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Background

Intellectual disability
 is not a psychiatric or a mental health problem. Overall population prevalence of intellectual disability is estimated to be approximately 2–3 per cent. Australian data put the lifetime prevalence for adults aged 15–64 years at 1.3 per cent (Australian Institute of Health and Welfare 2003). 
Having an intellectual disability means that a person finds it more difficult to learn and process new information, and may need assistance with basic daily living activities, such as self-care, mobility and verbal communication. Intellectual disability affects some people more than others. Of the approximately 500,000 Australians who have an intellectual disability, most (approximately 85 per cent) have a mild intellectual disability and many never seek or receive disability services.
The identification of mental illness in individuals with intellectual disability (dual disability) is difficult, particularly for those with poor communication abilities. As a result, the epidemiology of intellectual disability co-occurring with psychiatric illness remains poorly understood. The reported prevalence varies greatly between 10 and 39 per cent due to methodological problems, such as case ascertainment, which affect the reliability of estimates (Deb et al. 2001). Researchers suggest the prevalence of dual disability is highly underestimated. 

Epidemiological studies however have reliably shown that people with an intellectual disability have a substantially increased rate of emotional and behavioural difficulties and greater risk of psychiatric disorder. In Australia, 22 per cent of people who report intellectual disability as their main disabling condition also had an associated psychiatric disability (Australian Institute of Health and Welfare 2003). 
There appears to be an elevated lifetime risk of schizophrenia among individuals with intellectual disability. Current estimates put the prevalence of schizophrenia in intellectually disabled populations at around 3 per cent, which is considerably higher than the 12-month prevalence rate in the general population of around 1 per cent (Morgan et al. 2008). 
A Western Australian study (Morgan et al. 2008) that cross-linked psychiatric and intellectal disability service usage data found that 31.7 per cent of people with an intellectual disability had a psychiatric disorder, and 1.8 per cent of people with a psychiatric illness had an intellectual disability. The study found that schizophrenia was greatly over-represented among individuals with a dual disability but not bipolar disorder and unipolar depression – depending on birth cohort, the prevalence of co-occurring schizophrenia varied from 3.7–5.2 per cent of those with intellectual disability. 
The study also found that:
· pervasive developmental disorder
 was more common among people with a dual disability than among individuals with intellectual disability alone 

· Down syndrome was much less prevalent among individuals with a dual disability despite being the most predominant cause of intellectual disability
· individuals with a dual diagnosis had higher mortality rates and were more disabled than those with psychiatric illness alone
· people with borderline intellectual disability were significantly more likely to have unipolar depression. Even though both intellectual disability and borderline groups had a similar rate of psychiatric admissions, the borderline group had spent only half as much time in hospital.
People with autism or Asperger syndrome are particularly vulnerable to mental health problems, such as anxiety and depression, especially in late adolescence and early adult life. Studies have found that 65 per cent of people with Asperger syndrome presented with symptoms of psychiatric disorder (cited in National Autistic Society 2015). One study found that 84 per cent of children with pervasive developmental disorder met the full criteria of at least one anxiety disorder and that this does not necessarily go away as they grew older (Muris et al. 1998). For some young adults, it is the treatment of their anxiety disorder that leads to a diagnosis of Asperger syndrome. There is no evidence that people with autism spectrum conditions are any more likely than anyone else to develop schizophrenia.
A case file audit conducted by Centre for Developmental Disability Health Victoria, Monash University and Scope found that an estimated 70 per cent of clients with pervasive developmental physical disabilities such as cerebral palsy
 also had an intellectual disability, and 11 per cent had a diagnosed mental health condition of some type: 5 per cent had depression, 2.6 per cent had generalised anxiety disorder and 1.3 per cent had schizophrenia.
An estimated 0.3 per cent of Australians with an intellectual disability reported an attention deficit hyperactivity disorder, either as a main disabling condition or an associated condition, the majority of whom were children aged under 15 (71 per cent) (Australian Institute of Health and Welfare 2003).

There is growing demand for tailored services for people with severe mental illness and co-existing intellectual disability and acquired brain injury. In response to this need, the government will open the first of two new 10-bed mental health transition support services in early 2016 at the Austin Health Heidelberg Repatriation Hospital. The second mental health transitional support service is expected to be operational in early 2017 and will be auspiced by Monash Health.

These statewide services will provide long-term specialist clinical treatment and psychosocial support to people aged 18–64 years with a dual disability in a more appropriate recovery-focused, less clinically intensive residential environment. This new service model will provide a step-down option for long-term patients of secure extended care units and an alternative option to admission to a community care unit. 

Two new community-based specialist mental health clinical services (the Mental Health and Intellectual Disability Initiative) will be established in two catchment areas in metropolitan Melbourne over the next two years to improve assessment and treatment outcomes for young people and adults and older people with a mental illness and co-occurring intellectual disability and other complex needs. This service will improve coordination of care for clients, families and carers across relevant health, disability and social support services. The initiative will also focus on capacity building for general practitioners, front-end mental health services and disability support workers.

The Victorian Government continues to fund all child and adolescent mental health services and Orygen Youth Health Clinical Program to provide assessment, diagnosis and early intervention services for children and young people with complex presentations of autism spectrum disorders with or without a co-occurring mental illness. 
The Victorian Government also continues to fund the Victorian Dual Disability Service to support specialist clinical mental health services to assess people with an intellectual disability and autism spectrum disorders for mental illness. In addition, the Victorian Dual Disability Service undertakes limited clinical and training activities in the Northern Division and the metropolitan area of the Western Division for both specialist clinical mental health services and disability services workforces.
The National Disability Insurance Scheme, when fully implemented in Victoria, will ensure people with a psychiatric disability and co-occurring intellectual disability receive support to live in the community.

Challenges and opportunities

Both intellectual disability and severe psychiatric illness result in serious and lifelong impairments. Where the two co-occur, the impact of burden of disease on and quality of life of the person, their family and carers is significant.

There are limited specialist services for dual disability in Victoria and Australia and the needs of this population are not adequately acknowledged and integrated with mental health and disability service policy and strategy.

People with an intellectual disability, especially those with communication difficulties, can experience a number of barriers to accessing mental health assessment and treatment services. 
Common barriers include the following:

· Accurately diagnosing mental health conditions in people with disabilities is difficult and is compounded by communication and cognitive difficulties. Symptoms of mental illness often present differently in people with an intellectual disability making it hard to recognise and diagnose. 

· In addition, symptoms that are normally ascribed to a mental illness may be attributed to a behavioural manifestation of disability or 'challenging behaviour', which can overshadow diagnosis and assessment processes. This can also work the other way, where some people have been diagnosed with a mental illness, such as schizophrenia when, in fact, they have Asperger syndrome. This occurs because their strange accounts or interpretations of life and 'odd' behaviour or speech pattern are seen as a sign of mental illness. 
· Lack of awareness of mental illness symptoms by the person or their family and carers. This is further complicated by out-dated beliefs that people with intellectual disability do not possess the personal capacity to be affected by everyday psychosocial stressors and are therefore protected from mental illness.

As a result of these factors, mental illness is under-diagnosed and early detection is poor or overlooked in people with an intellectual disability and comorbid intellectual disability and pervasive developmental disorders.

Research shows that people living with complex or severe intellectual disability and co-occurring mental illness require specialised assessment, integrated treatment and care approaches that respond to their psychosocial and behavioural needs. The complex needs of this client group necessitate a coordinated approach across multiple service sectors including mental health, health and disability and the broader social support service system.
Currently, the average length of stay for an adult with an intellectual disability in a mental health in-patient unit is 22.2 days, compared with the average 13.4 days for a person without an intellectual disability. The inability of the community-based service system to adequately support this client group when they are ready for discharge is a key reason for the longer than average length of stay. People with an intellectual disability and mental illness are also high users of services such as criminal justice and ambulance services. 

Mental health professionals often lack the confidence, training or experience to assess and effectively engage and treat people with a dual disability. 
Policy and program options

Strengthen policy and strategy focus on dual disability

Ensure the needs of people with a dual disability across all age groups are adequately acknowledged and integrated with mental health and disability service policy and strategy and other relevant areas such as homelessness and housing.

Improve early detection and assessment of mental illness

Expand education and training activities to child, adolescent and adult clinical mental health services and disability services to address attitudinal barriers, improve screening, identification and assessment processes, and early detection. 
Actively promote the use of the Mini psychiatric assessment schedule for adults with developmental disability by specialist clinical mental health services and disability services to screen for psychiatric conditions in people with an intellectual disability. 
Develop assessment tools tailored to the needs of people with complex communication needs. 
Improve access to specialist child, adolescent and adult and older persons’ clinical mental health services

Evaluate the impact of the Mental Health and Intellectual Disability Initiative, and, subject to the outcomes of the evaluation, expand this initiative across the state. This initiative could also provide the platform for the integrated clinical governance for dual disability within health services, which could include, for example, specialist assessment services for pervasive developmental disabilities.
Monitor the impact of the National Disability Insurance Scheme, when fully implemented in Victoria, in addressing the psychosocial needs of people with a psychiatric disability and co-occurring intellectual disability and take this into account when consider the future or changing role and responsibility of specialist mental health services. 
Strengthen the evidence base

Undertake research to inform the development of proven interventions for people with dual diagnosis, including early intervention programs.
Strength workforce capability

Explore opportunities to develop a capability framework implementation guide for the dual disability specific context in partnership with the Victorian Dual Disability Service.
Questions for consultation

1. Are the key barriers to good mental health – and disadvantage associated with poor mental health – for people with intellectual disability (dual disability) adequately described? How else can this be understood?

2. Are there particular outcomes we should focus on for people with intellectual disability (dual disability) and communities? 

3. How can we improve these outcomes for individuals with intellectual disability (dual disability), given what we know about the barriers and harms experienced by individuals with intellectual disability (dual disability)? What do we know works? 

4. Do the options for consideration focus effort where it is most needed and most effective? Are there other options that should also be considered? 

5. How do we integrate mental health programs generally or programs focused on individuals with intellectual disability (dual disability) in particular into a system of care?
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� A person is said to have an intellectual disability if, by the age of 18, they have three indications being: significant difficulty with intellectual functions such as reasoning, problem solving and academic learning; a IQ below 70; significant difficulty with daily living skills, including looking after themselves, communicating and taking part in activities with others.


� The term pervasive developmental disorder refers to a group of conditions that involve delays in the development of many basic skills.


� Intellectual or learning disabilities occur in approximately 75 per cent of individuals with cerebral palsy.
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