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About Blind Citizens Australia
Blind Citizens Australia is the peak national representative organisation of and for people who are blind or vision impaired. Our mission is to achieve equity and equality by our empowerment, by promoting positive community attitudes, and by striving for high quality and accessible services which meet our needs.

Introductory comments

A robust and responsive aged care system is core to the needs of Australians who are blind or vision impaired. According to Vision 2020 Australia, around 80% of vision loss in Australia is caused by conditions that become more common as people age.
 This raises a number of implications for Australia’s aging population, with one in every four Australians projected to be 65 years of age or older by the year 2056.

Blind Citizens Australia asserts that older Australians who are blind or vision impaired, when provided with the appropriate support, can continue to lead full and active lives and make valuable contributions to their communities. To this end, we welcome the opportunity to contribute to the review of Aged Care services in Australia and thank the Aged Care Sector Committee for providing us with this opportunity. 

We have not responded to all questions that were outlined in the scope of the review. Instead, we have focused only on areas that are of particular relevance to the community we represent. 
We also understand the scope of this review is limited to matters arising in relation to the Aged Care (Living Longer Living Better) Act 2013. As the Committee may be aware, however, people with disability who are over 65 years of age when the National Disability Insurance Scheme rolls out in their area are ineligible for the NDIS, and are now expected to access support through the aged care system. In light of these arrangements, the aged care system should not be explored in isolation; as effective interfacing arrangements are crucial to older people with disability receiving timely information and referral. 

1. Moving From a Supply Driven To a Consumer Demand Driven Service Model 

In principle, we are supportive of the transition to a consumer-driven model. This transition must, however, be accompanied by an investment in educative strategies that will assist consumers to properly exercise choice and control over the services they receive. While younger generations are at home with the concepts of choice and control, people who have traditionally received services in accordance with conditions that have been determined by service providers may not have had the same opportunities to develop the skills needed to enable them to articulate what they need and why they need it. 

Implementing a rights-based approach to service coordination involves consumers having access to relevant, accessible and easy to understand information that will assist them to advocate for themselves when the need arises. This is not happening at present and confusion about the aged care system is contributing to widespread fear and anxiety amongst older people who are blind or vision impaired.

While the government has injected significant amounts of money into projects that are designed to build the capacity of people who are eligible for the NDIS to get what they need from the scheme, the same attention to detail has not been extended to people with disability who are over the age of 65. Most of the information that is currently available is complex and jargonistic, making it largely inaccessible to the 46% of the Australian population who experience difficulty reading and understanding written information.

Recommendation 1:

The Government must commit to a comprehensive education strategy to provide older people with disability with up-to-date information about aged care services. This information must be provided in plain English, and in alternate formats that are accessible to people who are blind or vision impaired. To ensure consumers with disability are able to effectively exercise their rights, they must be provided with information to help them understand:

· The changes that a consumer driven model may present

· Consumer rights and responsibilities

· Rules regarding co-payments

· Daily basic fees for aged care services

· The income and assets test-free threshold

· The hardship supplement

· The role of Aged Care Advocacy Services, the Aged Care Complaints Commissioner and the Aged Care Pricing Commissioner

2. The effectiveness of means testing arrangements for aged care services

Means testing is a complex issue for people who are blind or vision impaired. most people who have acquired vision loss after the age of 65 have generally had greater opportunities to accumulate wealth and assets over the lifecycle than those who were born with, or acquired vision loss earlier in life; largely due to the fact that they have been subjected to long term under or unemployment and discrimination. In 2012, a survey conducted by national service provider, Vision Australia revealed that 58% of respondents who were actively looking for work were unemployed; placing the unemployment rate of people who are blind or vision impaired at four times the national average. Of those individuals who were working, one third stated they would like to be working more hours.

The aged care system is designed primarily to accommodate the generalist needs of older people who are experiencing deteriorating health due to the process of aging. It does not, however, recognize that the specialist supports that are uniquely required by people with permanent and severe disability can be far more cost prohibitive than those of the average older person. These specialist supports, such as orientation and mobility services and adaptive technology, are often required by people who are blind or vision impaired in addition to more generalist services. This means the rate of co-payment that is applied to people who are blind or vision impaired who exceed the income and assets test free threshold has the potential to be significantly higher than that of the average older person, simply because they may have additional support needs that cannot be met by generalist services alone. These arrangements appear to be largely inequitable, and even more so when considering that those younger people who are blind or vision impaired who are eligible for the NDIS are not required to make any financial contribution towards their care and support arrangements.

Further, we note that the income and asset-free threshold outline in the Schedule of Fees and Charges for Residential and Home Care is significantly lower for people who are living with a partner.
 People who are reliant on the pension as their sole source of income already receive a lower rate of pay if living with a partner. These circumstances currently place a significant financial burden on couples in instances where both people in the relationship are blind or vision impaired, or have another form of disability. These couples are often subjected to higher costs of daily living, with both partners sometimes having experienced long-term unemployment. As an example, people who are blind or vision impaired typically need to live in areas with better access to public transport and infrastructure where rental rates are exponentially higher. Living in an under-resourced, but more affordable area would result in dependence on others and greater social isolation.

We are also concerned about the high costs that are being applied by service providers that have been approved to provide support under the aged care system. One BCA member, for example, required modifications to her kitchen to enable her to access it using her new wheelchair. The amount she was quoted by a government-approved aged care provider was $16 000. She was told the government could only pay up to $10 000 of the total amount, and that she would have to pay the remaining $6000 up front before the modifications could be made. Not only did she not have $6000 readily available to make the required payment up-front, but she felt the amount quoted was unusually high given the nature of the work to be undertaken. She obtained two further quotes from businesses which were not registered as aged care providers, and found that the work should have only cost around $6000 in total. This example demonstrates the need for steps to be taken to ensure that older people and, in particular, older people with disability are safeguarded from financial exploitation. The measures outlined in recommendation one would form just one component of this framework.
Recommendation 2:

The rules for co-payment under My Aged Care should be reviewed, with an exemption being applied to specialist services and supports that are uniquely required by people with permanent and severe disability.

Recommendation 3:

In situations where two people with disability are in a de facto relationship or are married, they should be subject to the same income and assets test free threshold as singles for the purposes of calculating co-payments for aged care services.

Recommendation 4:

The Aged Care Pricing Commissioner should be granted:

· The ability to regulate fees that are applied to more costly supports such as home modifications.

· The power to investigate alleged cases of financial misconduct by service providers.

3. The effectiveness of workforce strategies in aged care services

3.1. Implications for the My Aged Care contact centre

Since the introduction of the National Disability Insurance Scheme in 2013, BCA has been approached by several older people with vision loss who have expressed frustration at the lack of disability awareness across the aged care workforce. The aged care system was set up to accommodate the needs of people experiencing deteriorating health due to aging– not people with lifelong and severe disability. It therefore focuses on a far more medicalised model of disability than that which is advocated by our organization, and the people whom we represent.
As the first point of contact for people who wish to access aged care services, it is crucial that the staff at the My Aged Care contact centre have a high level of disability awareness and can provide consumers with timely and relevant information that is tailored to their needs. As the national consumer voice of and for Australians who are blind or vision impaired, Blind Citizens Australia would be happy to provide input on, or assist with the delivery of training in this area.

Recommendation 5:

Staff working across the Aged Care Contact Centre and Aged Care Assessment Teams must undertake mandatory training on disability awareness. This training must be based on the social model of disability and must be delivered by people with lived experience of disability. The training must also aim to inform staff about challenges that are specific to different diagnostic groups, such as people who are blind or vision impaired.

3.2. Implications for providers of aged care services

Because of the age 65 cut-off under the National Disability Insurance Scheme, many specialist disability service providers are now starting to enter the aged care space in order to continue providing support to older clients. This transition is extremely new for some service providers, and anecdotal evidence suggests that many service providers are still grappling with rules around co-payments and how these should be applied. As an example, BCA has heard from an individual who had previously received assistance with garden maintenance for a small fee. Since receiving support under My Aged Care, however, the cost of this service has increased by 500%. 

The Committee must consider the most effective strategy for supporting new providers to properly understand their responsibilities to consumers. Beyond pricing arrangements, these responsibilities also include the need to provide information to consumers who are blind or vision impaired in a format that they are able to independently access. BCA is aware that many of its members who receive support under the aged care system have experienced some level of difficulty when trying to obtain their monthly financial statements in an accessible format and for some individuals, these issues are still ongoing. Access to information is a core right that is recognized under domestic and international law. Given the nature of the information in question, however, failing to provide these statements in accessible formats also places older people who are blind or vision impaired at a heightened risk of experiencing financial exploitation.

A lack of understanding of the specialist needs amongst staff working in aged care services also continues to cause frustration and affect health outcomes for many of our members. This lack of knowledge is often further exacerbated by negative attitudes and misconceptions towards blindness which can be extremely demoralizing for the consumer. Without timely support that is aligned with the social model of disability, people who are blind or vision impaired are far more likely to experience declining health due to factors such as social isolation and loneliness, depression and anxiety and potential falls. 

Recommendation 6:

All new service providers registering to provide supports under the aged care system must be provided with accurate and up-to-date information about the rules of co-payment and how these are to be applied.

Recommendation 7: 

The following vocational qualifications must be updated to include CHCDIS007 - Facilitate the empowerment of people with disability as a compulsory unit of competency:
· CHC30208 - Certificate III in Aged Care

· CHC40108 - Certificate IV in Aged Care (Release 2)

· CHC50612 - Diploma of Community Services Work

3.3. Supporting effective information and referral

The Productivity Commission’s 2011 report into disability care and support in Australia recommended that:

“The NDIS should put in place memoranda of understanding with the health, mental health, aged and palliative care sectors to ensure that individuals do not fall ‘between the cracks’ of the respective schemes, and to have effective protocols for timely and smooth referrals.”

Building on the Productivity Commission’s recommendations, in 2015, the Council of Australian Governments published a document entitled: ‘PRINCIPLES TO DETERMINE THE RESPONSIBILITIES OF THE NDIS AND OTHER SERVICE SYSTEMS’. This document states:

 “The interactions of people with disability with the NDIS and other service systems should be as seamless as possible, where integrated planning and coordinated supports, referrals and transitions are promoted, supported by a no wrong door approach.”

In order for a “no wrong door approach” to be effective, the focus needs to be on the needs of the consumer. The government has made it clear that Information Linkages and Capacity Building, or ILC, will play a crucial role in assisting people with disability who are ineligible for an individually funded package of supports under the NDIS to access the supports that will best meet their needs. It is our understanding that this work will fall largely to Local Area Coordinators whose work forms the centerpiece of the ILC system. When considering workforce strategies that will result in more positive outcomes for older people with disability, the government must therefore think beyond the scope of aged care services, and ensure agencies that have been funded to undertake local area coordination in each state and territory have a comprehensive understanding of referral mechanisms for older people with disability.

At present, agencies that have been tasked with undertaking Local Area Coordination are being inundated by work arising in relation to the roll out of the NDIS, which means their primary focus has been on the development of NDIS plans. This means there are still very few information and referral mechanisms available to effectively meet the needs of those older people with disability who fall outside the NDIS.

Recommendation 8:

Adequate resources must be allocated to agencies responsible for undertaking Local Area Coordination in each state and territory to better-enable them to meet the needs of people with disability who are over the age of 65.

The effectiveness of arrangements for protecting equity of access to aged care services for different population groups

Around 45% of people with disability live near or below the poverty line,
 and more than one in four older Australians live in poverty.
 This speaks to the intersectional disadvantage that is likely to be experienced by people who fall within both of these population groups. As previously stated, people who were born with or acquired vision loss early on in life have also had fewer opportunities to accumulate wealth over the lifecycle due to ongoing unemployment, underemployment and discrimination. Despite these facts, the Aged Care (Living Longer Living Better) Act 2013 still fails to recognize people with life-long and severe disability as a ‘special needs group.’ 
We are aware that some people who were born with or acquired vision loss early on in life have had to wait up to 12 months to receive a proper assessment of their needs within the aged care system, while the maximum turn-around time for an individual to start receiving support under the NDIS is up to six months from the date of application.
 We would like to see people with life-long and severe disability, including people who are blind or vision impaired properly recognized as a special needs group in the Aged Care (Living Longer Living Better) Act 2013, with individuals within this special needs group being placed on a priority wait list to ensure they are able to access the support they require in a timely manner. Overall, however, we still reserve concerns about the ability of the aged care system to respond effectively to the specialist needs of people who were born with, or acquired vision loss early on in life. In this context, the discussion becomes less about the provision of aged care services, and more about the provision of specialist disability services.

The Australian Government is a signatory to the United Nations Convention on the Rights of Persons with Disabilities and is therefore bound by the obligations that it establishes. The steps to be taken to implement the Convention at a national level have been articulated in the National Disability Strategy 2010-2020, which has been endorsed by the Council of Australian Governments. It was this strategy that first underpinned the introduction of a National scheme of lifetime care and support for people with disability. The Strategy sets out to achieve the following two outcomes in this regard:
1.
A disability support system which is responsive to the particular needs and circumstances of people with complex and high needs for support.

2.
Personal and community support services are available to meet the needs of people with disability, their families and carers

In order for Australia to be considered to be meeting its international human rights obligations under the Convention on the Rights of Persons with Disabilities, there must be equality of support for all people with disability, regardless of factors associated with age. If older people with disability were receiving an appropriate level of support through My Aged Care, the age cut-off under the NDIS would not be so problematic. But the current state of affairs continues to compromise the health, dignity and independence of some of Australia’s most marginalized people.

The Parliamentary Joint Committee on Human Rights has expressed concern with the age 65 cut-off under the NDIS from the outset. In its report on the NDIS Bill 2012, the Committee noted the following in relation to the age 65 cut-off:

“This assumes that the aged care system does or will deliver all the forms of assistance and support required, and is organised in accordance with the principles and operates in compliance with the obligations set out in the CRPD and the NDIS. While the incidence of disability may increase with age, the assumption that a person who has lived with disability for many years can transition without difficulty to a different system that may be organised around different principles deserves further examination.”

Under previous arrangements, individuals would have had a clear avenue to pursue a complaint alleging discrimination under the Age Discrimination Act 2004 in relation to this issue. But the NDIS Legislation Amendment Bill 2013 established a general exemption from the provisions of the Age Discrimination Act in relation to any decision that is made regarding eligibility for the NDIS.

In its report on the NDIS Legislation Amendment Bill 2013, the Parliamentary Joint Committee on Human Rights referred to the need to review the age 65 cut-off under the NDIS, in addition to the general exemption from the Age Discrimination Act, as part of the two-year review of the NDIS Act.
 Submissions to the two-year review of the NDIS Act concluded at the end of 2015.
 When the Department of Social Services was questioned about its revision of the age 65 cut-off as part of this review, it was stated that this fell outside the terms of reference of the review and as such, had not been explored. And to-date, the Australian Government has still not committed to any plan to review the appropriateness or effectiveness of the current arrangements for people with disability who are over the age of 65.

Recommendation 9:

The Aged Care (Living Longer Living Better) Act 2013 must be amended to include people with life-long and severe disability as a special needs group.

Recommendation 10:

The Disability Reform Council must commence an inquiry into the appropriateness of the current arrangements in meeting the needs of people with disability who are over the age of 65, with a view towards:

Amending the NDIS Act 2013 to allow all individuals who were born with, or acquired disability before the age of 65 entry into the NDIS.
Establishing an independent appeals process to allow for discretionary decisions to be made in allowing people who have acquired a disability after the age of 65 to access supports under the NDIS (where it can be demonstrated that their support needs are not being met through the aged care system).

Conclusion and summary of recommendations

We appreciate the opportunity to provide feedback that will help improve the aged care system for people who are blind or vision impaired into the future. We have held grave concerns for the wellbeing of older people who are blind or vision impaired since the introduction of the NDIS in 2013, and hope that this review may pave the way to addressing some of the existing gaps that have been highlighted throughout this submission.

A summary of our recommendations has been included below:

1. The Government must commit to a comprehensive education strategy to provide older people with disability with up-to-date information about aged care services. This information must be provided in plain English, and in alternate formats that are accessible to people who are blind or vision impaired. To ensure consumers with disability are able to effectively exercise their rights, they must be provided with information to help them understand:

· The changes that a consumer driven model may present

· Consumer rights and responsibilities

· Rules regarding co-payments

· Daily basic fees for aged care services

· The income and assets test-free threshold

· The hardship supplement

· The role of Aged Care Advocacy Services, the Aged Care Complaints Commissioner and the Aged Care Pricing Commissioner

2. The rules for co-payment under My Aged Care should be reviewed, with an exemption being applied to specialist services and supports that are uniquely required by people with permanent and profound disability.

3. In situations where two people with disability are in a de facto relationship or are married, they should be subject to the same income and assets test free threshold as singles for the purposes of calculating co-payments for aged care services.

4. The Aged Care Pricing Commissioner should be granted:

The ability to regulate fees that are applied to more costly supports such as home modifications.

The power to investigate alleged cases of financial misconduct by service providers.

5. Staff working across the Aged Care Contact Centre and Aged Care Assessment Teams must undertake mandatory training on disability awareness. This training must be based on the social model of disability and must be delivered by people with lived experience of disability. The training must also aim to inform staff about challenges that are specific to different diagnostic groups, such as people who are blind or vision impaired.

6. All new service providers registering to provide supports under the aged care system must be provided with accurate and up-to-date information about the rules of co-payment and how these are to be applied.

7. The following vocational qualifications must be updated to include CHCDIS007 - Facilitate the empowerment of people with disability as a compulsory unit of competency:

CHC30208 - Certificate III in Aged Care

CHC40108 - Certificate IV in Aged Care (Release 2)

CHC50612 - Diploma of Community Services Work

8. Adequate resources must be allocated to agencies responsible for undertaking Local Area Coordination in each state and territory to better-enable them to meet the needs of people with disability who are over the age of 65.

9. The Aged Care (Living Longer Living Better) Act 2013 must be amended to include people with life-long and severe disability as a special needs group.

10. The Disability Reform Council must commence an inquiry into the appropriateness of the current arrangements in meeting the needs of people with disability who are over the age of 65, with a view towards:

Amending the NDIS Act 2013 to allow all individuals who were born with, or acquired disability before the age of 65 entry into the NDIS.

Establishing an independent appeals process to allow for discretionary decisions to be made in allowing people who have acquired a disability after the age of 65 to access supports under the NDIS (where it can be demonstrated that their support needs are not being met through the aged care system).

If you require further information in relation to any matter that has been raised throughout this submission, please do not hesitate to contact us. Our Advocacy and Policy Officer, Rikki Chaplin can be contacted by phone on (03) 9654 1400, or by email at Rikki.chaplin@bca.org.au.
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