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1 Short summary 

The NSW Ministry of Health (the Ministry) is working to improve services for people 
who live with both intellectual disability and mental health needs. Improvements are 
targeting both mainstream and specialist mental health services. The Ministry aims 
to improve access to, and quality of, these services. As part of this work, the Ministry 
commissioned the Social Policy Research Centre UNSW (SPRC) to consult with 
people and professionals in the mental health and disability sectors.  

The findings from the consultations will inform an Intellectual Disability Mental Health 
(IDMH) Strategy. This five-year Strategy will support NSW Health to plan future 
services and policy to meet the needs of people with intellectual disability and co-
occurring mental health problems. 

SPRC conducted the consultations from May to July 2022.  

This final report of the consultation project summarises the findings from the 
consultations and highlights implications for the content and implementation process 
of the IDMH Strategy. The findings are presented under the following headings: 

• Access 

• Quality 

• Quality improvement 

• Collaboration 

• Inclusive design 

• Digital care 

• Priorities and complex needs. 

The findings have implications for the following areas: 

• Capacity building 

• Including people with lived experience 

• Practical resources and referral pathways 

• Guidelines and expectations with accountability measures 

• Data. 

Details are presented in this report.  
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2 Full summary 

The NSW Ministry of Health (the Ministry) is working to improve access to and 
quality of mainstream and specialist mental health services for people who live with 
both intellectual disability and mental health needs. As part of this work, the Ministry 
commissioned the Social Policy Research Centre UNSW to consult with people and 
professionals in the mental health and disability sectors. The following suggestions 
about implications from the consultations will inform an Intellectual Disability Mental 
Health (IDMH) Strategy. 

Access 

• deliver training to mainstream mental health services on how to work with 
people with intellectual disability, including about assessment, communication 
and reasonable adjustments and promote and monitor policy implementation 
to ensure people with intellectual disability can access mental health services 

• establish structures of clear accountability, including responsibility for 
addressing the gaps in services that cater to people with moderate to severe 
intellectual disability and mental health needs  

• improve support to people and their families through accessible information, 
transport, reminders, availability of advocates  

• local access could be enhanced through ensuring that staff experienced in 
IDMH were locally available and through capacity building of local mainstream 
staff 

• greater flexibility in service provision to address local gaps and avoid travel, 
such as choices about providing services in the home, park, clinic, or through 
digital platforms  

• improved access to local public and telehealth services is needed to address 
flexibility and affordability  

• information about mental health and wellbeing, and how to access general 
and specialist mental health services needs to be promoted to people with 
intellectual disability, families and carers, primary health, disability, and other 
services, as well as within mental health services 

• any strategy to improve access requires secure funding. This applies to all 
themes that came from the consultations.  
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Quality  

• enhance therapeutic environments to ensure they are appropriate, safe 
environments that are accessible and inclusive, including non-clinical settings, 
friendly spaces 

• improve capacity for holistic approaches to assessment and care, considering 
the whole of person’s needs, their whole of life aspects and history, their 
family context and support needs, physical and mental health, meeting with 
family and service providers to gather and communicate information 

• continue to support and increase the reach of multidisciplinary teams  

• strategies to support a person centred, holistic approach including active 
involvement of carers in decision making, and strategies to build carers’ 
capacity and support.  

• include person centred approaches and the principles of supported decision 
making in policy and practice guidelines. 

Quality improvement  

• capacity building to include training staff in all parts of the service system who 
have contact with people with intellectual disability and mental health needs – 
staff in mental health, disability, first responders, primary care, allied health, 
hospital, criminal justice, social housing, and other support services 

• training and other capacity building strategies to include general skills and 
experience, such as how to work with, communicate and support people with 
disability and their families and carers  

• training and other capacity building strategies on specialist mental health 
knowledge about the needs of people with intellectual disability and 
opportunities for multidisciplinary support 

• local opportunities for mental health staff to build capacity include learning 
from people on the ground, including disability support services, people with 
intellectual disability and families and carers 

• strategies and systems to share expertise in local services through local 
positions, access to specialist services, and multidisciplinary teams 

• specialised positions to provide advice and enable shared knowledge and 
capacity building through training and shared case management 
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• consider strengthening local IDMH capacity by placing one or more 
psychiatrists with advanced training in intellectual disability in each local 
health district (LHD) 

• continue to support and expand the reach of specialist ID Health and IDMH 
services including the Hubs to build capacity through access to advice, 
training and developing resource materials 

• support statewide and local group training to build networks of colleagues to 
share advice and questions  

• extend access to capacity building through early promotion of training 
opportunities and regular repeats; flexible ways to participate, such as after 
hours and online interactive options; lived experience input in the training; 
general and intensive mental health content 

• identify and further develop opportunities to capacity build the skills of people 
with intellectual disability, families and NDIS providers in accessing, 
navigating, and advocating within mental health and health systems 

• include content about working with people with intellectual disability in tertiary 
education so that staff have a foundation for building their capacity when they 
enter their profession 

• establish statewide systems for data collection, management, sharing and 
training for staff in mental health, disability and other social services and 
ensure accountability of the systems . Data would include service use, needs 
and outcomes  

• support research about how to provide quality mental health services specific 
to the needs of people with intellectual disability in the NDIS context  

Collaboration  

• statewide agreements including resolution pathways to improve collaboration 
between the National Disability Insurance Agency (NDIA), NDIS funded 
providers and NSW Health  

• mechanisms to promote, celebrate and learn from models that are already 
working, especially ones that demonstrate the benefit to the person, worker 
and organisations 

• support for specialist IDMH services and resources in all LHDs 
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• structures of clear responsibility and a clear understanding of who is leading 
or responsible for care coordination and service coordination 

• strategies to identify and address silos and other structural and cultural blocks 
to support collaboration, including funding structures 

• guidelines or expectations and support at all levels for collaboration with clear 
accountability and participation of the person with intellectual disability, family 
and other social services.  

Inclusive design  

• practical resources and strategies to facilitate the engagement of people with 
intellectual disability (including those who are non-verbal) in care planning  

• strategies to engage and support people with lived experience of intellectual 
disability to work in peer roles  

• structures to engage people with intellectual disability and their families to 
contribute to service design, improvement, and governance. 

Digital care  

• telehealth should be provided as an option – preferably via video conferencing 
with telephone used only as a consumer preference or when video 
conferencing facilities are not available 

• inequities to access telehealth need to be identified and addressed, such as 
access to the internet and equipment and digital literacy 

• educating support workers on how to use the technology so they could assist 
consumers – including how to build rapport online with people with intellectual 
disability  

• choice needs to be available having the option of telehealth and the option of 
face to face statewide regardless of where people live 

• provision of support for people with intellectual disability and their carers to 
engage in online modes of communication and care 

• online communication such as video presentations and online discussions are 
a flexible and efficient way to deliver training to clinicians and carers. 
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Priorities and complex needs  

• flexible, person-centred practice that considers the social context, family and 
community of the person 

• strategies to increase connections with community 

• strategies to improve collaboration between MH, ID and drug and alcohol 
service providers  

• strategies to ensure involvement of family and community elders 

• mental health services to develop connections with Aboriginal run health 
services in community 

• cultural responsiveness training 

• early intervention strategies to identify and work with children and young 
people most at risk  

• practical resources and referral pathways 

• training and promotion at service and community levels to understand and 
respect people with intellectual disability and mental health needs – address 
attitudinal issues and bias, for example, people being seen as deserving or 
non-deserving 

• diversity within the mental health workforce including culturally and 
linguistically diverse workers, and people from an Aboriginal background 

• strategies to address stigma or fear in communities around accessing mental 
health services through providing culturally competent information and 
resources  

• training for forensic system staff around working with people with intellectual 
disability, particularly around communication, accessibility and inclusion in 
decisions and processes 

• strategies to educate and protect young women with intellectual disability  

• access for older people with intellectual disability to aged care services prior 
to 65 where appropriate 

• dedicated approaches to communities that are under resourced and not well 
served or connected to mental health services. 
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3 Introduction 

The NSW Ministry of Health (the Ministry) is working to improve access to, and 
quality of mainstream and specialist mental health services for people who live with 
both intellectual disability and mental health needs. As part of this work, the Ministry 
commissioned the SPRC to consult with people and professionals in the mental 
health and disability sectors. The findings from the consultations will inform an 
Intellectual Disability Mental Health (IDMH) Strategy. 

This five-year Strategy will support NSW Health to plan future services and policy to 
meet the needs of people with intellectual disability and co-occurring mental health 
problems. 

SPRC conducted the consultations from May to July 2022. The project, including 
consultation set up and recruitment, and analysis of the findings, ran from March till 
July 2022. 

This is the final report of the consultation project. It briefly presents the background, 
describes the consultation methodology, summarises the findings from the 
consultations and highlights implications for the content and implementation process 
of the IDMH Strategy.  
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4 Background 

Over the five years from 2015-2020, the landscape of disability and health providers 
in NSW has changed markedly. Previously, disability services for people with 
Intellectual Disability (ID) were provided by the NSW Government through Ageing, 
Disability and Home Care (ADHC). ADHC has since been decommissioned, while 
the National Disability Insurance Scheme (NDIS) has been implemented Australia-
wide. This represents a fundamental change to the way that disability supports are 
organised, funded and commissioned.  

Delivering mental health supports for people with intellectual disability occurs in a 
complex system of Commonwealth and State funded programs, private providers 
and informal care arrangements. Key policy drivers are in Figure 1.  

Figure 1 Key policy drivers of intellectual disability mental health strategy 
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In 2022, the Ministry is writing a Strategy to develop and plan services that address 
the mental health needs of people with intellectual disability. Activities within this 
Strategy are intended to be accessible to all people with intellectual disability, 
tailored to people’s individual needs, evidence based, equitable and sustainable.  

The Strategy is important because access to well-planned and implemented 
mainstream and specialist mental health services for people with intellectual 
disability can improve people’s quality of life. This is illustrated by case studies 
highlighted in evaluations of previous and existing NSW IDMH programs (Purcal et al 
2021a and 2021b). 

When Sally started on the program, the doctor listened to Sally’s story, 
acknowledged her trauma, and helped her to understand how her childhood 
experience had affected her behaviour. The doctor also gave her different 
medication. Now she loves to spend time with her housemates. Sally then worked 
with the support workers to extend her social circle. 

 

The Strategy will consider the intersectionality of people’s experiences. 
Intersectionality means the ways that different aspects of a person’s identity can 
expose them to overlapping forms of discrimination or marginalisation. This may lead 
to multiple and complex needs, which many people with intellectual disability 
experience. The overlapping aspects of a person’s identity may include, but are not 
limited to, gender and sexuality, age, ethnic and cultural background, homelessness, 
behaviours of concern and contact with the criminal justice system. The IDMH 
Strategy will aim to address people’s intersectional experiences and barriers to 
accessing quality mental health care.  

The Strategy will identify and develop ways for the NSW health sector to improve 
support for people with intellectual disability.  

A short literature review by the Ministry identified some key opportunities for change: 

1. Ensuring mental health policy is more inclusive, promotes better access 
and is targeted to the needs of people with intellectual disability  

2.Supporting a stronger voice in policy design by people with intellectual 
disability, their families, carers, and advocates 

3. Designing mainstream and specialised models of inpatient and community 
mental health services that meet the needs of neurodiverse people 

4. Workforce education across the whole of NSW Health, NSW mental health 
and speciality areas will support the increased availability of reasonable 
adjustments.  
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Starting in 2023, the IDMH Strategy will operate over 5 years. It will include actions 
and milestones for NSW health services. An Easy Read version of the Strategy will 
be available. 

 Since Jim joined the program, the support workers at Jim’s home are doing some 
training about intellectual disability and mental health. They are also working with 
Jim and his mental health team to come up with ways to help Jim when he gets 
upset. Jim now takes less medication, and he is not as sleepy. Last weekend Jim 
and his grandfather went fishing, and Jim was really looking forward to sharing the 
photos of his catch with his housemates. 
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5 Methods 

5.1 Project governance 

Project governance involved the IDMH Strategy Working Group, which was a 
subgroup of the wider IDMH Advisory Group in the Ministry. The Working Group 
gave advice on methodology, and it commented on drafts of documents for the 
consultations and on project reports. It met three times during the project. 

The group was jointly chaired and coordinated by the Ministry and SPRC 
researchers. It included academic advisors, Ministry staff representing policy and 
Aboriginal units, advocacy groups for carers and people with intellectual disability, 
and a person with intellectual disability. 

Ethics approvals for the research were obtained from Northern Sydney Local Health 
District Human Research Ethics Committee and the Aboriginal Health and Medical 
Research Council Ethics Committee. 

5.2 Co-design 

The co-design process included the IDMH Strategy Working Group (above), 
Aboriginal involvement and lived experience researchers as below. NSW Health’s 
statewide Transcultural Mental Health Centre provided advice on culturally diverse 
methodology, involvement, and analysis. 

Aboriginal involvement in the research was through: 

• Working Group membership and the Ministry’s Centre for Aboriginal Health 
(feedback on methodology, recruitment, and reports) 

• recruitment support and feedback from First Peoples Disability Network 
(FPDN) 

• 2 SPRC Aboriginal researchers (feedback, consultations and analysis). 

Researchers with lived experience of intellectual disability and/or mental health 
issues gave feedback on instruments and reports, conducted consultations together 
with other researchers and contributed to the analysis. 
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5.3 Data collection and analysis 

Consultations 

Consultations were done through individual and group interviews and written 
responses, supplemented with secondary data analysis.  

The consultations were: 

• Individual interviews with people with intellectual disability (consumers) 

• Small group and individual interviews with families and carers  

• Online round table interviews with organisations and agencies  

• Online written feedback from MH and ID providers and 
consumers/families/carers – through the interview recruitment process, as an 
option for people who did not want to or could not participate in the interviews. 

SPRC prepared plain English/Easy Read versions of all fieldwork documents, for use 
by consumers/families/carers if they wished. SPRC used inclusive methods with 
people with disability during the interviews, and the researchers included people with 
lived experience. 

Secondary data analysis involved a review of interview data from two recent 
evaluations of IDMH programs funded by NSW Health, and one recent summary 
report of interviews with forensic patients with cognitive impairment, funded by NSW 
Health. The SPRC conducted the evaluation of the IDMH NDIS Residual Functions 
Program in 2020 (Purcal et al 2021a) and is currently evaluating the IDMH Hubs 
program (Purcal et al 2021b). SPRC re-analysed the interview data for topics and 
suggestions relevant to the IDMH Strategy, to highlight what people thought could be 
improved in IDMH service provision, and how improvements could be implemented. 
The Council for Intellectual Disability conducted and wrote a report into consultations 
with forensic patients with cognitive impairment (MacDonald et al 2022). SPRC 
reanalysed the interview data to gather relevant suggestions for mental health 
service provision within the forensic system. 

Recruitment for the consultations 

Invitation emails were sent to a wide range of identified service providers and 
stakeholders to contribute to the Strategy. A list was prepared in collaboration 
between the SPRC, the Ministry, the Working Group, and advisors, including 
Aboriginal and multicultural advisors. Service providers and stakeholders were 
encouraged to forward the invitation to others. 
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Recruitment of consumers, families and carers was at arm’s length. Service 
providers and stakeholders were asked in the invitation email and during the 
interviews to invite consumers/families/carers, who could contact SPRC directly or 
have their contact details forwarded to SPRC by the service provider or stakeholder. 

Sample 

Table 2 Participants in the consultations  
 Number of interviews, 

focus group participants 
Written 
responses 

People with intellectual disability and mental 
health needs 

4 0 

Family carers 8 0 
NSW Health and disability Service Providers  18 4 
Other Health and disability Service Providers 11 2 
Other Key Stakeholders 1 3 

Total 42 9 
Notes: May-July 2022 

The aim of the recruitment process was to include a diverse sample of: 

• Consumers, families, and carers from diverse locations, with diverse 
demographics and support needs 

• Service providers and stakeholders from relevant sectors, professions, types 
of organisations, roles, and locations. 

During the interviews, the participants were asked about what should be included in 
the Strategy. They spoke about what was currently working well and what else would 
be necessary to improve services in mental health and related sectors.  

The participants were from a range of positions and perspectives (Table 1). The 
analysis found that their responses complemented each other, informed by their 
various experiences.  

In addition, similar data from consumers, families, service providers and 
stakeholders (government and nongovernment agencies and advocate groups) in 
the earlier evaluations of the IDMH Residual Functions Program and the IDMH Hubs 
were also analysed. 
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5.4 Analysis 

The consultation transcripts, as well as the interview transcripts from the two recent 
evaluations, were analysed thematically. Analysis was against a coding framework 
derived from the consultation questions, which mirrored the research aims.  

Thematic saturation was achieved by having a sufficiently large sample within and 
across the various stakeholder groups. This means we ensured that there were 
several participants from each participant group and stakeholder sector, at least 5.  

The findings are presented as the views of the participants about what should be 
included in the Strategy. Composite case studies are included in some sections, 
based on data from the sources described in this method section. All names and 
identifying details have been changed. 

5.5 Limitations 

Compared with the original timeline, ethics approvals were slightly delayed due to 
external factors (ethics committee deadlines and meeting dates, COVID-19, 
unforeseeable requests by the committee for additional information and clarification). 
The extent of consultation was limited by the project timeframe. 
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6 Access to IDMH services 

People with intellectual disability and mental health needs have the right to equitable 
access to mainstream and specialist mental health services. The consultations 
asked participants about their experience of access. 

6.1 Findings about access 

Participants said that awareness about equitable access has improved over the last 
five years. They said the Strategy should take account of access and availability of 
mainstream services; support to access services; local access to specialist services; 
affordability; and knowledge and promotion of services (see also Section 11 
Supporting priority groups and complex needs). 

Access and availability of mainstream services 

Participants reported a shortage of mainstream mental health services, especially 
community mental health services. They mentioned a lack of staff (general, specialist 
and experienced). Shortages of mental health and disability services were more 
acute in some locations, particularly regional and rural. Participants said that a 
shortage of staff in local mental health services meant that people waited a long time 
to access an initial mental health assessment required to access public mental 
health services. Sometimes people experienced a mental health crisis before they 
received a service. 

Participants said the general shortage of mental health services was worse for 
people with intellectual disability and that this may be attributed to two reasons. 
Some mental health services have not formally included people with intellectual 
disability and autism. This practice continues in some services, despite Ministry 
policy.  

They said the second reason was a lack of experience, contact and confidence of 
mental health staff in meeting the mental health needs of people with intellectual 
disability.  

Mental health teams report that they do not have the “expertise” to manage 
[people with intellectual disability] and their mental health concerns. (NSW 
Health service provider) 

[MH staff] are worried that they don’t know what to do. They’re worried that 
they might get it wrong, and they don’t necessarily have as much time as they 
would like, and they don’t necessarily know where to go to ask for help. When 
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people are busy in those circumstances, I think often the response is to avoid. 
(NSW Health service provider) 

Participant suggestions for the Strategy were to increase the training, education, and 
role modelling to mainstream mental health services about how to work with people 
with intellectual disability. Training could include information and demonstration to 
develop workers confidence, overcome myths and address their fears and reasons 
not to provide adequate services. Another approach suggested was to promote and 
monitor policy implementation to ensure people with intellectual disability were 
included in mental health services. Promoting inclusion through capacity building is 
further addressed in Section 7.1 Capacity building. 

Participants said that it was not clear which services should be responsible for 
providing care for people with complex intellectual disability and mental health needs. 
People were often shuffled between services, without access to ongoing treatment. 
This could be improved by greater flexibility in service provision, by clearer 
delineation of responsibility, and by increased collaboration between services. See 
also Section 8 Collaboration among services.  

Training and exposure to working with people with intellectual disability might also 
help address the need to take responsibility for service provision and improve 
access. 

Staff would rather put you onto someone else. They want nothing to do with 
you. Maybe they don’t know how to handle you? (person with intellectual 
disability) 

A key role for specialist staff was to build the capacity and confidence of mainstream 
staff so that they might better embrace their responsibility to support people with 
intellectual disability and facilitate their increased access to mainstream services. 

Participants pointed out that any strategy to improve access requires secure funding. 
This point applies to all themes that came from the consultations. 

Support to access services 

The participants said people with intellectual disability need support to access mental 
health services. The support includes knowing about mental health and mental 
health services, finding and navigating these services, facilitating a referral, attending 
a service and receiving a helpful intervention. Practically, that support includes 
sharing information, accompanying the person, communication and transport. The 
participants said that support helped people with intellectual disability to access 
mental health services. Support was usually provided by family and carers, and 
sometimes from disability support workers, advocates and general and specialist 
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mental health staff, including designated disability liaison navigators. Not everyone 
with an intellectual disability has access to support, some participants said that lack 
of access to support resulted in further inequities in the ability to access services. 

So if you've got a strong family advocate or whatever, then that might come 
out and they might access the service, but that is not consistent across every 
individual, every population, every age group. (Non-Health service provider) 

Many people with intellectual disability receive support from family and informal 
carers. Carers said that they were required to spend many hours researching, 
applying for, and following up services to assist their family member to access 
services. The onus on family carers to provide support to assist their family member 
to access services can negatively impact on the carer’s wellbeing and their 
relationship with the person with intellectual disability. Carers said that the person 
they care for might not be able to fill in the forms or understand the application 
processes and both carers and service users were often frustrated when the 
complicated, lengthy application processes did not result in access.  

The GP gave me a long list of names to phone psychiatrists. And some of 
them weren't interested in taking [name]. Others had a huge waiting line and 
some of them charged $7-800 an hour, right. I'm not paying that much. And 
we had to travel to [city] for that as well. And it was just going round and round 
in circles. So I started Googling my own information. I took some time off 
work. Yeah. So I had to do this in my own unpaid time or sick leave time 
(family carer) 

Participants suggested that support for people and families to access services needs 
to include accessible information, transport, and reminders. Greater access to 
advocates (see Inclusive service design) and capacity building (see Capacity 
building) would also assist mental health and disability staff to support people’s 
access. 

Local access to specialist services  

The participants commended the benefit of access to specialist services through the 
Intellectual Disability Health Teams (ID Health) and the multidisciplinary mental 
health teams located at the child and adult IDMH Hubs (Hubs). They emphasised the 
benefit of experienced staff who provide accessible support and capacity building. 

However, they noted that specialist services were not locally available for many 
people. Often the local general mental health services were not accessible for 
people with intellectual disability (see above Access and availability of mainstream 



IDMH Strategy consultations report   

Social Policy Research Centre UNSW    18 

services). Travel to the closest specialist IDMH services was not feasible for many 
people with intellectual disability and mental health needs. 

They said that local access was a core responsibility of local services. They 
suggested that local access could be enhanced through ensuring that staff 
experienced in IDMH were locally available and through capacity building of local 
mainstream staff. They suggested that regional hubs would also be useful so that the 
hub staff understand regional mental health service needs and context. They also 
suggested that greater flexibility in service provision could address local gaps and 
avoid travel, such as choices about providing services in the home, park, clinic or by 
telehealth, digital or virtual platforms. 

Affordability  

Participants said that affordability of services was a problem because the shortage of 
public mental health and bulk billed services meant they often only had access to 
other more expensive options. Private clinical services were too expensive for many 
people with intellectual disability and mental health needs and their families.  

He's seeing a psychiatrist. He has seen a private before but, again, they're 
really, really expensive, so he only managed to go a couple of times before we 
were able to access through the public health system. (family carer) 

The cost of alternatives also inhibited discharge from public services of people who 
could not afford private options. 

Private psychiatry is a very costly option also and often out of reach for these 
most vulnerable people in the community. (NSW Health service provider) 

Participants suggested that improved access to local public and telehealth services 
would address affordability. 

Knowledge and promotion of services 

Participants said that a basic access problem was that many people with intellectual 
disability, their families and service providers within mental health, disability, and 
primary health did not know about the mental health services people were eligible to 
access. They reported being unaware of general and specialist services, and how 
these services were intended to work together. The number and the disparity of 
services also made it difficult for people to identify the best service for them and 
finding appropriate services appeared a bit ‘hit or miss’. 

There does seem to be a bit of an issue out there in the system about who to 
go to, and the marketing of these services. I would say it’s the marketing of 
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different services. You know, you’ll talk to some parents, you know, things are 
woeful, and they find difficulty finding this or that; and then you’ll find some 
families that are right on top of things. (family carer) 

And so, even if I Googled, which would be generally most people's first stop 
on intellectual disability organisations, it's really hard. Like where do you start? 
You've got one group who does this one group who does that? (Non-Health 
service provider) 

Participants suggested that information about how to access general and specialist 
services needs to be promoted to people with disability, families and carers, primary 
health, disability and other services, as well as within mental health services. Trusted 
sources of information were identified as peers, advocates, primary health and 
disability services. 

6.2 Implications of access for the Strategy 

Suggestions from the participants about implications of access and availability for the 
Strategy were: 

• deliver training to mainstream mental health services on how to work with 
people with intellectual disability, including about assessment, communication 
and reasonable adjustments and promote and monitor policy implementation 
to ensure people with intellectual disability can access mental health services 

• establish structures of clear accountability, including responsibility for 
addressing the gaps in services that cater to people with moderate to severe 
intellectual disability and mental health needs  

• improve support to people and their families through accessible information, 
transport, reminders, availability of advocates  

• local access could be enhanced through ensuring that staff experienced in 
IDMH were locally available and through capacity building of local mainstream 
staff 

• greater flexibility in service provision to address local gaps and avoid travel, 
such as choices about providing services in the home, park, clinic, or through 
digital platforms  

• improved access to local public and telehealth services is needed to address 
flexibility and affordability  
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• information about mental health and wellbeing, and how to access general 
and specialist mental health services needs to be promoted to people with 
intellectual disability, families and carers, primary health, disability, and other 
services, as well as within mental health services 

• any strategy to improve access requires secure funding. This point applies to 
all themes that came from the consultations. 
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7 Quality of IDMH services 

Quality of IDMH services means that services were accessible and appropriate to 
address people’s intellectual disability and mental health needs. 

Holistic care 

Abbas is 40 years old. He is a Syrian refugee who has lived in Australia for 10 
years. Abbas has moderate intellectual disability, a diagnosis of PTSD and bouts 
of severe depression. Abbas lives with his younger sister, Fatima who helps Abbas 
to care for himself and make decisions. Through his previous doctor, Abbas was 
regularly taking 15 medications daily. He was experiencing very low moods and 
Fatima felt like there was no improvement. This made both Abbas and Fatima feel 
frustrated and hopeless.  

Abbas began seeing a new doctor, who he felt really took the time to listen to him 
and also to Fatima as Abbas’s carer. The doctor also looked at Abbas’ past 
treatment history and tried to find as much information as he could about Abbas 
and his life before and after he arrived in Australia. The new doctor reduced 
Abbas’s medications, connected Abbas and Fatima to a local migrant resource 
service and encouraged Abbas see a counsellor though the transcultural mental 
health service. The counsellor assisted Abbas to adopt some coping strategies, 
including how to express his feelings. Abbas now feels happier and both Fatima 
and Abbas feel more hopeful about the future. Abbas and Fatima are spending 
more time doing fun things together as siblings including meeting other Syrian-
Australians in their community. Abbas now feels comfortable making choices 
about his treatment and his life rather than leaving this up to others.  

 

7.1 Findings about quality 

Participants said the Strategy should take account of quality services through 
providing appropriate, safe environments; prioritising a holistic approach and culture 
in mental health services; learning from the positive impact of specialist IDMH 
services to extend the specialist knowledge and experience in local services. 

Many participants spoke about the need to change service culture. The parts of 
service culture they spoke about included the need for a holistic, person centred 
approach (see below, Holistic approach to assessment and care). They spoke about 
the need to create a collaborative culture that was not restricted by siloing between 
services and sectors (Section 8 Collaboration among services). They also spoke 
about the need to change attitudes and increase understanding of working with 
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people who have intellectual disability and mental health needs (see 9.1 Advocacy 
across the sectors). 

Appropriate, safe environment 

Participants emphasised the importance of an appropriate safe environment for 
people with intellectual disability using mental health services. Features of 
appropriate settings included: consideration of sensory preferences with things to do 
and ‘soft’ less-clinical settings to avoid past trauma from hospital admissions; access 
to items and facilities such as magazines, art, drinks, a quiet space away from other 
people and accessible toilets.  

Participants said it was particularly important to provide a quiet space in hospitals to 
avoid sensory overload. People presenting in clinical or emergency services could 
be mentally distressed in a loud and busy environment, which could worsen the 
person’s mental state. 

Like it would be colourful … Calming colours. Nice. Green, yellow, nice pinks. 
Blues. Purple. ... Lots of hands-on things. Like all like the fidget, like toys, like 
autistic fidget spinners. The sensory toys, like the bubble things. Fidget 
spinners, even like some mindful colouring in. … Like a mindfulness apps, like 
calming meditation apps. All that kind of stuff. (person with intellectual 
disability)  

Participants noted that environments should be accessible and inclusive including 
ensuring access to accommodate all support needs (cognitive, physical and 
sensory), and that staff are trained in effective forms of communication with people 
with intellectual disability. Suggestions included introductory information in the form 
of a ‘social story’ with pictures of the clinic room and processes; staff members 
identified to support people with intellectual disability and family carers, and clear 
consistent communication about timeframes and processes. 

I truly believe that there has to be some sort of specific area for them, 
because waiting for them is not a concept that they understand. (family carer) 

Participants said that whenever possible hospital should be avoided and suggested 
flexible locations for assessments and interventions, such as home and community 
visits and using digital or virtual platforms (Section 10). 

They also mentioned that a safe, appropriate service was one where trust could be 
built between service user and service provider. People liked when service providers 
such as psychologists took the time to build trust and emphasised the importance of 
keeping confidentiality and communicating with honesty.  
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Holistic approach to assessment and care 

The participants emphasised the need for a holistic approach to assessment and 
care, especially because of communication access needs. They said that a holistic 
approach was particularly important to avoid assumptions about the person’s mental 
health needs and risks from diagnostic overshadowing. They indicated that this 
approach meant considering the person’s current presentation and history, including 
their social environment, their living arrangements, and their physical and mental 
health. It usually meant also meeting with family and service providers to gather, 
communicate and understand information within the person’s social context. 

What I'd really like to see is a realignment to true person-centred approach. 
We do have to create services around specific things, but to reorient towards 
the person and then wrapping the services around them in an effective way 
and having … a way to be flexible so that there is the ability to do that. (NSW 
Health service provider) 

Although a holistic approach was well understood by many staff, they noted it was 
difficult to implement the approach due to a clinical or biomedical culture in many 
services, with a tendency to understand a person through their presenting 
“symptoms”.  

Occasionally you would get a really compassionate, empathic professional 
who would treat my son as a whole human being and rather than a diagnosis 
or a bunch of symptoms. (family carer) 

He did see a psychologist and a psychiatrist later on but of course they were 
aware of his intellectual disability. He was suffering at that time from psychotic 
episodes and that’s what brought him to hospital and of course, as I said, he’s 
on medication for anxiety. But I feel there was just this kind of separation of 
[ID and MH] and they weren’t able to maybe approach things in a holistic way. 
(family carer) 

Participants pointed to multidisciplinary teams as a way of changing culture, by 
bringing together a range of perspectives in treating the whole person. 
Multidisciplinary teams included a range of specialist perspectives, such as a 
psychiatrist, nurse, peer worker, clinical psychologist, occupational therapist, and 
social worker. Some teams also included dieticians and exercise physiologists, who 
further enhance the way people with intellectual disability can be supported to meet 
the spectrum of their health needs. The ID Health teams were an example of this. 

Where treatment is provided in a multidisciplinary team, I think that the needs 
of the person are better understood, and there’s more of a holistic approach 
taken. (NSW Health service provider) 
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Participants identified collaboration between behaviour support practitioners and 
psychiatrists as beneficial to bridging the service gap between where behaviour was 
addressed through disability support, and where behaviour was addressed through 
mental health support. They suggested that teams need to be comfortable working 
with other specialists, such as between mental health and behaviour support 
practitioners. For more findings on collaboration, see Section 8 services.  

Participants said an approach to care that was person centred could be made 
stronger if supported decision making principles that promote the right for people to 
make support decisions based on their will and preference, were recognised in 
practice guidelines. Participants suggested that training for health professionals 
include the principles, processes and practice of supported decision making. 

There's lip service given to person-centred care, but I don't think many 
services or individual professionals truly understand what that means and 
what that entails and the values. We need a value change, a culture change to 
truly make this a person-centred focus. So the person is at the centre and 
everybody else is around that person, rather than the person having to fight to 
access what they need and want it's their right to have that. (family carer) 

Participants raised that a holistic approach also had the advantage of identifying the 
support needs of the family, who are often critical in facilitating access to mental 
health support. They emphasised that a holistic approach therefore would include 
improving links with a person’s family and other supports, including them in working 
together toward goals for the person. 

They noted that a person centred approach, which values the decisions of the 
person with intellectual disability, can be made stronger by actively involving the 
carer in decisions. This was particularly in instances where the complexity of a 
person’s needs requires the carer to be involved to a significant extent in their day to 
day living. It was also an aspect of culturally safe care (see later section further to 
culturally and linguistically diverse (CALD) communities).  

Many carers expressed how difficult it was to advocate for their child with intellectual 
disability, or how hard they had to push to have their voice heard while being treated 
at public hospitals. Participants suggested that carers and staff would benefit from a 
capacity building approach including a focus on the NSW Carers Act. Participants 
suggested that support for carers within services, including carer peer support, 
should also be prioritised.  
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7.2 Implications of quality for the Strategy 

Suggestions from the participants about implications of quality for the Strategy were: 

• enhance therapeutic environments to ensure they are appropriate, safe 
environments that are accessible and inclusive, including non-clinical settings, 
friendly spaces 

• improve capacity for holistic approaches to assessment and care, considering 
the whole of person’s needs, their whole of life aspects and history, their 
family context and support needs, physical and mental health, meeting with 
family and service providers to gather and communicate information 

• continue to support and increase the reach of multidisciplinary teams  

• strategies to support a person centred, holistic approach including active 
involvement of carers in decision making, and strategies to build carers’ 
capacity and support.  

• include person centred approaches and the principles of supported decision 
making in policy and practice guidelines. 
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8 Quality improvement 

Mental health services need mechanisms to improve the quality of services for 
people with intellectual disability and mental health needs. 

8.1 Findings about quality improvement 

Participants said the Strategy should include guidance for quality improvement 
through capacity building and ways to research, measure and monitor progress. 

Capacity building 

Participants said that more focus and strategies to build capacity of staff within 
mental health and other social services to work with people with intellectual disability 
and mental health challenges was needed.  

Participants spoke extensively about capacity building for mental health and other 
service staff, as referred to in the other sections of this report. They said that staff 
capacity building was crucial to increasing inclusion of people with intellectual 
disability in mental health and other social services. Inclusion and respect has a 
positive impact on their mental health, decreasing their mental health service needs 
and increasing their capacity to access other social services.  

They referred to the need to train staff in all parts of the service system who have 
contact with people with intellectual disability and mental health needs. In addition to 
mental health and disability services, the capacity of staff in other services was also 
critical to quality care. These included first responders (police, ambulance), primary 
care, allied health, hospital (emergency, inpatient), criminal justice (police, corrective 
services), social housing and other support services. The interaction of these social 
services with mental health services meant that joint capacity was needed for 
prevention, early intervention, referrals, and interventions necessary to manage the 
person’s mental health and other social needs. 

So whether it's a school or a TAFE or a or a hospital or a dental clinic, we 
need to have that workforce that has an understanding of how to engage, how 
to communicate, how to reassure and approach a patient who has an 
intellectual disability. (NSW Health service provider) 

Staff capacity included general skills and experience, such as how to work with, 
communicate and support people with disability and their families and carers. It also 
included general mental health literacy and knowledge about mental health services, 
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and specialist mental health knowledge about the needs of people with intellectual 
disability and opportunities for multidisciplinary support. 

I think that it would be good if [MH staff] had somebody come and do some 
kind of training around neuro-divergency and how some people may say they 
were, like, ‘avoidant’; ‘they're not trying to cooperate and stuff’. But really, it's 
just that they were really uncomfortable and therapy is hard and talking about 
yourself is hard for anybody, but especially for us. (person with intellectual 
disability) 

Participants suggested that an effective way to build local capacity was to have 
opportunities for mental health staff to learn from peer workers, disability support 
services, people with intellectual disability and families and carers.  

So if you actually have people that have that lived experience come and talk 
to therapists about what it might be like to be in that situation; even just little 
things that you talked about, which are big things like the lighting, you know; 
having the therapy outdoors rather than indoors; being flexible. (person with 
intellectual disability) 

I think they can get more education listening to where carers come from and in 
different scenarios. So I have done quite a lot of talks with you know, 
psychiatrists, doctors, so on and so forth at different events. And it was well 
received really. And I don't use the big words and I'm very straightforward. But 
that's what they need to hear.(family carer) 

Participants said it was important to recognise the strengths of people with 
intellectual disability, and what they could bring to the training of professionals. 

Oh, well you just sit them down and talk to them [to include people with 
intellectual disability in capacity building]. Tell them what you work well with. 
Tell what you don't work well with basically…Disabled people and people with 
mental health and that they're really good to talk to and they're good at 
listening. (person with intellectual disability) 

 
They also emphasised the value in having local resource people with expertise for 
services to consult. Ongoing local positions that can provide expert advice on 
complex mental health needs for mental health professionals is needed.  

Participants said there was also a need to develop strategies to address an ongoing 
shortage of professionals with experience, qualifications and understanding about 
intellectual disability and mental health. Approaches suggested included 
encouraging career development through advanced traineeships in each LHD and 
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other local skill development; and prioritising undergraduate and other tertiary 
training of psychiatrists, psychologists, other allied health, behaviour support and 
disability support staff. This could include, for example, specialist training in 
psychiatry of intellectual disability with the option of sub-specialisation (via a 
certificate) with the medical colleges.  

Basic training is where you capture clinicians who get to know this cohort of 
patients through a period of mandatory basic training and then develop 
interests in it. The population of [people with intellectual disability] is as 
significant as that of people with other disorders such as Schizophrenia or 
Epilepsy so it is unclear why this is not a focus of undergraduate training in the 
health sciences. (NSW Health service provider) 

In addition to staff capacity building, participants recognised the need to build 
capacity of people with intellectual disability, families and carers to engage with 
services. They would like accessible information made available to carers such as 
through interactive websites, and webinars. Opportunities to build their skills to 
access, navigate and advocate within the mental health and health systems need to 
be identified and further developed.  

Challenges to capacity building included the time and resources to release staff to 
participate in training. Suggestions to address these problems were specific 
resources and flexible training options. 

I think there are resources out there, but it goes back to the culture of services 
investing and seeing the value of that training and education. (NSW Health 
service provider) 

Participants commended the way that specialist ID Health and IDMH services such 
as the Hubs build capacity through being a focus for access to advice, training and 
developing resource materials. They referred to the training from the Hubs as high 
quality and useful. They also highlighted the benefit of statewide and local group 
training as a way of building networks of colleagues to share advice, questions, 
projects and research across the state.  

They suggested early promotion of training opportunities and regular repeats so that 
knowledge can be extended; flexible ways to participate, such as after hours and 
online interactive options; lived experience input in the training; general and intensive 
mental health content. They emphasised that all tertiary education needs to include 
content about working with people with intellectual disability so that staff have a 
foundation for building their capacity when they enter their profession. Online training 
is further discussed in Section 10 Digital care. 
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Sharing specialist knowledge and experience in local services 

Local health service providers wanted better access to specialists to ask about 
complex and new presentations that they were not familiar with. They emphasised 
that access to this advice was critical to the quality and safety of the care they 
provide and builds capacity of local services.  

Mechanisms for local practitioners to access specialist advice would also provide a 
focal point for queries and building up networks. This is addressed in Section 7.1 
Capacity building.  

In relation to access to specialist services, local mental health services said they 
need access to multidisciplinary teams, including allied health professionals to 
provide appropriate services and to share expertise, through training and shared 
care coordination.  

Statewide training and resources about how to work with people with intellectual 
disability was needed. Generalising from this approach to working with other cohorts 
could build and promote better practice. 

Data for coordination, research, measuring and monitoring progress 

Participants highlighted the importance of data to guide services, inform research, 
and measure and monitor progress for continual improvement.  

We don’t really know how to improve things unless we know how to measure 
it. So that data capturing, I think, is really, really important. (Non-NSW Health 
service provider) 

Participants said current data collection and analysis in mental health, disability and 
other services about service use, needs and outcomes of people with intellectual 
disability was inadequate, hindering quality improvement. Shortcomings included 
data about a person’s diagnosis and support needs when they enter hospital and 
their contact with mental health services, their pathways and outcomes. Staff were 
confused about which data they should collect and some clinicians did not keep 
comprehensive records of their direct service provision. Without data, services did 
not know who was missing out on mental health and NDIS support.  

Staff said they needed data to assist in efficient referral and coordination. They 
needed data sharing within health services and with disability and other social 
services so that they could make links and referrals between current and new 
services. They noted that the Hubs had developed data tools to improve data 
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availability. They suggested that training for admissions and clinical staff about 
intellectual disability would improve the quality of data collection. 

Participants emphasised that measuring and monitoring progress was important to 
reinforce change and expected standards of access and care in mental health and 
disability services. Defined responsibilities, accountabilities and measurements 
about quality and coordination would set expectations for change. They explained 
that data across the services would inform priority areas for change in mental health 
and coordination with other services referring into and out of mental health. They 
suggested that monitoring systems and training across the services was needed to 
achieve these goals. 

Provision of quality mental health services specific to the needs of people with 
intellectual disability was still new to many parts of mental health services as they 
adjust to the NDIS context. Research about how to collect, share and use data 
effectively in the new context was still needed. An example would be accessible 
ways to collect feedback, such as inclusive versions of Your Experience Survey 
(YES) and Carer (CES) surveys.  

8.2 Implications of quality improvement for the 
Strategy 

Suggestions from the participants about implications of quality improvement for the 
Strategy were: 

• capacity building to include training staff in all parts of the service system who 
have contact with people with intellectual disability and mental health needs – 
staff in mental health, disability, first responders, primary care, allied health, 
hospital, criminal justice, social housing, and other support services 

• training and other capacity building strategies to include general skills and 
experience, such as how to work with, communicate and support people with 
disability and their families and carers  

• training and other capacity building strategies on specialist mental health 
knowledge about the needs of people with intellectual disability and 
opportunities for multidisciplinary support 

• local opportunities for mental health staff to build capacity include learning 
from people on the ground, including disability support services, people with 
intellectual disability and families and carers 
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• strategies and systems to share expertise in local services through local 
positions, access to specialist services, and multidisciplinary teams 

• specialised positions to provide advice and enable shared knowledge and 
capacity building through training and shared case management 

• consider strengthening local IDMH capacity by placing one or more 
psychiatrists with advanced training in intellectual disability in each local 
health district (LHD) 

• continue to support and expand the reach of specialist ID Health and IDMH 
services including the Hubs to build capacity through access to advice, 
training and developing resource materials 

• support statewide and local group training to build networks of colleagues to 
share advice and questions  

• extend access to capacity building through early promotion of training 
opportunities and regular repeats; flexible ways to participate, such as after 
hours and online interactive options; lived experience input in the training; 
general and intensive mental health content 

• identify and further develop opportunities to capacity build the skills of people 
with intellectual disability, families and NDIS providers in accessing, 
navigating, and advocating within mental health and health systems 

• include content about working with people with intellectual disability in tertiary 
education so that staff have a foundation for building their capacity when they 
enter their profession 

• establish statewide systems for data collection, management, sharing and 
training for staff in mental health, disability and other social services and 
ensure accountability of the systems . Data would include service use, needs 
and outcomes  

• support research about how to provide quality mental health services specific 
to the needs of people with intellectual disability in the NDIS context 
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9 Collaboration among services 

Support for mental health and wellbeing requires collaboration within and between 
health, disability, and other social service systems. 

Support coordination, collaboration, inclusion 

Charlotte is aged 18 years. She would often get anxious and angry and would try 
to run away from home when she felt that way. Her mother, Tessa, found it difficult 
to find the right supports for Charlotte. When Charlotte accessed services, the 
services did not appear to work together and Tessa felt they had to keep repeating 
their story. Tessa would have liked to bring everyone together to discuss how to 
best meet Charlotte’s needs.  

Throughout Charlotte’s childhood, there was conflict and debate between mental 
health and disability services about who should take charge of her treatment. Her 
NDIS support workers did not know how to manage her behaviours and shifted 
responsibility to her mental health supports. Tessa spent a lot of time trying to 
coordinate the services and appointments to get everyone on the same page, 
which she found stressful and time consuming. Because of this, Charlotte lacked 
consistent support, and her NDIS package was too small to have much benefit. 

When a new support coordinator set up an action planning model, bringing 
together Charlotte, Tessa, Charlotte’s mental health supports and her NDIS 
supports, they all collaborated to set and achieve new goals. Charlotte has new 
medication and her mood has improved. She does not try to run away anymore. 
With Charlotte more settled and Tessa not needed to be as involved in 
coordinating Charlotte’s care, Tessa now has time to focus on the things she 
enjoys for herself, such as baking, and spending some fun time with Charlotte. 

 

9.1 Findings about collaboration 

Participants said that silos within health and between health and other public, 
community and private services resulted in people with intellectual disability and 
mental health needs not receiving the services they needed, receiving inappropriate 
services or interventions and in some cases being overserviced. Participants cited 
some examples of good collaboration, but these were often one-off examples, or 
were centred on a particular person rather than systemic approaches. Participants 
said that structural and cultural changes were needed to support collaboration.  
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Collaboration within NSW Health services 

Participants reported challenges to collaboration within health services. These 
included collaboration between mental health, disability health and mainstream 
public health services and between inpatient and community mental health services.  

Many participants also reported some improvement with health services working 
more collaboratively with people with intellectual disability with some specialist teams 
working well to transcend the silos, citing examples of collaborative practice. 
However, this could be more consistent across NSW. Many examples tended to be 
at the individual support level, or due to specific people and relationships rather than 
systemic or systematic.  

Staff from LHDs that have established IDMH leads praised the role of these leads 
and teams in facilitating collaboration between mental health and other health 
services. Participants also noted that the local IDMH positions currently funded in 
each LHD contribute to collaboration by liaising between services and coordinating 
between LHDs. Other participants recognised that facilitating collaboration between 
health services statewide was a large job and requires ongoing coordination roles 
and frameworks, such as a Memorandum of Understanding, and communities of 
practice. Specialist ID Health and IDMH services said they found accessing 
mainstream mental health services for people with intellectual disability challenging. 

So I think the emergence of things like the specialist disability health team … 
one of the things we're working on, and I think is a good thing in this scenario, 
is sort of building the relationships between the different people in the different 
services and the different roles to do a bit of figuring out about how we work 
together. (NSW Health service provider) 

Collaboration between Health and NDIS funded disability services 

Perhaps the biggest challenge to providing appropriate support and services to 
people with intellectual disability was the need to transcend the divide between 
mental health and disability services. Participants mentioned the gains from 
collaboration between Health and NDIS such as the Health Liaison Officers for 
inpatient consumers or at risk of a long stay or inpatient admission. Many 
participants spoke of the frustrations working across departments, and increasingly 
across jurisdictions, with disability largely a Federal responsibility via the NDIS.  

I think one of the things that I would like to see being done better is a 
conjoined effort between mental health and intellectual disability units. I think 
in health, you see them as separate entities ... Very seldom is it actually seen 
as it is, co-related, and it should sit side by side. And I think we're still very 
specialised in how we view things. For me, I think if we can get people to 
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realise that it's one person with both, and that we should work together in 
trying to best manage it. (NSW Health service provider) 

Participants from health and disability sectors and people with intellectual disability 
and their family carers, spoke about ‘buck passing’, siloing of responsibility and 
misunderstandings of the roles of the other services. Participants said that this has 
led to some people being over serviced, including being provided with interventions 
that might be inappropriate or harmful. In other cases, people do not receive services 
that meet their specific needs because either Health or non-Health services assume 
it was the other’s responsibility. 

NDIS services don’t provide enough training for support workers in managing 
behaviours that are often driven by inconsistent care, boredom and anxiety. 
These behaviours are labelled as mental health concerns and the blame for 
failing to adequately manage or contain behaviour is shifted to the mental 
health service. (NSW Health service provider) 

People with intellectual disability are overprescribed various medications 
including antipsychotics, anxiolytics and mood stabilisers to “calm” or sedate 
these behaviours. (NSW Health service provider) 

Challenges for collaboration of health and disability staff have not been resolved with 
the NDIS. The evaluation of the Hubs, for example, pointed to the vast number of 
NDIS providers, high turnover of staff and lack of funding for NDIS providers to 
participate in networking activities as challenges to collaboration. 

There has historically been a lot of blame shifting between state and 
commonwealth jurisdictions around funding, and I think that that continues. So 
I think that makes it difficult. (NSW Health service provider) 

Collaboration between Health and other service systems 

Participants said better collaboration and understanding beyond health and disability 
in working together was also needed, including police, ambulance and NSW 
Department of Communities and Justice (DCJ). Some participants also said they 
found it challenging collaborating with clinicians in private practice. Both Health and 
non-government participants spoke about the challenges of working with private 
psychiatrists for example. 

Specialist IDMH teams can provide one-off assessment with 
recommendations and medication management but there are no links to 
psychiatrists in the private system who are willing to take on a [person with 
intellectual disability]. Private psychiatry is a very costly option also and often 
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out of reach for these most vulnerable people in the community. (NSW Health 
service provider) 

Breaking down silos 

Participants noted that it was challenging for mental health and other professionals 
to work together across professions, disciplines, and organisations. Their capacity to 
do so depended on the worker and organisational support (see Section 7.1 Capacity 
building). Individual coordination also depended on whether the person has an NDIS 
package that included coordination and was supported by workers who were 
confident to work across service types. Coordination roles such as complex case 
coordination roles within NSW Health were seen as valuable, as they had the 
capacity to work with the person’s existing support network and referral pathways.  

Participants cited examples of innovative approaches where people from different 
services, sectors and disciplines worked together to provide holistic support. 
Examples of collaboration included: Sharing of resources, setting up multidisciplinary 
teams to work together to provide support for people, and to bring in experts in 
settings where they might not normally go – for example Mental Health clinical nurse 
consultants to support people in contact with the criminal justice system in court or 
intellectual disability service providers supporting staff in Covid Vaccine Hubs.  

We do have to think differently. And as an example, [we] worked with the 
vaccination hub to set up the supportive pathway at the vaccination hub. 
There was a lot of changed awareness of how the system works and doesn't 
work for people with intellectual disability. (Non-NSW Health service provider) 

Participants identified that increased collaboration, such as through the approaches 
mentioned above, was not only beneficial for people with intellectual disability 
accessing services, but also for service providers. Increased collaboration 
strengthens relationships between services and builds capacity and knowledge. 
Participants noted that because of working together, general regard and respect for 
people working in other sectors was developed.  

Good collaboration required flexibility and services working outside of their normal 
parameters to break down silos. Participants suggested that strategies to identify 
and address silos and other structural and cultural blocks were needed to support 
collaboration.  

But there are a lot of cultural and structural things that drive [maintaining silos] 
that will be very beneficial to identify and address quite directly as part of then 
creating individual capacity and individual flexibility. (Non-NSW Health service 
provider) 
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Participants reported that most collaboration tended to occur at an individual case 
level which was resource intensive. Many also said that collaboration across 
services needs clear agreed understandings on roles and who is responsible to lead 
the collaboration so relationships do not need to be rebuilt and renegotiated case by 
case.  

So I think the fact that things are kind of fractured and scattered over the 
system without, I guess, clear ways or clear footprints, paths, whatever for 
bringing that together, is Because … when people get together and try to plug 
the gaps and solve the problems, you're basically doing it from scratch every 
time for each individual, which absolutely is the right thing to do. But it means 
that doing that every time is very effortful and there can be efficiencies brought 
into that for better outcomes. (Non-NSW Health service provider) 

In addition to more flexibility and time allowed for collaboration, they expressed 
strong support for guidelines or expectations for collaboration that promoted clear 
accountability. These include shared specific goals about how to collaborate with 
each other, how to develop common understanding of problems and common 
strategies. 

I think where I struggle is when strategies don't hold organisations, 
governments, services, and departments to anything, to achieve anything, or 
that they are required to do something. It makes it a whole different ballgame. 
There is no requirement. There's no mandatory requirement to actually act on 
something. (Non-NSW Health service provider) 

They said that an approach to collaboration that was person centred means that the 
person with intellectual disability and mental health needs and their family or carers 
should also be involved in collaborative approaches and have a driving role. 
Participants suggested this imperative requires guidelines and expectations about 
their roles. 

9.2 Implications of collaboration for the Strategy 

Suggestions from the participants about implications of collaboration for the Strategy 
were: 

• statewide agreements including resolution pathways to improve collaboration 
between the National Disability Insurance Agency (NDIA), NDIS funded 
providers and NSW Health  
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• mechanisms to promote, celebrate and learn from models that are already 
working, especially ones that demonstrate the benefit to the person, worker 
and organisations 

• support for specialist IDMH services and resources in all LHDs 

• structures of clear responsibility and a clear understanding of who is leading 
or responsible for care coordination and service coordination 

• strategies to identify and address silos and other structural and cultural blocks 
to support collaboration, including funding structures 

• guidelines or expectations and support at all levels for collaboration with clear 
accountability and participation of the person with intellectual disability, family 
and other social services.  
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10 Inclusive service design and delivery 
Participants strongly supported processes to include people with intellectual 
disability, carers, family and support people in deciding how to organise services. 

Inclusive service design 

Charlie is aged 16 years. He has diagnoses of ADHD and ASD. Even as a small 
child, Charlie was extremely active and often impulsive and his mother Sarah often 
found herself in emergency with Charlie due to accidents. Already in shock from 
an injury, Charlie’s reaction to the noise and bright lights of the hospital often 
resulted in a ‘melt-down’ and consequent transfer to the mental health unit where 
Charlie was chemically restrained. When Sarah voiced her concerns about his 
treatment, she was made to feel as though she was being a “difficult mother”. Staff 
often made comments that she could hear about Charlie being a ‘frequent flyer’ 
and asked her loaded questions which made her feel judged and blamed for 
Charlie’s behaviour. Going to hospital was always a harrowing experience for 
Charlie and demoralising for Sarah. 

Recently when Sarah accompanied Charlie to emergency things were different. 
They were given a quiet room away from the noise and the lights. Soon after 
arriving they were visited by a woman who introduced herself as Margie. Margie 
said she was a Carer Peer Support Worker from the mental health service and that 
like Sarah she also had a son with ADHD and ASD. Margie gave Charlie a 
weighted blanket and a box of sensory toys and Sarah a magazine, a cup of tea 
and some biscuits. Sarah commented on the change in the room and their 
treatment and Margie told them that the hospital had set up a new Consumer and 
Carer Advisory Committee that included people with a lived experience of ID and 
ASD. This had resulted in the establishment of new specialised peer roles in the 
mental health service and the quiet room in emergency. Soon after a doctor came 
to see Charlie’s injury – just a few stitches but for Charlie this usually required full 
sedation. This time, however, Charlie was calm, snuggled up under his blanket 
and distracted by his toys and the stitches were easily administered. Charlie was 
so proud of himself and his bravery. On the way home with Charlie fast asleep in 
the car Sarah realised no one had asked her any judgemental questions and she 
could not recall another time when she had managed to read a magazine article 
without interruption! She decided right then and there that she would make some 
enquiries about joining the Consumer Carer Advisory Group. 

Note: the first half of this case study is based on experiences of research 
participants. The second half is mainly aspirational from what participants said 
they would like to see, along with some examples of inclusive practices from the 
data. 
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10.1 Findings about inclusive service design and 
delivery 

Participants said the Strategy should include methods for inclusive service design 
through ensuring that staff had the expertise, support, and practical resources to fully 
engage people with intellectual disability in their care decisions; building and 
supporting an intellectual disability peer workforce to work within mental health 
services and to develop and support lived experience perspectives in quality 
improvement and governance of services. They emphasised that inclusive design 
was a direct means to achieve culture change at the service and system levels, 
because it demonstrates the value of people’s perspectives towards realising new 
approaches and other possibilities for service provision.  

Opportunities for inclusion in service design and delivery 

Participants said that the voice of people with intellectual disability and mental health 
needs was often missing or overlooked in service delivery. 

I don’t think we do a very good job at being inclusive, or even understanding 
lived experience of people with intellectual disability. (NSW Health service 
provider) 

Some services and stakeholders said that sometimes family members may be 
included in planning and decision making on behalf of people with intellectual 
disability without a focus on how to actively include consumers. 

Some participants said that staff not having the expertise or resources to 
communicate with people who might be non-verbal or highly anxious to engage may 
limit the extent that the person with intellectual disability was included in their care 
decisions.  

Some people with intellectual disability might need specialist communication 
support and aids ‘to increase their ability to have a voice in their care 
planning’. (Non-Health service provider) 

Many service providers had worked with mental health peer workers and thought 
there would be benefit in engaging specialist IDMH peer workers in their services.  

I would definitely agree with input of people with lived experience. I find that 
invaluable in the mental health space. So, the same would be for intellectual 
disability (Non-Health service provider) 
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We need people who can self-represent to empower people to do so. And I 
strongly agree that is an area where we can improve (NSW Health service 
provider) 

People with intellectual disability and their families and carers also found peer 
support within services helpful. 

Big improvements to the mental health and the service provided would be 
someone who you could talk to, somebody who understands. It’s all about 
people that understand it, people who live it. (family carer) 

Participants suggested developing structures that supported lived experience 
perspectives in quality improvement and governance of services. For example, they 
suggested the need to develop, implement and monitor inclusive design for 
intellectual disability and mental health services. They suggested the need for 
service design processes to include people with intellectual disability and their 
families who have a variety of experiences and levels of expertise in the health 
system.  

Advocacy across the sectors 

While there was clearly much more to be done, participants were encouraged by 
how far culture, attitudes and understandings have shifted in the last few years.  

I think what's working well is, or what is really favourable, is the opportunity 
and the beginnings of awareness of the need to work differently for people 
with intellectual disability, as part of working differently for people with any 
kind of need that is different to what is considered to be the "standard". And I 
do put that in inverted commas, "standard". (NSW Health service provider) 

… definitely incorporating carers’ perspectives. That seems to be happening a 
lot more. … a lot of projects and government programs are being co-designed 
with the input of carers like you and I who have lived experience. It seems to 
be a huge change. I didn’t hear that happening 10 or 15 years ago. So that 
seems to be a shift in thinking and approach that government is taking. (family 
carer) 

Participants were keen to be part of this ongoing reform and also strongly supported 
the need for people with lived experience to be more involved in the change process.  

There's not enough advocacy from people with lived experience. ... I think 
that's a powerful thing to do. If I was going to present to people about this, I 
would want someone with a lived experience with me. (Health service 
provider) 
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Participants noted the service culture in hospital care. People with disability and 
family members said that more could be done to help patients feel safe and 
empowered, including people without intellectual disability. They pointed to the 
importance of holistic, person-centred care that kept the people informed, and more 
education for staff on how to work with people with intellectual disability.  

They noted that including people with lived experience throughout the sectors 
changes attitudes across services. For example, carers cited instances where they or 
consumers were involved in the training of health professionals in education services 
or in hospitals. They valued the opportunity to give voice to carers’ and consumers’ 
perspectives, facilitating the incorporation of a range of experiences and 
understandings of the health system outside of medical training. In a service system 
that aims toward a holistic and inclusive approach, this was an important 
consideration for culture change. 

10.2 Implications of inclusive design for the Strategy 

Suggestions from the participants about implications of inclusive design for the 
Strategy were: 

• practical resources and strategies to facilitate the engagement of people with 
intellectual disability (including those who are non-verbal) in care planning  

• strategies to engage and support people with lived experience of intellectual 
disability to work in peer roles  

• structures to engage people with intellectual disability and their families to 
contribute to service design, improvement, and governance. 
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11 Digital care 

Participants said that telehealth and other types of digital care and support had the 
potential to improve support and that inequities in accessing telehealth need to be 
identified and addressed. Digital approaches were not suitable for all people with 
intellectual disability however. Choices to meet face to face and to have hands on 
support as well as digital options were strongly recommended. There were 
opportunities for technology to be used in other forms of digital care and in capacity 
building. 

Telehealth 

Sam used to find it difficult to attend appointments in person. To get to the clinic, 
he had to walk through crowds and take the lift, which would make him very 
anxious. Now that he can attend appointments online from his house, it means he 
can sleep in and see the doctor at a time that suits him better. Sam feels much 
more relaxed to talk to the doctor about his life and how he is feeling, now he is not 
worried about getting there. He has found the appointments more useful and 
mostly now he looks forward to talking with his doctor. His doctor has even helped 
Sam to practice strategies to feel safer to go out in his community when it is not as 
busy and when he does not have the pressure of needing to be somewhere. 

 

Summer does not talk much. It takes her a while to get to know people. Summer 
used to go to the doctor with her mother. Once Summer got to know the doctor, 
she mostly felt okay to chat with him and answer his questions. When Summer’s 
doctor retired, her new doctor switched to online appointments. Summer has only 
ever seen her new doctor on the screen. She has some trouble with technology 
and to her it is like this doctor is not real. Unlike her old doctor who often talked to 
her about things that were interesting – what her mother called ‘small talk’ - the 
new ‘screen doctor’ always seemed in a hurry and only ever asked questions 
about her behaviour. Summer felt a bit silly and a bit scared to talk to the new 
doctor on the screen so her mother now does all the talking. Summer does not 
even say anything when she disagrees with them. After the appointment, however, 
Summer often gets really angry with her mother, she yells a lot and sometimes she 
tries to hit her mother or breaks something her mother really likes. 
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11.1 Findings about digital care 

Telehealth to improve access to support 

Participants reported that since the restrictions on face-to-face contact during Covid, 
the use of telehealth became more widely accepted. Service providers deliver some 
services online or by phone. Participants said that the increased use of telehealth 
improves access for some people but was not suitable for everyone all the time. 

One benefit of telehealth was that it has allowed services to be flexible in how and 
where they deliver their service. Telehealth has potential to improve access for 
people in regional areas, who have trouble accessing services generally due to the 
distance they must travel to the closest service. It also has potential to improve 
access for people who were unable to leave their home, for example if they were too 
unwell or feel more comfortable in their own house.  

Some carers said it was sometimes very difficult to get their family member to face to 
face appointments due to difficult to manage behaviour escalating when their family 
member was anxious in public or healthcare settings.  

So sometimes [in video-conference] anxiety is lower, you're in your own 
person space, in your comfort zone, you haven't had to have the sensory 
overload of public transport getting to your appointment and the over 
stimulation of the waiting room. So you're calmer coming into that interaction 
and if it is still kind of personal - personable enough by videoconference then 
that can work quite well for someone on the autism spectrum. (Key 
Stakeholder) 

Most carers said the engagement was usually of better quality when there was some 
face to face interaction and that there should be options for face to face contact at 
least some of the time. One carer spoke about the poor engagement with a doctor 
who only used the phone compared to other health professional interactions which 
included a video link. Another carer spoke about the importance of the doctor being 
able to see how their family member, who was nonverbal, presented and interacted 
in the appointment. Some people with intellectual disabilities told us they preferred 
face to face because they liked the social engagement.  

One participant indicated that online, self-help programs have the potential to 
increase choice, independence, and empowerment. Most, however, were best suited 
to those with milder intellectual disability or high functioning ASD with some people 
with intellectual disability and their family carers indicating that online tools can be 
difficult to navigate. 
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For those with milder levels of intellectual disability and those on the autism 
spectrum who would prefer a more, you know, a service that's more within 
their control and contained; that they get to choose readily how they engage 
and get to really plan that journey. So [online tools are] very directed by the 
individual and I think that's a real strength and very different, obviously, to the 
traditional electronic services [telehealth] where you sit and wait for the doctor 
to appear or whatever, which is terribly frustrating. (Key Stakeholder) 

Equity of access 

Participants identified unequal access to telehealth. Some people do not have 
access to the necessary technology due to cost or a lack of contact with a service to 
support them to access the technology. An example was that people living in 
supported living often do not have access to the technology needed. Mental health 
and disability services suggested that investment in technology was needed to 
increase access. 

Some service providers and stakeholders spoke about the inequities of access. With 
some people not being able to access digital care due to lack of the necessary 
equipment and internet access or lack of knowledge or aptitude to access digital 
applications or enter video conferencing. One person with intellectual disability, for 
example, said they ‘wouldn’t know where to start’ with accessing digital care 
applications and a carer said that her family member’s NDIS funding did not include 
funds for an electronic device. Conversely, other people with intellectual disability 
were unable to access face to face options due to geographical distance or health 
settings that only offered telehealth options.  

They also spoke about unequal access when telehealth could not be adjusted to 
meet a person’s communication and other access needs. For example, some people 
with autism find it difficult to communicate via telehealth. Inequities were observed 
where staff, the person and families lacked the knowledge and skills to use the 
technology.  

I think there are - obviously the difficulties of the medium itself, the, you know, 
interaction particularly on a video call requires a degree of theory of mind. I 
understand that I'm seeing a flat image of you that's moving, but I know that's 
you. I've met you. I know who you are. I'm comfortable with that. But there's a 
cognitive complexity and a theory of mind required for me to know what's 
happening in this space and to understand this isn't a TV show and I'm not 
seeing you on a TV. I'm actually interacting with you and all that sort of stuff. 
So I think it - so there are issues regarding cognitive capacity to impact on the 
effectiveness of that interaction which I think are important to consider, and 
ways that you can, I think, enhance whether it will work. (key stakeholder)  
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Participants suggested that support workers and advocates should be available to 
assist people to use the technology and that individualised, innovative strategies to 
establish rapport also helped people with intellectual disability to engage in these 
mediums.  

Online capacity building 

Participants also raised the benefits of using technology for capacity building, 
through online training such as seminars and discussions. For example, participants 
commended the Project ECHO (Extension for Community Healthcare Outcomes), 
evidence based weekly presentations delivered online, and the NSW Health e-
Learning system My Health Learning. They identified time constraints as a barrier to 
accessing in person training and want to see online training options continued in the 
future, to provide that flexibility and ease of access.  

Participants also recognised the benefits of online capacity building for people with 
intellectual disability and mental health needs and their families and carers. They 
liked webinars that provide information about mental health issues and support but 
would like to see these recorded to allow flexible access.  

11.2 Implications of digital care for the Strategy 

Suggestions from the participants about implications of digital care for the Strategy 
were: 

• telehealth should be provided as an option – preferably via video conferencing 
with telephone used only as a consumer preference or when video 
conferencing facilities are not available 

• inequities to access telehealth need to be identified and addressed, such as 
access to the internet and equipment and digital literacy 

• educating support workers on how to use the technology so they could assist 
consumers – including how to build rapport online with people with intellectual 
disability  

• choice needs to be available having the option of telehealth and the option of 
face to face statewide regardless of where people live 

• provision of support for people with intellectual disability and their carers to 
engage in online modes of communication and care 
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• online communication such as video presentations and online discussions are 
a flexible and efficient way to deliver training to clinicians and carers. 



IDMH Strategy consultations report   

Social Policy Research Centre UNSW    47 

12 Supporting priority groups and complex 
needs 

Participants said that the Strategy needs to consider how to support priority groups 
and people with complex needs through flexible, person-centred service provision, 
cultural responsiveness, connection with communities and good connections 
between services.  

12.1 Findings about priority groups and complex 
needs 

Participants acknowledged that people with intellectual disability and mental health 
needs also have other complex needs that can impact their access to care including 
becoming very unwell, hospitalisation, suicide, exploitation, assault and involvement 
in the criminal or forensic justice system, and social isolation. 

Populations that participants mentioned as most at risk included Aboriginal people – 
particularly Aboriginal young men, and people from culturally and linguistically 
diverse (CALD) backgrounds and young women. Participants also spoke about the 
increased risks for people who had entered the criminal or forensic systems. 

Flexibility, person centred approaches, collaboration between services and 
community connections were seen as the most important elements of service 
provision needed to work with people with complex needs. 

The missing link is the flexibility of those roles and responsibilities. I think we 
all sit within our roles and responsibilities and we're governed by that and we 
think like that. And for me, I think the added aspect should be the flexibility 
when there is a person that is complex. (Non-NSW Health service provider)  

First Nations people 

Participants in corrections and forensic services said that young Aboriginal people 
with intellectual disability and mental health challenges, particularly men, had an 
increased chance of contact with the justice system. According to participants this 
was largely due to structural systems that treat their behaviour as deviant and 
dangerous. These behaviours may stem from intergenerational trauma, social 
conditions, cognitive disability and mental illness not appropriately acknowledged, 
recognised, diagnosed or considered within health and other social systems. 
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Service providers often acknowledged their services could improve by taking more 
measures to provide culturally responsive care. They saw forming and strengthening 
connections with Aboriginal run health services in the community as a good way to 
do this. They also emphasised the value of NSW Health services employing 
Aboriginal people, and suggested programs specifically targeted to Aboriginal people 
with intellectual disability and mental health needs be developed within services. 

One participant who identified as Aboriginal said they valued that their doctor ‘took 
the time to listen to their story and have a conversation with them and would not 
make promises they couldn’t keep’. These qualities (of a person centred practice) 
allowed for trust and a safe service that the participant felt comfortable accessing. 

Culturally and linguistically diverse (CALD) communities 

Participants who worked with people from CALD communities said that risks 
increased where there were different cultural interpretations of intellectual disability 
and mental health, increased stigma, and language barriers. Some people from 
CALD communities found it harder to trust and access services. When services were 
accessed, cultural and language issues acted as barriers for people with intellectual 
disability and mental health needs or family members to engage in or understand 
their care or treatment options.  

Participants raised the importance of involving family in care decisions for people 
whose cultures place much emphasis on the role of family in care, such as some 
South Asian cultures. They identified the need to balance this with a traditional 
understanding of person-centred care.  

They also recognised the important role community and non-government 
organisations play in supporting CALD communities, particularly regarding 
destigmatising mental health, providing information and resources, and providing 
culturally specific care, because they may operate on a community level with a non-
clinical approach.  

Women and girls 

Participants said young women with intellectual disability were especially at risk of 
exploitation, domestic and family violence or sexual assault.  

My biggest fear with regards to [my daughter] is she’ll be taken advantage of. 
So I would hate to think that there's people out there in that mental health area 
that are going to take advantage of anybody in the world, but especially 
autism spectrum, intellectual disability, because I find that they can be extra 
trusting. And yeah, I just fear, I know over the years with friends that [name] 
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has had quite a few friends, who've gotten to know her and realised what a big 
heart she has, and they just used her. So she's even got her peers taking 
advantage of her. I just think that anyone that's working with people with a 
disability, that that should be the number one rule that you don't take 
advantage of them in any way. (family carer) 

Some service providers were not sure how to approach young women with 
intellectual disability to discuss sexual safety in a way that did not encroach on their 
right to choose to be sexually active. They suggested that some practical resources 
that they could give to young women or use as discussion starters and appropriate 
referral information would be helpful. 

Some participants said that young women with intellectual disability leaving 
corrections were often discharged to homes where there was a strong risk of DV or 
control from their partner. They would like some training and resources and referral 
pathways to better support these young women. 

I think women are a particularly vulnerable group … there just seems to be an 
added layer of… almost like a vulnerability of being taken advantage of by the 
people that they were being released to, i.e. their partners. There were a few 
times where I felt particularly uncomfortable about the circumstances that our 
patients were being released to … I think women are probably at times a more 
vulnerable population. (NSW Health service provider) 

Children and young people with intellectual disability 

Some participants spoke about early intervention and the need for strategies to 
recognise and support children and young people at risk. For example, there needs 
to be programs for children and young people with intellectual disability who have 
been suspended or expelled for violence at school. 

Participants suggested that teachers should be trained in recognising issues related 
to intellectual disability and mental health needs and could play a role in helping 
families to access available resources and services.  

Participants also spoke to the transition from child and young person mental health 
services to adult mental health services, where stronger collaboration between public 
health services could aid smoother transition. 

People at risk or in contact with the criminal justice system 

Participants said that once people with intellectual disability and mental health needs 
were in contact with the criminal justice system they were at significantly greater risk 
of further incarceration. They also found it more difficult to access services or 
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integrate back into the community. Participants said that once people with intellectual 
disability had been through the criminal or forensic system they were seen as 
deviant rather than disabled. 

There’s a philosophical approach that people with disability need to be 
empowered and enabled and encouraged and supported, and that they are 
essentially good, until they come in contact with the criminal justice system, 
and then they are kind of no longer disabled, they’re just crims. (NSW Health 
service provider) 

They pointed to a lack of resources for people with intellectual disability and mental 
health needs while in the justice system and while transitioning out of the justice 
system. For example, they suggested the need for more basic communication aids to 
be made available in facilities, such as Auslan interpreters. They also suggested that 
treatment programs, such as sex offender treatment programs, be made accessible 
for people with intellectual disability. Participants emphasised the need for financial 
and housing support for people with intellectual disability and mental health needs 
leaving the forensic system, as Centrelink benefits were cut off when entering the 
system and forensic patients were reliant on NDIS. 

Forensic patients raised that they felt staff, including police and doctors, often didn’t 
listen to them. They felt that they were not understanding about their disabilities. One 
patient said doctors changed their medication without explaining the decision to 
them, and another said the doctor didn’t listen to their concerns. They wanted to see 
better communication, involvement in decisions, and staff that listened to what they 
had to say. They would like more support available. 

Patients said that court processes and tribunals could be improved by discussing the 
information in a way they could understand. Many patients felt they were talked 
about rather than talked to. They wanted to see better education for officers around 
how to work with people with intellectual disability, more communication generally, 
and changes to court processes such as accessibility of information and a less 
intimidating environment.  

People with co-occurring drug and alcohol use 

Participants said that people with intellectual disability and co-occurring drug and 
alcohol use had more difficulty accessing services due to the siloing and lack of 
collaboration between Disability, Mental Health and Drug and Alcohol services. Like 
people who have been in forensic and corrections facilities people with intellectual 
disability and drug and alcohol use were often viewed as deviant rather than 
disabled. 
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The cohorts that we see the most difficulty in the systems working with them, 
because trying to prioritise what the primary diagnosis is, and who is 
responsible. Everybody does at some point try to, I guess, push responsibility 
to where they think the primary diagnosis should be. Or if it’s sometimes… I 
hate to say this, but the reality of it is what we hear, is that sometimes it’s just 
too difficult … Those are the people that we end up seeing cycling in and out 
of the justice system. (Non-NSW Health service provider)  

Older people 

Participants raised that people with intellectual disability show age related changes at 
a much younger age than the general population. However, access to 
psychogeriatric supports was limited because their younger age precludes them from 
services targeted toward older people.  

12.2 Implications of priorities and complex needs for 
the Strategy 

Suggestions from the participants about implications of priority groups and complex 
needs for the Strategy were: 

• flexible, person-centred practice that considers the social context, family and 
community of the person 

• strategies to increase connections with community 

• strategies to improve collaboration between MH, ID and drug and alcohol 
service providers  

• strategies to ensure involvement of family and community elders 

• mental health services to develop connections with Aboriginal run health 
services in community 

• cultural responsiveness training 

• early intervention strategies to identify and work with children and young 
people most at risk  

• practical resources and referral pathways 

• training and promotion at service and community levels to understand and 
respect people with intellectual disability and mental health needs – address 
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attitudinal issues and bias, for example, people being seen as deserving or 
non-deserving 

• diversity within the mental health workforce including culturally and 
linguistically diverse workers, and people from an Aboriginal background 

• strategies to address stigma or fear in communities around accessing mental 
health services through providing culturally competent information and 
resources  

• training for forensic system staff around working with people with intellectual 
disability, particularly around communication, accessibility and inclusion in 
decisions and processes 

• strategies to educate and protect young women with intellectual disability  

• access for older people with intellectual disability to aged care services prior 
to 65 where appropriate 

• dedicated approaches to communities that are under resourced and not well 
served or connected to mental health services. 
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13 Summary of implications 

1) Capacity building 

a) Why work with people with intellectual disability 

b) How to work with people with intellectual disability 

c) Identifying and managing risk 

2) Including people with lived experience 

a) In own support, treatment and care 

b) As intellectual disability peer workers 

c) In service design, quality improvement and Governance 

d) In systemic advocacy 

3) Practical resources and referral pathways 

a) Within services 

b) Between services 

c) Online 

4) Guidelines and expectations with accountability measures 

a) Service practice  

b) Collaboration 

5) Data  

a) Service use 

b) Needs 

c) Outcomes 
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