Attachment 1 – 

Development Disability WA (DDWA)

ISSUE: Specialist Health 
On average, people with intellectual disability die 27 years earlier than other people. People with intellectual disability also have 2 to 3 times higher incidence of mental health problems. Whilst part of the reason directly relates to a person’s disability, other factors also lead to this huge disparity including:
1. They have to wait longer at hospital emergency departments to be seen by a doctor. 
1. They are more likely to return to the emergency department within 30 days because they were not adequately treated on their first visit.
1. Very few health professionals have received any training in how to best communicate with or provide support in an appropriate way. Some people have reported their family members with disability were not offered the same medical treatment or assessments such as MRI's, scans or blood tests, when they were dysregulated.
1. They are less likely to have routine health screening tests and procedures for early detection of health problems.
1. They face stigma and discrimination, when their physical or mental illness is missed, and attributed mistakenly to their disability (diagnostic overshadowing). 
1. Health professionals do not recognise that challenging behaviour can be a sign of physical or mental illness, as well as environmental problems including abuse. This leads to treatable conditions being missed. 
1. They can no longer present to hospital emergency departments or general medical services due to past medical trauma experiences. 

Recommendations for the Health department:

1.1	Introduce mandatory training for all health staff – Utilise existing training materials from the National Centre of Excellence in Intellectual Disability Health.

1.2	Establish Specialist Disability Health Hubs  – Establish specialised intellectual disability health teams in each health region (or statewide operations team for remote areas) that specifically focus on improving the health and mental health outcomes for people with intellectual disability, particularly the transition from child to adult services, and make sure that the teams also have expertise in identification and management of commonly co-occurring conditions including autism, FASD and ADHD. These Hubs would build capacity within mainstream health services by offering education and specialised support and align with both Disability Royal Commission Recommendation 6.33 Develop (specialised health and mental health services for people with cognitive disability); and Infant, Child & Adolescent Taskforce Recommendation 11 (Establish new statewide services to address critical gaps within the current range of specialised service - Collaboratively design a new intellectual disability and neurodevelopmental or neuropsychiatric condition service).

1.3	Revise existing Health and Mental Health strategic plans and policies to include people with intellectual and other developmental disabilities as a priority group.

1.4	Introduce a “flag” for intellectual disability in WA health records, so health professionals know that the person they are treating has an intellectual disability and what reasonable adjustments the person needs, to help them get good outcome e.g. simple speech, more time, easy read information.  This would be a voluntary arrangement where people choose if they want their record “flagged”.

1.5	Contribute to a statewide easy read website – Contribute key public information about health, see example website from NSW Easy Read resources | NSW Government











1. Independent Specialist Education Advocacy 

The quality of the inclusion for students with a disability, is often proportional to the advocacy, energy and efforts of families, resulting in the ‘inclusion’ experienced by students within the same school being highly variable. Independent advocates safeguard the inclusion of children with disability in education, especially for families without the knowledge or ability to advocate for their children and are especially beneficial when the relationship between a school and a family is deteriorating or has broken down. Independent disability advocacy delivers better educational outcomes for children and young people with disability.

Students with disability and their parents in Western Australia do not have access to independent specialist education advocacy when an issue arises at school. Australian jurisdictions, such as NSW and Queensland, fund independent professional education advocacy to support the resolution of complex and escalated complaints relating to the access, participation and/or achievement of students with disability. DDWA receives literally hundreds of phone calls per year from parents who are struggling to navigate the school system on behalf of their child.  Children with developmental disability cannot currently be assured they will receive an education from teachers and education support assistants who have an adequate working knowledge of developmental disability.   

Parents routinely contact DDWA to assist with:

· Better understanding of their rights when negotiating on behalf of their child at school.
· Talking through the issues with someone who understands the education system.
· Actively supporting and assisting in negotiations at meetings, reviewing correspondence and proposing strategies and solutions.

Previously DDWA has self-funded this service or received grant funding from the Department of Communities.  The Education Department has agreed to employ an advocate for 6 months. None of these measures are sustainable or comprehensive to meet current or future needs, and the latter does not maintain the independency of the advocate from the education system.

Required actions of Education department:

2.1 Act on Recommendation 6.21 (c) (state and territory governments should ensure long term and stable funding for disability advocacy programs in their jurisdictions to meet demand); and Recommendation 7.10 Complaint management (a) (State and territory governments should create or expand existing complaint management offices that operate within educational authorities at arm’s length from schools to help resolve complaints about schools, specifically complaints concerning the treatment of students with disability. These offices should be empowered to: request information and conduct conciliations, connecting families with advocacy support and specialist disability expertise where needed) from Disability Royal Commission.

2.2	Utilise the learnings from interstate services and past education advocacy projects to establish and fully fund an independent specialist advocacy service for all students with disability and their families in government and non-government schools.  Service needs to have particular expertise in relation to challenging behaviour, complex communication needs and neurodivergence.
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