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In February of this year, ACTCOSS 
hosted a ‘Lost in Transition’ Summit 

that brought together 52 service 
user, consumer advocacy and service 
provider representatives to give 
their perspectives on the impact of 
social service reform on continuity, 
quality and sustainability of services. 
The summit considered what can 
be learned from people’s experience 
of service reform in the ACT, 
including the rollout of the NDIS, 
with a focus on improved planning, 
implementation and alignment of 
intentions and outcomes of reform.  

A report from this summit, 
outlining the key risks to quality 
and continuity of ACT community 
services that had been identified 
by the participants and the 
protective factors that needed to be 
developed to mitigate these risks, 
was presented to ACT Government 
officials and the findings have 
informed ACTCOSS advocacy 
regarding rollout of the NDIS, the 
role of the ACT Government in 
implementing the National Disability 
Strategy, development of the ACT 
Community Services Industry 

Strategy and ACT Government reform 
of procurement of services from NGOs.

This journal edition provides an 
opportunity to further explore 
what can be learned from people’s 
experience of the rollout of the NDIS 
in the ACT. The community welcomed 
the NDIS because it offered more in 
terms of people’s ability to assert their 
human rights. We do not want to see 
the NDIS reduced to a marketised 
service delivery mechanism that 
replicates all the problems of other 
marketised systems like vocational 
education and early childhood 
education and care.

ACTCOSS wants to see the leadership 
of the ACT in being the first jurisdiction 
fully adopting the scheme matched 
with leadership in using the NDIS to 
expand people’s capacity to exercise 
their human rights and have choice of 
control. This is the only foundation on 
which the NDIS will build a genuinely 
inclusive community in which people 
living with disability can enjoy ordinary 
lives alongside their neighbours and 
peers, equally sharing the benefits of 
the amenity and prosperity of our city.
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The rollout of the National Disability Insurance 
Scheme (NDIS) is the single biggest change in the 

lives of people with disability in living memory. 

Over the past five years the disability rights 
community has been focused on ensuring that an 
NDIS happens at all, especially here in Canberra 
where we are an early adopter of the scheme and a 
crucible for lobbying up on the hill. 

That’s understandable as we’ve faced a Federal 
Government that has sent mixed signals about its real 
commitment to the scheme.

A problem has consistently been a lack of faith that 
the Commonwealth will follow through. Any attempt 
to reverse the bilateral arrangements at the heart of 
the NDIS will be met with strong opposition from 
the human rights community, the disability rights 
community and from thousands of ordinary people 
who stood by people with disability and carers to 
deliver a rights based uncapped entitlement scheme. 

Our question is whether we achieve the revolution 
of choice and control promised by the Productivity 
Commission or settle for a more muscular but 
chimerical reimagining of the old system.

Overwhelmingly, the scheme is making things better 
for those who gain access. People are experiencing 
unprecedented levels of support and are moving 
from survival mode into imagining a future beyond 
the next equipment failure or personal care shift. 
Where five years ago there was exhaustion, now 
there is hope. 

And yet there are things missing and hope 
is becoming tinged with frustration. Many of 
these issues turn on a rollout that seems to put 
bureaucratic and service provider needs at the centre. 

There is too much emphasis on service provider 
readiness and not enough on enabling consumers to 
imagine better and shape the scheme as their own. 
The ACT should urgently prioritise efforts to build the 
capacity of consumers. 

It’s time for our Ready4, especially for marginalised 
and intersectional groups such as women, people 
with cognitive and intellectual disability, Indigenous 
people with disability, culturally and linguistically 
diverse people and young people.

Some of the needs people with disability have do 
not easily translate into a market economy or into 
specialist supports. Peer support cannot be bought. 
Advocacy must be separate to be delivered with 
integrity. Some services and items exist which 
provide very high levels of benefit to very small 
number of people or are highly specialised.

Tier 2 or Information, Linkages and Capacity Building 
(ILC) supports were meant to be a big part of the 
NDIS and to capture many of these. The Productivity 
Commission saw them as crucial to keeping people 
out of acute care and out of specialist systems. 
Advocacy, too, is a system saver for the NDIS—
ensuring that people enter plans with their eyes 
open and doing the work that needs to be done to 
make the mainstream community accessible. 

There was much wrong with disability support in 
the ACT before the NDIS. Accommodation support 
was not done well and the ACT Government had a 
mixed record, to say the least, as the direct provider 
of services here. Read the Gallop Board of Inquiry into 
Disability Services report if you need a refresher. 

Some quality work on cultural change began under 
the rights based leadership of people like Lois 
Ford and we largely avoided the mistakes of other 
jurisdictions, especially failed housing ‘models’ which 
clump people together based on their support 
needs. These must not slither under the door in 
the guise of choice under the NDIS. ‘Choices’ which 
strangle people’s human rights aren’t choices at all—
they are trapdoors. 

And there were other things that did work—our 
culture of volunteering and strong community based 
services lead to some good work. The ACT’s strong 
network of ILC services such as Radio for the Print 
Handicapped, SHOUT and TADACT are assets here 
and need to be retained. 

Other areas need to be strengthened. Advocacy 
has always been underfunded here and we have 
not seen a real growth in funding for many years. At 
a national level advocacy seems to be in a state of 
permanent review. Here in the ACT, PWD ACT, as a 
representative Disabled Peoples Organisation (DPO), 
struggle by on less than the total salary and oncosts 
of a single APS employee at the EL1 level. Advocacy 
for Inclusion tells a similar story in their individual 

NDIA must return us to the centre
By Craig Wallace, People With Disabilities ACT
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advocacy work. Yet demand for all of us has grown 
exponentially due to the expectations created by 
the NDIS. 

Speaking of officials, there should be less bureaucracy, 
especially in self-management which is still alarmingly 
low. The ACT has a tradition of partial self-managed 
support. If the National Disability Insurance Agency 
(NDIA) can’t get it right here, the chances of success 
anywhere seem grim. 

The online portal needs to be revamped and we need 
to recognise that payment in arrears defeats the whole 
purpose of self-management. 

The NDIA needs to get its IT, systems and support 
together and to do so quickly, after the portal 
meltdown. There are too few solid providers of 
equipment and other disability services as it is without 
them going to the wall as a result of late payments or 
difficulties navigating the new system. We know of at 
least one equipment provider that has left Canberra 
since the NDIS began and others that claim they are 
in trouble. 

Rehabilitation has its own bureaucracy and there 
should be less reliance on Occupational Therapists 
(OTs), especially for those consumers who are old 
hands at their own disability and know the kinds of 
equipment that works. A more selective use of OTs 
would be a prudent move for the agency too, given 
the shortage of professionals in the ACT, the costs of 
consultancy services and the sure knowledge that 
people are experts in their own lives. 

There has been much said about the ‘natural authority 
of families’, yet the inbuilt authority that people with 
disabilities have about the most basic areas of our lives 
are often ignored. Usually when we say something 
won’t work for us, we’re right. 

Finally, the ACT NDIS needs a period of consolidation, 
consistency and consultation. 

While there was much to improve within the Territory’s 
arrangements for disability, Disability ACT was a strong 
community partner and readily accessible to people 
with disability on the ground, knowing from long 
experience that the ACT disability rights community is 
capable and influential. 

The Territory worked hard to engage people with 
disability and organisations as community partners. 

The NDIA to date has not done consultation well. The 
NDIA needs to shun pervasive cultural failings of the 
Australian Public Service familiar to so many of us in 
Canberra. These include mazelike hierarchies, a slavish 
hunger to tell Ministers what they want to hear, an 
institutionalised distance from those they are meant to 
serve and an inability to trust outsiders or undertake 
real co-design. It needs to deal with the disability 
community with trust and honesty. 

They need to build closer to the ground and resource 
and maintain their own networks with people with 
disability, and our DPOs, in the ACT. 

And it needs to happen soon. As the ACT Expert Panel 
moves to provide the ACT Government with advice on 
its own program of work, the NDIA should establish 
and resource its own formal advisory mechanism with 
clear accountabilities here in the ACT. 

Finally, the ACT Government must also continue 
to see the vital nature of its own work in areas like 
justice, education, transport and access in creating a 
welcoming community that maximises the outcomes 
from our investment in NDIS supports. 

People With  
Disabilities ACT:  
www.pwdact.org.au 

Design Managers Australia captured 
the notes and produced this 

Conference Summary.

ACT2020
Citizen Voice 
Community Vision
ACTCOSS Conference 2016 – 4-5 August

Conference report now available!
DMA prepared a report on ACTCOSS’ biennial 
conference in 2016, ACT 2020 - Citizen Voice, 
Community Vision.

It summarises the two days of the conference, 
including keynote speeches, panels, and 
reflections from participants.

Find it on our website: www.actcoss.org.au
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After I had my breakdown, I 
found attending groups like 

art classes and badminton assisted 
me and brought great enjoyment 
and helped with the challenges of 
living with mental health problems. 
These groups had been block 
funded, but with the advent of the 
NDIS, this block funding had been 
withdrawn and put into the pool 
of NDIS funding. To keep accessing 
these supports that had made a 
difference in my life, I had to try 
and access individual funding 
through the NDIS. 

The access request forms were 
the first challenge. The medical 
evidence form is not designed 
at all for someone with mental 
illness. I was given a form from a 
mental health organisation, the 
NDIS Evidence of Disability Report 
form. Unfortunately, the misleading 
negative wording led to my 
psychiatrist filling out the complete 
opposite assessment to the actual 
facts about my condition. But 
my advocate informed me that 

I had not been given all pages 
of the form! So the shrink didn’t 
read the negatively-worded, 
greyed-out header ‘function... 
reduced’. And he ticked boxes 
where I could do something, and 
crossed them where I couldn’t. 
The NDIS reviewer in Perth read 
that I could do what the shrink 
meant that I couldn’t, and couldn’t 
do what he’d thought I could! 
My application was rejected by 
the NDIA. 

So, I went through my first review, 
I got more evidence, including the 
supplementary evidence form. 
This was submitted to an NDIA 
official, again it was rejected—I 
wasn’t disabled enough. 

Next, with the assistance of a 
lawyer and my advocate, I went 
to the next stage of review. My 
lawyer requested an extension of 
time to get further evidence that 
was required—an extensive report 
from my psychiatrist about my 
mental illness.

One person’s experience of fighting to  
access the NDIS
By Bryan Kilgallin

The staff of the National Disability Insurance Agency 
(NDIA) have made many thousands, perhaps 

millions of decisions that have a direct impact on 
the quality of life of NDIS participants. Most of those 
decisions have been good decisions, but not all. 
As the ACT NDIS trial progresses, more people are 
realising that decision making by the NDIA includes 
several stages of review and appeal. This realisation 
is a good thing because it improves access to the 
scheme, provides NDIA with feedback on their decision 

NDIA decision making
By Fiona May, CEO, ACT Disability, Aged and Carer Advocacy Service (ADACAS)

When I shared my experience 
with other people I know 
with mental health problems, 
they told me to sue them, but 
fighting them is easier said than 
done. It has been like being in 
a Kafkaesque nightmare, of a 
Byzantine bureaucracy! I can 
relate to the story of Kafka’s The 
Castle, which is often understood 
to be about alienation, 
unresponsive bureaucracy, the 
frustration of trying to conduct 
business with non-transparent, 
seemingly arbitrary controlling 
systems, and the futile pursuit 
of an unobtainable goal. Kafka’s 
The Trial expresses my feelings 
of appealing to NDIS. The Trial is 
one of his best-known works. It 
tells the story of a man arrested 
and prosecuted by a remote, 
inaccessible authority, with the 
nature of his crime revealed 
neither to him nor to the reader. 
The NDIS’ processes, including 
that of proving your disability, are 
completely disempowering. 

making and enables participants to be heard in these 
important decisions.

ADACAS has provided many people with individual 
advocacy to support them to prepare for and engage 
with the NDIA process. It’s a daunting process which 
many people approach with significant anxiety and 
concern. Calls for simplification of the paperwork 
and processes around NDIS entry are well founded—
duplication still occurs, as does a need to understand 
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and use a changing language of ways to describe 
what you need. These present unnecessary barriers for 
people to engage safely with the NDIA and have their 
needs met. 

ADACAS will continue to raise our concerns about 
process with the Agency. A particular issue is the quality 
of evidence provided by doctors on access forms. 
In a number of instances we have seen applications 
rejected because the doctor has not provided complete 
information, or has not described the person’s 
functional impairment with language the NDIA accepts. 
With support at the review stage, these access requests 
are often accepted because an advocate has worked 
with the person and the doctor to ensure that the 
information provided is of high quality and meets NDIA 
expectations. There is a clear need to engage more with 
health practitioners to ensure they play their important 
role in assisting people to access the scheme. 

While the success of people who seek a review of 
access decisions is very good news, it is concerning that 
many people are denied access on the first attempt 
and then do not take any further action. Many of these 
people are potentially eligible. ADACAS is concerned 
that information about review rights is not provided 
in a useful way to these applicants and that they are 
not accessing support to exercise their right to review. 
The latest NDIS Quarterly Report data shows that 328 
people have been found ineligible in the ACT. More 
should be done to reconnect with these people to 
ensure that their eligibility is properly tested.

The other key area for NDIA decision making is, of 
course, decisions around plans. Again, people approach 
this process with considerable anxiety and fear and 
do not always understand that they have the right 
to review of NDIA planning decisions. The process 
for review of planning decisions has been changing 
during the course of the trial, applied inconsistently 
by the Agency and sometimes led to lengthy delays 
in resolving issues with participants. Until recently 
the NDIA has had the ability to make small changes 
to plans—calling these plan corrections or plan 
amendments—when something has been left out 
of a plan in error or some other detail was entered 
incorrectly. It is currently not clear whether this function 
will be available in the new IT system or whether a 
full plan review is required. The legislation is clear 
that a plan review can be sought at any time and the 
result of a review will be a new plan. Refusing to do 
a plan review when requested is a decision that can 
be reviewed. At times the NDIA staff have sought to 
deter people from seeking plan review by implying 

that people may lose other items from their plan 
as a result of seeking to have something additional 
included. This is a misuse of planner power and has the 
impact of damaging relations between participants 
and planners, as well as leading to poorer outcomes for 
affected participants. 

There have been 52 internal reviews in the ACT. If, 
following an internal decision review, the participant is 
still not happy with an NDIA decision, they can appeal 
the decision to the Administrative Appeals Tribunal 
(AAT). This is an important feature of the NDIS legislation 
that must be protected as it provides a fundamental 
right for participants. There are some rules around the 
process of applying for an AAT appeal and ADACAS 
is funded to support people to navigate this process. 
Since the trial began, ADACAS has provided support 
for 8 matters that have gone to appeal. Some of these 
have been resolved and others are still underway. 
Nationally, there were 63 AAT appeals made in the first 
3 years of the trials and the rate of appeals is currently 
increasing significantly (there were 14 matters in the 
first 5 months of 2016). Of these matters only about 
one quarter reach the stage of an AAT hearing. Many 
are resolved at conciliation—which essentially means 
that the participant’s request has been satisfied to the 
extent that the appeal does not need to proceed. The 
NDIA, therefore, are taking appeal matters seriously and 
in many cases have been willing to change their original 
decision at this stage. This is good news for participants.

The full process of seeking changes to a plan is time 
consuming and requires commitment from the 
participant. We know of cases where the person has 
been less than satisfied but has not had the stamina 
to take the NDIA on so has chosen not to proceed. It’s 
clearly important for the NDIA, AAT and others to make 
the review and appeal processes less stressful for the 
applicant so that people are more likely to proceed to 
this step. 

The process of reviews and appeals informs future 
decision making by the agency. It’s important that 
participants continue to access these processes so 
that they can get good outcomes from the NDIS. 
Participants, families and providers are welcome to 
seek advice from ADACAS on NDIA decision making at 
any time.

ADACAS: www.adacas.org.au 
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The ACT is now just over two 
years into the transition to 

full NDIS rollout, and to say the 
experience has been varied for its 
participants and service providers 
would be an understatement.

Many people have had excellent 
experiences and have been 
able to move towards their life 
goals. They have been able to 
strengthen their connections 
in the community and develop 
new relationships. For others, 
the experience has been less 
rewarding, with large amounts 
of time spent dealing with the 
bureaucracy of the system (at 
times with few results).

For participants rolling into the 
scheme in its first year or so there 
was a lot of uncertainty, but also 
a lot of consultation. As time 
has gone by the consultation 
has become less, as has the 
flexibility. The multiple planning 
conversations that participants 
were enjoying in the first few 
quarters have been reduced 
to whirlwind meetings and My 
First Plan.

As a service provider Just Better 
Care Canberra has had similar 
experiences. Unfortunately, the 
problems around transition 
have become worse as time 
has gone by, rather than better. 
The response to feedback from 
both participants and providers 
has been much slower and less 
responsive in the last six months. 
Despite two years of trialling the 
NDIS in the ACT it seems very 
little of the issues that have arisen 
have been addressed, both at 

local and national level. 

Well-resourced and supported 
participants have been able to 
advocate to some degree, but 
those who are more isolated have 
little or no voice. Widespread 
advocacy has been severely 
restricted under the NDIS and 
does not seem to be seen as a 
priority for the scheme. Advocacy 
is absolutely vital to support 
participants in the NDIS. People 
who rely on the NDIS have had 
a long history of barriers to 
having their views heard. Without 
advocacy, they risk being reduced 
to just a number.

One of the most significant 
challenges we’ve come across 
has been the lack of support 
from the NDIA on helping to 
educate people about what it 
means to be a consumer and 
how the market works. How 
do you know what you want if 
you have never previously been 
given choice? Planning is often 
not individualised and has been 
very varied depending on each 
individual planner’s skills, outlook 
and experience.

The scheme seems to being 
more and more controlled by 
the actuaries concerned with 
the costs of the scheme, rather 
than the outcomes approach 
that it was founded on. Individual 
choice and control is being 
eroded in favour of bureaucratic 
compliance. Every week the 
NDIS is looking less like a true 
‘insurance’ model.

This scheme should be operating 
from a values base with a 

Is the NDIS on course, or are there signs it 
is heading for a different destination?
By Fergus Nelson, CEO, Just Better Care Canberra

focus on making people with a 
disability an integral and vital part 
of our community.

The changes with My First Plan is 
overriding individuals’ choice and 
control. Planning that participants 
have done is not being taken 
into consideration. The rush to 
roll people into the scheme is 
resulting in them having to settle 
for inadequate funding for even 
longer. It is status quo with a 
new logo. What an incredible 
disappointment this is for 
participants after years of waiting. 

The current pricing structure 
does little to allow for the 
enhancement of people’s lives. 
It reduces their supports to 
basic transactions. Quality has 
been sacrificed for cost saving. 
Delivering high value, consumer-
driven supports costs money. 
Training the workforce to be 
responsive to participant needs 
and goals doesn’t come without 
a cost. Many service providers 
want to invest in this area of 
training but are hamstrung by 
the funding levels of the NDIS. 
Funding levels do not align with 
the founding goals of the NDIS.

Workforce has been identified as 
a huge issue across the country. 
The low pricing for most supports 
means many organisations do 
not have the ability to implement 
any workforce recruitment 
or retention methods. The 
community sector workforce 
is being asked to be more 
independent in their decision 
making processes. This is a 
positive move for many but if 



7Update  •  Issue 77  •  Spring 2016  

Gugan Gulwan Youth Aboriginal Corporation 
(Gugan Gulwan) National Disability Insurance 

Scheme (NDIS) Outreach program provides a service 
to the ACT Aboriginal and Torres Strait Islander 
community around the NDIS and assists members 
of the community requiring support, facilitation and 
information to access the scheme and its supports.

The Gugan Gulwan NDIS Outreach program 
commenced in August 2014 with one male fulltime 
worker. The scope and initial learnings from the 
program identified cultural and gender needs 
of the clients resulting in the employment of a 
fulltime female worker as well. This was successfully 
negotiated with the funding body and the female 
worker commenced in June 2015.

The Gugan Gulwan NDIS Outreach officers are 
completing Access Request Forms, facilitating 
community gatherings, NDIS pre-planning, advocacy, 
support coordination and continued targeted 
promotion across the ACT region.

A primary objective of the Gugan Gulwan NDIS 
Outreach program is to complete the Access 
Request Forms with clients; this process also 
includes the gathering of evidence to support their 
application to determine NDIS eligibility. This process 
is frequently arduous and protracted, with many 
people having little to no evidence of functional 
impact of their impairments and how this affected 
their everyday life. The gathering of this evidence 
sometimes left individuals reluctant to engage, 
frustrated in the process and ultimately ceasing their 
NDIS application. 

Gugan Gulwan Youth Aboriginal 
Corporation & the NDIS—Our Experience
By Gugan Gulwan Youth Aboriginal Corporation

A further barrier has been the mandated labelling of 
disability which is not recognised in Aboriginal and 
Torres Strait Islander communities historically. 

We are currently leaving the trial site phase in the 
ACT. Gugan Gulwan have had time to reflect on our 
experience with NDIS:

• The NDIS provides opportunity for many supports 
to improve an individual’s quality of life, but how 
these funded supports are implemented and 
achieved is not being realised for the majority 
of Aboriginal and Torres Strait Islander people in 
the ACT.

• The ACT lacks culturally competent services. 
Aboriginal and Torres Strait Islander people wants 
services for them, by their own community.

• The ACT NDIA trial site is not responding to the 
ongoing needs of the ACT Aboriginal and Torres 
Strait Islander community by not providing 
ongoing funding to Aboriginal controlled 
services to meet demand for disability services. 
Holistic case management is the only effective 
engagement strategy within the ACT Aboriginal 
and Torres Strait Islander community to ensure 
whole of life needs are achieved.

• The process of eligibility and being provided your 
NDIS package is protracted and leaves people 
feeling lost and abandoned in the system.

• The fee for service model has been a risky 
transition for service providers who are trying 
to meet demand whilst being financially viable. 

there is not the support around 
this from their employer, many 
will be reticent to work in this 
new way. Greater responsibility 
needs to be rewarded but the 
vast majority of NDIS pricing does 
not allow for this. This is lifelong 
upstream disability support, not a 
‘stack them high, price them low’ 
business model.

The NDIS has the potential to 
significantly improve the lives of 
people with disabilities. To ensure 
this happens the NDIA must be 
prepared to listen to the voices 
of participants, their friends 
and families, advocates and 
service providers. Bureaucratic 
imperatives must not be allowed 
to override the NDIS’s stated 

aims and objectives if Australia is 
serious about making this world-
first scheme a success. 

Just Better Care:  
www.justbettercare.com 
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Service providers are no longer client centric 
but are increasingly focused on revenue to 
remain sustainable.

• Gugan Gulwan Outreach workers on a number 
of occasions have been approached by members 
of the community asking about NDIS as a result 
of feeling ‘instructed’ by ACT Child, Youth Family 
Protection Services to apply for NDIS. This 
undermines the fundamentals of NDIA being 
‘choice and control’ and needs to be further 
understood by government agencies. It also 
perpetuates a further distrust and reluctance to 
engage with NDIA within the ACT Aboriginal and 
Torres Strait Islander community. 

• The challenge to manage your NDIS package 
funds or have it managed by National Disability 
Insurance Agency (NDIA) or a combination of both 
is confusing. Many people do not understanding 
how the funding works and are challenged by 
using the NDIS portal to acquit funding.

• Individuals with mental health are difficult to 
engage due to the nature of their illness—how 
do you support people in the NDIA process when 
they may not acknowledge their own difficulties?

• Individuals who previously were supported 
through government funded services but are 
now deemed too high functioning to access NDIS 
supports fall through the cracks in the system—
where do these people go for support now? A 
person can be considered high functioning in 

some areas but have significant difficulties in other 
life domains, e.g. social, education.

• The proposed Local Area Coordinator (LAC) 
model leaves Gugan Gulwan concerned for the 
ongoing support and access to NDIS. Outsourcing 
this delivery will leave many people further 
disengaged and vulnerable. Whilst this is seen as 
a cost cutting, streamlining measure for NDIA, the 
efficiency and expertise to deliver these services 
remains unknown.

• Working in the NDIS space at times is confusing as 
the NDIA continually refines and makes changes 
to policies, processes and procedures. 

• Whilst Gugan Gulwan acknowledges the NDIS is 
still in the infancy stage, what it looks and feels 
like for Aboriginal and Torres Strait Islander people, 
families and communities is still to be determined 
with many qualitative factors unknown. Will 
NDIS supports be sufficient and robust enough 
to respond and meet demand for the whole 
of life needs for Aboriginal and Torres Strait 
Islander people when they are one of the most 
disadvantaged, vulnerable, marginalised cohorts 
in Australia? 

Gugan Gulwan Youth Aboriginal Corporation:  
www.gugan-gulwan.com.au 

www.act.gov.au/cervicalscreening

Cervical cancer is one of the few cancers that can be prevented  
through regular screening. 
A Pap test every two years is currently the best way to protect  
against cervical cancer.
If you’re aged between 20 and 69 and have ever been sexually  
active, you need regular cervical screening  — even if you have  
received the human papillomavirus (HPV) vaccine. 

Call your health practitioner to book your cervical  
screening (Pap) test today or, for more information on  
cervical screening, call 13 15 56.

A program of
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L’Arche is an international federation of intentional 
communities seeking to share the gifts of people 

with an intellectual disability. The Canberra based 
community, L’Arche Genesaret, has been part of the 
exciting changes in the sector, in particular with the 
National Disability Insurance Scheme (NDIS) rollout. 

The NDIS has provided opportunities to realise 
previously unattainable dreams. At L’Arche 
Genesaret a key organisational challenge has been 
to embrace the life changing vision of the NDIS 
while maintaining and growing our identity as an 
intentional community. The introduction of the 
NDIS is enabling L’Arche to fulfil a long held dream 
to welcome new participants, which had not been 
possible since 2003. 

Nevertheless, the introduction of the NDIS has not 
yet addressed the ongoing and widening gaps 
in employment opportunities for people with 
disabilities. The disability employment sector is 
experiencing significant upheaval, in particular 
in relation to the ongoing viability of Australian 
Disability Enterprises (ADEs) where many people 
living with an intellectual disability traditionally 
expected to find employment. Current estimates 
show that these employment challenges are unlikely 
to be resolved until around 2018/2019. At the same 
time, economic participation is a cornerstone of 
the NDIS and employment is clearly integral to 
how a person relates to and participates in their 
local community.

Building and sustaining meaningful relationships is 
also a challenge repeatedly named by participants 
over some time. In fact, the Productivity Commission 
report Disability Care and Support made reference 
to the loneliness and social isolation facing people 
living with disabilities in the Australian community. 
An essential outcome of the NDIS must be to 
enhance the social and community links of people 
experiencing disability. It is undeniable that the 
human desire for social connection is a deep 
and often unmet need and the overall outcomes 
framework must see this is as a central outcome.

Together we’ll make 
the impossible happen: 
our NDIS journey
By L’Arche Genesaret

Taken together it is clear that genuine involvement in 
a local economy is critical for people with a disability 
and we are a long way from authentically realising 
this outcome. The opportunity for someone to 
contribute to their local economy while enhancing 
their social networks addresses two unmet needs of 
economic participation and genuine social inclusion. 

To address the goals of inclusion and economic 
participation, L’Arche is seeking to grow and nurture 
a creative and microenterprise space designed 
with and for participants and those in the wider 
community. It is anticipated that this ‘Hub’ located 
at our new Colbee Court premise in Philip, ACT 
will provide opportunities for people with and 
without intellectual disabilities to intentionally share 
their interests in social innovation and small-scale 
business activity. Our goal is to create a co-working 
space that is focused primarily on embracing the 
gifts of people interested in pursuing social business. 
We look forward to announcing and welcoming 
people to our new Hub co-working space 
during 2017.

Additionally, the L’Arche Hub intends to become 
a cultural venue where people with and without 
disability can come together in a truly inclusive space 
to share their love of music, movies, performing arts, 
social change projects… whatever comes forward.

The NDIS is a huge catalyst for social change. 
Despite the inevitable challenges and setbacks, it 
remains a fantastic opportunity for all providers to 
achieve real and lasting change in the lives of people 
with disability.

L’Arche Genesaret:  
www.larche.org.au 
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with complex needs, as well as the pricing rates 
allocated. People with disability and their families are 
concerned about not being able to access sufficient 
amounts of short term accommodation through their 
NDIS plans to maintain their caring situations. 

In a big change the National Disability Insurance 
Scheme introduces new language around service 

types and expectations to people with disability and 
service provider organisations. No longer is there a 
category for ‘respite’ which has always been listed as 
a high need by carers and caring families to sustain 
the functioning of their household. Respite took a 
range of forms in state and territory funded services 
with support in the person’s home, outings, individual 
supports and support in a centre with others all 
falling under the ‘respite’ banner. Of course people 
can still receive supports that give a ‘respite’ effect to 
families, but the focus is now firmly on the person 
with disability under the NDIS and so the supports 
are referred to in terms of what they provide for the 
individual. In the example we will look at here the 
support formerly known as ‘centre based respite’ 
has now become ‘short term accommodation’. The 
NDIS description for short term accommodation is 
as follows:

Integrated support for self-care, accommodation, 
food & activities in a centre or group residence 
for short periods. Includes all expenses in 24 
hour period with no additional loading. May be 
used for up to 14 consecutive days, then weekly 
rates apply.1 

For many reasons individuals and carers truly rely now 
on regular ‘short term accommodation’ to sustain their 
arrangements and family functioning. At a minimum, 
an individual’s NDIS package should include adequate 
short term accommodation, or other activities that 
provide a break from caring, to maintain the carer’s 
capacity to care. The importance of this type of 
support for many families to keep the participant and 
their family together longer for better outcomes for 
the whole family cannot be understated (avoiding 
family breakdown, ill health or the participant 
needing expensive supported accommodation at an 
earlier age).

Like many communities around Australia, the need 
for short term accommodation is very high in the 
ACT and the six organisations providing a substantial 
amount of short term accommodation in the ACT are 
concerned about the rationale behind the staffing 
ratios for the provision of this service for people 

Challenges of converting the NDIS category 
of ‘short term accommodation’ to meet need
By Marymead, The Disability Trust, Hartley Lifecare, Duo, and Carers ACT

A family case study
An ACT family has four children, one with a 
disability who is now an NDIS participant. 
Because of the caring load for a child with 
disability, the mother is unable to participate 
in the workforce as this child with disability 
will not participate in social or capacity 
building activities, and has problematic school 
attendance. However, the child enjoyed 
attending Carers ACT Isaac House two nights a 
week for respite or short term accommodation 
at a discounted cost. This provided family time 
for the parents with their three other children, 
and a break from caring responsibilities. The 
participant’s respite component of their NDIS 
individual funded plan was assessed at two 
nights per month. As the family is financially 
disadvantaged because one parent is unable 
to participate in the workforce, it cannot 
afford to pay the full cost of additional respite 
or short term accommodation. The NDIS 
participant’s capacity for social participation 
and skills development are reduced, and the 
family’s caring load increased. There is less 
opportunity for the carer parents to spend 
with their three other children and give them 
‘parent’ time without having to manage the 
distractions and challenging behaviour of 
the child with disability. Given the reduced 
amount of short term accommodation 
available in their plan, the family begin to ‘save’ 
it to use at those times of crisis rather than 
using it flexibly to proactively take a break 
from their caring role as they had previously 
been used to.

People with high and complex needs cost more to 
support, therefore, higher complex needs should 
be factored into the NDIA price guide. A one size 
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fits all approach is at odds with the other pricing 
structures in the NDIS. While the ability to identify 
and quantify more complex needs can be a complex, 
it is crucial that the rationale and pricing of short 
term accommodation is modified to cater for higher 
intensity/complexity participants. Participants who 
require active staff or other additional support 
clearly result in additional costs—the more so when 
this occurs on weekends and public holidays. The 
NDIS recognises complexity of support and also 
differentiation in cost of service provision due to 
different industrial wage costs for different time 
periods in some of its pricing. However, the maximum 
payment for short term accommodation in a centre 
or group residence under the NDIS is presently set 
at a single rate per person per 24 hour period. This is 
an inclusive, all expenses price for a 24 hour period 
with no additional loading permitted. While this 
amount may be adequate for a range of lower needs 
participants, it is often not sufficient for those requiring 
higher support or levels of supervision to stay safe, 
particularly during higher wage periods. 

As providers in the ACT, the first jurisdiction that 
will be fully in the NDIS, we have a unique insight 
from discussion with our carers into the impact of 
both the pricing and the allocation of short term 
accommodation in people’s NDIS plans. Necessary 
additional staff and higher wages for weekends and 
public holidays can only be cross-subsidised on a very 
short term basis. The implication of the current pricing 
potentially excludes participants with higher needs 
that require higher levels of staff support from these 
services, or the withdrawal from this service by some 
providers altogether. These are real possibilities. For 
the ACT, the impact of the single pricing approach 
is compounded by what appears to be a lack of 
willingness by planners to allow for short term 
accommodation in plans in excess of the maximum 
amount relevant to a planner’s delegated authority. 
A determination of what is ‘reasonable and necessary’ 
should never be influenced by what is ‘convenient 
and simple’ for a planner. Certainly, some providers 
are seeing many participants with only 28 days’ short 
term accommodation in their plans and some with as 
little as 7. This tight allocation has a perverse impact 
on choice and control in that people with disabilities 
and their families begin to ‘save’ their supports as a 
precious resource for those times when they need 
it most rather than using it flexibly to meet their 
families’ needs. 

These concerns aside, we urge that the planners 
need to account for a period of transition into the 

scheme over 1-2 years. It is undoubted that the intent 
and impact of the NDIS is to provide a wide range 
of supports that will, over the longer term, reduce 
an individual’s need for short term accommodation 
support to assist and develop their ongoing support 
and wellbeing and the market will develop and 
respond to achieve this. However, this is simply 
unrealistic for situations which involve families/
individuals with continued complex needs. Where a 
family has previously had significant respite over a 
year there needs to be consideration of how quickly 
the carers, and the participants, will be able to adjust 
to, and take advantage of all the new supports. Those 
that are unable to do so, may feel they have no other 
choice than relinquishment or reduce their caring role 
with potential adverse impacts for the person with 
disability and the community—including impacts 
on the justice, health and other systems. When these 
factors are considered, it is reasonable and necessary, 
to make a greater provision in the first year or two for 
short term accommodation—particularly for those 
that have previously had significant respite—than 
would be necessary in following years to provide a 
smoother NDIS transition. 

We are aware of the recent NDIA review of pricing 
in relation to supported accommodation and have 
contributed to submissions to that review. But that is 
a larger set of questions and this, as a related matter, 
could easily be lost sight of. Are there alternate 
accommodation and care options? Will the cost of 
incorporating these alternate accommodation and 
care options be greater than incorporating them into 
an NDIS participant’s plan that provides adequate 
supported accommodation and a break from caring 
for the carer and caring family? It’s also difficult for 
carers and caring families to reduce their level of 
care to the person with disability for various reasons, 
e.g. connection to the person with a disability, guilt 
… which increases carer stress and poor health and 
workforce outcomes contrary to the expected benefits 
for carers and families under the NDIS implementation.

The NDIS is about choice and control, yet the current 
pricing structure combined with the allocated 
amounts of short term accommodation in people’s 
plans is seeing choice and control for people with 
disability being negatively impacted to the detriment 
of their and their families’ functioning. 

 
1. NDIS Price Guide, ACT/SA/WA/NT, Valid from: 1 July 2016, NDIS, 
24 June 2016, p.33, <https://www.ndis.gov.au/html/sites/
default/files/documents/Provider/201617%20ACT%20SA%20
WA%20NT%20Price%20guide.pdf>. 
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Moving into a shared house can be a daunting 
challenge for anyone. Finding the right share 

house when you have a disability can make for an 
even more complex experience that requires time 
and dedicated support. Yet over the past year, the 
NDIA funded Shared Social Housing pilot project has 
supported 18 people with a disability to undertake 
the complex journey of identifying suitable shared 
housing in the ACT. 

Run jointly by Capital Community Housing Inc. (CCH) 
and Uniting, the Shared Social Housing project seeks 
to identify availability in share houses and match 
suitable residents. It isn’t an easy task with limited 
numbers of shared houses, limited availability of 
share spaces, insufficient properties with accessibility, 
and varying levels of resident care required. Not to 
mention personal preferences for pets, noise, break-
out spaces, and whether you live north or south of 
the lake. Yet there is demand and the NDIS has both 
supported and fuelled this demand.

The Shared Social Housing project currently has 
17 participants seeking shared housing with 24/7 
care. Four of these people are looking for larger 
accommodation so that they can share their 
24/7 care costs (which is required under NDIS). 
Five are unhappy with their current government 
shared care. Three are in hospital and looking for 
accessible accommodation so that they can leave 
hospital. Three are living at home with their elderly 
parents, and one person is in housing stress as their 
private rental is now too expensive. A further 10+ 
people who do not require overnight assistance 
are looking for shared housing with drop-in care 
support packages.

Whilst the project has identified that there is a 
growing demand for shared social housing by 
people with a disability, and that there are not 
enough share houses with accessibility in the ACT, 
we must acknowledge that there have also been 
some share houses that have experienced lengthy 
vacancies at times as the right resident is identified. 
This perhaps highlights more than anything, the 
complexity of supporting people with a disability 

to move into shared housing. The NDIS has created 
many opportunities and we absolutely need to 
continue the support, time and commitment 
required for uniting participants in suitable 
shared housing.

Uniting participants in shared housing
By Juliette Spurrett, Area Manager, Uniting

Uniting’s support to one 
NDIS participant
In February 2016, Peter (not his real name) 
aged 49 years was identified by his tenancy 
manager as having interest to move into a 
shared house instead of continuing to live 
alone. Peter had escalating health issues and 
he and his family saw merit in him living with 
others in order to reduce his social isolation 
and to increase his ability to manage his 
health needs. Peter was referred to the Shared 
Social Housing project which then introduced 
him to more intentional support available 
through the NDIS. As a result of this referral, 
Peter has not only been assisted to view and 
explore shared housing options that suit his 
interests and needs, he has also had support 
with pre-planning and development of his 
NDIS plan, and he has engaged Uniting 
to provide him with ongoing support and 
coordination for implementation of his 
approved plan.

…to inspire people, enliven communities 
and confront injustice  

Contact: Juliette Spurrett, Area Manager 
jspurrett@uniting.org  Ph: 02 9268 3869  
Uniting: www.uniting.org
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The Younger Onset Dementia 
(YOD) Key Worker Program 

faces a number of challenges and 
some great opportunities as the 
NDIS rolls out across more sites 
from 1 July 2016. The primary 
focus of YOD Key Workers across 
Australia during this time is to 
ensure people with younger onset 
dementia, their families and carers 
continue to be supported by 
the program.

In preparation for the coming 
changes, over 40 YOD Key Workers 
gathered from across Australia for 
a National YOD Key Worker Forum. 
The YOD Key Worker Forum was 
held over two days in Sydney 
on 26 and 27 May and provided 
education and the opportunity to 
share knowledge and experience 
for all who attended.

The YOD Key Worker Forum 
opened with presentations from 
Alzheimer’s Australia’s CEO, Carol 
Bennett; James Christian from the 
Department of Social Services; 
Kylie Preston from Carers Australia; 
Peter Andersen, a consumer from 
the Hunter NDIS trial site who 
spoke about their experience with 
the NDIS and the YOD Key Worker 
Program; and a presentation 
by Jade Maloney from ARTD 
Consultants on the history of the 
NDIS. The first session closed with 
a panel discussion which allowed 
the Key Workers to ask questions 
about the future of the program 
and how they could best prepare 
for the NDIS.

The remainder of the forum 
was dedicated to structured 
workshops which addressed 
topics such as capacity building 

and better communicating the 
impact the YOD Key Worker 
Program has on the lives of those 
with younger onset dementia, 
their families and carers. The YOD 
Key Workers valued the highly 
interactive format and enjoyed 
working collaboratively with a 
broad range of Key Workers from 
all of the State and Territories. 

In preparation for the further 
rollout of the NDIS from 1 July 
2016, Alzheimer’s Australia’s 
National Office has also made 
two submissions with regards 
to the NDIS. The first was a 
submission in response to the 
NDIS Information, Linkages and 
Capacity Building Commissioning 
Framework. While there is still 
only limited information available 
about the Information, Linkages 
and Capacity Building (ILC) 
component of the NDIS, the two 
broad aims for ILC are:

1. Making sure people with 
disability have the skills, 
confidence and information 
they need to get involved in 
the community.

2. Building the capacity of the 
community and mainstream 
services to include people 
with disability.

Younger Onset Dementia Key Worker Program 
prepares for the future
By Alzheimer’s Australia ACT

ILC funding will be allocated 
through competitive grants 
and will roll out across Australia 
between 2017 and 2019. 
Alzheimer’s Australia used their 
submission to highlight once 
again the unique challenges 
people with younger onset 
dementia face and again called 
for the NDIS to consider families 
and carers as well as those 
who are in the often difficult 
process of pursuing a diagnosis 
as they developed the ILC 
Commissioning framework.

The second submission was in 
response to the Review of the 
National Disability Advocacy 
Program Discussion Paper. The 
discussion paper aimed to initiate 
discussion and generate ideas 
about what an updated National 
Disability Advocacy Program 
(NDAP) should look like and 
how it should work, in an NDIS 
environment. Alzheimer’s Australia 
highlighted the advocacy role 
YOD Key Workers play in the lives 
of people with younger onset 
dementia and their families. 

Alzheimer’s Australia’s submission 
illustrated how YOD Key Workers 
linked clients to early intervention 
supports and services and build 
capacity in families and clients 
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Training / Forum Date / Time Cost: Member / Non-
member / Corp. or Govt.

Reconciliation

Aboriginal Cultural Awareness Training (2017) 
Facilitated by Koorimunication 

16 Mar, 8 Jun,  
5 Oct 2017 
9.30am - 4.30pm 

$270 / $300 / $330 
(incl. GST)

Ready4

Outcomes Oriented Collaboration 
Facilitated by ACTCOSS

19 Oct, 17 Nov 2016 
9.30am -12pm

Free

Collaboration Community of Practice: Developing 
Partnerships, Maintaining Mission 
Facilitated by ACTCOSS

17, 27 Oct 2016 
9.30am -11.30am

Free

Introduction to Developing a Social Enterprise 19 Oct 2016 
9.30am - 12.30pm

Free

Business of the Business: Practical tips to mitigate and 
manage the threat of insolvency 
Facilitated by RSM

26 Oct 2016 
9.30am - 12.30pm

Free

Collaboration Community of Practice:  
Practising Shared Value 
Facilitated by ACTCOSS

1, 9, 14, 24 Nov 2016 
9.30am -11.30am

Free

Emerging Leaders Development Program

Planning and Time Management 
Facilitated by ACTCOSS

20 Oct 2016 
9.30am - 12.30pm

$90 / $125 / $150 
(incl. GST)

Facilitation Skills 
Facilitated by YellowEdge

8 Nov 2016 
9.30am - 4.30pm

$180 / $250 / $300 
(incl. GST)

Improving Quality and Impact of Services

Building Better Boards: Board Governance and Strategy 
Facilitated by ACTCOSS

23 Nov 2016 
9.15am - 12.15pm

$90 / $125 
(incl. GST)

Building Better Boards: Financial Management 
Presented by Betty Ferguson

23 Nov 2016 
1.15pm - 4.30pm

$90 / $125 
(incl. GST)

Find out more about our learning and development opportunities and how to register at the ACTCOSS 
website: www.actcoss.org.au

ACTCOSS learning & development calendar 

to better enable them to remain 
independent for as long as 
possible. Alzheimer’s Australia 
further stated that as the YOD 
Key Worker Program transitioned 
to the NDIS, it was essential that 
consideration was given to how to 
continue to provide this important 
linkage service as mainstream 
non-disease specific services 
still did not meet the unique 

needs of people with younger 
onset dementia.

Alzheimer’s Australia will continue 
to advocate for people living 
with younger onset dementia, 
their families and carers while 
also working to make sure Key 
Workers are informed about 
and engaged with the NDIS as it 
rolls out to ensure people with 
younger onset dementia continue 

to be supported by their YOD 
Key Worker. 

Alzheimer’s Australia ACT:  
act.fightdementia.org.au 
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Welcome...

Sue Fattore 
Learning & Development 
Support Officer

Sue joined the ACTCOSS team as 
the Learning and Development 
Support Officer in May 2015. Sue 
works with the Deputy Director 

and Learning and Development Officer to develop 
workshops and seminars that will support capacity 
building in the sector.

Sue brings experience in government, the private 
sector, and working with RTOs.

ACTCOSS staff welcome & farewell
Farewell...

Nadia McGuire 
Policy Officer

Nadia McGuire has resigned 
from ACTCOSS to take up a role 
in the Community Engagement 
Team in the Community Services 
Directorate. We are very sad to 

see Nadia go, but so pleased that she will continue 
to contribute her knowledge, values and skills to 
the benefit of our community. Nadia worked for just 
over five years at ACTCOSS and made a significant 
contribution across our social justice agenda, 
contributing to the organisation development 
program, was always willing to pick up the 
responsive work, and led our education and justice 
advocacy. Nadia has been a fun and thoughtful 
colleague, always ready for a laugh and to nurture 
her team mates. She contributed her excellent skills 
in connecting and engaging with stakeholders, and 

demonstrated a strong commitment to respectful 
relationships with the Aboriginal and Torres Strait 
Islander community. We will miss you, Nadia.

Community Shared Statement for the ACT 2016 Election

On 26 August this year, we 
released our Community 

Shared Statement for the 
ACT 2016 Election which was 
endorsed by 19 representative 
and peak bodies. It seeks 
commitments from candidates 
on a variety of equity issues. From 
the statement: 

“The signatories to this document 
urge all parties and candidates 
contesting the ACT Election to 
set out practical policies and 
specific measures to address 
inequality in the ACT, and to 
do so early in the election 
campaign. We believe we can 
build a more egalitarian, inclusive 
and sustainable Canberra if in 
the next term of government 
well targeted investments are 
made in city infrastructure, 
social infrastructure, services 
the local environment and 
economic development.

“Whatever is important to 
you, the chances of making it 
happen will be eroded by rising 
inequality. When you understand 
that inequality hurts all of us, it is 
clear what needs to be done.

“City infrastructure, services, 
social infrastructure, the local 
environment and economic 
development are linked 

underpinning resources that 
we need to invest in and 
harness in unison if we are to 
achieve a fair, prosperous and 
sustainable Canberra for all of 
us over the life of the next ACT 
Legislative Assembly.”

Find the shared statement at the 
ACTCOSS website: 
www.actcoss.org.au 

ACTCOSS Party Leaders Forum for the ACT Election, 29 August 2016.
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Capital Territory.

ACTCOSS acknowledges Canberra has been 
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strength and resilience of Aboriginal and Torres 
Strait Islander peoples. We celebrate Aboriginal 
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contributions to the ACT community.

ACTCOSS
Address:  Weston Community Hub,  
  1/6 Gritten St, Weston ACT 2611 
Phone:   02 6202 7200 
Email:   actcoss@actcoss.org.au 
Web:   www.actcoss.org.au 
Twitter:  twitter.com/actcoss 
Facebook:  www.facebook.com/actcoss

ACTCOSS welcomes feedback. Please visit the 
‘Contact’ page on our website for our feedback 
form, or contact us using the details above.

ACTCOSS staff

Update is a quarterly journal that provides an 
opportunity for issues relevant to ACTCOSS’ 
membership to be discussed and for information 
to be shared. Views expressed are those of 
individual authors and do not necessarily reflect 
the policy views of ACTCOSS.

Director 
Susan Helyar

Deputy Director 
Wendy Prowse

Gulanga Program 
Sector Development 
Officers 
Julie Butler 
Dean Jard 
Kim Peters (on leave)

Communications & 
Membership Officer 
Suzanne Richardson

Policy Officers 
Angie Bletsas 
Tara Prince 
Geoff Buchanan

Housing Campaign 
Manager 
Craig Wallace

Learning & 
Development Officers 
Samantha Quimby 
Sue Fattore

Office Coordinator 
Lisa Howatson


