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Introduction 
The Exceptionally Complex Support Needs (ECSN) program assists NDIS participants with complex 
needs who are experiencing crisis, or at risk of entering a crisis situation. The focus is on strengthening 
support coordination and mainstream responses. Marathon Health is the ECSN provider for New South 
Wales, Australian Capital Territory and interim provider for South Australia. 

This ECSN Data Report details activities, trends and practice learnings from delivery of the program from 
the period 1 August to 31 October 2020. 

Program Aims  
Function 1: Sector and community development and delivery 

Function 1 aims to support growth and development of organisation and sector practice capability, and 
improve community access for participants with complex support needs. Through this activity we are 
working to build stakeholder relationships in the community, facilitate promotion of knowledge exchange, 
remove barriers for participants with exceptionally complex support needs, and report on program 
monitoring and evaluation.  

Function 2: Subject Matter Expertise (SME)  

The aim of this function is to build systemic capabilities through the application of subject matter 
expertise to enhance service provision, procedure and the knowledge and skills of those who provide 
direct support to the target group. This function is delivered by the Portfolio Manager, specialist support 
coordinators, support coordinators, psychologists and positive behaviour support practitioners. The team 
has expertise across a range of professions including psychology, speech pathology, social work, 
Aboriginal and Torres Strait Islander health, local area coordination and child protection.  

The function includes the development of resources to inform practice when working with NDIS 
participants with complex needs, and help with navigation of mainstream and disability systems. 
Resources are available, and in development, on topics including service disengagement, navigating 
and working with the participant to negotiate mainstream systems, identifying risk factors for crisis, crisis 
planning, and response and practitioner self-care.    

A consultation and peer support service has also been established. The service is targeted at assisting 
professionals including support coordinators, disability support workers, allied health staff and providers 
of mainstream supports where there is a need to build practice capability in supporting participants with 
complex support needs, or at risk of entering a crisis situation. Referrals are made through the ECSN 
webpage and triaged by the Portfolio Manager.  

Function 3: Crisis response and referral 

Crisis referral is a critical function of the ECSN program, which aims to coordinate integrated responses 
for NDIS participants experiencing crisis. This service is for NDIS participants aged over 18 years. Crisis 
referrals occur when a participant's disability related supports suddenly become ineffective, inadequate 
or absent during times when the NDIA cannot immediately respond. It is active between 5pm and 9am 
Monday to Friday, over weekends and on Public Holidays. Approved referrers include health (hospitals, 
mental health), ambulance, police and justice, as nominated by the relevant State/Territory Government. 
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Function 1  

Sector and community development and delivery  
During the period August to October 2020, 62 stakeholder engagement activities were delivered across 
NSW (34), SA (13), ACT (10) and combined regions (5). The focus of these activities was to explore and 
embed referral pathways, participate in sector development and knowledge exchange activities (such as 
communities of practice), and further explore common themes and challenges to inform future planning. 

 

 
Figure 1: Engagement activities by stakeholder group 

Stakeholder groups included disability and support coordination providers, health, justice, NDIA, 
government agencies, cross-sector groups and others. Some of the common themes and challenges 
reported during this period include: 

• Difficulties in obtaining information about the participant for coordinating support during 
transitions 

• Difficulties in navigating the justice system such as negotiation and risk management skills 

• Issues related to funding and implementation of behaviour support 

• Challenges in understanding the roles and responsibilities of mainstream and disability systems 
for supporting mental health needs 

• Appropriate use of, and access to, disability and mainstream housing options to meet participants 
needs 

From the data collected since commencement, potential areas for sector development have been 
identified and the recent establishment of an ECSN Reference Group will enable Marathon Health to 
establish and implement priority activities for the coming 12 months. Figure 1 below shows the 
framework for sector development adopted by the Reference Group. 
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Figure 2: Knowledge exchange and the ECSN program 

The following is a summary of outcomes for this period towards supporting the growth and development 
of organisation and sector practice capability, and improving community access for participants with 
complex support needs: 

1. Increased awareness of the program and ability to make appropriate referrals to the after hours 
crisis service (approved referrers only) and consultation and peer support service 

2. Identification and promotion of referral pathways and additional supports for NDIS participants 
with complex support needs (including health NDIS transition roles, Carer Gateway and NDIA 
escalation pathways)  

3. Sharing of practice learnings and data about common themes and challenges identified through 
our engagement with the sector, consultancy support provided and crisis referrals received  

4. Participation in, and contribution to, the establishment of knowledge networks (eg communities of 
practice) 

5. Recruitment of ‘after hours ready’ providers to assist with provision of critical supports during 
crisis referrals  

6. Development and delivery of information and training sessions on complex support needs and 
positive behaviour support 

7. Establishment of a Marathon Health ECSN Reference Group with cross-sector representation 
across NSW, ACT and SA 

Projects and developments 

Reference Group  

The Reference Group has been created to develop a collaborative multiple stakeholder approach to 
evaluating all aspects of the delivery of the ECSN program by Marathon Health, across NSW, ACT and 
SA. The group consists of senior representation from Marathon Health, ECSN approved referrers from 
each jurisdiction, the NDIA ECSN program area, advocacy and peak body representatives. 

Meetings are held bi-monthly and focus on providing feedback on program delivery, recommending 
changes to the program, providing jurisdictional and stakeholder specific information and developing 
best practice examples to help develop sector and organisational practice capability.  
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Knowledge networks 

Knowledge networks enable information exchange and practice development throughout the jurisdictions 
of NSW, ACT and SA. Our focus on mapping existing networks is to identify what is currently available, 
participate where appropriate, and utilise this information to create a knowledge network guide. The 
purpose of the guide will be to encourage participation and help develop knowledge within disability and 
mainstream sectors to work with participants with complex support needs.  

Over 28 knowledge networks have been identified in all but four regions and a team member allocated to 
each, with the goal of sharing/receiving information and identifying gaps in knowledge and resources. 
Additionally, through the mapping process we were able to identify areas where there may be gaps and 
can work to influence the creation of new knowledge networks and/or address information gaps. 

E-newsletter 

Practice Matters: Let’s talk about complex needs e-newsletter will address identified sector development 
priorities and deliver program updates, milestones and achievements, survey results, data and 
information in how disability and mainstream providers can get involved. The first e-newsletter will be 
published in November and then bi-monthly. 

Hospital Passport Project 

The Hospital Passport will improve navigation and information sharing of mainstream services for 
participants, informal supports, disability service providers, and support coordinators. The function of the 
Passport is making vital information easily accessible during times of participant transition, allowing for 
an integrated approach to providing care. Canberra Hospital have expressed interest in participating in 
the pilot of the program. The ECSN team will establish a working group to contribute to the design and 
implementation of the Hospital Passport in early 2021. 

 

Function 2  
Subject matter expertise  

Data analysis of consultancy referrals  

Between May and October 2020, we received 66 requests primarily from support coordinators, to 
facilitate consultancy and/or peer referrals. As a result, 55 consultations were conducted across NSW, 
ACT and SA. Some referrals were cancelled by the referee or by the team due to inadequate information 
to proceed. Over three quarters (78%) of the referrals were submitted by professionals from the disability 
sector, 7% arose from allied health professionals and case managers and 5% from justice and mental 
health professionals in advocacy roles and mental health specific support coordination – 95% of 
consultations were attended by Level 2 and 3 support coordinators. Most (76%) consultancies originated 
from NSW with 70% from regional NSW. Considering the population differences between the states and 
territory, SA (6n) and notably the ACT (7n), the program is being well utilised across the respective 
regions.  

Consultation sessions concentrate on the referrer’s reasons for making the referral. This focus allows us 
to build the capability of professionals to work within mainstream systems, focus on individual practice, 
and promote collaborative engagement within existing support systems.  
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Of the completed consultancies, 38 referrals centred around professionals seeking service provision 
advice, access to and engaging with mainstream systems, and increasing referrers’ knowledge of 
accommodation and support options for NDIS participants. Some referrals focussed on reducing risk to 
participants, their service networks and supporting vulnerable participants by building the capability of 
professionals to work to improve participant outcomes, and reduce hospital and mainstream service 
presentations.  

Over one third (40%) of participants were aged 
between 18 and 30 years. The types of 
disabilities that participants are presenting with 
also appears to play a significant role. Over 
85% of referrals’ primary disability 
characteristic(s) may reduce their decision-
making capacity (intellectual disability, autism, 

ABI, psychosocial), increasing to 96% when secondary disability was included. The impact of mental 
health also showed a notable trend, with 71% of participants reporting difficulties in this area. Just over 
85% of participants had other impacting factors including; trauma, epilepsy, obesity, HIV – and 40% of 
referrals noted drug and alcohol misuse. Three quarters of participants had other people (Public 
Guardian or parent/family) assisting in decision making for or with the participant.  

Participant living arrangements, as reported by referrers, are also 
varied. Just over 61% of participants were either homeless (9), in 
public housing (5), supported accommodation (18) or temporary 
housing (2), and just over half of consultancies were directly 
related to accommodation. Further, 67% of participants were 
reported to be experiencing difficulties with their current 
accommodation. Other impacting issues were; service 
disengagement (40%), significant behaviours of concern (56%), 
family/relationship breakdown (47%) and lack of informal/formal 
supports (51%).  

Projects and developments  

Consultancy and peer support model development 

The ECSN team has continued to refine the consultation process and criteria for accessing consultation 
support. This includes updating the referral form to gather more defined and relevant information, 
matching ECSN team member champion areas with relevant referrals, and moving the emphasis of the 
consultancy to a service centred model through the use of a formulation, with recommendations based 
on referrer skills and service intervention to work through complexity and crisis.  

Through refining the criteria for consultancy support, the peer support service will have its own referral 
pathway. Focusing on professionals who want focused skill building, compared to a formulation-based 
analysation, referrers can access up to four hours of peer support through an ECSN team member 
matched to their needs. The ECSN team have created a session report and outcome report, and are in 
the process of creating a separate referral form.   

Complex Support Coordination Guidelines  

As a result of feedback from the Support Coordination Practice Survey (June 2020), the ECSN team 
have been working to develop a guide for support coordinators to reference when working in the crisis 
and complex space. The Guide provides an overview of approaches to manage complexity and improve 
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the support coordinator’s response to complexity and crisis. The team are working to complete content 
by early 2021.  

Resource development  

Accompanying the Complex Support Coordination Guidelines are resources to support the practical 
implementation of the mentioned approaches in the guide. The resources are currently being identified 
by the ECSN team and will be added to the Guidelines upon completion.  

Support coordination and crisis workshops 

In consultation with local stakeholders, the ECSN team are in the process of developing training for 
support coordinators in SA. The training will address a need to clarify the role and function of support 
coordination during points of crisis within a disability context, including crisis prevention, preparedness, 
response and recovery. The training will explore the interface between disability and mainstream 
services and build practice capability in working collaboratively, to ensure better outcomes for 
participants with complex support needs, and those in crisis or at risk of entering a crisis situation. 
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Function 3 
Crisis response and referral   

Statistical information for after hours crisis referrals 

Since the previous data analysis in August 2020, the number of after hours crisis referrals have 
increased from 20 to a total of 69 at the end of October 2020.  

 

  
 

NSW continued to contribute the majority of after hours crisis referrals (77%), followed by SA(19%) and 
the ACT (3%). These referrals continue to be initiated primarily from metropolitan and regional areas with 
an increase from the Nepean Blue Mountains and Hunter New England Local Health Districts (LHDs) 
which now contribute a combined 36% of total after hours referrals. The ACT had a total of two after 
hours referrals while SA had 13 referrals.  

 

  
Figure 3: After hours referrals by state and LHD 
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Referrals received for both male and female participants were relatively even with 33 and 36 after hours 
referrals respectively. There is some variability between participant ages (18-67 years) requiring crisis 
response, with most (38%) aged between 18-27 years. 

Preliminary risk factors for crisis  

From the 69 referrals, similarities between participant characteristics, experiences and living 
environment continue to emerge. These themes are consistent with those identified in the previous data 
analysis of 20 participants. 

The themes explored in this section are common factors that are not in themselves crisis situations, but 
potentially increase risk. Data collected focuses on historical or secondary level information and should 
be considered as background information.  

The majority (64%) of participants when referred, were living in SIL, STA or MTA accommodation 
facilities, which is in line with previous reporting. When considering a participant’s support network and 
current life stage it is important to note that 57% of participants had limited to no informal supports, or 
informal supports that were not involved in a practical capacity.  

The majority of participants referred through the crisis line had recently experienced or had an upcoming 
major life transition. Transitions included moving to a new area, family or informal support breakdown, 
and changing over from long-term supports. Not including the immediate crisis, 47% of referrals reported 
recurrent poor interactions with mainstream and funded services, and 83% of referrals reported recurrent 
admissions to hospital for non-medical reasons pre-crisis. 

The majority of crisis referrals were primarily due to Behaviours of Concern (BoC). Most referrals (56%) 
reported a pattern or history of behaviours of concern prior to the crisis event. Over half (70%) of the 
BoC referrals had either insufficient or no behaviour support funding. Participants referred also continue 
to present with well-known existing risk factors for crisis including:  

• •    Disengagement from supports or having no supports in place 

• •    Recurrent homelessness or transience 

• •    History of trauma and/or abuse 

Collection of historical information is dependent on ECSN staff (differentiation of knowledge/skills) and 
knowledge of the referrer. There continues to be few parameters for compulsory information gathering 
points relating to a participant’s background or pre-crisis circumstances. However, in identifying this 
through previous reporting, collection of this kind of information has become more consistent.  

An updated forms suite has been implemented with increased prompts for information gathering. There 
continues to be limitations at times, primarily around availability of information from referrers in certain 
circumstances such as gaps in records, and known supports (funded and therapeutic supports) not 
being available to contribute information after hours. We are continuing to look into methods for 
improving information gathering.  

Contributing factors to crisis 

Themes continue to emerge around contributing factors to crisis. These contributing factors are regularly 
present when a person is entering or experiencing crisis at the time of referral.  

The majority of referrals (78%) were made following hospital presentations. Most (75%) participants had 
a cognitive impairment and/or reduced behaviour regulation capacity, and (54%) were referred because 
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of behaviours of concern including self-harm, violence towards carers, property damage and physical 
aggression. 

As hospital referrals continue to be the most 
prevalent through our after hours line, 
continued investigation is occurring into the 
appropriateness of these presentations, which 
are often resulting in there being no medical or 
psychological need (as determined by 
examining physicians) for participants to be brought to the hospital. Withdrawal from service, social, and 
behavioural presentations continue to be an area of improvement. As with previous reporting, hospitals 
continue to appear as a method for extracting participants from their accommodation settings due to 
difficulty managing participant behaviour(s) and as interim respite for support providers and, at times, 
informal supports. 

As referrals continue into the ECSN program, we are looking to complete specific data analysis and 
‘deep dives’ into specific themes and recurring aspects of the crises we are being contacted about. The 
aim of this further analysis is to gain more in-depth understanding of elements that are influencing and 
impacting the service delivery sector and individuals.  

Projects and developments 

After Hours Ready Providers 

The After Hours Ready (AHR) Providers initiative was established to identify and prepare disability 
support providers for provision of urgent disability support needs arising out of crisis situations. AHR 
Providers have the processes and governance arrangements in place which are essential for successful 
crisis referrals. Marathon Health works with each provider to understand their strengths and capacity to 
provide disability supports, and this information helps the ECSN team to streamline their approach in 
resolving crisis situations. Currently, there are a number of AHR providers in SA and NSW; the team will 
continue to facilitate discussions with potential providers in all regions over the coming months. 

After hours crisis referrals  

The new automated phone system is up and running, directing the after hours crisis referrals to the staff 
member on call. To maintain consistency of appropriate referrals and provide a uniform approach to 
information gathering a checklist has been created and the team has completed training on responding 
to crisis referrals – the training is being strengthened by the team upskilling in motivational interviewing 
training.   

Evaluation of after hours crisis referrals  

The ECSN team are in the process of creating an evaluation process for after hours crisis referrals to 
gauge if there is any long-term benefit to the participant’s situation, after the ESCN team have been 
involved in an after hours crisis referral.  

Risk identification  

In collaboration with ECSN providers in other states and territories, the team are developing a suitable 
risk identification matrix to support decision making during after hours crisis referrals. The purpose of the 
tool will be to allow informed risk assessments to be conducted, and appropriate information to be 
passed on to providers during resolution of crisis situations. 
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Conclusion  
Leading up to the Christmas break the team will continue to work on the various projects across the 
three functions and support participants in crisis situations during the festive season.  

Through this report, we aim to share data and practice learnings as a key strategy in building practice 
capability that results in better outcomes for NDIS participants with complex support needs. The data 
collected through the crisis referral and consultancy services, and extensive stakeholder engagement, 
has helped Marathon Health to identify potential areas for sector and community development, and with 
the establishment of the ECSN Reference Group we will develop priority activities for the coming 12 
months. Some of these activities are already underway, for example, mapping communities of practice 
and other knowledge networks, has enabled us to participate and share important learnings with a broad 
range of stakeholders. We’ve also identified some gaps and further scoping of the benefits and ways of 
supporting practice leadership is planned for December.  

In Functions 2 and 3, as more information from our activities are collected and analysed, we are finding 
themes (primary diagnoses, accommodation, age etc) across consultancy and crisis referrals. To 
increase our understanding of these phenomena, the Data Working Group are revisiting the data 
collection process to improve analysis and reporting. We hope this information can identify the primary 
reasons why stakeholders may be having difficulties negotiating participants with these problems. This 
output may inform future primary preventive strategies to reduce support coordinators and others 
working in the disability sector need for consultative services and prevent hospital presentations or other 
participant interactions with approved referrers.  
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