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This report has been prepared for the NSW Mental Health Commission (The Commission) for the
purpose of informing The Commission’s Models of Care Project. This report can be used for personal use
however it is not to be copied or distributed without the prior permission of the authors.

The Department of Developmental Disability Neuropsychiatry (3DN) have made representations to the
NSW Mental Health Commission on the need for improvement in the provision of mental health services
for people with an Intellectual Disability (ID) and co-occurring mental illness. Through these
representations 3DN were invited to contribute this paper to the Models of Care Project.
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Overview

This document articulates the rational for a specific model of public mental health care for adults
with an Intellectual Disability (ID) and co-occurring mental health disorders. It is hoped that this
paper will inform the NSW Mental Health Commission in their Models of Care Project so that
persons with an ID are better accommodated in the public mental health service systems in
NSW in the future.

The proposed model of care works flexibly across inpatient, emergency and community sectors,
and has a strong emphasis on in-reach into government and non-government disability sectors.
It is founded on the principles of human rights, inclusion, person-centredness, the promotion of
independence, recovery-oriented practice and sound evidence. Several key elements support
its implementation including: upholding the right to access services, clear articulation of referral
and treatment pathways, effective communication, collaboration between specialist and
mainstream services, ongoing education and training and interagency collaboration. We argue
that the implementation of this model should incorporate ongoing evaluation, research and
capacity-building. In funding and resourcing this model, we strongly believe that the
complexities of the population and their service needs should be taken into account. Finally,
building a model which reduces unnecessary hospitalisation is likely to be more cost-effective
and awaits formal evaluation.

We greatly appreciate the opportunity to provide comment to the NSW Mental Health
Commission in their Models of Care Project and we look forward to working with The
Commission on improving mental health service provision for people with ID into the future.

Intellectual Disability: An Important Minority Group for Mental Health Services

What is an ID?

Intellectual Disability (ID), also known as Intellectual Developmental Disorder (IDD) is a disorder

which arises in the developmental period (before the age of 18 years) and involves deficits in

both intellectual and adaptive functions [1-3].

o Deficits in intellectual functions are assessed by both clinical assessment and by
standardised testing of reasoning, problem solving, planning, abstract thinking, judgement,
academic learning and learning from experience. Below average intelligence measured as
an Intelligence Quotient (1Q) of 70 and below on standardised tests, is consistent with the
presence of an ID [1-3].

¢ ID involves impairments of general mental abilities that impact adaptive functioning in three
domains, or areas. These domains determine how well an individual copes with everyday
tasks:

- The conceptual domain includes skills in language, reading, writing, math, reasoning,
knowledge, and memory [1][3].

- The social domain refers to empathy, social judgment, interpersonal communication
skills, the ability to make and retain friendships, and similar capacities [1][3].

- The practical domain centres on self-management in areas such as personal care, job
responsibilities, money management, recreation, and organizing school and work tasks

[1](3].
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Prevalence of ID

People with an ID account for approximately 1.8% of the population and are at a significant

disadvantage [4].

e Prevalence of ID is difficult to ascertain because estimates of prevalence vary according to
the source. Data on prevalence often conflates prevalence statistics on ID with other
cognitive disabilities and self-identification of ID is not reliable and may lead to
underestimation of prevalence.

e Key sources of data include the State based Minimum Dataset (MDS) (which measures only
those in receipt of services) and the ABS Survey of Disability, Ageing and Carers (SDAC).

ID has a Key Bearing on Mental Health across the Lifespan

Increased Prevalence of Mental Disorders in People with an ID

People with an ID experience very poor mental health compared to the general population, with

common mental disorders occurring around two to three times more frequently [5-8]. A

predisposition to mental ill health is apparent across the lifespan, including in children, younger

people, adults [6] and older adults.

o For example, schizophrenia appears to be over-represented by two to four times, and has
an earlier onset in people with an 1D [9-10].

o Higher rates of dementia are apparent in older persons with an ID compared to the general
population [5][11].

e At any one time, an estimated 20-40% of people with an ID will be experiencing a mental
disorder of some kind [5][12-13].

Vulnerability of People with an ID to Mental Disorders

Vulnerability to mental disorders in people with an ID is underpinned by a variety of biological,

psychological, and social factors:

e Specific genetic conditions associated with ID can increase the risk of psychopathology [13],
as can developmental brain abnormalities and pharmacological treatments and their side
effects [14]. People with an ID are also at increased risk of a range of physical health
conditions [15-17], a factor which increases the risk for mental ill-health.

e ID usually affects a person’s coping skills and autonomy, creating greater susceptibility to
stress, and thereby increasing psychological vulnerability [18]. Furthermore, people with an
ID experience higher rates of physical and sexual abuse [19] which can further magnify their
vulnerability to mental ill-health.

e Further risk arises from the reduced opportunities to engage in a range of life choices, and
restricted social networks that people with an ID often experience. Other social factors that
have an impact on mental health include: poverty; a higher likelihood of contact with the
criminal justice system; negative experiences during schooling; and financial and emotional
strain within the family [9][20].

Complexity of Mental Disorders in People with an ID

The level of ID and the presence of any associated communication difficulties each affect how

symptoms of mental ill-health manifest in people with an ID.

e People with milder ID and good communication skills are usually able to describe what they
are experiencing, and typically present in a manner familiar to most mental health
professionals.
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However, presentation is often atypical in those with more severe ID or in people with
communication difficulties. This can mean that mental disorders may present as problematic
behaviours [21-22]. Individuals showing behavioural changes therefore require careful
assessment for a range of potential contributing factors. These contributing factors could
include possible underlying mental or physical health conditions. These kinds of complex
presentations highlight the importance of specialised and multidisciplinary approaches to
the assessment of behavioural difficulties in people with an ID.

It is critical for those working within the mental health profession to understand the
phenomenon of ‘diagnostic overshadowing’. Diagnostic overshadowing means that
symptoms of mental-ill health are misattributed to the ID rather than being recognised as
part of the manifestation of a mental disorder [3].

Current Service Access

Despite the over-representation of mental disorders in people with ID, access to mental health
services for people with ID is limited and falls far short of that for the general population.

Australian research following a cohort of children and adolescents with ID for 14 years
demonstrated that just 10% of those with a mental disorder received intervention [23]. This
compares unfavourably with access to mental health supports for the general population
which has been estimated to be about 35% over a one year period [24].

Potential barriers to accessing effective mental health care for people with ID in an
Australian and NSW context include: a lack of substantial epidemiological data on
prevalence of mental iliness in people with ID; a lack of data on the interaction between, and
distinct roles and responsibilities of disability and mental health services [25]; a lack of
training and confidence of mental health professionals [26-29]; poor understanding by
carers [30], disability and mental health workers of the manifestations of mental disorders in
people with ID [31-32]; a lack of coherent service models and funding for ID mental health
services [25]; lack of coordination between services and treating agencies [33]; and a lack
of specific inclusion of people with ID in mental health policy.

There are a number of laudable State and National policy initiatives in ID health and mental
health, such as: the NSW Health Service Framework on the Health of People with ID [34];
the NSW Health ADHC Memorandum of Understanding on the Mental Health of People with
ID [35]; the National Roundtable and the development of a National Guide on the issue
(both funded by the Commonwealth Department of Health, formerly the Department of
Health & Ageing).

The strong link between disability, physical and mental health in people with ID highlights
the importance of policy and legislation which clearly addresses the complex issues for this
population and articulates a joint framework for cross-agency service provision [25].

There has also been some service development in this area in NSW, with the funding of the
pilot multidisciplinary teams in ID health, each of which includes a mental health component.
The most established of these is the MRID.net in the South Eastern Sydney and lllawarra
Shoalhaven Local Health Districts, which is a specialist multidisciplinary health service led
by the Kogarah Diagnostic and Assessment Service (DAS) at St George Hospital.

While these laudable initiatives go some way to improving the system to better meet these
needs, specific service and policy development within mental health is required.
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The Impact of Lack of Services and Poor Access

Implications for the individual with ID

Although outcome data is not available, it is a reasonable assumption that the relative lack of
accessible and appropriately skilled mental health services and practitioners results in lower
rates of treatment and recovery from mental illness for people with an ID. Furthermore, the lack
of application of preventative mental health care means that vulnerabilities and risk of relapse
remain unchecked. For a person with ID, continuing symptoms of mental ill health often
manifest as challenging behaviour, which if unaddressed leads to social and workplace
exclusion [36].

Implications for carers

Informal care for people with ID forms the backbone of supports for people with ID. Inadequate

access to mental health services and appropriately skilled clinicians adds significantly to the

burden associated with this caring role, and diminishes quality of life for the carer and the

person with an ID.

¢ Informal care provided to people with a disability (including 1D) saves the health economy
over $30 billion per year, equivalent to 62% of formal health care costs for Australia [37]. Of
all carers, those providing informal care to people with ID are the most likely to need
additional support [37].

e Carer stress and burden is significant for those carers caring for a person with 1D and
mental disorder. This is especially the case where mental ill health is associated with
challenging behaviour [38].

e There is an expanding population of elders with ID who are supported by ageing carers,
whose own support needs will increase and must be met for them to maintain the carer role.
In the general population, adding caregiver interventions to standard dementia treatments
would increases fiscal savings [39] for those caring for elders with ID and co-occurring
mental iliness, such as the dementias. Carers, disability and health care systems will face
significant challenges as the population with ID ages, as little is currently known about the
cognitive, functional, psychosocial or health trajectories of this group as they age.

¢ Anecdotally, carers report substantial distress and dissatisfaction when they are unable to
access appropriately skilled mental health practitioners®.

Implications for services

e The current structure of services results in people falling between the gaps in services, with
neither health nor disability taking full responsibility, nor having the skills appropriate in
dealing with the complexity presented by people with ID and mental disorders. This situation
is further aggravated by the lack of adequate resources across the divergent sectors. The
NSW Ombudsman found that as a result of this culture of siloing and a lack of an
appropriate model of care for treating mental iliness in the population of people with ID,
hospital rehabilitation units were in effect becoming long-stay units for people with an ID as
there was no appropriate step-down level of community support [40].

e Baldry et al. [41] in fact argue for a revision of the very structure of services to one that
recognises the complexity of a person’s life and moves away from the linear structure that
services are dictated by. This has been backed up by others in the field [42] who have
argued that the way in which services have been conceptualised has hindered any overall

! personal communication to Assoc. Prof Trollor in stakeholder consultations for the National Guide, IDMH.
Currently in preparation.
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reform in the provision of mental health services, and that the response to providing mental
health services has been ad hoc, piecemeal and crisis driven for many years. This linear
framework has served to entrench both the siloing of expertise and the culture of response
to treatment and provision of services based around agency jurisdictional boundaries. As
we know, people’s lives are far more nuanced and complex and this needs to be reflected in
the way services are provided and policy is developed.

Specific Populations with Complex Needs

Each of the populations below represents specific sub-populations with complex needs which
are not typically being addressed in a cohesive manner by service systems.

Offenders with ID and Mental Disorders

People with ID and mental ill health are at higher risk of engaging in offending behaviours than

the general population, and this results in an overrepresented in courts [20], and prisons [41,

43-44]. A substantial proportion of these individuals have a comorbid mental disorder [41].

Adults with ID and cognitive disability are particularly vulnerable to a life of entrenchment in the

criminal justice service without appropriate supports [41].

o Implications for service models: specific resourcing and expertise are needed to meet the
need of these individuals in the community, in consultation with programs such as the NSW
Department of Family & Community Services, Ageing, Disability & Home Care (ADHC)
community justice program, and within corrections and forensic mental health systems.

People with ID and Substance Use Disorders

Conventional services and models have struggled to provide accessible services for these

groups.

¢ Implications for service models: Reasonable adjustments and appropriate models await
development.

People with ID, Mental Disorders and Complex Physical Disabilities

Presentations in these individuals can often be ambiguous and require high level expertise in

assessment and management.

e Implications for service models: Specific services multidisciplinary and multi-specialist
should be developed and should be uniformly accessible across NSW.

Aboriginal Australians with an 1D

There has been limited focus on this group which often suffers multiple disadvantage and is

over-represented in the criminal justice system. The NSW Mental Health Commission is urged

to highlight specific focus on this area, and particularly the intersection of ID, mental disorder
and offending.

e Implications for service models: This area is being explored extensively by a project in
which 3DN are involved, led by Professor Eileen Baldry®. We suggest that some of the
findings of the indigenous component of this project will be relevant to The Commission’s
work.

2 see http://mww.mhdcd.unsw.edu.au/ for more details.

Department of Developmental Disability Neuropsychiatry (3DN) _

Not for reproduction or distribution without permission


http://www.mhdcd.unsw.edu.au/

People with ID and Challenging Behaviour
Challenging behaviour is common in people with ID, particularly in people with more severe ID,
and those with limited communication skills. Challenging behaviours are more commonly seen
in individuals with mental ill health. It is common for mental disorders to present with new onset
or escalation of challenging behaviour. At present, mainstream mental health services do not
engage in the assessment or management of challenging behaviour in people with ID. This is
illogical given: a) the central role for mental health professionals in determining, or ruling out
underlying mental disorder, b) the important aspects of managing challenging behaviour include
consideration and expert review of psychotropic drug treatment.
e Implications for service models: Appropriately skilled assessment and management of
challenging behaviour should be available within publically funded mental health services.

Further Arguments for Building Enhanced Services

Comprehensive service development in ID mental health is necessary in order to meet
fundamental human rights obligations to this minority group. As above, there is clear and
consistent need on the basis of over-representation of mental disorders in people with an 1D,
and limited access and availability of appropriate services. Furthermore, although limited in
scope, available data in NSW adds impetus to this argument:

o Arecent report for the NSW Department of Family & Community Services, Ageing,
Disability & Home Care (ADHC) undertaken by Price Waterhouse Cooper (PWC) found that
people with an ID and co-occurring psychiatric disability were intense users of hospital
services (frequent visits to inpatient and ED with short lengths of stay) [45].

e Preliminary data linkage performed by 3DN (between ambulatory (or ‘community’) mental
health service data and the Disability Minimum dataset in a subset of 20% of the NSW
population - to be submitted for publication) found similar results: those with an ID had 1.8
times more face-to-face contacts than those without ID (i.e. the general population) and that
on average these were 2.6 times longer than the contacts of those without ID. We also
found that people with ID were under-represented for more common mental illnesses, such
as depression and adjustment disorders, which may indicate either an under recognition of
disorders in this population or a problem of access.

e At 3DN we are currently in the process of obtaining linked data between health and
disability for inpatient and emergency departments for the whole of NSW. This linked set will
detail the epidemiology of mental illness in the population of persons with an ID in NSW and
provide us with a clearer picture of access and service level usage for this population. It will
also provide comparative analysis between those with ID and those without an ID in the
NSW population. This data will be pivotal in informing the development of NSW mental
health services for this population group from 2014 and into the future. In the absence of
this data present, we can only piece together the picture of service provision for this
population in NSW.

Priorities for Action

e A number of priority areas for action for the coming five years have been identified by a
recent National Roundtable on Intellectual Disability Mental Health (held in Canberra, May
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2013, referred to hereafter as ‘National Round Table’)®. While these have application
nationally, their adoption by NSW public mental health services is integral to their realisation
at a national level. Many of these can build on existing services or initiatives while some
others will require resources and development. These are:

i) Inclusion of persons with ID in all mental health and mental health reform initiatives

i) Prevention and timely intervention

iif) Equitable access and skilled treatment

iv) Establish a pool of specialists in intellectual disability mental health

v) Collaboration between agencies at State and National levels

vi) Workforce education development and training for staff across sectors and,

vii) Collection and engagement with data at both service provision and policy
development levels.

Principles for Service and Policy Development in ID Mental Health

The National Guide (‘The Guide’) on Intellectual Disability Mental Health*, which articulates how
mental health services should be provided to persons with an ID across Australia, has laid out
the following principles as central to the development of models of care and policy for mental
health services to people with an ID:

A. Human Rights

A human rights framework for health care for people with a disability means that people with
an ID have the right to the highest attainable standard of health without discrimination.
Furthermore, mental health consumers with reduced capacity, including those with an 1D,
should be supported to understand and exercise their rights [46]. Key documents of interest
include the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD)
[47] and the World Health Organisation (WHO) Zero Draft: Global Mental Health Action Plan
2013-2020 document, [48].

B. Inclusion

People with an ID have the right to full participation in all aspects of community life and
should be able to access all components of mental health services, including mainstream
and specialised mental health services. They should not be refused access to a service due
to the presence of an ID.

C. Person-Centred

A person-centred approach to service provision maximises the involvement of the person
with an ID in decision-making, rather than viewing them as passive recipients of care. In a
person-centred approach, the individual is central to their care plan and to any decisions
made with respect to their mental health.

% Further information is detailed in the Communiqué issued from the Roundtable here:
http://www.nswcid.org.au/images/communique.pdf

4 Currently in preparation, the development of which has been funded by the Commonwealth Department of Health,
formerly the Department of Health & Ageing. To be released end of 2013.
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D. Promoting Independence

A model of mental health care for people with an ID should recognise the autonomy of
individuals with an ID whilst acknowledging their age and capacity, and work in a manner
that maximises their independence.

E. Recovery-Oriented Practice

Recovery-oriented practice relates specifically to the mental health of the person rather than
support for their ID. Recovery-oriented practice moves the focus away from simply
ameliorating mental disorders towards more holistic care; providing long-term supports that
promote ongoing well-being and involves collaborative agency engagement.

F. Evidence Based

The decisions made by health and disability professionals should be informed by the best
available evidence. Professionals should continually seek to enhance their knowledge of
new and existing interventions and to incorporate these into their practice.

Key Components of ID Mental Health Services

o The key components we believe are central to the ongoing development of the service are
listed here. As with the Principles above, these have also been developed as part of ‘The
Guide’

a. The right to access services must be upheld.

Professionals must be able to be flexible in their approach and communicate effectively.

c. Specialised Intellectual Disability Mental Health Services must be provided that support
mainstream services in the provision of care.

d. Professionals must be able to identify care and referral pathways for treatment.

e. Education and Training must be provided to professionals and professionals must seek
to use and acquire this knowledge in their work in an ongoing manner.

f. Agencies must cooperate with a multidisciplinary approach in a spirit of collaboration.

g. Data must be collected and integrated into ongoing service development and
improvement.

=3

Matching Clinical Services to Level of Complexity

One of the central concepts to be represented in service development is that there are varying
levels of complexity in people with ID and mental disorders. Complexity can best be understood
in terms of ‘low’, ‘medium’ and ‘high’ levels, and an analysis of existing strengths of the public
mental health service system, as well as the capacities that require development, are listed
below.

Low complexity

A person with ID in this category would typically have a mild level of ID and good verbal skills.

¢ In this scenario, presentation with a mental disorder would be in a manner familiar to most
health service providers. Assessment and management can usually proceed as usual. The
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need for specialist review will be occasional, and aimed at optimising intervention or
reviewing unexpected outcomes.

e Standard models such as early intervention and proactive case management are able to be
applied.

o The challenge for the service becomes: a) ensuring that all staff are appropriately skilled in
the recognition of ID and in the management of mental disorders in this setting; b) ensuring
that all aspects of the service have defined clinical pathways that are accessible to the
person with ID; c) ensuring that there is a clear framework for working with disability related
supports; and d) ensuring that, should it be necessary, access to more highly specialised
IDMH service is available.

Medium complexity

A person with ID in this category may have their presentation made more complex by the

presence of communication difficulties (for example, a co-occurring autistic disorder); an

atypical course response to treatment or outcome; the presence of a degree of challenging

behaviour; or the presence of medical comorbidities or complications from treatment.

¢ In this scenario, some public mental health services may have some existing strengths
which can be mobilised, such as: a) some staff with specific training in IDMH; b) local
partnerships with disability services under the MOU [35].

¢ However, as complexity increases, mental health services are more likely to view this
scenario as not within their direct remit, and may defer responsibility to the disability sector.

e Service system enhancements that would improve the current state include: a) ensuring
access to specific training for all staff; b) collation of information about key ID mental health
and disability resources; c) the identification of key service pathways for a person with 1D
moving through the local mental health system; d) development of accessible information on
mental illness and the service for people with ID and their carers; and, e€) access to
specialised IDMH teams (see below) for the purposes of consultation and intermittent
review, in a way which supports capacity development in the mainstream service.

High complexity

A person with ID in this category would include: a person with severe or profound levels of ID; a

person with any level of ID but with other multiple physical comorbidities; a person with ID and

comorbid severe personality disorder, or severe challenging behaviour.

¢ In this scenario, presentation with a mental disorder would not usually be familiar territory to
mainstream services.

e Specific specialist IDMH capacity is therefore required. Specialist IDMH services may work
with mainstream services to eventually transition a person to mainstream if the psychiatric
support needs are stabilised and well defined.

o Professional skills required include: a) skills development to an advanced level; b) in-depth
knowledge of the interaction between health, mental health and behaviour; and, c) detailed
knowledge of the assessment and management of challenging behaviour.

e Services would also require the capacity for: a) developing and implementing training for
staff in mental health and disability sectors; and, b) evaluation and capacity to implement
evidence from research and models of best practice.
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Proposed Service Structure

In line with the above information, a model of care for the provision of public mental health
services to people with an ID should be one that:

(1) Builds capacity in mainstream community and inpatient mental health services to
provide for the needs of people with an ID and mental disorder of ‘low’ complexity.

(2) Develops specialist capacity to meet the needs of more complex cases and to support
the generic capacity above.

(3) Engages in direct mental health service provision within the disability sector, via in-reach
clinics that complement multidisciplinary hubs set up under the National Disability
Insurance Scheme (NDIS).

(4) Provides in-reach services to newer community mental health initiatives such as the
‘hub’ model currently under discussion in NSW [49]

(5) Supports the building of capacity by engaging in training, educational initiatives and
research.

(6) Develops links and provides in-reach to other specialist mental health teams (e.g. early
psychosis, rehabilitation, older person’s mental health, perinatal, consultation-liaison
services).

(7) Liaises with, and supports referral from primary care providers and from other sources
such as courts, prison release programs, drug and alcohol services, aboriginal medical
services, CALD services etc.

A team model is proposed below which represents the nucleus of a potential new service. Such
services would need to be available within each Medicare Local, in proportion to the population
being serviced and other considerations as outlined below. The work-up of such a model,
including comprehensive costing, is work that should be undertaken by experienced health
economists. However, we make some further suggestions below which need to be considered
in any funding model.
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Relational Structure of Proposed Specialist IDMH Team

Disability Sector
(i.e. ADHC Specialist units: State wide and Regional Behaviour Intervention Service, Community Justice Program
and NSW Department of Education: Specialised Disability units)

Specialist IDMH Team

Provides a Flexible Service
(i.e. able to move across service/ agency boundaries)

Psychiatrist
Trainee Psychiatrist

Clinical Nurse Consultant (CNC) or Clinical Nurse Specialist (CNS)
Psychologist

o ' . Communit;
Specialised EDs and Inpatient Community Y

Psychiatric Crisis Care Facilities Hub AL
Services Health

Department of Developmental Disability Neuropsychiatry (3DN)
Not for reproduction or distribution without permission

Specialist ID Health Units (e.g. three NSW pilots,
& Developmental Disability Health Unit, Ryde
Royal Rehabilitation Centre)

l I Private Psychiatry and Psychology

Tertiary Sector: University Departments

Education Sector




Staff for Specialist IDMH Team

Staff Role

Psychiatrist - Leadership of team

- Attendance or availability for all clinics
- Review of inpatients
- Assist with planning educational activities.

Trainee - Attendance at all clinics
Psychiatrist - Review of urgent cases

- Review of inpatients
- Key point of contact for all clinical inquiries

CNC/CNS - Assist in reviews

- Liaise with and provide educational support to nursing staff and
allied health

- Development of educational programs

- Key point of contact for all clinical inquiries

Psychologist - Attendance at all booked clinics

- Key advisor regarding behavioural management
- Involvement in educational program

How would such a Model Assist?

1.
2.

It meets an immediate need to provide comprehensive psychiatric review of people with ID.
As a recognised component of the mental health service, it improves accessibility of mental
health services for people with ID, who are often turned away, their needs considered too
complex for time-poor, ill-trained clinicians.

It provides a much needed forum for semi-urgent review of individuals who may otherwise
remain unserviced and subsequently present in crisis to the Emergency Department or with
Police for acute mental health assessment.

Such a service would also provide more specialised review and advice to staff and patients
already in case management within the service.

The service model develops, at a local level, a shared forum for cross-collaboration
between disability and mental health. In that, both agencies are engaged in identifying
innovative strategies to improve service to those with ID and mental health issues.

The model sits well with current National and State policy and service initiatives, such as the
MOU between NSW Health and Ageing, Disability and Home Care (ADHC) on the
‘Provision of Services to Persons with ID and Co-occurring Mental lliness’ [35], and the
NSW Health ‘Service Framework on the Health of Persons with ID’ [34], and the
development of a National Guide on IDMH and the National Roundtable on IDMH. It also
complements work that both agencies are party to seeking solutions and building capacity
on this issue, such as the development of Core Competencies in IDMH, and the National
Health & Medical Research Council (NHMRC) Partnerships for Better Health project,
‘Improving Mental Health Outcomes for Persons with ID’, among other laudable initiatives
that demonstrate the commitment of governments to improving their performance on this
issue.
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Funding and Resourcing the Model

The workup of a model, including comprehensive costings should be undertaken by
experienced health economists. However, we wish to make some recommendations below to
be considered in the development of any funding model.

Funding should take into consideration a combination of: the prevalence of ID in the general
community, the prevalence of mental illness in people with an ID, and the clinical complexity
of this population.

There is a hidden cost in not providing a service. This cost is to the public health sector

(higher Emergency Department presentations in crisis, longer stays in inpatient facilities), to

the individual and their families, and to the community in maintaining the current ill-effective

‘model’ of provision.

In calculating the funding implications of a both an ID and mental illness diagnosis we

propose that any emerging model must adequately account for the following complexities:

- Complexity in communication, due to cognitive, mental health, hearing and visual
problems or combinations of these factors [50-53]. These result in the need for longer
consultations in every phase of management.

- Diagnostic complexity: An accurate diagnosis is more challenging in people with ID
compared to the general population and requires more time for the clinician and clinical
service [53-54].

- Complexity related to the need for extensive interdisciplinary and interagency
collaboration [54].

- Increased medical complexity due to much higher rates of pre-existing medical
conditions in people with ID. This necessitates more detailed monitoring of physical
health including the impact of psychopharmacology on medical comorbidities [54].

- Complexities related to third party involvement in consultations: People with ID may rely
more heavily on third parties such as friends, family or support staff, to assist them with
communication, and thus effective mental health consultations require the team to
engage and consult with a number of third parties [53-54]. Interfacing with third parties
such as families can be complex and time consuming and may contribute directly to
increased patient management costs [55].

The National Disability Insurance Scheme (NDIS)® [56] will not provide funding for direct

clinical services. Any enhancements therefore will need to come directly from mental health

funding.

The impact of introduction of national Activity Based Funding (ABF) for mental health in

2013 and the new Australian Mental Health Care Classification System (AMHCC) currently

being developed by the Independent Hospital Pricing Authority [57] will need to be explored

to see if it can accommodate the complexity of people with ID and mental disorders.

While we were unable to identify any pre-existing model accounting for the specific

increased costs associated with a both ID and mental illness diagnosis, costing estimates

for other dual diagnoses associated with ID suggests that such a complexity adjustment
may need to be significant. For example, a UK study exploring the funding repercussions of

a dual diagnosis of Autism Spectrum Disorder (ASD) and ID reported a £0.43 million lifetime

cost difference for treating someone with ASD and ID compared to ASD alone (£1.23 million

versus £0.80 million) [58].

° Briefly named ‘DisabilityCare Australia’ under the Federal Labor Government (July —September 2013), now re-
coined NDIS.
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Recommendations and Conclusions

People with an ID experience high rates of mental disorder and poor access to mental health
services. The mental health of people with an ID can only be improved through concerted effort
across a number of sectors. The public mental health system has a pivotal role to play in this
process. There appears to be a window of opportunity to act to improve this situation, and
innovation is required. The funding of a flexible model in which a designated team interacts with
a range of components of the mental health and disability system appears the most viable way
of proceeding. Such a team would assist by building and supporting generic capacity in the
mainstream mental health services, as well as providing a much needed and highly visible point
of entry and reference for people with ID and their carers, as well as other professionals from
the health and disability sectors. Our recommendations aim to inform the NSW Mental Health
Commission’s Models of Care Project so that persons with an ID are better accommodated in
the health and mental health service system in NSW into the future. Our recommendations are
that:

1. The development of a model of care for adults with ID and mental disorders as proposed
in this document, or as modified by subsequent discussion, is supported by the
Commission.

2. Any models of care promoted are underpinned by principles of: human rights, inclusion,
person-centredness, promotion of independence, recovery-oriented practice and a
sound evidence base.

3. This model of care is grounded by the key components of: upholding the right to access
services, flexibility among staff and effective communication, collaboration between
specialist and mainstream services, a clear articulation of referral and treatment
pathways, ongoing education and training, interagency collaborative effort, and the
collection, use and analysis of data.

4. The funding and resourcing of a model of care for people with ID and co-occurring
mental iliness should adjust for the complexities in treating this population and should
aim to prevent unnecessary hospitalisation.

5. The key elements of evaluation, research, education and capacity building are

incorporated into the ongoing implementation of the model.

Once again, we greatly appreciate the opportunity to provide comment to the NSW Mental
Health Commission in their Models of Care Project and we look forward to working with The
Commission on improving mental health service provision for people with ID into the future.
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