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INTRODUCTION

The Australian DeafBlind Council (ADBC) was initiated following the National Deafblind Conference in Melbourne in 1993. It was established to meet the need for a national deafblindness network and representative council working with and for people who are deafblind and their support networks, including professional organisations. At present, ADBC represents the estimated 332,4001 people (1.49% of Australians), including older people who are deafblind and supports their families, professionals and organisations working in the field.  

ADBC seeks to improve conditions and to be an advocate for people who are deafblind across Australia, as well as their families and encourages their self organisation and self determination by:

· Disseminating and being a source of information on deafblindness

· Providing a forum for collaboration and debate, and

· Co-operating with government bodies and organisations

· Taking up issues of concern to people with deafblindness, their families and support networks and organisations

ADBC also seeks to be the hub of a national deafblindness network.

ADBC is committed to educating members of the public about deafblindness since this unique dual sensory disability affects an individual’s mobility, their ability to communicate and generally leaves them isolated from the community and information, and significantly affects their education. With adults and children, the dual disability affects an individual’s ability to function independently, as well as causing difficulties in developing social networks and independent travel.

ADBC is an unfunded body, despite strenuous efforts to obtain funding, and is Australia’s only national information service on and for people with deafblindness, their families and other persons, professionals and organisations requiring information on deafblindness. It is supported financially by its members and major suppliers of services to people with deafblindness. It obtained $15,000 funding from the Commonwealth Government’s Department of Families, Community Services and Indigenous Affairs for a report on deafblindness that was published in 2004-5.

SUMMARY

ADBC is concerned that given deafblindness is recognised complex dual sensory disability in its own right, a person who is deafblind would not be able to be adequately assessed under the current tables for Hearing and other Functions of the Ear, Visual Function, Communication Function and Intellectual Function and Mental Health Function.  
Unlike people with hearing or visual loss only, most people with deafblindness find themselves totally isolated from the community.  Isolation from the community can result from communication difficulty, and the fact that communication needs to be one to one.  Use of such different communication methods can involve speech, fingerspelling and tactile signing and this is not accurately reflected in the Hearing and other Functions of the Ear table.  Hearing aides and cochlear implants can be used conjunction with other hearing devices such as neckloop.  

With the combination of communication breakdowns, isolation and loneliness, that a person who is deafblind faces, feelings of grief, anger and dissatisfaction is felt at an intense level.   Such feelings can manifest into more serious mental health issues like low self esteem, pessimism, mood swings, panic attacks, and even suicidal thoughts and insomnia.  Anxiety and nervousness when in the community is also a commonly reported experience.  A person who is deafblind feels anxious about the future, and about getting out in the community for reasons of safety and orientation.  The risk factors for depression are many for a person who is deafblind.  

A person who is deafblind may be assessed at certain points in each of these tables however the overall impact on their day to day lives must be taken into consideration.  Rather than using an outdated medical model it would be of greater benefit to a person who is deafblind that an assessment be undertaken on the context of a holistic approach.  Does the person have stable, accessible housing, good formal and informal supports (paid and unpaid carers, interpreters or assistants) and any medical or non-medical aids and supports necessary to help them achieve their best outcomes? 

An assessment system is needed that understands the needs of a person who is deafblind and the person doing the assessment must be well aware of the issues faced by people who are deafblind.  Whenever possible, a Deafblind person must be part of this process, or alternatively, advice must be sought from families or equivalent carers.  Appropriate staff who are trained, particularly in regard to deafblind communication methods, is the key to providing effective life-long support to individuals with deafblindness starting with at the assessment process.
Other illness associated with deafblindness such as CHARGE syndrome, Ushers syndrome, contenigetal rubella syndrome and any intellectual disability may not be assessed properly under the currently model if the assessment process is undertaken without proper communication protocols in place.  If a person who is deafblind is unable to adequately communicate to an assessment provider then we recommend a thorough overall health check.   It is worth noting that sometimes a disability is not even framed as a medical condition which requires the attention of doctors or allied health specialists.  Intellectual disability is not a sickness or illness, and is measured by intelligence tests conducted by a psychologist.
Assessments based on medical precepts are also unable to take into account genuine choice. For example an assessor must consider what a person ‘can or could do’ not what they choose to do. People who are deafblind often can or could do things which they ‘choose’ not to for a variety of valid reasons. These may include the choice not to increase short term fatigue, the choice to save a significant amount of time, the choice to increase their personal safety, the choice not to risk longer-term medical damage, or the choice to maintain a certain level of dignity in front of others. To dismiss these choices as part of the assessment process for DSP is to dismiss the right of people who are deafblind to live as full a life as possible and not just about their ability to complete certain tasks.  The loss of choice for a person who is deafblind would fundamentally destroy the rights and principals of people who are deafblind for self advocacy, determination and empowerment.
ADBC are also concerned that these new tables have not been rigorously tested and the sample size of 215 people from Victoria only is not an adequate reflection of people who require DSP’s.  We would hope that there is more consultation with people with a disability and organisations in the field together with a more diverse range of people be assessed in order to gain a better understanding of issues such as language, where a person resides and any cultural backgrounds will be looked at before any impairment tables are presented to government for approval.
In current day Australia, it is not longer acceptable that people who are deafblind find themselves isolated from life and interaction with the world around them.  Australia has taken significant steps forward in changing this situation by ratifying the United Nations Convention on the Rights of Persons with Disabilities in 2008.  However this is a small first step in what will be a long journey to ensure that the rights preserved under this convention become a reality for people who are deafblind.  Upholding these rights is largely dependent on having access to adequate specialists and resources in the area of deafblindness.

People who are deafblind in Australia want to have direct access to assistance wherever possible and the community as a whole and want to be able to express what they are thinking and feeling.  The only way a person who is deafblind can do this is to have fair access to both human and technical resources that allows them to enjoy life and to participate in the community. 
1Access Economics. (2010). An update to Making Sense, A report into dual sensory loss and multiple disabilities in Australia. Retrieved 19 August 2011 from 
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