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Abbreviations

Abbreviation Definition

DANA Disability Advocacy Network Australia

DRC Disability Royal Commission

DRO Disability Representative Organisations

DSS Department of Social Services

FPDN First Peoples Disability Network

IdA Integrated disAbility Action

LAC local area coordinator

NAC National Advocacy Collective

NCDA National Centre for Disability Advocacy

NCF National Coordination Function

NDAP National Disability Advocacy Program

NDIA National Disability Insurance Agency

NDIS National Disability Insurance Scheme

QIDAN Queensland Independent Disability Advocacy Network
SIL Supported Independent Living

SRS Specialist Residential Services

VALID Victorian Advocacy League for Individuals with Disability
WAV wheelchair accessible vehicles

Note: The purpose of this report is to identify and elevate the systemic work
undertaken by independent disability advocacy organisations across Australia.
Names of organisations who deliver independent advocacy have been styled in
bold text at first mention within the body of this report.
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Executive summary

This is the second Systemic Advocacy Insight Report produced by the National
Centre for Disability Advocacy (NCDA), building on last year's report while
addressing emerging issues identified through the centre’s core activities in 2024,
which includes regular engagement with NDAP organisations, conducted both
individually through planned one-on-one meetings and collectively through
facilitated events such as state advocacy networks. A recurring theme across these
activities was the need for a consistent approach to the National Disability
Insurance Scheme (NDIS) reforms and responses to the Disability Royal
Commission.

Additionally, the centre’s engagement efforts featured a dedicated systemic
advocacy forum held in March 2024, attended by individual advocacy
organisations. As part of the forum registration process, participants were invited
to select a specific breakout room to attend. These breakout rooms focused on
emerging issues and offered an opportunity for comprehensive, in-depth
discussions on topics of interest.

The topics for the breakout rooms during this forum were:
e housing
e public transport
e guardianship, including safeguarding
e child protection.

This report addresses the emerging issues identified by advocacy organisations
through their direct work with people with disability. Advocacy organisations are
uniquely positioned to identify these issues, as they work closely with people with
disability when challenges arise. These issues are often complex and multifaceted,
requiring coordinated approaches despite limited resources.

Key actions and opportunities for collaboration identified during the forum
included:

Housing

Housing affordability is significantly impacting people with disability, particularly
those on fixed incomes. Queensland Independent Disability Advocacy Network
(QIDAN) has established a Housing Working Group to coordinate collaborative
efforts at the national level. The group has provided a submission for the
development of the National Housing and Homelessness Plan, as disability is a
high priority in this space.

Guardianship and safeguarding

Since the introduction of the NDIS in 2015, advocates have reported an increase in
applications for guardianship and financial administration, raising concerns about
systemic barriers to decision-making support and the implementation of
supported decision-making principles under the NDIS.
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Members of NSW Disability Advocacy Network, including the Council for
Intellectual Disability of NSW, Family Advocacy, and Multicultural Disability
Advocacy Association, are calling for a review of guardianship legislation. From a
systemic advocacy standpoint, a coordinated national approach is to collect data.
The first step would involve collecting data that can demonstrate whether there
has been a national trend showing an increase in applications through civil and
administrative tribunals in each jurisdiction on guardianship and financial
administration applications since the NDIS began. These data are crucial for
identifying trends, informing reform, and promoting rights-based decision-making
across Australia.

Transport

During the forum, it was noted that a review of the Disability Standards for
Accessible Public Transport 2002 was underway. However, forum participants
made the following observations:

e Deregulation of the taxi industry has led to a deterioration in the quality and
availability of point-to-point transport services for people with disability.

e Advocates from NSW and Queensland reported that several public
transport providers are consulting with people with disability about their
needs, which has resulted in improvements to services.

Child protection

There is a clear need to improve and coordinate child protection systems across
Australia, particularly in assessing the capacity of people with disability to be
parents and ensuring appropriate support for children with disability who have
been removed from their homes.

Inclusion Australia is leading the National Advocacy Collective to coordinate a
national response for parents with intellectual disability involved in the child
protection system. Parents who are identified with disability are judged on their
disability and not on their capacity to be parents. Advocates report that there has
been a reduction in training and support services before children are removed.

Throughout engagement activities, when systemic advocacy is discussed,
organisations funded through NDAP continue to raise frustrations that only 10% of
their funding can be allocated to systemic advocacy activities. They believe that
dedicating more resources to addressing policies and practices that disadvantage
people with disability would significantly enhance their individual advocacy
efforts. During times of major reforms, such as those related to the NDIS, it
becomes clear that advocacy organisations require additional funding for
systemic advocacy to effectively coordinate a unified response to these critical
issues. Advocates report that they often do systemic advocacy work in their own
time as they are passionate about bringing about systemic change.
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Introduction

The National Centre for Disability Advocacy (NCDA) is a project delivered by
Disability Advocacy Network Australia (DANA) with funding provided by the
Australian Government Department of Social Services (DSS). The NCDA aims to
improve access to, and quality of, independent disability advocacy services as part
of Australia’s Disability Strategy 2021-2031.! The NCDA has 3 main functions, which
are:

e capacity building
¢ identifying and addressing unmet demand and unmet need
e identifying and elevating systemic advocacy issues.

This is the second Systemic Advocacy Insight Report delivered by the NCDA, and it
builds on the insight discussed in the first report published in February 2024. The
purpose of these reports is to focus on the third function of the NCDA, which is
“identifying and elevating systemic advocacy issues” being undertaken by
organisations providing individual disability advocacy, including National Disability
Advocacy Program (NDAP) organisations and similar state-funded organisations
across Australia. The report aims to bring these issues to the attention of key
stakeholders, including:

e DANA, which delivers systemic advocacy on behalf of DANA members and
works with other national Disability Representative Organisations (DROs).
DANA'’s Advocacy and Policy Team is also tasked with the:

o National Coordination Function (NCF), which coordinates systemic
advocacy activities for DROs

o Disability Representative and Carer Organisations Secretariat, which
provides support for national disability and carer representative
organisations to engage with the National Disability Insurance Agency
(NDIA)

e the disability advocacy sector

o federal and state/territory governments and their associated agencies,
including the DSS and state and territory departments tasked with disability
and other relevant portfolios

e wider civil society, including peak bodies, such as Australian Council for
Social Services, National Shelter, Homelessness Australia, and National
Disability Services.

This report outlines the methodology employed to capture emerging issues and
presents those identified through the activities of the NCDA. Actions taken by
relevant stakeholders to address these issues will also be discussed. It is important

" Department of Social Services (DSS), 3 February 2022, Australia’s Disability Strategy 2021-2031.
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to note that this report is not exhaustive, and there may be additional issues and
activities that are not included.

Methodology

National Systemic Advocacy Forum

In March 2024, the NCDA hosted an online forum on systemic advocacy in
collaboration with DANA. The forum was promoted through the NCDA and DANA
mailing lists.
The aims of the forum were to:
e understand the systemic work that organisations are currently undertaking
in identified areas of interest and emerging issues
e provide a safe place for discussion and peer learning relating to systemic
advocacy work across the country
e facilitate the introduction of advocates interested in addressing different
emerging issues/areas
e enable collaborative relationships that may result in further joint systemic
work.

As part of the registration process, attendees were asked to nominate one of 5
breakout rooms to discuss an emerging systemic advocacy issue:

e climate change

e public transport

e housing

e guardianship, including safeguarding
e child protection.

Fifty-seven people from the advocacy sector attended, including executive leaders,
systemic advocates, and advocates who primarily work with individuals.
Organisations from all states and territories were represented. Participants were
from NDAP organisations as well as state-funded organisations. Nine DANA/NCDA
staff members attended to assist with facilitation.

The forum'’s agenda involved introducing the roles of the NCDA and DANA in
systemic work. After the introduction, the participants were split into breakout
rooms to discuss their nominated topics, which created opportunities to identify
systemic issues and collaboration possibilities.

Participants in each breakout room were asked to discuss the following questions.
1. What have you identified as a significant issue related to the topic?

2. What activities (campaigns, submissions, strategies) are you aware of that
are intended to address your specific issue?

3. Is there any opportunity for further collaborative work to address this issue?
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NCDA engagement with the sector

Another method for collecting information for this report was through the NCDA
engagement with the disability advocacy sector through direct contact with
organisations or via participation in state-based network meetings. These
discussions enable the team to identify emerging issues impacting people with
disability or changes to policy that affect the work of advocates.

Forum discussions

Jurisdictional differences

Participants in each of the breakout rooms provided examples of the work they
were doing on a local state and territory level. Although legislation and services
vary between different jurisdictions, participants agreed that the issues identified
were similar. Participating in a national forum helped to gain an understanding of
the systemic issues across Australia and coordinate collaboration across states and
territories.

Housing
a) Social housing,? accessible and affordable housing

Advocates reported an increasing number of people with disability with housing
issues, particularly a lack of affordable housing in the private rental market.
Individuals on fixed incomes, such as income support, are often excluded from the
private rental market, and while advocates can assist by placing individuals on
waiting lists for social housing, the process can take up to 10 years before suitable
housing becomes available.

There is a shortage of accessible social housing for people with disability,
particularly in areas close to services and family/friends.

Housing for First Nations people is often culturally inappropriate, and this issue is
further compounded for people with disability.

Young people with disability face additional challenges when attempting to
access rental accommodation.

Advocates from Queensland reported that tenancy legislation lacks sufficient
rights, leading people to avoid requesting modifications for fear of eviction.

b) Homelessness services

Advocates from multiple states and territories report the complexity of accessing
homelessness services. South Australian advocates highlighted the complex
nature of their state’s process:

2 Social housing is affordable housing including public housing owned by government or
community housing managed by the not-for-profit housing providers.
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e People must first call a centralised intake number before being referred to a
local region, where another intake is conducted. The regional service may
then refer individuals to yet another service.

e Case management support is only available to those sleeping rough; people
couch surfing are unable to access this support.

e Once a case manager is assighed, individuals may be offered transitional
accommodation but could be turned away due to issues such as
inaccessibility or safety concerns, particularly if the premises are not suitable
for their needs.

In Victoria, people in need of crises or emergency accommodation must ring a
central number. Advocates report having to wait on hold for over an hour for a
voucher that provides up to 7 nights of emergency accommodation. If the person
with disability lives in a regional area, then the advocate will need to contact the
local social housing provider to find a motel room (often run-down) with
availability.

c) Specialist Residential Services and boarding houses

Limited regulation and appropriateness of living environments such as Specialist
Residential Services (SRS) and non-registered group homes for Supported
Independent Living (SIL) funding were discussed in the Systemic Advocacy Insight
Report No. 1.> Forum participants raised several concerns related to these issues:

e A Queensland Government committee held an inquiry into supported
accommodation in Queensland. The committee’s task was to report on the
provision and regulation of supported accommodation or residential
services as defined under the Residential Services (Accreditation) Act 2002,
and other shared living arrangements. The inquiry covered a range of shared
accommodation, including group homes for people with disability and
halfway houses for people recovering from mental iliness.*

A significant issue identified is the lack of separation between the
accommodation provider and the support provider. Despite
recommendations to separate these roles, both providers and policymakers
have been resistant to this change.

e The tenancy legislation governing renters in SRS and group homes is
notably inadequate, placing people with disability in precarious situations.
As a result, individuals are often reluctant to speak up about the need for
repairs or modifications.

e Advocates in Victoria have reported an increase in Notices to Vacate being
issued to people living in group homes since the introduction of the

3 Systemic Advocacy Insight Report No. 1, p. 16.

“The final Inquiry into the provision and regulation of supported accommodation in Queensland
report was released in June 2024.
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National Disability Insurance Scheme (NDIS). These notices are often
attributed to “behaviours of concern”, which is misleading, as the affected
people with disability have typically lived in the same house for years
without any prior issues. The real reason appears to be that service providers
prefer residents who require less support, as they are easier and less costly to
manage.

e The complexity of one organisation providing accommodation and
delivering support services was highlighted in a case study where a client
with high needs had their service agreement terminated while they were in
hospital. As their accommodation and services were linked, the client was
left without accommodation after treatment. Their belongings had to be
placed in storage, and the lack of coordination between services caused
significant trauma to the client.

d) NDIS return-to-Country protocols

The First Peoples Disability Network (FPDN) raised concerns about the NDIA’s
development of “return-to-Country protocols”. These protocols, which are
intended for temporary visits to family and Country, do not address the needs of
First Nations people wishing to return to Country permanently, including the
provision of appropriate housing.

e) National Housing and Homelessness Plan

The Australian Government is currently developing the National Housing and
Homelessness Plan, with key stakeholders being consulted. Disability is a high
priority within this initiative.

The Queensland Independent Disability Advocacy Network (QIDAN) has identified
housing as a key focus area for its systemic work. To address this, a Housing
Working Group, comprising approximately 10 organisations, has been established.
The group has developed 2 submissions, including one for the National Housing
and Homelessness Plan. QIDAN is also open to coordinating collaboration with
participants from other states.

f) Private Congregate Care (PCC) Alliance

The PCC Alliance is a national coalition of organisations working towards the
systemic recognition of the unmet needs of people with disability living in private
group housing, such as boarding houses, across Australia. The alliance focuses on
amplifying the voices of people with disability residing in congregate care settings
(high-density, privately run institutions) and addressing the challenges they face.
This work is alighed with the findings of the Disability Royal Commission (DRC)
and the principles outlined in the United Nations Convention on the Rights of
Persons with Disabilities.

g) Closing the Gap policy partnership

FPDN is engaged in the National Agreement on Closing the Gap, participating in
working groups and large forums with newly delegated powers. FPDN has a
dedicated housing representative on the board, and other advocates can channel
issues through FPDN for consideration.
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Transport
a) Point-to-point transport

Although participants in this group came from various states and territories,
including the Northern Territory, New South Wales, Queensland, and Tasmania, it
was acknowledged that the issues identified regarding point-to-point services are
widespread across all represented jurisdictions. There is a sense that both
government and industry peak bodies are unwilling to engage with advocates to
discuss these concerns.

Key issues discussed included:

e Discrimination against assistance animals: People with assistance animals
report discrimination, with drivers refusing to transport them. This occurs
despite disability discrimination legislation and training provided by
transport companies, with individual drivers still refusing to accommodate
assistance animals.

e Lack of driver training: There is insufficient training for drivers on safely
securing wheelchairs in wheelchair accessible vehicles (WAVs). In some
cases, passengers have not been secured at all, leading to wheelchairs
rolling to the back of the vehicle and causing injury.

¢ Reduction in WAV availability: Following the deregulation of the taxi
industry in several states, the availability of WAVs has decreased, especially
in regional areas. Some communities report no WAV services, while others
have only one vehicle available. These vehicles are often unavailable during
peak times, such as school pick-up hours, and cease service by 5 pm, leaving
no accessible transport options in the evening.

¢ Inadequate customer service: Customer service standards are subpar, with
the wrong-size WAV sometimes being sent despite specific requests. Data
fromm NSW indicate that only 30% of calls to the official call centre are being
responded to.

b) Housing and transport

The group highlighted a connection between the current housing crisis and
transport issues. People with disability are being displaced from inner-city areas,
where public transport options are readily available, to outer suburbs and regional
areas with limited public transport infrastructure. As a result, people with disability
are losing access to their social networks and are struggling to make new
connections. Additionally, they face difficulties attending medical and allied
health appointments due to limited transportation options.

c) Disability Standards for Accessible Public Transport

At the time of the forum, it was noted that the Australian Government’s Disability
Standards for Accessible Public Transport 2002 had been under review and
undergoing a modernisation process for the past 2 years. Advocates in attendance
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reported that they had not received any updates in some time. The final report of
the review was published on 28 November 2024.5

Regarding services in the Northern Territory, the group discussed 2 areas for
improvement in accessible public transport:

e Darwin bus services cease at 6 pm daily, leaving no public transport
available after this time.

e There are only 2 spaces designated for wheelchairs, which are often
occupied by strollers.

Participants in the transport breakout room, representing different states, shared
examples of transport providers consulting people with lived experience and
advocates to improve services.

In Queensland, the Department of Transport and Main Roads and the City of
Brisbane are working to improve access to bus and train services around Brisbane.
Queensland Advocacy for Inclusion is involved in several committees, which
include people with lived experience, focused on co-desighing public transport
improvements. These efforts aim to enhance communication and lighting
systems while maximising the number of accessible spaces. People with lived
experience have expressed that their voices are being heard, with several
suggestions being implemented. Notable improvements include new buses in
Brisbane that are more accessible to a wider range of people, and the introduction
of 50-cent fares, which help low-income individuals stay connected.

Transport for NSW also hosts the Accessible Transport Advisory Committee, which
meets quarterly to ensure that feedback from the disability community is
integrated into new initiatives. During the testing phase of the new Mariyung train
fleet, people with disability were invited to provide feedback on the design.

Case study: lift incentives

An example of how an individual advocacy issue can lead to systemic change
occurred in the Northern Territory. People who require WAVs were allocated a set
number of lift incentive subsidies each year. Once these subsidies were used up,
drivers would refuse to pick up passengers even though payment was still being
received for the trip.

This issue came to the attention of Integrated disAbility Action (IdA) when the
organisation’s founder, a wheelchair user, was left waiting for 4 hours for a WAV
she had booked to take her to a funeral where she was scheduled to speak. Upon
requesting IdA's advocacy, an advocate contacted the taxi provider, who
explained that the delay was due to the individual having exhausted her lift
incentives.

IdA then contacted the NT Minister for Transport and the Department of Logistics
and Infrastructure, which conducted a desktop audit on the number of people

5 Final report of 2022 review of the Disability Standards for Accessible Public Transport.
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who ran out of lift incentives. The audit revealed that approximately 3% of people
experienced this issue during the year. IdA recommended that the lift incentives
be topped up, and as a result, the department implemented a process to
automatically replenish the subsidies. The department is now monitoring the
situation to ensure continued support.

Guardianship and safeguarding

Two breakout discussions were held on guardianship and safeguarding, due to the
topic’s popularity. Both rooms raised similar issues and concerns.

a) Need for consistent rules and processes across jurisdictions

The DRC highlighted that each state and territory has its own approach to
guardianship and financial administration. This variation creates a need to explore
a national approach or establish common practices across jurisdictions. The issue
is particularly evident in the Northern Territory, where a high transient population
results in people holding orders from different states and territories. Advocates are
required to navigate multiple systems, which complicates their work. Additionally,
there are challenges for individuals living near state borders where both states
become involved in child protection matters.

In New South Wales, public guardians are appointed for specific issues such as
housing, medical care, or services, but they do not have oversight over a person’s
day-to-day activities. This creates an assumption that guardians will manage daily
decisions for individuals, when in reality, many are left to manage their own affairs
despite being assessed as lacking capacity.

b) NDIS providers applying for guardianship and administration

Support coordinators and service providers have been applying for guardianship
as an easy option for managing non-compliance.

In Western Australia, there have been instances where guardianship has been
applied to people with disability living alone, forcing them into shared
accommodation with people they do not know.

Advocates in both Queensland and Western Australia report that guardianship is
increasingly being used by service providers, particularly when families are
advocating for a person’s rights. Service providers, finding it challenging to meet
family expectations, often seek guardianship as a way to avoid engaging with
families and their concerns.

¢) Guardianship should be used as a last resort

There is a need for greater recognition that people with disability can make their
own decisions with the support of families, friends, and advocates. Appointing an
alternate decision-maker should be a last resort. Guardianship and financial
administration should only be considered when absolutely necessary - people
with disability should be supported to make decisions about their lives.
Additionally, more training should be provided in supported decision-making to
empower individuals and reduce unnecessary interventions.
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d) Gagging rules prevent public comments

An issue highlighted in the Systemic Advocacy Insight Report No. 1° concerns the
gag orders imposed in most jurisdictions; these prevent individuals under
guardianship orders from sharing their stories with the media. These rules were
acknowledged during the forum as being in place to protect vulnerable
individuals from media exploitation, as many people under guardianship orders
lack the capacity to provide consent. However, they also serve to shield the
guardianship and trustee systems from public scrutiny.

Case study: right to share personal experience

Victorian Advocacy League for Individuals with Disability (VALID) is currently
supporting an individual who created a documentary about his life for SBS,” but it
has been banned from airing due to the gag orders. Victorian Public Advocacy has
joined the campaign to challenge these regulations, arguing that they violate
human rights standards by denying individuals the right to share their personal
experiences.? Despite this, the Victorian Attorney-General, who holds the power to
change the rules, has opted not to intervene at this stage.

e) Role of advocacy in guardianship

Participants raised concerns about people with disability’s capacity to consent to
advocacy services being incorrectly raised by guardians. They shared examples
where people on guardianship orders requested advocacy services but did not
disclose their guardianship status during intake. The advocacy organisation would
later be informed that the person lacked the capacity to consent.

Legal standards of “capacity” often lead to confusion regarding consent and
instructions to advocates from people with disability. For example, when a person
with disability seeks assistance but does not disclose their guardianship status, it
complicates the process for advocates to determine whether the person is legally
able to provide instructions.

There is a concern in Victoria that advocates are being asked by service providers
to take on the role of “independent person” as defined by the Disability Act 2006
(Vic). This role is more of an alternate decision-maker rather than the preferred role
of working alongside a person to help them make their own decisions. An
example is advocates being asked to explain the restrictive practice plans to the
person signing off on the plan.®

& Systemic Advocacy Insight Report No. 1, p. 25.

7VALID, Break the silence - advocates call for urgent reform of state's gag law; Inclusion Australia,
You have a voice. The more noise the better! (interview with Uli Cartwright); Villamanta Disability
Rights Legal Service, Letter to the Attorney-General of Victoria.

8 Office of the Public Advocate (Vic), Position statement: Right to tell one’s own story.

° The role of the independent person is outlined in the March 2024 Guidelines for authorising
regular restrictive practice in Victoria.

Systemic Advocacy Insight Report | No. 2 | March 2025 | Page 14


https://ncda.org.au/wp-content/uploads/2024/05/NCDA-Systemic-advocacy-insight-report-1-final.pdf
https://valid.org.au/break-the-silence-advocates-call-for-urgent-reform-of-states-gag-law/
https://www.inclusionaustralia.org.au/story/you-have-a-voice-the-more-noise-the-better/
https://villamanta.org.au/wp-content/uploads/2023/06/Letter-to-AG-re-VCAT-Act-20.6.23.pdf
https://www.publicadvocate.vic.gov.au/the-public-advocate/speeches/499-position-statement-right-to-tell-one-s-own-story
https://www.dffh.vic.gov.au/guidelines-authorising-regulated-restrictive-practices-victoria-word
https://www.dffh.vic.gov.au/guidelines-authorising-regulated-restrictive-practices-victoria-word

There is a need for collaboration between advocacy organisations to collect data
on the number of requests for advocates to act as “independent persons” and to
communicate with the Victorian Senior Practitioner about the role of advocates as
independent persons.

f) Automatic process to appoint guardians when young people turn 18

It was noted that parents are sometimes advised that financial administration is
the easiest option when opening bank accounts to receive and manage their
child’s Centrelink payments as they turn 18.

Several advocates discussed concerns about guardianship applications being
made for state wards upon turning 18, with state child protection agencies
seemingly applying for guardianship automatically. This process often occurs
without considering individual circumstances or conducting a proper capacity
assessment.

g) Reform of the NSW Guardianship Act

A group of advocates in NSW, led by the Council for Intellectual Disability, is
pushing for reform of the Guardianship Act 1987 No 257, which has not undergone
significant review since 1987. They advocate for supported decision-making to be
the cornerstone of the system, with guardianship used as a last resort.

This reform is urgently needed due to the increasing number of guardianship
orders, especially following the introduction of the NDIS. In 2017, there were just
under 4,000 guardianship orders, but by 2021-2022, that number had risen to
5,467, marking a 37% increase without a corresponding boost in funding for the
Public Guardian.

There is a clear need for data collection on the number of guardianship and
financial administration applications submitted to civil and administrative
tribunals across Australia. Useful data to gather would include:

e total number of applications made
e number of applications accepted or rejected

e public guardian/administrator appointments versus private guardians (e.g.
family members).

People with Disability Australia is collaborating with the Social Policy Research
Centre on a guardianship project focused on New South Wales, which will also
map systems across other Australian jurisdictions. This project will include an
analysis of international systems to identify best practices for potential
implementation in New South Wales. Case studies and input may be sought in the
near future.

Case study: kinship

A young woman from the Kimberley region of Western Australia has been in
stable kinship care for several years. She is capable of making her own decisions
with the support of her kinship family. However, child protection agencies have
been insisting that guardianship is required, even though it is unnecessary.
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There is a gap in guardianship support for individuals aged 16 to 17 years.

Organisations such as Developmental Disability Western Australia and Family
Advocacy are working with families to explore alternatives to guardianship. They
focus on raising awareness about supported decision-making, debunking the
misconception that guardianship is the only viable or safe option for parents of 17-
to 18-year-olds with intellectual disability. Often, families are convinced that
guardianship is the only practical solution for their child's safety and well-being.

This important systemic advocacy work is regularly carried out by advocacy
organisations, though it is often done in an ad hoc manner and relies heavily on an
under-resourced sector. Making this a priority piece of work and appropriately
resourcing the advocacy sector to address this specific issue would significantly
improve outcomes. It would also reduce the automatic reliance on guardianship
applications, ensuring that people with disability receive the support they need to
make their own decisions.

Child protection

The group discussed the following issues within the child protection system:

e There is a need to focus on both parents with disability and children with
disability. It is crucial to understand that both groups experience the system
differently, and both must be represented in individual and legislative
decisions.

e There is a distinct lack of visibility of disability in child protection solutions,
evidenced by the absence of people with lived experience of disability in key
advisory and policy groups.

e People with disability are over-represented in active child protection cases,
constituting a significant proportion of the total cases.

a) Need to assess the capacity of parents with disability

There is a prevalent assumption by child protection systems that people with
intellectual disability are incapable of parenting. Child protection workers often
adopt a deficit-based approach, which focuses on a parent's perceived inability to
provide adequate care for their child. This perspective leads to decisions that
prioritise removal rather than supporting parents with disability.

Advocates report that there is a “default” approach by child protection workers to
remove children from parents with disability. Instead of using the gestational
period to provide support for soon-to-be parents, departments often plan for
removal at the earliest opportunity, frequently at the hospital as soon as the child
is born. This approach can cause significant trauma to both parents and children.

For parents with disability, seeking help can often feel like it turns into surveillance.
For example, meetings with schools may shift from being opportunities for
support to assessments by child protection agencies. This creates a culture of
hesitancy, where parents with disability are reluctant to seek help early, which
increases the likelihood of child removal as time progresses.
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There seems to be a reduction in early intervention services, leaving families
without adequate support unless they are already involved in the system. Without
these services, families struggle to improve their parenting skills, often feeling
isolated and unsupported.

b) Understanding the needs of children with disability

Agencies must pay attention to the individual needs of children with disability.
Agencies often rely on a one-size-fits-all model to determine the necessary
support, making little to no adjustments unless advocates challenge them,
highlighting the need for person-centred and person-led support.

c) Need forimproved communication by child protection workers

Children's needs are frequently overlooked throughout the process, from removal
to foster care and reunification. There is minimal communication with children,
particularly those with disability, in a format they can understand.

Child protection workers often adopt a “dump and run” approach, delivering
unfavourable or unexpected news to children and then leaving without providing
an opportunity for questions or support. This lack of engagement places foster
carers and advocates in the difficult position of explaining the situation without a
complete understanding, potentially leading to escalating behaviours from the
children. These behaviours are often directed at the very individuals attempting to
build trust and provide stability.

d) Advocates taking on the role of independent person

In Victoria, advocates are often invited to attend meetings by the child protection
officer from the Department of Families, Fairness and Housing and are tasked with
responsibilities that should fall on the department's officers, such as explaining the
Charter of Rights for Parents and Carers with Disabilities Involved with Child
Protection. Advocates are frequently asked to confirm that people with disability
understand their rights. However, advocates report that many parents with
disability are unsure of their fundamental rights in certain circumstances. These
rights should be clearly communicated and discussed as part of the child
protection agency process.

There is a lack of focus on communication rights, including ensuring that
individuals have access to information in accessible formats, appropriate
communication support, and assistance with decision-making.

e) Child protection and the NDIS

Obtaining a diagnosis for children with disability in the child protection system is
often challenging. Foster parents require permission and must complete
significant paperwork, which can be difficult to obtain and frequently results in
lengthy delays that are inappropriate for the child’s needs.

Once children become NDIS participants, there is confusion within child
protection agencies regarding what services and supports should be funded by
the NDIS versus those funded by the child protection system. This confusion often
results in NDIS plans being overutilised and exhausted prematurely. The delays in
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obtaining necessary documentation can further prevent access to essential
support, such as therapy or services that enable full inclusion for the child.

The transition to the NDIS has decentralised services, creating a lack of transparent
processes for supporting children with disability within the child protection
system. Advocates report increasing difficulty in navigating this space due to the
overlapping and convoluted responsibilities of the NDIS Commission and state-
run agencies.

A number of organisations in Geelong have published a community of practice
that facilitates access to child protection agencies. Group members are exploring
the possibility of establishing a regular interface between service providers,
advocates, and child protection agencies to bring critical concerns to the attention
of government bodies.

Currently, each organisation is addressing these issues individually with child
protection workers through local agency offices. However, many of these
challenges are believed to be systemic, reflecting a culture within child protection
agencies that transcends state and territory jurisdictional boundaries.

The National Advocacy Collective (NAC), facilitated by Inclusion Australia, is a body
that includes many disability advocacy organisations focused on addressing
protection issues for people with intellectual disability. It was suggested that these
systemic concerns could be raised with the NAC to explore opportunities for
collaboration with child protection agencies on a nationwide scale.

Increased involvement of people with lived experience in decision-making
processes is essential to build understanding of the capacity of people with
disability. Such participation would help tackle the over-representation of people
with disability in the child protection system across Australia.

In June 2024, the NCDA participated in a NAC meeting as a guest speaker to share
these findings. The NAC highlighted the potential benefits of a broader
collaboration with more advocates and encouraged the NCDA to invite the
advocates and organisations that attended the systemic forum to join the NAC.

Other emerging issues identified by the NCDA

As the NCDA team has met with advocates around the country and attended
network meetings, a number of issues worth noting have come to our attention.

a) NDIS identification of advocates

The NDIA has recently reviewed its security practices and identified a gap in
verifying the identity of third parties, including advocates, before discussing
participants’ information. While the need to protect participants’ privacy and
confidentiality is acknowledged, advocates have raised concerns about current
processes for identity verification.

Currently, advocates are often required to send personal identification documents,
such as birth certificates and drivers licences, to individual planners or NDIS
community partners before they can act on behalf of participants. Advocates
understand the importance of safeguarding client information but believe that a
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system-level solution, such as the use of PRODA or myID, could securely
authenticate advocates’ identities without requiring the transmission of sensitive
documents via email.

This issue was highlighted by an incident involving an advocate in regional Victoria
who was asked to email copies of her birth certificate and drivers licence to a local
area coordinator (LAC). After complying, she was informed that the email had
been “lost in the system” and she was asked to resend the documentation.
Concerned about the security of her personal information, the advocate declined
to resubmit the documents. As a result, the LAC has refused to discuss the
participant’s case with the advocate.

It is suggested that the NDIA implement a secure, centralised system to
authenticate advocates and link them to their respective advocacy organisations’
myID or PRODA accounts. This would enhance security while ensuring advocates
can efficiently support participants without unnecessary delays or risks to personal
information.

b) NDIS reforms

The NCDA has been in regular contact with organisations regarding the reforms
outlined in response to the NDIS review. Advocates have reported that these
reforms have led to substantially reduced plans, decreased flexibility, and a
significant loss of choice and control for participants.

These changes have caused considerable anxiety among people with disability, as
supports that were previously funded by the NDIS are now being excluded on the
grounds of ineligibility.

While individual organisations continue to review and appeal decisions with merit,
the broader impact of these reforms is creating widespread concern among
people with disability and their advocates. This underscores the need for
transparent and participant-centred decision-making processes within the NDIS,
as well as additional systemic advocacy resources for disability advocacy
organisations.

c) NDIS eligibility

Multiple advocacy organisations have contacted the NCDA to express concerns
about clients being asked by the NDIS to provide additional documentation to
verify their disability. In some cases, clients have been removed from the scheme
due to insufficient documentation.

A particularly troubling issue is that people with disability are being notified of
their removal from the scheme on a very short timeline that does not allow
sufficient time to internally review the decision before it takes effect.

This issue is impacting all population groups but has been especially prevalent
among children, where early intervention supports have not been adequately
documented, leaving children vulnerable to losing essential support. Additionally,
people who entered the scheme through defined programs - those who
transitioned from state-based funding prior to the NDIS - are also affected.

Systemic Advocacy Insight Report | No. 2 | March 2025 | Page 19



The NCDA is working to develop a more consistent and coordinated approach to
address these challenges on behalf of advocacy organisations and has reached out
to organisations to share resources and strategies for responding to these requests
at different stages of the process. The goal is to ensure that no one is unfairly
excluded from the scheme due to administrative or documentation barriers. This

work has directly contributed to a fairer process now being implemented by the
NDIA.
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Conclusion

This report summarises the issues identified by advocacy organisations through
their direct client work. These insights have been gathered through the NCDA's
engagement activities, including one-on-one consultations, state network
meetings, and the National Systemic Advocacy Forum held in March 2024. This
work aligns with the NCDA's third function - to “identify and elevate systemic
advocacy issues” - and will be shared with key stakeholders, including the
advocacy sector itself.

This report also underscores the unique role of advocates in identifying emerging
issues. By working directly with people with disability, advocates are positioned to
detect policy and process challenges at a grassroots level. A clear example is the
rising trend of NDIS eligibility reviews and people with disability being notified of
their revocation from the scheme. Advocacy organisations must continue to
elevate these issues to ensure timely and effective responses to pressing concerns.

Advocacy organisations play a crucial role in the disability ecosystem, whether
through involvement in the NAC being facilitated by Inclusion Australia to
coordinate a national response to people with intellectual disability involved in the
child protection system, or by educating parents on their rights regarding
guardianship.

Since the introduction of the NDIS in 2015, there appears to have been an increase
in the number of applications for guardianship and financial administration.
Further research is needed on the number of applications for guardianship and
administration received by the civil and administrative tribunals in each
jurisdiction.

Throughout engagement activities, when systemic advocacy is discussed,
organisations funded through NDAP continue to raise concerns that only 10% of
their funding can be allocated to systemic advocacy activities. They believe that
dedicating more resources to addressing policies and practices that disadvantage
people with disability would significantly enhance their individual advocacy
efforts. During times of major reforms, such as those related to the NDIS, it
becomes clear that advocacy organisations require additional funding to
effectively coordinate a unified response to these critical issues.

Advocates once again called for a framework to support their systemic advocacy
services. The framework would promote collaboration between organisations. It
would go some way towards coordinating efforts, better targeting the small
amount of systemic advocacy each organisation is able to offer.
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