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BACKGROUND 

 
Currently over 7,200 people under 65 years live in residential aged care (RAC) nationally, 

most often with acquired / late onset neurological impairment (89%) 1,2. The five-year, 
$242M national Young People in Residential Aged Care (YPIRAC) Initiative (2006-2011) 

made a significant difference to the lives of the people who received services. However, 
that initiative did not create the systemic change required to stem the flow of young 

people into RAC 2,3. Nearly 300 people under 50 are once again at risk of admission to 
aged care each year in Australia 4.  
 

The National Disability Insurance Scheme (NDIS), launched in key trial sites across 
Australia from July 2013, takes a person-centred planning approach to ‘reasonable and 

necessary’ equipment and supports to meet participant goals and aspirations.  However, 
the NDIS was not designed to address the accessible and affordable housing need of this 

group. There is a current unmet housing need estimated at between 83,000 and 122,000 
NDIS participants 5. This system gap is one of the key reasons young people with 

disability enter RAC.  
 

Currently, 324 people aged under 65 are living in RAC across Victorian, NSW, ACT and 
WA trial sites 4, with numbers projected to increase prior to full NDIS implementation 3. 

Our research has demonstrated that a majority of young people in RAC will be eligible for 
the NDIS. However, past government initiatives, such as the National Younger People in 

Residential Aged Care Initiative, have demonstrated how marginalized this group are. 
Many will miss out unless someone goes to each RAC facility to find, engage and support 

them to register 6, and ensures their needs are recognised appropriately. 
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SUMMER FOUNDATION NDIS CONNECTIONS PROJECT  

 
In 2013 the Summer Foundation secured philanthropic funding to establish NDIS 

Connections Officer roles in the Victorian and NSW NDIS trial sites. These two positions 
were staffed by health professionals (initially 0.8FTE in each trial site), with experience 

working with people with acquired disability.  
 

The key tasks identified for these Connections Officer roles were to: 
• Visit residential aged care facilities in the Victorian and NSW trial sites to find people 

aged under 65 years 

• Provide information on the NDIS, including Scheme registration processes, to the 
person with disability, their family and / or RAC staff 

• Assist with eligibility checking, preparation and application for Scheme registration, 
pre-planning, planning and implementation processes. 

• Feedback information to the NDIA regarding Scheme practice and process issues, 
and possible improvements 

• Undertake stakeholder engagement to raise awareness of the issue of young people 
in RAC in the trial sites, and build collaborations to influence change  

• Identify opportunities for transition of young people from RAC to more age 
appropriate living situations. 

Coupled with this project work, an action research framework was implemented to build 
an evidence base of Scheme implementation for young people in RAC. 

 

RESEARCH AIMS & PURPOSE 

 

Research aims 

1. Examine characteristics of young people in RAC in the two main trial sites for all 
people aged <65 years – the Victorian (Barwon) and NSW (Hunter) trial sites 

2. Document their service utilization, NDIS registration and access requirements  
3. Identify enablers and barriers to Scheme uptake for this target group 

4. Identify process issues and improvements within the NDIS for young people in RAC. 
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Purpose of this research 

The main purpose of this research was to feedback iterative findings from the NSW and 
Victorian trial sites in a timely manner to the National Disability Insurance Agency (NDIA) 

to inform and ensure effective full Scheme design, and associated outcomes, for young 
people in RAC.  

 

METHOD 

 

Design 

Mixed methods action research framework, using a customised survey design and 
qualitative interviews. 

 

Ethical considerations 

Monash University human research ethics committee approval gained prior to project 
commencement.  

 

Measures 

1. Customised demographic and service utilization survey gathering aggregate data on 
Young People in RAC in receipt of Connections Officer input.  

2. Monthly reflective interviews with the NDIS Connections Officers - interviews were 
audiotaped, transcribed verbatim and thematically analysed. 

 

Interviews with Connections Officers  

Four key questions guided semi-structured interviews with Connections Officers: 
1. What benefits and challenges have been observed in the launch of the NDIS for 

YPIRAC? 
2. What are the key process issues and improvements noted in YPIRAC connecting to 

an NDIS, compared to the previous disability service system? 
3. Are there any identified gaps in the NDIS for YPIRAC? 

4. What NDIS planning solutions / benefits have been noted, including any innovative 
planning or service provision with YPIRAC? 
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FINDINGS 

 

Participants 

Sixty-seven people aged under 65 years living in residential aged care were connected 
with in Year One of the project – 35 in the NSW trial site and 32 in the Victorian trial site. 

The group were on average aged 55 years (R=26-64yrs, SD=7yrs) and 55% were female. 

Twenty-five percent of the group did not have social support available to them. Of the 
participants met in Year One, only 25% were known to be connected to state-based 
disability services and the majority (57%) were not registered for the NDIS at the time of 

the Connections Officer meeting the person.  

 

Disability type 

Figure 1 provides detail of the primary disability type for the participants in year one of 
this project. 

 
Figure 1: Disability type of participants in NSW and Victorian NDIS trial sites in 

receipt of NDIS Connections Officer input in Year One of the Project (n=67) (Note: ABI 

= acquired brain injury, MS = multiple sclerosis, HD = Huntington’s Disease, ID = intellectual 

disability, SCI = spinal cord injury, MD = muscular dystrophy, PD = Parkinson’s Disease) 
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Deaths in Aged Care 

Seven people died in Year One of the project. Four of these people had an acquired brain 
injury, one experienced a mental health issue, one had Huntington’s Disease and one 

whose disability type was unknown. This data highlights that degenerative neurological 
conditions were not the main reason for these deaths, further demonstrating the narrow 

margin of health of, and risk of premature death in this population 6,7.  

 
NDIS Connections 
In 51% of cases, the NDIS connections role directly contributed to the person receiving 

NDIS funded supports. For seven individuals met in year one of the project work, this 
included an application for exceptional circumstances, and subsequent acceptance on to 

the Scheme, after their initial registration was declined.  

 

Key themes from NDIS Connections Officer Interviews 

Five key themes emerged as benefits of the NDIS launch for young people in RAC. Six 

related to the challenges experienced in Scheme launch and five key considerations for 
NDIS design and implementation emerged.  Refer to Table 2. 

 



 

Table 2: Key themes  

Key Themes 

Benefits of the 
NDIS for young 
people in RAC 

The NDIS has 
funded customised 
equipment which 
has otherwise not 
been available to 

YPIRAC 

The Scheme has 
provided access to 

1:1 support 
necessary for this 

group to participate 
in home and 

community life 

NDIS-funded targeted 
allied health 

assessments and 
interventions have 

been beneficial to both 
planning process and 
participant outcomes 

Scheme funding for 
community access and 
transport has positively 
influenced community 

participation 

Access to a person-
centred, aspirational 
planning process has 

been seen as beneficial 
by participants - for 
many this is the first 

time it has been 
available 

 

Challenges of 
Scheme 
implementation 
for this target 
group 

Finding and 
connecting with 

YPIRAC – an 
extremely 

marginalized group 
– is challenging and 

takes time 

There is an unclear 
NDIS connection 
pathway for those 
people unable to 

participate in 
consent process 

due to the nature of 
their disability, and 
who do not have a 

family or formal 
advocate available 

to consent 

The YPIRAC target 
group are caught 
between multiple 

systems – disability, 
health and aged care – 

and information 
regarding which 

system is responsible 
for funding is unclear 

There is a lack of 
accessible / affordable 
housing for this group 

who generally have 
high levels of physical 

disability 

There is a lag in time 
between NDIS plan 

approval and 
implementation and 
participants mostly 
require support for 

implementation 

The health-disability 
interface within an 
NDIS needs to be 

defined, with pilots and 
service development to 

build an effective 
interface, to ensure 
health needs of this 

group get addressed 

Considerations for 
full Scheme design 
for YPIRAC 

The NDIS provides 
an opportunity for 
leveraging housing 
alternatives to RAC 

Capacity building 
and proactive 

support of young 
people in RAC and 

their families is 
required for both 
pre-planning and 

plan implementation 
in order for them to 
fully benefit from the 

Scheme 

The NDIS registration 
process could be 

streamlined 

Until the accessible, 
affordable housing 

demand is addressed, 
young people will 

continue to live in RAC 

There are differences in 
planner styles and trial 

site design that 
influence planning 

quality, implementation 
and outcomes for 

young people in RAC 

 

 



 

NDIS Connection Young People in RAC – Process Issues and Improvements 

 
This project work and associated action research has ensured documentation of the 

process necessary to find and connect young people in RAC to the NDIS in the Victorian 
and NSW trial sites.  

 
There are three main stages that have been identified in the connections process: 

• ‘Connection’- all processes through to formal registration that are required prior to 
involvement of the NDIA itself; 

• ‘Pre-planning and planning’, which involves NDIA staff, and  

• ‘Implementation of plans’. 
 

Figure 1 in Appendix A details the key steps which are required to find, engage, assess 
eligibility, register and achieve outcomes for a young person via the NDIS. At the 

commencement of the NDIS Connections Project, the process was originally identified to 
involve seven key steps, with a number of potential barriers to Scheme entry identified for 

this target group. In the first year of the Connections Project, via iterative feedback to, 
and collaboration with, the NDIS, the process has been improved and now involves five 

key steps – however, these remain both time and resource-intensive.  
 

Table 3 provides a summary of key process issues identified, associated improvements 
established via a collaborative approach with iterative feedback to the NDIA, and ongoing 

gaps in Scheme design (where they continue to exist) following these improvements. 
 



 

Table 3: Process issues, improvements and remaining gaps  

Process Issue Process Improvement Remaining gaps 

Connections Officers were originally required to 
cold-call each RAC and engage RAC management 
to explore if there were residents <65, and whether 
the person would like support to understand and 
access the NDIS.  This approach was slow and also 
led to a risk of gate-keeping by RAC management 
and/or that not all young people would be provided 
the choice to receive or decline support.  

The NDIA sought DSS approval to use 
Commonwealth Aged Care data to identify RACs in 
the trial sites with residents <65, providing detail of 
RAC location and resident numbers to the Summer 
Foundation. This has allowed a targeted and more 
efficient approach to finding and engaging young 
people in RAC in the trial sites. 

Ongoing Connections Officer work is demonstrating 
that there are some people <65 in RAC who are not 
represented in the NDIA data. Reasons for this are 
still being fully determined, but may include that 
group who enter RAC for respite and then remain. 
This evidence further indicates the marginalisation 
of this target group and risk of them missing out on 
Scheme access. 

The social marginalisation of this group means that 
many do not have family or informal advocacy 
support to engage with the NDIA. For those with 
significant cognitive communication impairment, 
securing consent to participate in the Scheme (and 
fill out required Scheme registration forms) is an 
issue. 

The Summer Foundation has met with OPA in 
Victoria and with OPG in NSW, to streamline 
consent processes and examine options for efficient 
allocation of an advocate or guardian. The LaTrobe-
Summer Foundation Chair of Research has also 
assisted with communication with OPG in NSW. 

Some YPIRAC project officers met, have social 
networks that are either complex or virtually non-
existent. The work required to support young 
people in RAC to register for the NDIS continues to 
be time- and resource-intensive. 

The My Access Checker process was an initial first 
step – accessed via an online portal – to determine 
Scheme eligibility. Many young people in RAC do 
not have the capacity or access to a computer to 
use this online portal. 

The NDIA agreed that the Summer Foundation 
Connections Officers could call the NDIA local office 
to undertake eligibility checking in contrast to using 
the online portal.  The online portal has 
subsequently been ceased for all participants and 
an Access Checklist is available via the NDIA 
website. 

Many young people in RAC do not have access to a 
computer or the internet, or the cognitive 
communication capacity, to make telephone calls, 
or read, understand and apply the Access Checklist. 

Many young people in RAC experience both 
disability and health related support needs. Current 
reports regarding the person’s diagnosis often don’t 
exist. Some of these people have been initially 
declined NDIS on the basis that they have a medical 
condition rather than a disability. 
 
Trial site geographical boundaries determined by an 
NDIA online postcode checking system has at times 
been erroneous and led to decline of Scheme 
registration initially. 

In year one of the Connections Officer project work, 
a large component of connections work was 
determining consent processes and collating or 
gathering evidence of disability. Seven young 
people in RAC who were initially declined NDIS 
registration were subsequently supported by an 
NDIS Connections Officer to apply for exceptional 
circumstances and were accepted into the Scheme. 
 
The NDIA corrected the online postcode error. 

Some young people have been living in RAC for 
extended periods and thus do not have current 
medical or allied health reports. For others, lack of 
clarity around geographical boundaries of the trial 
site has led to eligible participants being deemed 
ineligible for the Scheme initially. There is a risk that, 
without thorough examination of eligibility, some 
people may be denied access to the Scheme when 
they are in fact eligible. In some cases, the 
Connections Officers have been the only person 
available to assist this process. 
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Process Issue Process Improvement Remaining gaps 

Some YPIRAC do not have the skills and confidence 
required to engage with the disability system, 
broader community and plan at an aspirational level.  
Pre-planning support is required to build the 
capacity of the participant and their support 
network to consider goals, aspirations and 
necessary supports, and prepare to effectively 
participate in NDIS planning. A key role of the 
Connections Officers has been to work with the 
participant and their family within a targeted pre-
planning process to build capacity and make 
informed decisions in the NDIS planning process.  

The NDIA has implemented some group and 
individualised pre-planning (most often NDIA office 
or community centre-based) in both trial sites, 
however this has only occurred in the last six 
months and has been ad hoc in nature. This 
approach has also most often required the 
participant to travel to the session, which is difficult 
for many of the RAC cohort.  
 
The NDIA has introduced an Adult Participant 
Statement, pre-planning checklist and worksheet 
which have been useful, but detailed, tools for the 
pre-planning process. 

Targeted and skilled pre-planning with this target 
group is necessary to ensure the participant and 
their support network has capacity to engage 
effectively in Scheme planning, and to ensure their 
essential health and clinical needs are fully 
identified. There has been some noted benefit in 
pre-planning being delivered independently of the 
NDIA.  
 
The Adult Participant Statement, pre-planning 
checklist and worksheet have significant detail (as is 
necessary for comprehensive pre-planning) and 
thus most often require another person to support 
the NDIS participant to complete these – to date the 
NDIS Connections Officers have fulfilled this role. 

There is a lack of coordination of information 
regarding current vacancies in existing supported 
accommodation settings or public/social housing in 
the trial sites. 

In the Victorian site, a local branch worker began 
monitoring existing vacancies and has become a 
source of knowledge on supported options beyond 
RAC which can be harnessed by participants. 

This monitoring role does not existing in the NSW 
trial site, and may not exist in other NDIS trial sites. 
Lack of this role is significantly impacting 
participants who want to move or be diverted from 
RAC. Information about alternatives is not readily 
available to participants, families or sector workers.  

There is often a lag in time between NDIS plan 
approval and plan implementation. There is also 
significant variation in the quality of the services 
implemented, particularly the role of direct support 
provision for social and community participation. 

NDIS Connections Officers have been required to 
monitor and follow up to ensure NDIS plan 
implementation and service provider selection 
where there has been no one else available to the 
participant, and the person themselves has been 
unable to do so. 
  
The Officers have also worked with participants and 
service providers to build quality into support 
services delivered. This monitoring has been 
another unexpected and resource intensive element 
of the role which is not currently addressed in 
Scheme design. 

For those NDIS participants unable to manage 
quality and safeguards and monitor full plan 
implementation, responsibility should ultimately lie 
with the NDIA, in collaboration with the participant 
and their support network. Evidence indicates 
support coordination is an essential element of most 
plans for this target group. Support co-ordination 
and monitoring of plan implementation and services 
for this target group requires further consideration. 



 

 

IMPLICATIONS OF YEAR ONE PROJECT FINDINGS FOR THE NATIONAL 

DISABILITY INSURANCE SCHEME ROLL OUT 

 
The NDIS Connections Project, and associated action research implemented in Year One 

of this project, has provided evidence of the benefits of finding and working with young 
people in RAC and their families in order to connect the person to the NDIS and prepare 

them for individualised planning. It has also elicited detailed insights regarding process 
issues and benefits of the Scheme for this target group. Iterative feedback to the NDIA 

has led to a number of Scheme process improvements for this target group. The 
evidence collected through the action research process provided the impetus for our   

Community Inclusion and Capacity Development (CICD) project which aims to address 
some of the gaps identified through the action research. 
 

The Year One operational method of the NDIS Connections Project has concentrated on 
a high quality in-depth approach to each individual’s needs, but this has meant the total 

numbers of individuals engaged (67) remains well below the total number known to be in 
each of the Victorian and NSW trial sites (231). Outcomes from implementation of plans 

under the NDIS for young people in RAC is still largely untested, because only small 
numbers have received services to date. It is still too early to present data on how well 

NDIS outcomes are serving the needs of this target group, beyond anecdotal evidence or 
individual participant reports. 

 
There is now a pressing need to reach the total number of young people in RAC in the 

trial sites, connecting them to the NDIS. The Summer Foundation aims to add both the 
ACT and the Perth trial sites to this mix. A suitable scale of connections work to ensure all 

young people in RAC in Australia get access to the NDIS with full Scheme roll out 
requires a necessary re-design of the Connections Project work and associated action 

research for Year Two. 
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YEAR TWO OF THE NDIS CONNECTION PROJECT 

 
 

NDIS Connections Officer capacity in the NSW trial site has increased to 1.2FTE and 
remains at 0.8FTE in the Victorian site.  Given this resource, Year Two of this project work 

will now: 

• Re-define the focus of the NDIS Connections project team, with an emphasis on the 

‘Connection’ element, and increasing engagement by the NDIA in the resources 
required for quality pre-planning, planning and implementation stages. This refocus 

will allow the best chance of linking all young people in RAC in the four trial sites to 
the NDIS by the end of the trial period with the existing philanthropically funded 

resources available to do so; 

• Document the number of hours and unit cost associated with finding and registering 

a young person with disability living in RAC with the NDIS and inform the NDIA of the 
necessary resources, and associated line items, required to do so; 

• Set up clear criteria for when the Summer Foundation Connections Officers would 

work with people beyond the Connections stage, into pre-planning, planning and 
then implementation; 

• Set up a Phase 2 research project design led by the LaTrobe-Summer Foundation 
Chair of Acquired Brain Injury. A new ethics approval will be sought through LaTrobe 

University and this Phase 2 work will track, monitor and evaluate outcomes for 
individuals through to the implementation phase, whilst continuing to feed further 

iterative project learnings and recommendations into the NDIA for the national roll-out 
and full Scheme design; 

• Develop mentoring, training, toolkits and educational packages about pre-planning 
and planning and disseminate these as part of a CICD project to the NDIA and other 

relevant stakeholders (refer below). 
 

COMMUNITY INCLUSION AND CAPACITY DEVELOPMENT PROJECT FOR  

YOUNG PEOPLE IN RAC 

 
In June 2015, the NDIA provided a project grant to the Summer Foundation through the 

Community Inclusion and Capacity Development (CICD) Program for a ‘YPINH Capacity 
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Building’ project. This project grant will fund a series of activities to address barriers 

identified in the initial findings of NDIS Connections projects, and assist in the 
development of a strategy to address the long-standing issue of young people in RAC, as 

the roll-out of the NDIS commences nationally from July 2016 (details still to be confirmed 
by COAG).  

 
Specific deliverables for this NDIA funded CICD project are: 

1. Develop a cost benefit methodology to measure project outcomes; 
2. Engage with young people in residential aged care facilities in National Disability 

Insurance Scheme trial sites; 
3. Provide peer support to identified young people; 
4. Develop Best Practice Guidelines – Young People in Nursing Homes resource kit; 

5. Provide mentoring to relevant community agencies to promote best practice 
activities; 

6. Conduct discharge planning forums in each trial site; and 
7. Conduct presentations of Best Practice Guidelines in each state and territory. 

 
At the end of the trial period, we aim to have evidence about what is the most effective 

and efficient method to find, connect, plan and implement NDIS supports with young 
people in RAC, ensuring that the lifetime care resources required for young people in 

nursing homes, are also most effectively deployed. This work aims to ensure that the 
6000+ young people in residential aged care across Australia do not miss out on the 

opportunity offered by the roll-out of the NDIS. This work needs to be implemented by a 
range of organisations across Australia and funded at a level that enables best practice. 

The evidence gathered and resources developed through this project are also relevant for 
other marginalised groups with high and complex support needs who may be eligible for 

the NDIS. 
 

Report completed by: 
 
Libby Callaway      Tom Worsnop  Natalie Butler      Joanna Stewart 

Monash University &  Summer Foundation 

Summer Foundation  
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APPENDIX A: NDIS CONNECTION PROCESS FOR YOUNG PEOPLE IN RAC AT THE 

COMPLETION OF YEAR ONE OF THE PROJECT 

 
Figure 2. NDIS connection process with 3 key stages 
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