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1. ADMINISTRATIVE OFFICER’S REPORT – Alisa Wills
The end of April 2010 saw the National DeafBlind Conference in Melbourne.  Leading up to the conference was a busy time for ADBC.  ADBC’s brochures were printed just in time for the event and I would like to acknowledge the support of the Toni Kaye Foundation for assisting with printing costs and Mr Henri Bourse, Director of Minuteman Press in Hawthorn who provided ADBC with 6,000 digital colour printed brochures at an extremely discounted rate and we really appreciated this gesture.

The conference also provided me with the opportunity to meet first the committee I work for in person, but also many of the members we represent.  I found this invaluable and was pleased to put faces to names of those I work with often.   I have had many positive comments regarding the Conference from our members, the overall feeling being that it was a huge success.

The Government Senate Inquiry in Hearing Health released its recommendations late on Friday 14 May.   One of the issues that ADBC was particularly strong in presenting was the government funding of speech processor replacements in cochlear implants for people over the age of 21.  I am pleased to report that the Senate Inquiry has recommended that speech processors in cochlear implants be funded for people over the age of 21 years.  Now that the election is over and government has been formed ADBC plans to work closely with National Disability Services on this issue to ensure that government take up the challenge and adopt this as policy.

ADBC has sent out reports from Sven Topp, President on the Conference and Deafness Sector Summit to all its members.  The reports are also available on ADBC’s website. However if you haven’t received a copy please contact ADBC’s office.
In early June 2010 ADBC completed its submission to the Productivity Commission Inquiry into Disability Care & Support.  Copies of this submission are available on ADBC’s website at http://www.deafblind.org.au/reports.asp or by contacting ADBC’s office.

Sven Topp appeared at a hearing to speak to ADBC’s submission on 21st July 2010 in Sydney, which I also attended.  This was an invaluable opportunity for ADBC to put our case for the necessary reforms for and recognition of Deafblind people in our community.  A transcript of this hearing is at http://www.pc.gov.au/__data/assets/pdf_file/0019/100675/20100721-sydney.pdf  beginning at page 828.  I would personally like to thank Sven for his time and making himself available for this hearing.

On 18 June 2010 I attended my first Sensory Strategic Forum organised by National Disability Services (NDS) in Melbourne.  I found this to be an invaluable learning experience and I look forward to ADBC making valuable contribution in the future as a member of the NDS Sensory Forum.

ADBC has also been involved in a teleconference held on Friday 30th August 2010 with NDS in the preparation of their submission to the Productivity Commission Inquiry.  Carla Anderson and I took some time to speak with Annemarie Ashton, the NDS Policy Officer to raise issues associated with deafblindness, in order to provide a better insight for their submission.  ADBC has developed a strong relationship with NDS and I look forward to working closely with Annemarie in the future.

ADBC has also become an associate member of the Australian Federation of Disability Organisations (“AFDO”).  We are now on the mailing list and receive regular correspondence via email of the work being undertaken by AFDO.

ADBC’s Annual General Meeting has been organised for Monday 22nd November 2010.  Notices have been sent out together with voting ballots for committee positions.  If you have not received any information and wish to do so please contact ADBC’s office.
ADBC’s website is now up and running.  You can find it at www.deafblind.org.au.    If I can be of any assistance please contact me on (Monday, Tuesday or Friday 9.30-2.30) on 
(03) 9882 8596 or email me at info@deafblind.org.au
2. DEAFBLINDNESS IN AUSTRALIA: REPORT ON THE 8TH NATIONAL CONFERENCE  

Delegates from all over Australia, and as far away as Italy, the United Kingdom and the Republic of Botswana, attended this recent conference in Melbourne to consider new ideas, directions and solutions in deafblindness.  The Australian Deafblind Council (ADBC) and sponsors Able Australia provided an informative and comprehensive program to identify core issues, showcase new technology and discuss strategies for improving outcomes for people with dual sensory impairment.  
The most valuable part of the conference was the emphasis on finding ways for people with deafblindness to reduce isolation and achieve greater social and economic participation.  It is clear that mainstream services, government and the community need to take time to listen to people with deafblindness to better understand how needs can be met.  As a direct result of the conference, ADBC President Sven Topp has started his own blog; which is available here http://dbaustralian.blogspot.com/   Conference proceedings are also available via the ADBC website
3. FROM THE DESK OF THE PRESIDENT – Sven Topp
Due to unforseen difficulties the last Deafblindness conference was cancelled and so we’ve had a four year gap. However, it was very much worth the wait.  As always, the conference was a delight to attend with new friendships being made and many old ones rekindled.  There is nothing like a conference of this magnitude, at this point in time, to consolidate the energy currently flowing through the Deafblind Community. A fairly large number of issues came out of the conference in which the ADBC is extremely interested, and is also interested in attempting to instigate solutions. Perhaps the biggest issue in this category would have to be the need to open communication channels between all fields involved in the Deafblind community. At present there is not sufficient collaboration within this community and ensuring that this problem can be resolved is a huge task. 

Mental Health was an issue that struck a bit of a personal chord for me. The rate of depression is extremely high among those in the Deafblind community and I have started making progress on this issue by contacting someone with experience in counselling people with Deafblindness.

Technology and Social Media featured as well at the conference and as a result I have established a blog for the Australian Deafblind Community.  You can access this via: http://dbaustralian.blogspot.com . It is important to understand that such a medium can be very powerful but this power lies with the community and not with someone like me. I have also added a page to the blog so that people are able to post their own stories. You can contact me directly with these and I will put them up for you.

“Let’s Connect” which was initiated by Meredith Prain seems to hold promise for training professionals and advocacy for Deafblind individuals. 
Other issues that arose during the conference included employment, technology, early intervention, Aboriginal Australians with disabilities, education in a University environment and many others I missed. It was difficult to decide which sessions to attend due to my personal interests and those that have professional implications for the ADBC.

Tony Best from the United Kingdom gave a very interesting keynote presentation about attempts at funding and approaches to the government, particularly the experiences of this in his own country. I believe that Australia is at a floodgate ready to pour forth its enthusiasm and energy to lift the Deafblind Community into the public arena and make it a sector that needs to be heard, rather than simply being shrugged off. More so now as our population ages and our numbers start to increase.

Dr William Green from Italy and representing Deafblind International gave another interesting keynote presentation about problems with the diverse range of medical professions involved in Deafblind care and the lack of communication between them. I am working on a registry that can hopefully start to resolve this issue. Another resource that might help is Dr George Williams’ medical manual on Deafblindness.

I was also asked to present on Deafblindness at the 6th National Deafness Sector Summit held on 23rd and 24th May in Sydney at the Grace Hotel.  Deafness Forum holds this summit every second year with it being held in Canberra in 2008 which I also attended.  As the President of ADBC I decided to attend the whole conference at my own expense but it is worth that and the effort to raise the awareness of the Deafness sector about Deafblind issues.  Being there and being visible was as powerful as any presentation I could give on the Saturday.

The Summit kicked off with two keynotes, one from Hon Bill Shorten and the other from John Howard who is now the Deafness Forum’s Ambassador.  Neither said all that much of interest to me although I managed to catch Bill Shorten after his talk for a brief word about looking at combined problem solving approaches. He seemed interested and keen but I haven’t heard anything more since then. Following morning tea the groups split up and I joined the Human Rights Workshop run by Robin Banks whom I’d had the pleasure of meeting previously at a Law conference held at the University of NSW. Her workshop went all day and I feel glad I had already done a course on understanding Human Rights through University as well as having had some interaction with the UN on their Rights for Persons with Disabilities.  I came away with some new ideas and approaches to looking at problem solving for accessibility and particularly for helping individuals or groups of people with Deafblindness.

Saturday saw my shoulder too sore to go into the conference in the morning and as such I showed up at lunch in time to catch a talk by Kim Curtis from the Aboriginal Disability Network. There were some fairly shocking figures within the Aboriginal Community and that has really piqued my interest. The afternoon saw my talk come up.  There was a fairly good turn up keeping in mind that the group was split into 4 streams.  I had about 30 people in a small room so I dumped my formal speech and went for an informal approach.  I have posted the transcript on the blog.

If you would like any further information on either of these events, or any of the points I’ve made, please contact Alisa Wills, Administration Officer on (03) 9882 8596, Monday, Tuesday, Friday 9.30am-2.30pm or info@deafblind.org.au.  

4. FEATURE ARTCLE

When fear dims the ray of hope in a dark world

By Julia Medew
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Michelle Stevens with her guide dog Oscar. Photo: John Woudstra
	For five years, Michelle Stevens lived in a black and silent world. After battling blindness and partial hearing loss, the 51-year-old fell deaf in 1987 and had just one percent vision in her right eye.  ''I went through tremendous depression … it was an extremely sad time for me,'' she said with the help of a tactile Auslan interpreter yesterday.  But in 1992, a cochlear implant changed everything. After feeling totally isolated, Ms Stevens could hear cars and the movement of people around her again, making it safe to go out with her guide dog.


Among other things, it meant she could enrol in a bachelor of arts course at Latrobe University and communicate with her housemate more clearly.

But recently, Ms Stevens was told that she would soon require a new implant at the cost of $8000 and that it would not be subsidised by the Government.

''I was so shocked to hear that,'' she told a Senate inquiry into hearing services yesterday. ''It is very important for the Government to fund replacements … It's something I use almost 24 hours a day, seven days a week.'' John Finch, a spokesman for the Australian DeafBlind Council, echoed Ms Stevens' call. He said many of the 288,000 deaf and blind Australians were on pensions without health insurance, and could not afford to replace cochlear implants. ''They normally last about 10 to 15 years, so when they run out, you're done for,'' he said. ''They make an enormous difference to people's lives. It can be the difference between being able to leave home or not.''

Manager of Deafblind Services for Able Australia, Carla Anderson, also called for more funding for interpreting services yesterday to help people attend medical appointments, counselling and other activities as research showed 94 per cent of deaf and blind people experienced depression and anxiety attacks. ''An interpreter costs about $200 an hour … It's an enormous expense for people,'' she said.

Ms Stevens said she had a government-funded interpreter for about two hours a week, which did not go far enough. But most of all, she is scared of what will happen when her implant breaks down. She said her blind housemate and best friend of 20 years told her that it might become too hard for them to communicate and continue living together. ''I don't want to think about it,'' she said. ''I might have to sell my house.'' A spokesman for Cochlear Limited said the Federal Government funded replacement implants only for people under 21.

5. FROM ABC NEWS
Deafblindness numbers could reach 1 million by 2050
Posted Fri Jun 18, 2010 9:02am AEST 

Able Australia is warning that the prevalence of deafblindness will increase as Australia's population ages. Access Economics data produced for Deafblind Awareness Week predicts 1.1 million Australians will have the combined disability by 2050.

Able Australia spokesman Stefan Grun says combined sight and hearing loss is a forgotten disability that needs more government funding. "We can only provide, on average, three hours of support to our clients a week," he said.

"For some of our clients, they're completely reliant on our caseworkers to have contact with the outside world; to do their shopping, or their banking, to have a meal at a restaurant. "It's very isolating existence to them if they don't have access to services such as ours."

6. DISABILITY GROUPS UNITE FOR A NATIONAL DISABILITY INSURANCE SCHEME
A coalition of groups representing people with disabilities, families and service providers have come together to push for the introduction of a National Disability Insurance Scheme. Frustrated by years of neglect and underfunding by successive governments, the coalition has decided a strong collective voice is required to ensure the needs of Australians with a disability and their families are finally placed on the political and public agenda. The coalition has established a campaign fund to ensure the public understands the need for a National Disability Insurance Scheme (NDIS). The goal of the campaign is to promote awareness of the NDIS and a greater understanding of the opportunities it will provide for people with disability and their families.

 The National Disability Insurance Scheme represents a once in a lifetime opportunity to change the lives of people with a disability and their families in this country,” said Lesley Hall, spokesperson for the National Disability and Carer Alliance. For too long Australians with a disability have been reliant on limited government support or charitable handouts. They have not received the support they require to be full, active contributing members of the community,” she said. The National Disability Insurance Scheme represents the opportunity to finally ensure people with a disability have the same opportunities to contribute and participate as the rest of the community.

“Unless they have personal experience, very few people understand the crisis facing so many people with a disability and their families in this country,” she said. Through no fault of their own many people with a disability and their families find themselves in absolute dire circumstances. We need to make people aware of this national disgrace and how the National Disability Insurance Scheme will make a difference.”

 A number of organisations providing services to people with a disability and their families have already contributed to the fund. The coalition is asking all groups who work with people with disabilities and their families to make a contribution to ensure the awareness campaign continues. The peak organisation representing disability service providers, National Disability Services, has joined the coalition. Chief Executive Dr Ken Baker said today NDS recognised that the National Disability Insurance Scheme represents “a once-in-a-lifetime opportunity for transformational change.”

I am therefore delighted that so many of our members have responded so quickly and so generously by contributing funds from their scarce reserves to this campaign. A number have commented to me that they can think of no more important issue to which they can contribute their resources and they look forward to working alongside people with a disability, their families and carers.” All of the members of the coalition are committed to working together cooperatively to present a strong united voice to achieve this transformational reform. All look forward to more organisations adding their voices to the campaign. The coalition has established an initial national steering committee comprising:

Lesley Hall, CEO, Australian Federation of Disability Organisations

Kevin Cocks, Director, Queensland Advocacy Inc

Ken Baker, CEO, National Disability Services

Tim Walton, President, National Disability Services

Rob White, CEO, Spastic Centre of NSW

David Barbagallo, CEO, Endeavour

Joan Hughes, CEO, Carers Australia

Pam Webster, National Disability and Carer Alliance

The coalition will soon appoint a National Campaign Director to oversee the awareness campaign. The National Disability and Carer Alliance is a proud member of the coalition. For further information about the coalition or the campaign for a National Disability Insurance Scheme, please call Kirsten Deane, Executive Director, National Disability and Carer Alliance on 0409 565 925.
7. NEWS FROM NATIONAL DISABILITY SERVICES
Sensory Disability Policy Presentation to NDS National Committee.  
Annemarie Ashton, the new Sensory Policy Officer at NDS and Policy Officer for the ABF, presented to the NDS National Committee on Disability & Ageing at their quarterly meeting in Canberra on 10 May 2010.  The presentation focused on an overview of sensory impairment in Australia and included key summaries of data on blindness and vision impairment, deafness and hearing impairment, and deafblindness. Information was also presented on critical issues for people with sensory disability as they age, as well as the increasing number of people who have acquired a sensory impairment as a result of the ageing process.  Impact on services and strategic sensory policy issues were also discussed.  The presentation was well-received by members of the Committee, who also expressed their appreciation for the provision of the short paper on sensory impairment that accompanied the presentation.
Funding for Print Disability Services Program.  $1.4 million was announced by the Federal Government on 5 July last to deliver the Print Disability Services Program in 2010/2011. The program supports organizations to produce print material in alternative formats for people with disability who are unable to read, hold or manipulate standard printed material.  The five organizations funded are: Association for the Blind Western Australia, Royal Institute for Deaf and Blind Children, Royal Society for the Blind of South Australia, Vision Australia and People Learn Productions.
Improved Accessibility in Cinemas.  People who are blind or vision impaired and people who are deaf or hearing impaired will be able to enjoy improved access to cinemas thanks to a landmark agreement to provide captioning and audio description services in Australia.  The Australian Human Rights Commission has announced  that agreement has been reached between representatives from the disability sector and major cinema chains. 
 By 2014, Hoyts, Village Cinemas, Event Cinemas and Reading International have agreed to provide captioning and audio description at every session in each of the 132 cinema complexes they operate throughout Australia and in multiple screens in the larger complexes – where currently only 12 screens provide captioning at three sessions per week, nationwide

Improving Access to Emergency Services Call Numbers
Access to emergency services is expected to be made easier for people who are deaf, hearing impaired or speech impaired.  Senator Conroy, the Minister for Broadband, Communications and the Digital Economy made the announcement at the Comms Day Summit in Sydney on 20 April.  He intends to establish an SMS emergency service for people with disabilities.  “I have asked my Department to address these implementation issues as a matter of priority,” he said.  Currently, TTY services for access to emergency services are available to people who have deafness or a hearing or speech impairment by calling 106, but this service cannot accept SMS messages.  A technical feasibility study into the provision of SMS services was conducted by the Australian Communications and Media Authority in 2009.

National Disability Strategy

At the time of the announcement of the Productivity Commission’s Inquiry, the Prime Minister also elevated the importance of the National Disability Strategy (currently under development) to the level of the Council of Australian Government (COAG). The Strategy is potentially very important as it is a whole-of-government initiative that will be signed off by the Commonwealth and all States and Territories.

The Strategy is likely to be structured around key pillars such as: health and well-being; economic security; personal support; community inclusion; access to the built environment; and education, learning and skills development. A national disability insurance scheme can be thought of as integral to this Strategy as the inclusion of some people with disability within communities is dependent upon having a well functioning service system.

A well structured national disability insurance scheme could include the establishment of a fund to invest in community-wide strategies—such as community awareness; access to aids and equipment; and early intervention—to support the aims of a National Disability Scheme (and reduce the long-term demand for expensive support services).

National Disability Agreement

The National Disability Agreement, a five-year contract between the Commonwealth and the State and Territory Governments, contains about 10 priorities for action. It is important that these be progressed as rapidly as possible. The priorities—for example, a more consistent approach to the provision of aids and equipment; better measurement of the need for services; population benchmarking; early intervention; and the development of a National Disability Workforce Strategy—are all consistent with other national disability policy initiatives.

NOTABLE QUOTE
Recognising Accessible Design 
“We must make clear that building in accessibility at the design and development stage is cost-effective, and that all of society benefits from the widespread use of accessibility features such as captioning, speech recognition, and speech output,” said US Federal Communications Commission Chairman, Julius Genachowski, announcing the recent release of Connecting America: The National Broadband Plan.

8. NEWS FROM AROUND THE NATION

News from Victoria

Able Australia
Australian Communications Consumer Action Network (ACCAN) - Grant

Able Australia has been successful in receiving a grant from ACCAN to research the telecommunications options currently available to deafblind Australians. The project titled “Research and practical telecommunication solutions for deafblind Australians” will employ a research officer to survey deafblind people about the different types of telecommunication devices they use i.e. TTY, MSN, fax etc. The new research project will also develop a website to display the different types of telecommunication devices that are currently available to deafblind people. The new project began in August and takes place over a 6 month period.   For more information please contact Emely McCord from Able Australia on 1300 225 369 or email emely.mccord@ableaustralia.org.au
National DeafBlind Camp 2011

The National Deafblind camp has been postponed until March 2011 as Able Australia has not yet secured funding for it to go ahead. The camp will probably be in Phillip Island, Victoria again due to the fantastic accommodation they offer, however the planning committee is continuing to look at venues around Victoria.  For more information please contact Emely McCord from Able Australia on 1300 225 369 or email emely.mccord@ableaustralia.org.au
Day on the Bay

The Royal Melbourne Yacht Squadron will host a day on the bay for deafblind people and other clients of Able Australia in December 2010. There will be fishing, sail boats, speed boats, jet ski rides and more. For more information on this day contact Emely McCord at Able Australia: emely.mccord@ableaustralia.org.au 1300 225 369
Statewide Vision Resource Centre, Victoria

Space Song Contest

The wakeup song has been a part of the space program since the days of the Apollo missions, and now NASA is giving you two chances to be a part of this history! Listen to and vote on your favourite song from a list of 40 previously played wakeup songs. The two songs with the most votes will be played during the Space Shuttle Mission STS-133. 

You can also submit your own original song by January 10, 2011. The two songs with the most votes will be announced and played during the Space Shuttle Mission STS-134, scheduled to launch on February 26, 2011. 

Vote or submit your own song by visiting the following NASA link http://support.perkins.org/site/R?i=W6K5x-sKCZKa0f8D3kDqyw
Source: PerKids September 2010

News from Queensland
Guide Dogs Queensland celebrates its 50th birthday 
A host of special events have been planned for the year, including a 50th birthday concert and open day held on Sunday 4 July.  Clink on this link for more information http://www.guidedogsqld.com.au/page/About_Us/News_and_Events/Guide_Dogs_Queensland_News_and_Events/Celebrating_50_years_of_service_to_Queensland
Vision for Kids

On Saturday March 6th 2010 Vision in Paradise invited parents, children, educators, parent liaisons as well as community minded folk with the view of forming a support group for the parents of visually impaired children. The response was tremendous with all the above attending plus the local councillor. This group has been named Vision for Kids and will operate under the banner of Vision in Paradise at their premises – The Sight Loss Centre Southport. 
A mother at the inaugural meeting commented: I don’t want my son to be just a blind person; I want to see a productive, successful participant in the community. The aim of Vision for Kids is to provide the support and resources needed to ensure that each visually impaired child and their families are cared for. Meetings will be held on the first Saturday of each month and we welcome anyone interested to attend. For more information or any questions, please contact Col McNamara on 5571 0344.

News from South Australia
CanDo4Kids has a new CEO.  
Judy Curran, a former South Australian Telstra Businesswoman of the Year for Community Services, brings over 15 years of not-for-profit experience to her new role as Chief Executive Officer.  CanDo4Kids provides free assistance to children in South Australia who are deaf, blind or have a sensory impairment who need help to achieve greater levels of independence and to help them strive to achieve their full potential.  They focus on what kids ‘can do’ and help to give them the skills and confidence to experience life and enjoy the opportunities which are available to all other children.
News from New South Wales News
Royal Institute for Deaf and Blind Children celebrated its 150th anniversary on October 22. The Institute established Australia’s first school for Deaf children in 1860 with seven students. In 2010 more than 900 children across Australia.are enrolled in RIDBC programs. 
2010 Australian Braille Authority Meeting and Workshop
The 2010 Australian Braille Authority Meeting and Workshop was held on Saturday 5 & Sunday 6 June 2010 at the Harbour View Hotel, Sydney. The ABA Annual Meeting proved a unique opportunity for direct communication and collaboration between members from all sectors of the braille community in Australia. The special highlight of the 2010 meeting was the launch of the UEB Rulebook. More information by contacting Tammy Axelsen, Administrative Officer, Round Table on Information Access for People with Print Disabilities Inc on 0417 101 418 or via roundtableadmn@bigpond.com
Sculpture by the Sea expands its access program

Accessible Arts, the peak arts and disability organisation in NSW, has once again partnered with Sculpture by the Sea to provide a series of accessible tours for people with vision impairment.

A successful pilot program last year increased accessibility to this fantastically popular event.  Accessible Arts and Sculpture by the Sea are both committed to building on that experience and expanding the reach of the program to people with disabilities. This year, as well as audio described tours for people with vision impairment, Sculpture by the Sea will run tactile tours in easy English.

These guided tours through the exhibition site of Marks Park will encourage people to interact and engage with a series of stimulating artworks that are safe to touch and located in easily accessible areas. Tactile and audio described tours will be held on Wednesday 3 November from 5.30pm to 7pm and Saturday 6 November from 10.30am to midday.

Tactile and easy English tours will be held on Wednesday 10 November from 5.30pm to 7pm and Saturday 6 November from 1pm to 2.30pm.

All tours are free and take place at Marks Park, Fletcher Street and Marks Lane, Tamarama.  Bookings are essential.  Email your booking requirements to 


 HYPERLINK "mailto:education@sculpturebythesea.com" education@sculpturebythesea.com [image: image4.png]
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or call (02) 8399 0233. 

Launch Of The Disability Discrimination (Access To Premises) Standards
The Disability Council of NSW has welcomed the Federal Government’s launch of the Access to Premises Standards that aim to improve access to public buildings for people with a disability. 

 

The Premises Standards seek to clarify how designers, developers, building managers and building certifiers can meet their responsibilities under the Disability Discrimination Act (1992) to ensure buildings are accessible to people with a disability. Importantly, the Standards aim to provide a level of surety and certainty to people with a disability with regards to the access that will be provided to and within new public buildings and new parts of existing buildings undergoing renovation or upgrade.

 

On the 15th March 2010, the Government tabled their response to the Parliamentary Report which accepted, accepted in part, or accepted in principle the eighteen recommendations made in the House of Representatives Standing Committee on Legal and Constitutional Affairs report, Access All Areas, released in June 2009.

 

Subject to adoption by Parliament, the Premises Standards will take effect from 1 May 2011 and will apply to new buildings and new parts of existing buildings undergoing renovation or upgrade. It is anticipated the Building Code of Australia will be changed to reflect the content of the Premises Standards at the same time. This will ensure consistency between the requirements of building and discrimination law in relation to the construction of buildings. For further information please visit: 
www.ag.gov.au/www/agd/agd.nsf/Page/Humanrightsandanti-discrimination_Disability(AccesstoPremises-Buildings)Standards
Australian Childhood Vision Impairment Register
Sue Silveira, JAFF Research Fellow, Renwick Centre, Royal Institute for Deaf and Blind Children is Manager of the Australian Childhood Vision Impairment Register. This project has now been running for 18 months and has a record on about 250 children.

The project seeks information from both family and eye health professionals on children from 0–18 years who are diagnosed with vision impairment. Of the children currently registered, many have additional disabilities. The increased survival rate of premature babies appears to be significantly increasing the incidence of sensory impairment in infants and children. 

Given the current limitations on sample size and scope, important initial findings have already been indicated from the Register to date.  These are:

· most common diagnoses align with other developed countries findings;

·  ‘wait time’ for the diagnosis of vision impairment is approximately 3.5 months;

· 67% of children with vision impairment registered to date have additional disabilities;

· 19% of children registered were born pre-term;

· 62% of families reported accessing non-government agency support and 40% were referred by an ophthalmologist;

· delay between diagnosis of vision impairment and accessing non-government agency support is approximately 8.5 months; and 

· 44% of families reported receiving government funding and 28% didn’t know.

There is need to spread the word about the Register among families, disability service providers and eye health professionals to encourage more families to join (the promotion/adoption of the Register has been slow in some States).
Further information on the Register may be obtained by phone on (02) 9872 0303 or at the website: http://www.ridbc.org.au/renwick/research/ozviskids.asp
News from Western Australia
“B IN CHARGE”

The 9th biennial conference of the CHARGE Syndrome Association of Australasia Limited was held at the Esplanade Hotel in beautiful Fremantle, Perth, Western Australia from the 8th to the 10th October 2010.  “B IN CHARGE” was the theme of the conference and this theme was carried though by certain committee members who literally became a Bee!   Pictured below is Conference Committee chairperson Sharon Barrey Grassick embracing Sophie the Bee on the Friday night.  The Bee, made by Sophie, was introduced to the children and delegates at the Friday night ‘Meet and Greet’. 

	[image: image6.jpg]



	The Esplanade Hotel was a superb venue for the conference which was able to provide onsite child care with excellent facilities.   A wonderful array of food was on offer each day for lunch and no one went hungry!

30 children, including 17 with CHARGE attended the conference.  The conference was attended by 86 delegates, including three speakers from the USA being Tim Hartshorne, David Brown and Kasee Stratton, and Jeremy Kirk from the UK


with our very own Rob Last from Melbourne and George Williams from Sydney.  Kim Blake provided an interesting presentation on Endocrinology and recent updates in the world of CHARGE by DVD from Canada.   The DVD was well received and included questions previously sent to Kim from parents to which Kim was able to provide the answers.   Hopefully one year we will be able to have Kim attend a conference in person.   Thanks must go to each of our presenters who freely give up their time to attend our conferences and provide the most recent research and guidance to parents and other professionals working with CHARGE children. 

This year the childcare was overseen by Sophie (the Bee) Makse.   Sophie is an early childhood trained teacher and has worked in deafblind education for 3 years.  Sophie organised some great activities for the children in care including visiting  Cicerellos Seafood Restaurant so the children could touch and feel the marine life in the special pool which is set up for people to have the unique experience.  Forty eight Volunteers assisted Sophie in the childcare and most with signing skills. The volunteers were from TAFE Auslan class, teachers of the deaf and special needs, education assistants and educational interpreters.   This is a fantastic turn out of skilled people looking after our very special children.  
The Friday afternoon clinics with the specialists were well attended with a waiting list having to be drawn up.   This is proving to be a sought after event and one that shows how much the parents enjoy the one to one time with professionals to gain advice and guidance on any issues they may be having. 

Congratulations to the conference committee of Sharon Barrey Grassick, Lisa Watson, Marie Ingley, Jon Ingley, Paul Drok, Shirley Ciccotosto, Sophie Makse, Robin Hamilton and Karen Wickham who provided a well run conference with the presenters covering a broad range of topics.  One of the most inspiring presentations for me was Sharon’s  ‘Sign Chi’.  As a qualified Tai Chi Instructor and Deafblind Educator, she has  adapted basic Tai Chi moves  to incorporate key signs.  This was something I have never done and was so impressed by the calming influence as well as learning some new signs will be able to bring back to New Zealand and I am hoping my daughter’s school will take this up and include the whole school.

A big thank you must go to Belinda, Ellen, Kimberley and Yasmin who presented on the young adult’s panel about their lives and progress on their careers since the conference in 2008.  These four ladies are truly inspirational with their current achievements and goals for the future. 

The Associations Annual General Meeting was held on the Friday night with all the current directors being reappointed to their positions.  Two new members were appointed as Directors.  We are pleased to welcome Lisa Kerr from Auckland New Zealand and Nada Lee from Queensland.  

At the Saturday night dinner there was host of entertainment with a magician (still cannot work out how he did some of those card tricks!) and the three belly dancers!   Was disappointed the conference committee was not up there strutting their stuff....  The evening was topped off with Rob Last being presented with a book “This is your Life – Rob Last” by Marie Paterson.  As most of you are aware our Rob has been involved with CHARGE and deaf/blind services for a considerable number of years now.  The book contained photos from Rob’s career and stories from both professionals and families who have been privileged to work with Rob over the years. 

The conference closing was topped off with the children, siblings and caregivers all joining in to sing and sign the wonderful and emotional song of the Beatles “let it bee”.   I’m sure there was not a dry eye in the room.

The next conference which will be the 10th Conference held by the Association will be back where it all started in Sydney!  I look forward to seeing you all there.

Annette Stocker

President 
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Senses Foundation

Communication Guides Pilot Project

Currently there are a number of countries providing this specialised support to people who have a dual sensory loss however no program has yet been established in Australia.   There has been limited research in the benefits of this specialised support, with only one small study that has been located evaluating the impact on the individual’s functional skills.

Senses Foundation has commenced a study, where 14 adult participants who have a dual sensory loss, are being provided with six months of weekly specialised “Communication Guide” support provided by Communication Guides.   The study design is a series of single case studies, using mixed methods including pre-post analysis of quality of life, health and occupational performance standardised measures and grounded theory analysis of interviews.  The Communication Guides underwent competency based training and provide services to participants using person-centred approaches.  

Rural and Remote Support

Senses Foundation is committed to providing support to people throughout Western Australia who have deafblindness.  Due to the sheer size and diversity of the state, the logistics and costs of undertaking such a commitment is challenging.  Since June 2009, Senses Foundation has travelled throughout the state and provided specialist communication education, training and resources to individuals with deafblindness, their families, carers and service providers.  Senses Foundation has also provided education and training to health care workers and educationalists working with indigenous communities.

The objectives of the rural and remote initiative are:

· To increase knowledge and skills of service providers working with people who are deafblind throughout Western Australia;

· To provide resources and training to assist individuals who are deafblind and their families and carers that maximises their life outcomes;

· To train and educate key health care workers in the Indigenous communities in the causes of deafblindness  and vision impairment with additional disabilities; and 

· To develop key links with local stakeholders in the regional centres, including key personnel within the local Indigenous communities.

2010 NDS Sensory Disability Forum

At the 2010 NDS Sensory Disability Forum  in Melbourne, Matthew Wittorff, Manager Specialist Services, Senses Foundation, presented information from the organisation’s 2007 research project into the number of people with deafblindness in Western Australia.  The research indicated that levels of deafblindness were far in excess of established estimation methods, finding a potential population of 8,800 where 386 were expected (using a previously accepted ratio of 20 people per 100,000 of population).  Issues such as the ageing of the population and differential criteria for inclusion were contributing factors to increased numbers.

Matthew also outlined a research initiative currently underway to introduce communication guides for people with deafblindness.  Funding is supporting special training for a group of communication guides and at least three hours intervention each week for the people with deafblindness who are taking part in the trial.  

Both projects have been enabled though grant funding from the Ian Potter Foundation and the Disability Services Commission of Western Australia.  The Unseen and Unheard report is available via the Senses Foundation website:

http://www.senses.asn.au/resources/364_Unseen%20and%20Unheard2.pdf
News from the ACT
3rd National Disability Advocacy Conference "Strengthening Disability Advocacy – Becoming a National Force" was held at the Hotel Realm in Canberra on 15 and 16 June 2010.  The Conference focused on issues that have the potential to influence and shape disability advocacy practice into the future. Speakers included: The Hon Bill Shorten MP, Senator Mitch Fifield, and Senator Rachel Siewert.  For information about the Conference please contact the DANA Conference Secretariat on info@dana.org.au or 02 6242 5060

National Disability Parking Scheme

A national parking scheme for people with disability is a step closer following the release of a summary of consultations on the proposed scheme which endorses the Government's plan for the national scheme.
 

A new national disability parking permit design was rolled out in July 2010, and discussions with the States and Territories and disability and medical groups are continuing to determine the final eligibility and concessions of the national scheme. The final scheme will deliver a more consistent system for the estimated 900,000 disability parking permit holders across Australia.

 

The majority of submissions to the review said there was a need for consistent eligibility criteria across Australia, and that a national scheme would make it less confusing for people with disability who travelled interstate. Then Parliamentary Secretary for Disabilities and Children's Services, Bill Shorten, said the consultations backed better enforcement of penalties against those who break disability parking rules by the States.
"Disability parking schemes give independence and dignity to many Australians with limited mobility," Mr Shorten said. "We want to make sure we get this national scheme right, which is why we have taken the time to consult widely with the public and key organisations.
For a copy of the consultation report visit the FaHCSIA link: 

http://www.fahcsia.gov.au/sa/disability/progserv/people/disability_parking_scheme/summary_report/Pages/default.aspx
Pensions increased on 20 September 2010

Due to indexation, around four million Australians received an increase in their pensions and other income support payments from 20 September 2010.
Pension payments increased by $15.00 per fortnight for singles on the maximum rate, and $22.60 per fortnight for couples combined on the maximum rate. Following these increases, total pension payments for those on the maximum rate, including the base rate and pension supplement are:

$716.10 per fortnight for singles
$1079.60 per fortnight for couples combined

Pensioners have received increases of around $115 per fortnight for singles and $97 per fortnight for couples combined in pension payments, as a result of Federal Labor’s major pension reforms delivered in September 2009, and higher indexation in March and September 2010. The September pension rise was driven by movement in the pensioner and beneficiary living cost index in the six months to June 2010. Pensions are indexed twice a year to the highest increase of three measures: the consumer price index (CPI), the pensioner and beneficiary living cost index (PBLCI), and growth in male total average weekly earnings (MTAWE).

The pensioner living cost index was introduced as an additional indexation mechanism as part of the 2009 pension reforms, and takes into account a basket of goods pensioners buy to better help maintain pensioners' purchasing power. Federal Labor’s pension reforms increased the effective benchmark for singles from 25 per cent to 27.7 per cent of MTAWE.
People eligible for the Age Pension, Disability Support Pension (adult rate), Carer Payment, veteran income support payments, Wife Pension, Widow B Pension and Bereavement Allowance will all benefit from the increases.

Parenting Payment and Rent Assistance also increased on 20 September.
Adult rates of allowances, such as Newstart, and supplementary payments are also indexed on 20 September each year to the CPI increase for the previous six months. Allowance rates for single people (21 or over, without children) increased by $6.90 per fortnight. These increases in payments were accompanied by an increase in the income and assets cut out amounts. This saw an increase in the amount of income, from for example employment or investments, or the total value of assets, a person can have before their benefit is cancelled.

Full details of all indexation amounts are available at www.fahcsia.gov.au
9. TECHNOLOGY

Humanware ships new Deafblind Communicator into Australia

Deafblind people have been dreaming about a truly portable and integrated communication device for a very long time.  HumanWare made that dream come true when it released its new DeafBlind Communicator (DBC) in the US and UK in 2008.  It is now on sale in Australia too!

The DBC enables people who are deafblind an who read braille to effectively communicate with friends, colleagues and the general public in many different ways.  The basic DBC provides a TTY (with answering machine) for communicating with other TTY users.  It also includes a highly portable face-to-face communication system for dealing with sighted/hearing people on buses, in restaurants and shops, at school, or with colleagues and customers in the workplace.  The DBC gives the freedom to communicate with nearly anyone anywhere.

The DBC consists of two components, 1) a BrailleNote with Braille display and either a standard or Braille keyboard and special DB software, and 2) the DBC Companion phone.  These two separate units communicate wirelessly with each other using Bluetooth. The BrailleNote and the DBC Companion are used together to allow Face-to-Face communication with a sighted person.  

More than TTY and Face-to-face Communication

Texting and instant messaging (IM) have become key modes of communication. Because the DBC is based on modern technology, an adventurous user can also activate texting and instant messaging capabilities on the DBC.  

Activate BrailleNote's Full Suite of Applications

BrailleNote contains a wide range of information management applications such as a word processor, calculator, email program, web browser, planner, address list and book reader. The basic DBC hides these functions, leaving only the TTY and Face-to-face features.  However, any user can choose to activate the advanced features when he or she is ready because they are already built into every DBC at no extra cost.

DBC Pricing

There are two price points for the DBC which correspond directly to the number of Braille cells on the units, 18 or 32.  Both of these choices are available with either Braille (BT) keyboards or QWERTY – typewriter style - (QT) keyboards.  The DBC 18 is $7,890. The DBC 32 is $10,890 

Please direct your enquiries to HumanWare:

Tel: 02 9686 2600

E-mail: au.sales@humanware.com  

For more detailed information on the features and options of the DBC, check out:  http://www.humanware.com/deafblind_communicator
10. FROM MEDIA ACCESS AUSTRALIA

Technology promises a better deal for deaf students

Hearing impaired students at La Salle College, Bankstown, experienced the benefits of Australia’s first ‘model classroom’ designed to maximise their learning in a mainstream setting by using a mix of technologies including captions, launched at the school yesterday. The model, unique in Australia, aims to set a benchmark in best practice for meeting the needs of hearing impaired students, combining captions, an Interactive White Board (IWB), a Soundfield amplification system and the student’s own FM devices, supported by Media Access Australia’s database of educational captioned resources, the Accessible Education Database. 
An initiative of Media Access Australia (MAA), in collaboration with the Catholic Education Office, Sydney and La Salle College, with equipment gifted by Printacall, Electroboard and Clickview, this pilot, called the Classroom Access Project, is designed to address access to audiovisual (AV) support materials with their increasing use in mainstream school classrooms.

During Year eight Italian and Religion lessons at the launch, teachers demonstrated how the IWB is used to display AV content with captions in addition to other visual content, driven by a computer and supported by downloadable captioned resources. The teacher uses a microphone to transmit the sound directly to the students’ hearing aids or cochlear implant, which provides the students – along with their classmates – with greater quality sound and clarity, ensuring they have full access to the entire lesson. 
Mary Connor, an English and Italian Teacher at La Salle College, who has been using these technologies since the beginning of Term 1, said of one of the students who is hearing impaired, “It has built confidence in him. In year 7 he was really withdrawn, shy, and lacked confidence, while this year he has been much more engaged. In his Italian classes this year he participates much more, however when I have him in another class without the system he doesn’t participate as much.”

MAA’s Education Manager, Anne McGrath, said students who are deaf or hearing impaired were often denied full access to education because of poor sound quality, insufficient visual information and a lack of captioning on AV materials. While some mainstream schools had implemented technological solutions, Ms McGrath said “a customised approach, specific to these students’ needs, is required”.  The technologies used in the model also have benefits for teachers and other students -several teachers commented how amplification through the Soundfield system saved their voice, helping with classroom management, while captions and more use of visual resources have been shown to benefit literacy levels of many students, including ESL learners and visual learners.
While captions are an important component of the model classroom, Ms McGrath said that captioned audiovisual resources can sometimes be hard to find.  MAA is working on changing this with the development of their Accessible Education Database, a database of captioned education resources for teachers that can be accessed from the model classroom.

MAA also works to increase the amount of captioned educational resources available through their administration of the Captioning Grant from the Department of Families, Housing, Community Services and Indigenous Affairs of approximately $133,000 per annum.

Media Access Australia would like to thank Printacall, Electroboard and ClickView for their generous donations to the project. 

11. RESOURCES ON DEAFBLINDNESS 

The International Information Support Centre
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http://asksource.ids.ac.uk/cf/keylists/keylist2.cfm?topic=az&search=QL_DB09
Audio Description News
Visit the Audio Description website for the latest access news and join the AND team on facebook and twitter.
CONFERENCES
4th Australasian Orientation and Mobility Conference will be held on 24 - 26 November 2010 at The Women's College, University of Sydney.  The event will be hosted by Guide Dogs NSW/ACT.  This is a conference for the professional development of Orientation and Mobility specialists, including Guide Dog specialists and those with an interest in vision impairment.  For more information please see the conference website.

Connecting Up Australia (operators of the DonorTec program) is joining forces with the Community’s ‘Communities in Control’ conference to host a blockbuster non-profit event week in Melbourne.  ‘Communities in Control’ will be held on 30 to 31 May 2011 and be immediately followed at the same venue by ‘Connecting Up 2011’ on June 1 and 2.  For more information please see the OurCommunity website

2011 Biennial Conference of the South Pacific Educators in Vision Impairment (SPEVI) is to be held from 16 to 21 January 2011 in Sydney.
The theme is "Unlocking Student's Potential: What's working for you?"  The program will be important for educators, vision professionals including the allied professions, ophthalmologists, orthoptists, opticians, pediatricians, GP's, teacher aides, agencies, parents and community groups. The program will feature an impressive array of high quality guest speakers from our South Pacific Region.  Please see the Conference Flyer on the SPEVI Homepage for more information.

International Mobility Conference 2012, ‘Mobility through the Ages, Up, Over and Down Under’ will be held in Palmerston North, New Zealand on 13 to 17 February 2012. The call for abstracts opens in February 2011 and closes 30 April 2011. To register your interest, please see the conference website
SPECIAL EVENT
Expo of 

Access Technology 
for People with Vision Impairments
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When: Friday, 26th November 2010

10.00am - 2.30pm
Where: Statewide Vision Resource Centre

370 Springvale Road, Donvale

in the grounds of Heatherwood School
(please park in the lower carpark at the Sports Centre next door)

Displays and demonstrations of the latest in access technology for people who are vision impaired.

Come and see computer technology which enlarges or talks, electronic magnifier units, calculators, games, talking book technology, optical equipment, white-board transmitters to your computer, braille technology, sports equipment and more.

The day is open to teachers, teacher aides, parents, students, mobility instructors, rehabilitation workers or anyone with an interest in access technology for people who are vision impaired.

Plan to spend the time to try out something new!
Cost: Free (and no need to register)

For further details: contact Deb Lewis (03) 9841 0242

or email svrc@svrc.vic.edu.au  

12. INTERNATIONAL DAY PEOPLE WITH DISABILITY
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Join in and celebrate International Day of People with a Disability in NSW through the Don’t DIS my ABILITY campaign. Over 100 events are held throughout November and December each year to celebrate the diversity and ability of people with a disability. For more information, visit the Don't Dis myABILITY Website.

On 3 December every year International day of Disability (IDPwD) is celebrated worldwide recognising the achievements and contributions of people with a disability in our communities.

There are many types of events, and people are being encouraged to host an event, from all types from karaoke singing competitions to art exhibitions, and you can involve your work colleagues, your school or the whole community - the options are only limited by your imagination!

Breaking down the Barriers is an online forum allowing people to share their inspirational stories about disability. 

The page, part of the International Day of People with Disability Website aims at raising awareness of Australians who are committed to overcoming obstacles for people with disability, while providing valuable, personal insight into their lives. [image: image11.jpg]3 DECEMBER





International Day of People with Disability Ambassador, writer, comedian and author, Catherine Deveny and Co-founder of Limbs 4 Life and 2009 National Disability Awards recipient, Melissa Noonan, are the first to share their stories.

For more information about International Day People with Disability events, or to to visit Breaking Down the Barriers, go to: www.idpwd.com.au 

13. OFFICE BEARERS
Office-bearers 2009-10
The ADBC committee consists of Sven Topp (President), Stephen Hardy (Vice President), Carleeta Manser representing people with deafblindness, Gail Staggs, parent representative; Carla Anderson, Mike Steer (Beacon Editor), Sharon Barrey Grassick (Secretary) representing professionals and organisational members, Cloan Makgill, New Zealand representative, and and Celestine Hare representing the Secretariat (Legal Officer).

ADBC Website, Blog and Brochure
ADBC’s website is www.deafblind.org.au
ADBC Blog is at ADBC Blog http://dbaustralian.blogspot.com/ 

An ADBC information brochure is available.  Please email info@deafblind.org.au or call (03) 9882 8596 if you wish to receive a copy.

Email addresses

Anyone interested in receiving news about ADBC through email should send a message to Alisa Wills at: info@deafblind.org.au
asking to be put on the list. The committee would like to tell people what it is doing and it would also like you to send in your comments.

ADBC Contacts

Western Australia

Sharon Barrey Grassick


sbgrassick@gmail.com

(ADBC Secretary)





Queensland

Gail Staggs




kstaggs@tadaust.org.au
Stephen Hardy
(Vice President)




biglip@optusnet.com.au
NSW

Mike Steer





mike.steer@ridbc.org.au
(Beacon Editor)

Sven Topp
(ADBC President)



starmage@dodo.com.au
Carleeta Manser




clmanser@tpg.com.au
Victoria

Celestine Hare


celestine.hare@ableaustralia.org.au  

(ADBC Legal Officer)

Carla Anderson


carla.anderson@ableaustralia.org.au
ADBC Executive Officer

Alisa Wills





info@deafblind.org.au
14. ABOUT BEACON

Beacon is edited by Mike Steer (RIDBC) and published by 
the Australian DeafBlind Council 

PO Box 1213
Camberwell Victoria Australia 3124
Telephone: Voice (03) 9882 8596
Fax (03) 9882 9210

Office Hours:  Monday, Tuesday & Thursday 9.30am-2.30pm 

Email: info@deafblind.org.au
Web: www.deafblind.org.au 

ABN 47 319 389 019 
15. CALL FOR CONTRIBUTIONS

Reports, original manuscripts and news items are sought for the next and subsequent issues of ADBC Beacon. The newsletter presents articles and reports on:

A wide variety of issues and topics related to children, youth and adults in Australia and overseas who are deafblind

It is intended that the newsletter will be a vehicle for informing interested persons, including Australians who are deafblind, researchers, educational administrators, Commonwealth and State personnel and service providers, as well as others in our communities about issues affecting people who are deafblind in Australia and overseas.

Authors can submit reports or articles by email, in print or on disk for review at any time

Submissions should be sent to:

Mike Steer

Renwick Centre

Royal Institute for Deaf and Blind Children

Private Bag 29

Parramatta  NSW 2124

Email: mike.steer@ridbc.org.au 

Fax: 02 9873 1614
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Membership Form
Use this form to join ADBC.  If you want to receive information in a special way, please circle the one you want.

Email


Braille

Large Print

Surname:











First names:










Organisation:










Postal Address:










City/town/suburb:






State:



  Postcode:




                                                   

Country:







Phone (home):



(work):





Mobile:



 email:






Tel/TTY:






I am (please tick):

(
A person with vision-hearing impairment/deafblindness (free)

(
A family support person or other (free)

(
A professional person ($25)

· An organisation with turnover of less than $50,000 ($75)

(
An organisation with turnover of $50,000 or more a year ($150)

· None of the above ie other ($10)

Even if no payment is required please complete the above section of the form so that Beacon can be sent to you.

If payment is required please complete the following:-

I am sending my cheque/money order for $




OR

Please charge my credit card

Number

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


Expiry date:
\


Signature:






Credit Cards will be processed through Able Australia Service facilities

Mail to:

Subscriptions

ADBC

PO Box 1213

Camberwell  Vic  3124
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