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1.Purpose

The purpose of this Position Statement is to help inform future planning and investment in
the health system. As the improvement of mental health and wellbeing involves more than
mental health services, the Position Statement explores the importance and role of
communities and broader networks, as well as services and supports. As such, this Position
Statement applies to supporting the mental health and wellbeing of people with intellectual
disabilities across all parts of the human services system with which they interact.

This Position Statement notes the experiences of compounding disadvantage faced by
people with intellectual disabilities, including significant and diverse barriers experienced
when accessing mental health services and supports, as well as the wider human services
system. This is consistent with the definition of disability in the United Nations Convention
on the Rights of Persons with Disabilities, which states:

“People with disability include, but are not limited to, those who have long-term
physical, mental, cognitive, intellectual, or sensory impairments which in interaction
with various barriers may hinder their full and effective participation in society on an
equal basis with others.” (Convention on the Rights of Persons with Disabilities
(CRPD), Article 1.)

Through discussions with the mental health sector and community, review of strategic
policy and research on emerging and best practices, this Position Statement communicates
the intentions of the ACT Government and outlines best practice approaches for improving
the mental health and wellbeing of people with intellectual disabilities and the services
available to support them.

Given the whole of government nature of some these best practice approaches, actions
arising from the Position Statement will be addressed through future Action Plans for a
range of strategies that can support people with intellectual disability. This includes the
recently published Disability Health Strategy 2024-2033 and the Disability Strategy 2024-
2033 but will also include working in collaboration with all ACT Government stakeholders,
including Canberra Health Services.

This Position Statement notes the importance of ongoing codesign and consultation of
people with lived experience in development of any future policies and actions. This
commitment to codesign is critical to the success and buy-in of this work.

Since commencing work on this Position Statement, the ACT Health Directorate (ACTHD) has
published a Disability Health Strategy (DHS). The DHS offers the overarching strategic
direction for this Position Statement and provides a framework for any action taken.

This paper uses people first language and it is acknowledged that this may not be the
preference of all individuals. The primary focus is ‘people with intellectual disabilities.” While
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some of the best practice approaches highlighted in this Position Statement could be helpful
for people facing other barriers, focusing on people with intellectual disabilities provides a
clearer scope for the Position Statement.

Need for Effective Mental Health Services

As a group, people with intellectual disabilities experience far higher rates of mental iliness
and poor mental health across their lifetime than individuals who don’t have an intellectual
disability. This includes higher rates of anxiety and depression as well as more severe
conditions, such as Schizophrenia. Despite these statistics, there continue to be multiple
challenges and barriers for people with intellectual disabilities to access appropriately skilled
mental health services.

People with Intellectual Disability 40% of children with intellectual
represent approximately 2.96% disability have mental health
of the Australian population problems that may be serious
(ABS, 2018). This equates to enough to lead to a diagnosis of a
approximately 12,100 people in psychotic condition.
the ACT. {Enfield and Tonge, 2006}

. . The prevalence of mental illness
14% of all children with mental i

health problems will also have
intellectual disability (50,000 in
Australia).

in people with intellectual
disability is 3 to 4 times greater
than in the general population.
(Evans, 2012)

A

Fewer than 10% of people with intellectual disability accessed appropriate
treatment compared to 35% of people with mental health issues in the
general population.

(Enfield and Tonge, 2006)

The ACT Government is committed to developing a cohesive system that supports people to
be as mentally healthy as possible. As members of the ACT community more at risk of
experiencing numerous barriers in accessing services and mental ill-health, people with
intellectual disabilities may require targeted or additional supports to benefit from this

commitment.

For people with intellectual disabilities experiencing poor mental health or illness, the ACT
Government aims to create a service system that offers a variety of supports, programs and
services that provide the right support at the right time, with a focus on early intervention.

This Position Statement notes the concerns of people with disability, their families and
carers, regarding the treatment and care they may receive from the mental health system.
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Whilst the clinical mental health guidelines for treatment and management are not in scope
of this Position Statement it provides an ongoing commitment to address quality and
accessibility of mental health supports for people with an intellectual disability.

In addition, building structural and system capacity to meet the mental health needs of

people with intellectual disabilities requires understanding and analysis of data, a skilled
workforce across the spectrum of mental health supports and services including primary
care and disability providers, and addressing challenges that result from systemic issues
such as legislation.

Another key element required for an effective mental health services system is improving
processes and training to enable supported-decision making for people with intellectual
disability. Embedding the principles of supported-decision making, which empower the
active and informed participation of people with intellectual disabilities in their mental
health, treatment care and support, is crucial to improving outcomes.

Compounded Disadvantage

People with intellectual disabilities may experience greater social and economic
disadvantage that can lead to increased experience of poverty, both for themselves and
their families. In turn, this leads to poorer health outcomes, reduced participation in
education and employment, an increased likelihood of experiencing discrimination, and
limitations to the extent to which people can participate in the community (Victorian Health
Promotion Foundation, 2012). When somebody with an intellectual disability also
experiences mental ill-health, this disadvantage is further compounded, noting the further
impacts for people facing intersectional barriers due to their identity, including people from
Aboriginal and Torres Strait Islander communities, LGBTQIA+ communities, and people from
culturally and linguistically diverse communities.

People with intellectual disabilities are more likely to develop poor mental health or mental
illness, including higher rates of psychological distress and trauma. This cohort experiences
several barriers across all wellbeing domains and lead to a lack of opportunities in accessing
safe and welcoming services and support that address these. These barriers are present in:

e economic, social and cultural life;

e accessing systems and services;

e accessing and understanding information;

e accessing safe and welcoming services and support;

e understanding available services and supports and how to access them; and

e lack of opportunities to access preventative health supports.

Early access to appropriate services and support is important for all people experiencing
poor mental health and mental illness, including people with intellectual disabilities.
Through access to early intervention, people with intellectual disabilities can be supported
to experience improved wellbeing across their lives. Appropriate mental health support for
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carers, family and significant others is also a critical factor for these individuals to maintain
their own personal wellbeing and enable them to continue to provide support and care.

Experience of Trauma

Trauma can occur from any number of negative events that impact a person’s mental health
and wellbeing, and their ability to manage these impacts as well as lead to altered or
negative emotional and mental states. As people with intellectual disabilities may already
have heightened sensitivity to sensory and environmental changes and challenges, they are
more susceptible to trauma and may have difficulty communicating their experiences,
thoughts and feelings. People with intellectual disabilities are also at higher risks of
experiencing violence, abuse, neglect and other forms of mistreatment.

As trauma also affects the family and carers of people with intellectual disabilities, services
for people with intellectual disabilities and their families and carers must be trauma
sensitive and informed at all stages of the treatment journey (BlueKnot Foundation, 2020).

Exposure to inappropriate care and responses to trauma, like those that have been reported
during consultations for this Position Statement, can create additional trauma for people.
This can lead to fear and distrust of services and can increase the likelihood and/or severity
of mental health issues experienced, and contributes further to barriers in accessing services
for people with intellectual disabilities.

Mental Health Impact of the COVID-19 Pandemic

Since the initial consultations for this Position Statement, the world has faced the challenges
of the COVID-19 (COVID) pandemic. The requirements of COVID public health advice has
had particular implications for people with intellectual disabilities (Courtenay K, 2020
September). Concerns about safety and COVID infection, along with the experience of
lockdowns, restrictions, quarantine and social distancing add significantly to the stress
experienced by people with intellectual disabilities. These stressors increased social
isolation, disrupted support networks and routines and increased stress on carers and
families trying to navigate the changing environments and challenges. Access to mental
health and behavioural supports were made even more difficult by reduced face to face
delivery of services and COVID related staffing issues.

The Royal Commission into Violence, Abuse, Neglect and Exploitation of People with
Disability (the Disability Royal Commission) has highlighted the accounts of trauma
experienced by people with disability in the early stages of the pandemic. More recently, in
their Statement of Ongoing Concern (Royal Commission into Violence, Abuse, Neglect and
Exploitation of People with Disability, 2021) the Disability Royal Commission reported that
while the broader community has shifted towards ‘living with COVID’, the challenges for
people with disabilities continue. Issues identified include:
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e severe disruptions to disability services and essential supports;

e concerns about access to essential health services and fears of health rationing as
health care systems have experienced increased demand;

e concerns with managing COVID in the home for people with disabilities;

e |ack of adequate and meaningful consultation with the disability sector and people
with disabilities to inform this phase of the pandemic response;

e fears and isolation for people with disabilities needing to isolate for extended
periods, with anxieties about potential infection from those providing critical care
and a lack of access to these critical services; and

e reduced formal and informal oversight in closed residential settings for people with
disability, with an increase in the risk of violence, abuse, neglect and exploitation.

The longer-term effects of the pandemic on mental health and wellbeing are yet to be fully
understood, though there are indications of increased mental health concerns for the whole
population. Given the unique difficulties faced by people with intellectual disabilities,
ensuring access to inclusive and effective person-centred and holistic services, especially
mental health support and treatment, is needed more than ever.

2.Desired Outcomes
The Vision for Mental Health and Wellbeing in the ACT? is:

A kind, connected and informed community working together to promote and protect the
mental health and wellbeing of all.

The following intentions and outcomes may guide potential future actions aligning with this
Position Statement:

Figure 1: Vision for mental health and wellbeing in the ACT
Our intention is to improve the quality of life for people with intellectual disabilities, their
families and carers by reducing the negative impacts of mental health issues and illness.

Our desired outcomes for these groups are to achieve:
inclusive and effective mental health promotion;
prevent mental ill-health and suicide;

services that focus on mental health prevention and intervention; and

accessible and responsive services for people with an intellectual disability across
health, and other human services systems that they interact with.

These outcomes will be promoted by:

! Developed by the Office for Mental health and Wellbeing in collaboration with the ACT community.
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people with intellectual disabilities having timely access to services that
support mental health and wellbeing;

enhancing capacity across the spectrum of services to provide accessible and
inclusive mental health promotion, prevention, early intervention, and
treatment to support the mental wellbeing of people with intellectual
disabilities by suitably skilled staff; and

promoting the wellbeing of families and carers and ensuring supports and
resources are available to assist the role they have in supporting the mental

wellbeing, early intervention, and mental health treatment of the people with

intellectual disabilities that they care for.

Achievement of these outcomes will have substantial benefits, such as reduced demand on
more intensive crisis and acute mental health services including hospital emergency
departments and inpatient services. In the absence of adequate services these become the
last resort for people with an intellectual disability and their families and carers.

3.Listening and Learning

ACTHD acknowledges, with thanks, the time and energy that has been
contributed from all stakeholders to support this work.

Stakeholder consultation and engagement occurred across a variety of forums between late
2018 to 2022, including:

e Three initial workshops with invitees from across the health, human services and
community sectors, including advocacy and consumer and carer representatives;
e Circulation of draft versions of the Position Statement to stakeholders; and
e Further consultation invited through interviews, written submissions and feedback
from consumers, carers and families.
These consultations and engagement helped develop an understanding of the ACT disability
health and mental health service sectors, and the local experience of mental health services
and supports for people with intellectual disabilities and their carers and families.

Consultations also helped identify future opportunities and priorities for improvement,
guided by the National Roundtable on the Mental Health of People with Intellectual
Disability Report (Department of Developmental Disability Neuropsychiatry, 2018).

Specifically, consultations explored:

e The strengths and challenges of the mental health and disability sectors in
responding to the mental health needs of people with intellectual disabilities in
the ACT;
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e The experiences of people with intellectual disabilities and their families and
carers as they move through the ACT service system;

e The challenges and opportunities available to promote mental wellbeing, identify
mental health issues early and reduce barriers to treatment; and

e How services can work together better.

A full list of contributors is provided at Appendix A.

A review of literature, research and best practice have also informed this Position Statement
providing inspiration and best practice examples for potential adoption or adaptation.

ACTHD also acknowledges the support of Spring Green Consulting in the facilitation
of workshops and the formulation of ideas for this Position Statement.

It is acknowledged that codesign and partnering with people with intellectual disabilities,
their carers and families, as well as the service sector is vital to addressing issues faced and
discussed in this Position Statement.

4 .Policies

The international, national and local policy imperatives supporting improved mental health
services for people with intellectual disabilities are considerable, ranging from recognition of
fundamental human rights through to addressing the specific mental health challenges that
people with intellectual disabilities face and what services can do to improve.

Improving mental health services and care for people with intellectual disabilities supports
the ACT Government’s obligations under the Convention on the Rights of Persons with
Disabilities (CRPD) (United Nations, 2006) to uphold equity of access to health services.

More recently, the National Roadmap on Health Services for People with Intellectual
Disability (Commonwealth of Australia, 2021) and recommendations from the Disability
Royal Commission (2023) call for a responsive health system that can meet the needs of
people with intellectual disabilities. The Towards our Vision: Taking a Strategic Approach to
Mental Health in the ACT (the Strategic Approach) (Office for Mental Health and Wellbeing,
2022) provides a local framework for exploring the issues and defining a government
position in the ACT.

The recommendations from the National Roundtable Report provide an evidence-based
framework for mental health service improvement in order to respond better to the needs
of people with intellectual disabilities. The recommendations were collated from the
responses of leaders in the mental health sector and focus on the needs of people with
intellectual disabilities as articulated at the second National Roundtable on Intellectual
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Disability Mental Health held on 27 March 2018 at the University of New South Wales,
Sydney. Recommendations sit against eight key elements covered below:

1. Inclusion -The mental health needs of people with intellectual disability are specifically
considered and accommodated in all mental health initiatives.

2. Prevention and timely intervention - People with intellectual disability and their families
receive education and support to prevent, and to obtain early and timely assistance for
mental illness.

3. Access to skilled services — All rnental health services provide equitable access and
aporopriately skilled treatrnent to people with intellectual disaoility.
Specialist services support mainstream mental health services — A national network of
specialist intellectual disability mental health professionals is available to support
mainstream mental health services — by provision of consultancy and training, and
through research.

5. Collaboration- Ongoing joint planning by disability services, schools and mental health

and other relevant services including:

(a) identification of referral and treatment pathways; and

(b) aframework and capacity for collaborative responses where intellectual disability
and mental health needs co-exist.

6. Workforce development and support — Training in intellectual disability mental health
to minimum standards for front-line and other professional staff in disability services,
schools and health services, particularly including primary health and mental health
services.

7. Data - Collection and analysis of data that measures mental health needs, access to
services, and outcomes of people with intellectual disability.

8. Multiple disadvantage — All Elements include specific focus on contributors to multiple
disadvantages including poverty, isolated lives, alcohol and other drugs misuse,
Indigenous status, culturally and linguistically diverse (CALD) background and contact
with the criminal justice system.

Towards our Vision: Taking a Strategic Approach to Mental
Health in the ACT (the Strategic Approach) Domains

The Strategic Approach highlights the three following domains:

Mentally Healthy Community

Good mental health improves a range of outcomes for individuals and communities,
including healthier lifestyles, physical health, improved recovery from iliness, higher
education, employment, social connections and an improved quality of life, and in turn
these attributes improve mental health. Improved outcomes in mental health and wellbeing
will strengthen our community, increase productivity and allow the ACT to thrive.
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Enhancing Lives

Mental health and wellbeing are fundamental to our ability to interact with others, work
and earn a living, and feel connected to the broader community. To support individuals,
families and carers who are experiencing mental health concerns, it is critical to address the
social and economic circumstances of each person’s life as well as providing integrated
accessible mental health services.

Structural and System Capacity

The National Mental Health Commission’s review of mental health programmes and
services concluded that services are fragmented and delivered within a complex system
involving multiple providers and siloed funding streams. This is a challenge for all advanced
health care systems and is a concern raised by the community. There is a need for a cross
sector approach to support the change required to enable a more integrated and
coordinated system.

A summary of other relevant policy and key points related to this Position Statement is at
Appendix C.

5.ACT Legislation

Accessible and appropriate mental health services and supports for people with intellectual
disabilities fits within the remit of Human Rights and Discrimination legislation that upholds
people’s rights to equity of access to services. All Acts are accessible through the ACT
Government website: https://www.legislation.act.gov.au/.

Throughout the ACT stakeholder consultations, issues were raised about the use of the
Mental Health Act 2015 and consequently the use of mental health facilities for the
involuntary detention of people with intellectual disabilities. This was particularly reported
for those presenting with behaviours of concern that may or may not be related to a mental
health issue. This issue sits in a complex area where disability related concerns are dealt
with through mental health legislation. Issues were also raised about the inappropriate use
of, or over prescribing of, sedating psychotropic medications for people with an intellectual
disability and other cognitive disabilities more broadly.

These concerns are related to treatment and management of disability and so are not within
the scope of this Position Statement. However, given the significant issues experienced by
people with intellectual disabilities and their families through these interactions with the
mental health system, for whatever reason, improvements in the ability for mental health
services to work with people with intellectual disabilities should be considered.
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The ACT was the first jurisdiction in Australia to enact a Human Rights Act (2004). The Act
provides an explicit statutory basis for respecting, protecting and promoting civil and
political rights for all people living in the ACT. Any legislation introduced in the ACT must
comply with the Human Rights Act (2004). Legislation, such as the Mental Health Act (2015),
provides an accompanying explanatory statement on the human rights implications of the
legislation.

In the ACT it is against the law for someone to discriminate against a person because of any
particular characteristic, in an area of public life such as employment, education, provision
of goods and services and accommodation. This Act covers discrimination on the basis of
disability including intellectual disabilities and mental iliness. Generally, employers, service
providers and others must make reasonable adjustments for people with a disability to
enable them to have the same opportunities as others.

Recent changes to the Act in 2024 included the introduction of a positive duty to make
reasonable adjustment to accommodate a person’s particular needs arising from any
protected attributes, including disability. This will affect future work needed to ensure
equitable access to mental health support for people with intellectual disabilities, including
the promotion of support-decision making in the provision of support.

The Carers Recognition Act 2021 will help carers in the ACT to be seen, heard and supported
by the community. The Act is a set of principles that organisations will need to follow to
support carers. It applies to family and friend carers and foster & kinship carers. It does not
apply to people who are employed to provide care, like nurses or support workers. Care
organisations have to follow the principles of the Act and report on what they have done.

The Mental Health Act 2015 (the Act) applies to the assessment, treatment, care and
support of people experiencing a mental illness or mental disorder in the ACT. The Act was
the result of considerable stakeholder and public consultation and seeks to promote a
renewed recovery-oriented approach to mental health service delivery. It brings the ACT’s
mental health legislation in line with human rights law including the United Nations
Convention on the Rights of People with Disabilities and the Human Rights Act 2004. The Act
is designed to empower people to participate in decisions about their health care and sets
out the legal responsibilities of health professionals. The Act provides for the treatment,
care or support, rehabilitation and protection of people with a mental disorder (including
mental disorders associated with cognitive disability) or mental illness.
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In the ACT, a Guardian is a person appointed by the ACT Civil and Administrative Tribunal
(ACAT) under the Guardianship and Management of Property Act 1991. A Guardian is
appointed to make a range of personal and health decisions for a person who is found by
ACAT to have a decision-making disability. For the purposes of that Act, a person under
guardianship is referred to as a Protected Person. The role of the guardian is to act as
substitute decision-maker for the protected person.

On 1 September 2018 the Senior Practitioner Act 2018 came into effect in the ACT. The
intent of the legislation is to provide a formal framework for the reduction and elimination
of restrictive practices by service providers in the ACT. The Act applies to people receiving
education, disability services, childcare and protection and any other service prescribed by
regulation. The Act enshrines the principle that providers should only use restrictive
practices in very limited circumstances — as a last resort. Under this legislation all use of
restrictive practices must be reported to the Senior Practitioner and are only permissible if
used in a way that is consistent with a positive behaviour support plan for the person. The
Act makes specific exemptions for persons receiving care under the Mental Health Act 2015
(to the extent that Act applies), Mental Health (Secure Facilities) Act 2016 and those in
custodial or prison detention (including the Bimberi Youth Justice Centre) due to existing
oversight arrangements specific to those settings.

6.Current ACT Disability and Mental Health
Sectors

Mental wellbeing and recovery from mental ill-health goes beyond the health system. The
Productivity Commission Inquiry into Mental Health (Productivity Commission, 2020),
highlights the value of living a meaningful and contributing life for mental wellbeing
including access to suitable housing, education, employment and social connection. For
people with intellectual disabilities, there may be increased reliance on families and carers
and disability support services to engage in these aspects of life.

While the focus of this Position Statement is on informing future planning and investment to
support the mental health and wellbeing of people with an intellectual disability, the
Position Statement also notes the role of supports and services outside the mental health
sector in supporting mental wellbeing.

Potential future investment in supports for people with intellectual disabilities will need to
be cognisant and consistent with the goals and actions of a number of ACT Government
strategies, including but not limited to:

e The Disability Health Strategy 2024-2033;
13
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e The ACT Disability Strategy 2024-2033;

Inclusive Education: A Disability Inclusion Strategy for ACT Public Schools 2024-2034;
ACT Disability Justice Strategy 2019-2029; and

The ACT Carers Strategy 2018-2028.

Each of these Strategies have important roles for supporting a more welcoming and
accessible community for people with disabilities, their carers and families, including priority
areas and supports for people with an intellectual disability.

Future action to work with people with intellectual disabilities, their carers and families,
towards addressing issues related to their mental health and wellbeing needs to prioritise
the social determinants of mental and physical health, as demonstrated in the Disability
Royal Commission.

Stakeholder’s raised specific concerns about siloing of services and challenges in navigating
the service system. This issue has been compounded by the introduction of the NDIS, where
people find it difficult to find appropriate services to meet their needs. While choice and
control are excellent principles supported by the NDIS, it can result in no choice and no
services if the market is too thin or unwilling to assist those in most need.

Stakeholders identified the need for better resources and assistance in navigating the
service system and for providers who have the knowledge and connections to facilitate
access to the services, programs and supports that will meet the person’s needs.

Disability services external to the NDIS and funded through ACT Government tend to be
focused on the identification of intellectual disabilities in children through assessment and
diagnostic services such as the Child Development Service (CDS) and the Community
Paediatrician and Child Health Service (CP&CHS).

Mental health services can be difficult to access due to diagnostic challenges and
overshadowing (separating out what is a mental health issue and what is related to the
person’s disability). People with intellectual disabilities can also be required to engage with
mental health services for issues related to their disability under the Mental Health Act
2015, leading to a confusing landscape for people and services. In either case, the health
professionals involved require understanding and skill in assessment and treatment of
people with intellectual disabilities experiencing mental health issues or illness as well as the
capacity to support people with an intellectual disability who are required to stay in
inpatient mental health settings under the Mental Health Act 2015. This includes the skills
and abilities of health care professionals to enable people with intellectual disability to have
supported-decision making in their care, treatment and support.

The below supports and services play key roles in the mental health and wellbeing of people
14
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with intellectual disabilities:

Carers and Families

o Carers and families often take a major role in the network of supports for
people with intellectual disabilities and need resources and support to
sustain them in their caring roles and maintain meaningful connections with
their loved ones. Carers and families are early identifiers of mental health
and/or behavioural issues; valuable supporters assisting navigation of
services; and play a key role in mental health treatment and support.

Health Services including,
o Primary Health
= General Practice
= Private psychologists and allied health
o Child Health Services
= Specialist development health services
o General Health Services
=  Medical
= Rehabilitation
o Mental Health Services
= Private psychiatry, psychology and allied health
= Government funded

Disability Services
o Community Services and Programs
o Private therapeutic services
o Child Development Services — accessible for children under 12
o NDIS Cognitive Disability and Psychosocial Disability

Other Services and Programs
o Education

Justice and Corrections

Employment

Housing

Transport

O O O O

/.Issues, Intentions and Improving Outcomes

The shared personal perspectives and experiences of people with intellectual disabilities,

their carers and families and service providers, has supported:

@)
@)

improved understanding of current needs, challenges and barriers; and
identification of priority areas for improvement and potential solutions.

The Position Statement has been further informed by best practice approaches identified

through the National Roundtable (2018), and more recent developments such as the

National Roadmap and learnings from the Royal Commission. These perspectives and

approaches are outlined in the table on the next page to describe a number of best practice
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approaches for improving the mental health of people with intellectual disabilities and the
services available to support them.

Despite the range of policies, plans and guidance available, it is clear from the stakeholder
feedback that there is still a long way to go to promote mental health, prevent mental ill-
health and suicide, and remove the barriers and compounded disadvantage that many
people with intellectual disabilities experience.

Government commitment is required to support strategic investment to align with the
priorities and recommendations identified of policy documents and shared lived experience
in order to make a significant difference to the experience and mental health outcomes of
people with intellectual disabilities, their carers and families.

The domains in the Strategic Approach (OMHW, 2022) provide a framework for exploring
issues and presenting the ACT Position. The best practice approaches in the below table are
colour coded to indicate the alignment with the National Roundtable Recommendations:
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8.Conclusion

This Position Statement has explored the challenges for people with intellectual disabilities,
their families and carers when seeking support for their mental health and wellbeing across
the health and human services sector in the ACT. It recognises that people with intellectual
disabilities have an increased risk of mental ill-health, with compounding barriers to
accessing and securing appropriate mental health services and support.

The Position Statement proposes best practice approaches across a number of priority areas
aimed at:

e Reducing the negative impacts of mental health issues and illness on the quality of
life of people with intellectual disabilities;

e Supporting the accessible, inclusive and effective mental health promotion,
prevention of mental ill-health and suicide, early intervention and appropriate
treatment and support for co-occurring mental illness in people with an intellectual
disability;

e Improving timely access to mental health supports and services across the spectrum
of care and the human services system; and

e Exploring options to increase the capacity of services to provide appropriate mental
health promotion, prevention, early intervention and treatment to support the
mental health and wellbeing of people with intellectual disabilities.

While these best practice approaches are grounded in improving the mental health and
wellbeing of people with intellectual disabilities, they not only apply to mental health
services but also hold relevance for all parts of the human services system that interact with
people with intellectual disabilities.

As such, this Position Statement will sit alongside a range of other ACT Government
strategies and work related to improving the accessibility of services for people with
intellectual disabilities. Most notably this includes the ACT Health Directorate’s Disability
Health Strategy, as well as the:

e The ACT Disability Strategy 2024-2033;
Inclusive Education: A Disability Inclusion Strategy for ACT Public Schools 2024-2034;
ACT Disability Justice Strategy 2019-2029; and
The ACT Carers Strategy 2018-2028.

This Position Statement, and the best practice approaches identified, will help to inform
future directions and investment for service development in the ACT. Some of the best
practice approaches outlined in the Position Statement may be straightforward to progress
while others require significant work and exploration of investment options to implement.

These future actions will require strong commitments to ongoing codesign and partnership
with people with lived experience to ensure their success. As such, this Position Statement
outlines a strong starting point and commitment for all partner agencies in the ACT
Government to promote and prioritise this co-design approach.
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Any actions arising from this Position Statement, and through co-design, will largely be

progressed through inclusion on future Action Plans developed as part of the Disability
Health Strategy.

However, there are also a number of best practice approaches identified in the Position
Statement that can inform planning of services and supports across multiple Directorates by
improving coordination and collaboration across the ACT Government. This is particularly
true for those domains that sit outside traditional healthcare services.
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Appendix A — Stakeholder List

Stakeholders for workshops and consultations from late 2018 until 2022

Stakeholders invited to contribute to Mental Health Services for People with Intellectual
Disability Working Group in 2018 and 2019 included:

e Canberra Health Services

e Carers ACT

e Community Services Directorate

e Mental Health Community Coalition ACT

e Education Directorate

e Capital Health Network

e Australian National University

e Human Rights Commission

e Zedthree Specialist Centre

e Advocacy for Inclusion

e People with Disability ACT

e ACT Mental Health Consumer Network

e ACT Health Directorate

e Justice and Community Safety Directorate

e Canberra Mental Health Forum
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Appendix B: Terminology and Definitions

Acute Care is the administration of intensive, short term treatment in hospital for a severe
episode of mental illness.

Behaviours of Concern (also referred to as challenging behaviours) are behaviours that can
be labelled as undesirable or challenging when interacting with what society expects. Using
the term ‘challenging behaviour(s)’ frames the challenge as the environment, rather than
the person. This is because it is the environment that causes the behaviour.

Care Navigator refers to a person who works collaboratively with consumers and carers to
assist them in finding the most appropriate treatment, care or supports.

Carer refers to a person who cares for or otherwise supports a person living with mental
iliness. A carer has a close relationship with the person living with mental iliness and may be
a family member, friend, neighbour or member of a broader community.

Cognitive Disability refers to a number of conditions resulting in cognitive impacts on a
person’s functioning, including: an intellectual disability, autism spectrum disorder, acquired
brain injury or dementia. This term is used in the Royal Commission into Violence, Abuse,
Neglect and Exploitation of People with Disability Issues Paper Health Care for People with
Cognitive Disability (2019).

Community Supports refers to non-clinical services in the community that assist people
living with mental illness to live meaningful and contributing lives and support them in their
recovery. It may also refer to supports provided in relation to psychosocial or intellectual
disabilities. These may include services that relate to: daily living skills, self-care and self-
management, physical health, social connectedness, housing, education and employment.

Community Managed Sector refers to the part of the mental health sector that is
predominantly made up of not-for-profit organisations providing community based support
services that help keep people well in the community. They provide prevention, early
intervention and rehabilitation programs and psychosocial support services that help people
with their recovery from mental illness. Some also provide treatment and counselling
services.

Comorbidity is the presence of one or more disease or disorders in a person, in addition to a
primary disease or disorder.

Contributing Life is a term that comes from the National Mental Health Commission’s
Contributing Lives, Thriving Communities initiative and outlines that a contributing life is one
where people living with mental illness can expect the same rights, opportunities and health
as the wider community. It is a life enriched with close connections to family and friends,
supported by good health, wellbeing and health care. It means having a safe, stable and
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secure home and having something to do each day that provides meaning and purpose,
whether this is a job, supporting others or volunteering.

Diagnostic Overshadowing refers to the misattribution of a person’s physical or mental
health symptoms to their developmental disability, resulting in inadequate diagnosis and
treatment.

Early Intervention or Response refers to the early identification of risk factors and provision
of timely treatment, care or support for people experiencing early signs and symptoms of
mental illness. It aims to prevent the incidence, severity and impact of mental iliness.

Effective management in the community refers to the fact that for many people with an
intellectual disability and mental health needs, their condition could be effectively managed
with collaboration between their primary care provider (e.g. general practitioner),
community supports for inclusion and managing their condition/s, and other mainstream
and specialist mental health programs.

Identification and diagnosis refers to the period where identification of a mental health
issue, formal assessment, and diagnosis of a mental health condition, beyond the person’s
intellectual disability may be made. Formal diagnosis is done in consultation with medical
professionals. From accurate diagnosis, an appropriate and effective plan for treatment and
support can be devised to ensure the person is connected to and can easily access
appropriate services to manage their condition and improve mental health and wellbeing.

Mainstream Mental Health Services include services provided by psychiatric units or wards
in hospitals, community mental health services and residential mental health services that
are provided for people from the general population experiencing moderate to severe
mental illness. These services are generally structured around age groups (Children and
Youth 0-18 years, Adult 18-65 years, Older Persons 65 years+).

Mental Health is defined by the World Health Organisation as a state of wellbeing in which
every person realises their own potential, can cope with the normal stresses of life, can
work productively and fruitfully and is able to contribute to their community.

Mental Health Service System comprises all services that have a role in the provision of
treatment, care or support to people living with a mental health issue or mental illness
and/or their family and carers.

Mental Health Issue refers to diminished cognitive, emotional or social abilities but not to
the extent that the diagnostic criteria for mental illness are met.

Mental lllness refers to a clinically diagnosable disorder that significantly interferes with an
individual’s cognitive, emotional or social abilities (COAG Health Council, 2017).
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National Disability Insurance Scheme (NDIS) provides eligible participants with permanent
and significant disability with the reasonable and necessary supports they need to enjoy an
ordinary life. The NDIS also connects people with disability and their carers, including people
who are not eligible for the NDIS to relevant services and supports in their community. The
NDIS is involved in funding supports for people with all disabilities including Intellectual and
Psychosocial Disability as well as physical ones.

Peer Worker refers to a worker who has lived experience of the challenges a person may be
facing. In this paper it primarily refers to people with lived experience of mental illness or is
supporting someone with mental illness, who provides valuable contributions by sharing
their experience of mental illness and recovery with others. Peer workers are employed
across a range of service settings and perform a variety of roles, including: providing
individual support, delivering education programs, providing support for housing and
employment, coaching and running groups and activities.

Person-Centred refers to a principle of treatment, care and support that places the person
at the centre of their care, with services operating in collaboration with the person, their
carers and each other in a way that reflects the person’s unique preferences, values and
needs.

Prevention refers to action taken to prevent the development of mental illness, including
action to promote mental health and wellbeing and reduce the risk factors.

Pre-identification is used in this paper to describe the time prior to the identification of a
mental health issue or formal diagnosis of mental illness in a person with an intellectual
disability noting that the person may be receiving some services and treatment for their
symptoms. There may be diagnostic overshadowing and possible multiple disadvantage
masking an accurate diagnosis at this stage.

Primary Care refers to health services that are generally the first point of contact for people
with any health concern, including mental health issues. Primary care providers include:
general practitioners, nurse practitioners and general practice nurses, private allied health
professionals, pharmacists and Aboriginal and Torres Strait Islander health workers.

Primary Health Networks (PHNs) are entities contracted by the Commonwealth to increase
efficiency and effectiveness of services (particularly those in the primary care sector) for
patients, particularly those at risk of poor health outcomes, and improving coordination of
care to ensure patients receive the right care in the right place at the right time.

Psychosocial Disability refers to the disability experience of people with impairments and
participation restrictions related to mental illness. These impairments and restrictions can
include a reduced ability to function, think clearly, experience full physical health and
manage the social and emotional aspects of their lives.
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Recovery (mental health) is different for everyone and the Australian Health Ministers’
Advisory Council National Framework for Recovery-Oriented Mental Health Services: Guide
for Practitioners and Providers (2013) outlines that there is no single description or
definition of recovery. However, it notes that central to all recovery paradigms are hope,
self-determination, self-management, empowerment and advocacy. Also, a person’s right to
full inclusion and to a meaningful life of their own choosing, free of stigma and
discrimination is key. Characteristics of recovery commonly cited are that it is a unique and
personal journey; a normal human process; an ongoing experience and not the same as an
end point or cure; a journey rarely taken alone; and nonlinear, with it being frequently
interspersed with both achievement and setbacks. It defines personal recovery as being able
to create and live a meaningful and contributing life in a community of choice, with or
without presence of mental illness.

Social Inclusion refers to the intentional creation of a society where there are opportunities
for everyone to: participate through employment, education and access to services and
programs; connect with family, friends, personal interests and the local community; have
choice and control in dealing with personal challenges and crises; and promote citizenship
and have their voices heard.

Specialist Mental Health Services, for the purposes of this paper, refers to services provided
specifically for people with both an intellectual disability and mental illness. This service also
assists in the treatment of autistic people where appropriate, usually where an intellectual
disability is also involved. These services play a consultation and liaison role for mainstream
mental health services and disability support services, especially in the area of assessment
and diagnosis. For a small number of people experiencing a more complex interplay of
mental health and disability, the specialist mental health service can play a more significant
role in treatment and ongoing management.

Stepped Care is an evidence-based, staged approach to system design comprising a
hierarchy of interventions, from the least to the most intensive, matched to a person’s
needs. Within a stepped care approach, a person is supported to transition up to higher-
intensity services or transition down to lower-intensity services as their needs change.

Stigma refers to a negative opinion or judgment that excludes, rejects, shames or devalues
a person or group of people on the basis of a particular characteristic. Stigma may include
self-stigma, social stigma and structural stigma. Stigmatisation of people living with mental
iliness involves perceptions or representations of them as violent, unpredictable, dangerous,
prone to criminality, incompetent, undeserving or weak. For those with both an intellectual
disability and mental health issues, there is likely to be increased experience of
discrimination and stigma.

Suicidal Behaviours A range of behaviours that include thinking about suicide (ideation),

planning a suicide, attempting suicide and taking one’s own life.
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Trauma Informed Care and Practice refers to the organisational and practice approach to
delivering health and human services directed by a thorough understanding of the
neurological, biological, psychological and social effects of trauma and its prevalence in
society. It is a strengths-based framework that emphasises physical, psychological and
emotional safety for consumers, their families and carers, and service providers.

ACTHD ACT Health Directorate

ACTMHCN  ACT Mental Health Consumer Network

Afl Advocacy for Inclusion

AMHU Adult Mental Health Unit

CAMHS Canberra Health Services Child and Adolescent Mental Health Services
CHN Capital Health Network

CHS Canberra Health Services

CP&CHS  Community Paediatrician and Child Health Service

CsD ACT Community Services Directorate

ACTDJS ACT Disability Justice Strategy

ED ACT Education Directorate
FMHS Canberra Health Service Forensic Mental Health Services
GP General Practice

MHCCACT  \ental Health Community Coalition ACT
MHJHADS  \ental Health, Justice Health, Alcohol & Drug Services

MHS-ID Mental Health Service - People with Intellectual Disability

NDIA National Disability Insurance Agency
NDIS National Disability Insurance Scheme
NSET Network Student Engagement Team
ofD ACT Office for Disability
PHN Primary Health Network
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Appendix C - Other Relevant Policy

The information and issues from relevant International, National and ACT policies and
reports, summarised in the figure below, are highly consistent with what has been heard
through the consultations with ACT stakeholders.

United Nations Convention on the World Health Organisation

Rights of People with Disability Framework on Integrated, People-
centred Services

National Mental

Health and Suicide
Australia’s Disability !
Strat 2021-2031 .
rate -
F%ugr_al _ EY Agreement and Plan
Commission into Productivity
Violence, Abuse and Commission

with Disability _: . Mental Health

Tap Tor

People with Intellectual Disability (2021)

SO M e a I O

Health of People with Intellectual Disability (2018)

ACT Disability Health Strategy Strategic Approach to Mental
(2023} Health in the ACT

ACT Mental Health Territory-wide Health Towards Our Vision Office for Mental
and Suicide and Mental Health Mental Health Action Health and
Prevention Plan Services Plans Plan 2022 Wellbeing Work Plan

Most significant policy relationships

Disability Future of ACT
Justice Education Disability
Strategy Strategy Strategy

Disability Disability Hiiria C.antn? r_ra
Health Action and Senices Disability

Strategy Inclusion Plans Cluster Data Commitment

Other local policy alignment
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