may be high quality 
but it is not always coordi-

GOOD, 
NEEDS IMPROVEMENT
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nated for maximum effect.  
Many people with disability 
are also unclear about who 
is responsible for access is-
sues within the ACT Gov-
ernment and how to raise 
them.  The lines of respon-
sibility within Government 
are also unclear.  

•	 The Parliamentary Agree-
ment included a commit-
ment to a resourced Disa-
bility Reference Group to 
include people with disabil-
ities and to address access 
issues for transport and 
new developments. 

 
VERDICT: 

The Commonwealth has fi-
nally included Disability 
Standards within the Build-
ing Code of Australia and ac-
cess issues were highlighted 
within the recent election 
campaign.  There is a com-
mitment to a resourced Disa-
bility Reference Group with-
in the Parliamentary Agree-
ment but that’s likely to face 
an uphill battle without a 
discrete access taskforce as 

recommended in PWD ACT’s 
comprehensive 2016 Budget 
submission. 

TRANSPORT

SHUT OUT: What we said 
needed to change in 2010…

The cost of transport or the 
lack of availability of trans-
port often means that peo-
ple with disability cannot ac-
cess education, employment, 
services or the community. 
It is a pivotal support service 
which is often not available 
which then excludes the per-
son from many or all aspects 
of their community. 

For most, the inaccessibil-
ity of public transport leaves 
them reliant on family or 
friends or on the taxi system. 
Both compromise their abili-
ty to live independently. And 
while most states operate 
a taxi voucher scheme, few 
provide enough assistance to 
meet day-to-day needs. This 
leaves people with disabili-
ties and their families with 
no other option but to meet 
all additional costs. 

Many respondents not-
ed that poorly trained staff 
are also an issue on public 
transport. Staff refusing to 
provide access or assistance 
despite being required to 
do so is a particular prob-
lem. People with disabilities 
are clearly still at significant 
risk of discrimination at the 
hands of individual opera-
tors. Participants at consul-
tations also expressed con-
cern over safety issues when 
using public transport.

A small number of sub-
missions detailed continuing 
concerns about travel by air. 
Despite considerable atten-
tion to the issue, people with 
disabilities are still unable to 
access air travel in the same 
way as other members of the 
community. The inability or 
unwillingness of staff to assist 
travellers and the require-
ment to purchase additional 
tickets for carers are two is-
sues that remain unresolved. 

Where are we now? The view 
from Canberra in 2017…  

•	 In July 2015 PWD ACT com-
menced a consultation pro-

cess around disability access 
issues in Canberra. The con-
sultation found widespread 
concerns about transport – 
wheelchair taxis; action bus-
es taking off before passen-
gers are seated subjecting 
people to injury and falls; 
a lack of any hire cars with 
hand-controls for visitors; 
and people illegally parking 
in disability spaces through-
out Canberra. There were 
also concerns about pedes-
trian thoroughfares includ-
ing people needing to trav-
el along overgrown verges 
and rough ground to get to 
curb cuts.

•	 Under two thirds of buses 
are accessible in Canberra 
and full accessibility across 
the whole fleet isn’t slated 
until nearly a quarter of the 
way into the 21st Century 
by 2022. 

•	 An article in the Canberra 
Times points out smaller 
planes on many domestic 
routes mean thousands of 
passengers at Canberra Air-
port board and disembark 
on the tarmac via stairs in 
all weather and  wheelchair 
users are “lowered to the 
ground in a narrow tempo-
rary wheelchair on an open-
air, scissor-lift style device” 
(CT 26/12/14).  In 2017 a cut 
in the number of jets flying 
out of Canberra means that 
even more travellers must 
experience difficult trans-
fers onto smaller planes. 

VERDICT:

There is some progress but 
far too slow and some areas, 
like air travel, seem to be ac-
tually getting worse.

Compiled by Craig Wallace

REALITY CHECK
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EDITORIAL

The limits of money 
and markets
For this edition of The 

Canberra Disability Review 
we’ve cast a critical gaze 
across the idea of money 
and markets and asked about 
their potential and limits.  

Money and control is fix-
ing much for people with a 
disability. People are getting 
therapy and equipment they 
have waited decades for.  They 
are getting modifications to 
help them stay in work or 
their homes.  They are get-
ting transport assistance and 
the ability to set aside services 
who acted as if we existed to 
fit into their rules and sched-
ules rather than sitting at the 
centre of their world.  

And while money makes 
a difference its clear that 
there are limits to its reach.  

If people with disability 
are 1 in 5 Australians and old-
er people are the fastest grow-
ing group in the population 
then why isn’t the communi-
ty knocking down our doors 
to provide accessible tour-
ism, transport, infrastructure, 
housing, allied health services 
and education? 

Why can we still wheel 
down the streets in West-
on, Dickson and the courts 
in Phillip and Belconnen 
and see entire streets where 
every shop has a step? Why 
are there still steps at den-
tists, doctors and even aged 
care accommodation places? 
Why are there significant ac-
cess issues in our hospitals in-
cluding the parking around 
the National Capital Private 
Hospital? Why are we waiting 
to 2020 to make all the buses 

accessible in our city when 
tourism is the biggest grow-
ing area of our economy and 
the grey nomads are the big-
gest growing group if tour-
ists? If markets responded ra-
tionally, reasonably and auto-
matically to demand then the 
invisible hand would have 
fixed them decades ago. 

Maybe then, choice and 
control needs to be seen in 
a human rights framework 
as well as about having peo-
ple who care enough to solve 
your problem. There is need 
but problems don’t always 
respond to money. They 
respond to other levers  – 
shame, the law, or even just 

“people power”, time and ex-
pertise being available. 

A broken piece of equip-
ment isn’t just fixed by money.  
You could be a millionaire and 
it still comes down to someone 
who is clever enough to do it 
and has the time, the exper-
tise, the tools and the skills to 
solve the problem and above 
all, cares enough about you, to 
bother to solve it with you.

People with disability 
won’t just buy inclusion.  We 
will have to win it – by fight-
ing for rights, access to justice, 
quality social infrastructure, 
housing that’s affordable and 
universally designed, an edu-
cation system that treats us 
as equals and an employment 
and income support system 
that don’t work against us.  

It is because money and 
markets have limits that we 
need to retain quality con-
sumer services to complete 
the choice and control jigsaw 

and to ensure that we step up 
and address key areas of mar-
ket failure for people with 
disability that sadly are not 
going away any time soon.  

That is why the Canberra 
Disability Review shares con-
cerns outlined in a recent Can-
berra Times editorial about 
the slow motion train wreck 
that has been facing a number 
of advocacy, health, peer sup-
port, bespoke and citizen voice 
services and programs that 
fill gaps in the (very welcome) 
street paving of the NDIS.  

When the NDIS was first 
proposed by the Productiv-
ity Commission it was clear 
that there would need to be 
a large ongoing investment 
in some services that could 
not be purchased as part of 
packages due to the way they 
were formed or used.  These 
supports were later described 
as information linkages and 
capacity building services.  
Yet the ILC funding when it 
eventually arrived – too late 
to save some services – was 
framed as project funding 
and with total grants of $1.5 
million can never hope to 
cover the range of services 
which are outside the NDIS.  

We did not fight for the 
NDIS to see all of the services 
we own be replaced by dis-
tant corporates.  

To see every information 
service, equipment provider, 
community housing provid-
er or advocacy service that 
was created by consumers 
go to the wall.  

It is ironic that the dis-
ability services that have 

closed or face the great-
est peril are the ones that 
have been created, lead and 
staffed by Canberra people 
with disability throughout 
their service histories. 

These include Nican, 
SHOUT, TAD ACT, 1 RPH, Can-
berra Community Housing 
and even our own organisa-
tion here at PWD ACT. 

And yet the NDIA has en-
gaged Local Area Coordination 
from Feros Care – a Coolangat-
ta based aged care provider 
that hasn't had a significant 
footprint on the ground here 
until very recently.

The Canberra Disability Re-
view does not question the ca-
pabilities of this firm but we do 
think that it’s valid to contrast 
this appointment with the 
lack of nurture being shown 
to home grown consumer or-
ganisations by various levels 
of Government and the NDIA 
itself in the NDIS transition.  

It’s time for the Feder-
al and ACT Governments to 
guarantee funding for servic-
es lost in the cracks of transi-
tion that we need to maintain 
our human rights and manage 
broken markets and we call on 
the Barr and Turnbull govern-
ments to help us secure them. 

These include: mentoring 
for people with psychosocial 
disability; genuine inclusive 
community housing for peo-
ple with disability; systemic 
advocacy; support to self help 
groups; radio for the print 
handicapped and technical 
aids for equipment servicing 
and repair which cannot be 
done by commercial providers.



 Contact the office on 6286 4223 
or email pwdact@shout.org.au for information 

about rates and specifications.
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