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Introduction

This joint submission is the outcome of extensive feedback gathered from older
people, carers and their representatives, advocates and other stakeholders by the
12 organisations listed above. These organisations have listened to and engaged
with a diverse range of older people with many differing views on the Exposure
Draft. However, they all agree on one overarching principle — the current Act does
not meet the needs of older people seeking or receiving aged care and the new
Act must uphold and enforce the rights of older people.

A human rights-based Aged Care Act is essential and urgent. Older people have
waited too long to have their rights respected and upheld in aged care. It is
imperative that older people’s rights and the principles of choice and control
(including self-determination, consumer-directed care and self-management)
are reflected consistently in aged care policy, guidance material and decision-
making. It is critical that this is reflected in the Act. The needs and preferences of
older people must be at the core of the aged care system.

The Act must be backed by an aged care system that articulates, enables,
protects and enforces the human rights of older people as well as recognising
and supporting their families and carers. To this end, the Act should prescribe a
positive duty on providers and government actors to uphold rights. A breach of a
right must be directly enforceable rather rights only being enforceable as a
breach of the Aged Care Quality Standards or the Code of Conduct, where many
rights are not reflected.

To enable older people to assert their rights, and have breaches of their rights
addressed, the Act must establish an independent statutory Complaints
Commissioner appointed by the Minister.

Independent professional advocates play a key role in raising the voices of older
people and supporting them to have their rights upheld, make complaints and
address issues in the aged care system. The role of independent professional
advocates must also be enshrined within the Act.

The new Act is a major shift away from how the system currently operates and
therefore it must “get things right”. This includes strengthening access
requirements, so they are timelier and more equitable, improving eligibility criteria
for early entry into aged care, and providing protections for all people accessing
the aged care system, including those who are using non-government funded
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services. It is also critical that older people have the right to review decisions by
government officials.

We welcome the inclusion of supported decision-making in the Act. The Act must
be expanded so that principles of supported decision-making are applied by any
person interacting with an older person who is seeking or accessing aged care.
While we acknowledge the new roles of Supporters and Representatives, more
work is needed in this area and there are differing views as to how these roles
could be implemented.

In addition to the areas discussed above, more work is needed to:

e (give diverse and marginalised groups greater prominence

e ensure the rights of carers are included in the Act

e enable and include support for older people with disability

e embed older people’s right to visitors in all situations

e provide better protections against the use of restrictive practices,
and

e include and outline legislative intentions on security of tenure.

We note that the Australian Government has committed to a National Strategy to
Achieve Gender Equality. Gender analysis is now required for all New Policy
Proposals (NPPs) and Cabinet submissions. Aged care is a substantial area of
government investment and a critical part of the care economy. There is a gender
dimension in aged care related to individuals accessing services, informal carers,
workers and provider management, and governance. Gender analysis and
gender impact assessment should be applied to all substantive aged care
proposals and initiatives and included in the review of the new Aged Care Act. The
Explanatory Memorandum of the new Act should include reference to how gender
analysis and gender impact assessments will be conducted as part of the new
Act.

Our submission reflects the experiences and wishes older people, their carers and
families have shared with our 12 organisations. This includes feedback from 733
people who participated in online consultation forums and 647 people who
participated in online polling during those forums. The results of these polls are
included in our submission.

The Exposure Draft has many good aspects, however significant improvements
can be made. There are still many gaps and many areas that need to be written,
including subordinate legislation. In particular, releasing the details of fees and
charges which will have a significant impact on the sector and older people.
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In our submission we provide recommendations to address a range of

substantive issues. We look forward to further engagement and consultation

when the Exposure Draft is tabled in Parliament.

Summary of recommendations

Commencement of the new Aged Care Act on 1 July 2024 with review

every 3 years

1.

Introduce the Bill into Parliament in March 2024 to enable a 3-month
review by Parliament.

Table the new Rules proposed to accompany the Act in Parliament no
later than 3 weeks before submissions to a Parliamentary Inquiry close.

The Act should commence on 1July 2024 (or as soon as practicable
thereafter if parliamentary processes cause delays) with some
consideration to transition/implementation timelines for certain aged
care service groups, new enforcement activities and the Commonwealth
Home Support Programme (CHSP).

Embed a 3-year review of the Act within the legislation conducted by an
independent person or body appointed by the Minister. The instrument of
appointment should be a disallowable instrument for the purposes of
Section 43 of the Legislation Act. The review process should include a
substantive consultation period and the review report tabled in
Parliament. The review could also be expanded to include the Inspector
General Act.

Embed and enforce human rights and focus on wellbeing and
quality of life

5.
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Include a declaration that the identified rights must be taken into account
in interpreting the Act and any instrument made under it.

Strengthen Object (d) by inserting additional text about access to support
and justice. The full text to read “ensure individuals accessing funded
aged care services are free from mistreatment, neglect and harm from
poor quality or unsafe care and have access to support and justice
whenever any harm is caused to them.”

Include the right to access health care services in the Bill to ensure that all
individuals entitled to benefits and services outside of the aged care
system (such as Medicare-subsidised health care services, inpatient and
outpatient rehabilitation services, Veteran entitlements to DVA medical



10.

1.

12.

13.

services and DVA medical aids) can receive them and cannot have them
denied due to receiving aged care services.

Retain the requirement from the current Act for providers to facilitate
access of individuals to health care services outside of the aged care
system through inclusion in the obligations of registered providers.

The Act must oblige aged care providers to uphold rights. We recommend
creation of a positive duty (See recommendation 15)

The Explanatory Memorandum must clearly articulate that the objectives
of the legislation are to be read in a “strengths-based” not deficit
approach. The Memorandum must emphasise the intent of aged care
service delivery to provide older people with access to reablement where
possible, and to enhance wellness and quality of life.

Include the right to aged care services in the Statement of Rights and
back this up with equitable and timely access to aged care services (Item
10). Create an obligation on the System Governor to steward an aged care
system capable of providing services to all eligible older people.

Reliance on all the available treaties to strengthen the constitutionality of
the Bill to give effect to a comprehensive and holistic approach to the
rights of older persons receiving aged care support including a positive
approach to the right to health.

Include a section in the Act, in line with the Disability Royal Commission
recommendation 10.1 ‘Embedding Human Rights” so that the Aged Care
Quality and Safety Commission (ACQSC) is required to deliver a capacity-
building program to support aged care providers to embed human rights
in the design and delivery of their services. The program should be co-
designed with older people, older people’s representative organisations
and diversity peak bodies.

Create a positive duty to uphold rights and clear pathways to
complaints

14.

15.

Ensure the legislation has an obligation on providers to give older people
plain English, accessible information about their rights in formats that are
appropriate to older people from diverse backgrounds and older people
with visual and hearing impairments. We note Section 105 (b) provides a
generic requirement to explain information as outlined in the yet-to-be
published Rules.

Amend Sections 21, 92 and 183 of the Act to require a positive duty on
providers to uphold the rights of older people and deliver rights-based
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care. The amendment should be modelled on recent changes to the Sex
Discrimination Act to require a positive duty on employers to eliminate
discriminatory conduct.

16. Include a clear complaints mechanism for older people to raise
standalone breaches of rights.

17. Outline in the Act, or in the Rules, guidance on how to respond to and
balance competing rights. This should include not only the rights of other
people accessing aged care services, but aged care workers and others
providing care for the individual. The Ontario Human Rights Commission
Policy on Competing Rights, and in particular its articulation of key legal
principles, is one such option: https://www.ohrc.on.ca/en/policy-
competing-human-rights

18. Amend the powers of the new Independent Statutory Complaints
Commissioner (see Item 7 for more detail) so that they can investigate
and conciliate complaints about breaches of rights and refer to the
ACQSC matters requiring enforcement of compliance.

19. Include or identify appropriate penalties under the Act for breaches of
rights resulting from poor and neglectful practice and behaviour by
providers, government or regulators.

20. Where the complaints process does not result in a satisfactory outcome,
breaches of the Statement of Rights must be part of tribunal review
process via the Administrative Appeals/Review Tribunal and where there
are grounds to go to court, such breaches must be able to be part of the
court’s considerations.

21. Elevate the Code of Conduct into primary legislation (Section 13) to
increase prominence and ensure changes are rare.

Embed principles of choice and control, consumer-directed
care, and self-management

22. Amend and strengthen Objects of the Act, Section 5(c) to ensure that:

23. older people seeking access to or accessing aged care services have the
right to be supported to exercise choice and control rather than merely
being “enabled” to do so.

24. exercising choice and control relates to matters that affect the lives of
older people and this includes the assessment for and planning of aged
care services, the delivery of aged care services and participating in the
development and review of policy and programs.
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25. Upgrade Section 44, regarding undertaking aged care needs assessment,
by adding a new clause about the development of a service plan that
outlines services for the individual to receive. This plan should be co-
designed with the individual seeking aged care services (and their carer
where relevant — see ltem 16) reflecting their consent, will and preferences
about the delivery of these services.

26. Amend Section 47 regarding approval of access to funded aged care
services to ensure the System Governor must have regard to the older
person’s wishes and preference as expressed in the service plan when
making a determination on the approval of access to funded aged care
services.

27. Ensure that any or all computerised and Al systems used now or in the
future to generate System Governor and ACQSC decisions dre subject to
strict obligations including:

e adequate risk assessment and mitigation systems

e high quality of the datasets feeding the system to minimise risks
and discriminatory outcomes

e logging of activity to ensure traceability of results

e detailed documentation providing all information necessary on
the system and its purpose for authorities to assess its
compliance

e clear and adequate information to the user

e appropriate human oversight measures to minimise risk

e high level of robustness, security and accuracy

28. Ensure that all uses of System Governor computer-generated decisions
related to individuals seeking and accessing aged care services are
monitored and audited, with specific attention to their suitability when
applied to people with diverse backgrounds and from more marginalised
groups, and the findings of the audit made publicly available and
included in all annual reports regarding the operations of the system.

29. Ensure that breaches of rights do not require another type of action (e.g.
breach of standards) to make rights enforceable or be raised as a
complaint. There must be an option to directly enforce rights through
either a court of law or administrative means in any instances of denial of
consumer-directed care, choice and control and self-management
approaches to the delivery of care in assessment, care plan agreement
and service delivery.
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30.

Require the System Governor and the ACQSC to comply with the rights in
the Statement of Rights and ensure their decisions are reviewable on the
basis of a breach of the Statement of Rights.

Embed the right of older people to make decisions and receive
support when they need it

31

32.

33.

34.

35.

Include an outline of the supported decision-making framework in the
Explanatory Memorandum.

Include the statement that “Every person is presumed to have capacity for
making their own decisions unless proven otherwise” in the Objects.

Under Division 1, Definitions, include plain language definitions of
Supporter and Representative in addition to references to the meanings
found in Sections 374 and 376:

e Supporters: can receive documents and information and
communicate information on behalf of the older person.

e Representatives: can do the same things as a Supporter and can
make decisions on behalf of an older person when they do not
have ability to do so, or they want the representative to make the
decision on their behalf.

For the avoidance of doubt, amend Part 4 to state that no older person is
required to have appointed a Supporter or Representative for the purpose
of accessing aged care services and that a registered provider cannot
refuse to accept an older person into their service who has not made an
appointment or had an appointment made by the System Governor.

Provide guidance in the Explanatory Memorandum on “principles that
promote supported decision-making”, by including the 10 national
supported decision-making principles recommended by the Royal
Commission into Violence, Abuse, Neglect and Exploitation of People with
Disability (Disability Royal Commission):
e Principle 1 - recognition of the equal right to make decisions
e Principle 2 — presumption of decision-making ability
e Principle 3 — respect for dignity and the right to dignity of risk
e Principle 4 — recognition of the role of informal supporters
and advocates
e Principle 5 — access to support necessary to communicate and
participate in decisions
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e Principle 6 — decisions should be directed by a person’s own will
and preferences and rights

e Principle 7 — inclusion of appropriate and effective safeguards
against violence, abuse, neglect, and exploitation

e Principle 8 — co-design, co-production, and peer-led design
processes

e Principle 9 — recognition of diverse experiences, identities, and
needs

e Principle 10 — entitlement to culturally safe, sensitive, and
responsive decision-making support.

36. Amend Chapter ], Part 4, Division 1 to enable an older person to have both
a Supporter and a Representative and to appoint more than one person
to each role, and to make different appointments for aged care financial,
health care and place of residence information sharing and decision-
making.

37. Amend Sections 374 and 376 on the appointment of a Representative by
the System Governor ensuring that the System Governor must use the
national supported decision-making principles and that a person who
does not already hold relevant decision-making power under a state or

territory law can only be appointed as a representative if several
conditions are met, including that:

e the appointment is consistent with the “will and preferences” of
the person concerned, and

e the proposed representative has “a close and continuing
relationship with the person” (borrowing a phrase that exists in
Victorian medical decision-making legislation), and

e there is no significant contention about the appointment among
people with a genuine interest in the wellbeing of the person.

38. Include as a protection for older people that access to an independent
professional advocate is provided when requested within Chapter 1, Part 4,
Division 1 and create a new subdivision on protections for older people in
line with the recommendations of the Australian law Reform Commission
Report 124, Equality, Capacity and Disability in Commonwealth Laws.

39. Amend the relevant sections of the Bill, so that supported decision-
making principles must be used by all those working in aged care when
working with older people. For example, Chapter 1, Part 4; Chapter 2, Part 2
Division 3; Chapter 3, Part 4, Divisions 1 & 2.
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40. Include under Section 91 that a registered provider is responsible for
ensuring that aged care workers are trained in the principles and practice
of supported decision-making, including understanding the impact of
ageism on their attitudes to working with older people.

41. Ensure that terminology and responsibilities of Supporters and
Representatives is used consistently throughout the Act.

42. Amend Section 392 to ensure grant purposes includes grants to provide
for community capacity building for a range of decision-making supports.

43. In line with the proposed alternate model for Supporters and
Representatives:

e reconsider the roles of Supporters and Representatives so that
there is only a single role that is built on other models for
supported decision-making, including the NDIS independent
decision-supporters, the Swedish Personal Ombudsman
Programme and the United Kingdom Care Act advocates.

e amend the section on Supporters and Representatives so that:

1. the key role is that of a Supporter to support an older person
with decision-making

2. there can be multiple Supporters based on the support
needed e.g. financial, social etc

3. there is clear guidance and protections around when a
Supporter may transition to a “Representative” and under
what circumstances.

44. A Representative is only appointed in certain circumstances and only for

the shortest time possible to assist with upholding the wishes and
preferences of the older person.

A Complaints Commissioner with direct independent statutory authority and
functions

45. Separate the Commissioner functions in the Act to provide specific
functions and statutory authority to an independently appointed
Complaints Commissioner, answerable only to the Minister and
Parliament, with the authority to:

e compel providers to provide information and participate in the
complaints process
e authorise an enforceable undertaking
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¢ make determinations and rulings (including no further action
determination). Determinations and rulings would be made when
voluntary agreements cannot be reached and to enable appeals
to occur.

46. The Complaints Commissioner should have a distinct budget and staffing
group but remain as part of the ACQSC. The two Commissioners will have
the ability to share information and consult with each other across both
statutory office holder functions as well as the ACQSC Advisory Council.

47. Amend the functions of the ACQS Commissioner (s141), to remove
Complaints and education functions about complaints. These will be
functions of the Complaints Commissioner.

48. Re-write the complaints section of the Act to provide more detail on the
responsibilities and authority of the Complaints Commissioner, including
timeframes and annual reporting. Make clear the Complaints
Commissioner functions include that they can receive complaints about
the System Governor, ACQS Commissioner and staff delegated to act on
their behalf. In the Explanatory Memorandum, make clear when systemic
issues would be elevated to the Inspector-General.

49. Create a new Division under Chapter 5, Part 3 (Aged Care Quality and
Safety Commission) and transfer and replicate the relevant functions for
the ACQS Commissioner to the Complaints Commissioner including:

e appointment by the Minister for a specified period (s140)

e Commissioner functions (s141) — including the complaints
functions, engagement and education functions about
complaints, and targeted and specific safeguarding functions.
The Complaints Commissioner will not have the registration of
provider functions

» Safeguarding functions (s142) — focused on upholding rights and
encouraging rights-based complaints practices, supporting
registered providers to develop and implement effective
complaint management systems, collect, correlate, analyse and
disseminate information related to complaints to identify trends
of systemic issues and ensure that complaints can be made
about registered providers, operators of aged care digital
platforms, aged care workers with obligations under the Aged
Care Code of Conduct, the ACQS Commissioner and the System

Governor
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engagement and education functions as they relate to
complaints (s143)

complaint function (s144) including update (a) (ii) to include the
ability to make complaints about “an aged care worker” and the
obligation to facilitate outcomes as part of complaints
resolutions and to include outcome results in annual reporting.
Outcome measurement will include satisfaction surveys of
participants in the complaint process.

Minister may give directions (s149)

Dealing with complaints (s183).

50. Transfer and replicate the relevant staffing for the ACQS Commissioner to
the Complaints Commissioner including:

deputy commissioners (s147)

delegation by authorised person — Commissioner functions
(s252)

delegation by Commissioner (s370)

authorised Commission officers and authorised System Governor
officers (Chapter 6, Part 15)

51. Transfer and replicate the relevant powers for the ACQS Commissioner to

the Complaints Commissioner including:

Commissioner may request information or documents from
persons (s146)

Commissioner may vary or revoke required action notices (as
they pertain to determinations) (s266)

Commissioner may give compliance notices relating to
Commissioner’s functions (as it relates to the Complaints
Commissioner’s functions) (s269).

52. Ensure that the structure of powers under Chapter 6 (Regulatory
mechanisms) and Chapter 8 (Enforceable undertakings under Part 6 of

the Regulatory Powers Act) are appropriately extended to the Complaints

Commissioner and their staff, including powers:

to require persons to attend before authorised officers to answer
questions or give information or documents in relation to their
functions
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53.

54.

55.

56.

57.

58.

59.

60.

e compel the production of documents

e that enable an enforceable provision to agreed undertakings
during the complaints process

e to be an authorised person to endorse complaints

« to make determinations about a complaint (comparable to

action notices and compliance notices).

Allocate responsibility to the independent Complaints Commissioner 2
functions currently allocated to the ACQS Commissioner:

e complaints handling

e education about complaints handling.

Amend Chapter 5, Part 3, Division 3 Administration to refer to the ACQS
Commissioner and the Complaints Commissioner.

Amend Division 4 Staff of the Commission — amend 157 (2) (a) when
defining who is the statutory authority to refer to Complaints
Commissioner. Consider the appropriateness of also referring to the
Advisory Council.

Embed application of restorative justice principles (inclusive of open
disclosure) throughout all aspects of complaints handling in primary

legislation with reference to Rules. These principles and process must be

followed for all complaints, in addition to any escalation steps such as the

below which should also be included:

e restorative outcome conference
e conciliation

e mediation.

Amend Division 5 Reporting and Planning to ensure the annual report of
the Commission “set out the Complaints Commissioner’s priorities for
work to be undertaken during the next reporting period” (Clause 160 (2)
(b) and that the operational plan must consult the Complaints
Commissioner (160 c).

Amend the functions of the Advisory Council to replicate the references to

the ACQS Commissioner, with the Complaints Commissioner (s169)

Ensure Complaint Commissioner is a person to whom whistleblowers may

disclose (s355 Disclosures qualifying for protection)

Ensure “an official or delegate of the Complaints Commissioner” is

included in relevant limits regarding confidentiality of information (under

Aged Care Act Exposure Draft — Joint Submission
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61.

s323 Basic limits on recording, use and disclosure of protected
information)

Ensure that disclosures of protected information for the purposes of
managing complaints (Division 3—Authorisation of recording, use or
disclosure of protected information; Subdivision B—Authorisation of
System Governor, Complaints Commissioner and Commissioner). Ensure
that disclosure can extend beyond a person'’s death to their
representative who may be investigating the cause of their death.

Include the new Complaints Framework in the Act

62.

63.

Reflect all aspects of the Complaints Framework in the Act in the relevant
sections including Chapter 5, Part 3 and Part 5. This includes:

e transparency of the complaints process — making reports
publicly available

 legislate restorative justice pathways (including arbitration,
conciliation and open disclosure)

e clearly set timelines and review processes

e annual public reporting on the Complaints Commissioner
functions

e ability to publish and report on continuous improvement and
emerging insights and intelligence (including in conjunction with
the ACQS Commissioner)

Ensure that the timeframes for Complaints Commissioner processes are
subject to service-level agreements which are published and reported on.

Whistleblowers

64.

65.

66.

Amend Section 355 Disclosures Qualifying for Protection so that a
disclosure made to an independent professional advocate and a trade
union official are included in the list of who a protected disclosure can be
made to.

Amend Section 357, Confidentiality of Identity of Disclosers, section (2) so
that an individual who discloses to an independent professional advocate
or a union representative is protected under Section 357(1).

Amend Part 5 Whistleblower protections so that if an individual discloses
to an independent professional advocate or a union representative and
asks the advocate or representative to disclose on their behalf, both the
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individual and the advocate and representative are protected under this
section.

Guarantee equitable, timely access to aged care services
within 30 days of application

67.

68.

69.

70.

71.

72.

Amend the Statement of Principles to include the principle of an aged
care system in which the System Governor is responsible for facilitating
equitable and timely access to aged care services in accordance with
assessed needs.

Expand equitable access to include equitable access to aged care
services regardless of geographic location or need as per Object b (3).

Amend relevant sections of the Act, such as in the section on the System
Governor, to ensure Object b (3) is embedded in the Act.

Clearly outline a guaranteed timeframe, so the Act can deliver an aged
care system where services are provided to eligible older people within 30
days of application for aged care.

Ensure equitable access to services is a key criterion in public reporting
undertaken by the System Governor.

Embed a legislative requirement that the System Governor must publicly
report on quarterly wait times from application through to needs
assessment to when services commence.

Expand eligibility for early access to aged care services

73.

Amend the section on eligibility to outline a clear pathway to approve
exceptional cases for anyone experiencing the early onset of aging-
related chronic conditions that fall outside the arbitrary age rules.

An absolute right to visitors in all situations for aged care
residents

74.

Insert a new section in the Key Concepts division of the new Act on
visitation rights that:

o Establishes administrative processes to provide aged care
access and authorisation to a Named Visitor. An individual
designated as a Named Visitor is authorised for unrestricted
access to the private quarters of an individual receiving aged
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75.

care services at any time after completing the approved form
outlined in the Rules.

e Ensures that no conditions applied by aged care providers
prevent or unreasonably hinder the Named Visitor from fulfilling
their authorised role and that aged care facilities cooperate and
work with Named Visitors to ensure visits are seamless.
Cooperation should be extended with due regard to the privacy,
safety, and dignity of all residents in aged care facilities.

e Provisions of this section will prevail over any conflicting common
law principles, including common law trespass. This is only
applicable to the provisions in this section.

Insert a new clause to Right No. 12 in the Statement of Rights regarding the
right of an individual to opportunities and assistance to stay connected.
The new clause enables a person receiving aged care to stay connected
with:

e a Named Visitor, chosen by the older person, or their carer or
representative where the person is unable to make a decision or
has not left directions, who can visit them even when infectious
disease outbreaks occur. Where a person receiving aged care
services has palliative care needs or is at the end of their life,
family and close friends can visit and remain at the person'’s side.

These provisions should be clearly expressed to override any restrictions on
visits or visitors provided for by or under State and Territory legislation.

Recognise the role of independent professional advocates in
the Act

76.

77.

78.
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Include and amend relevant clauses in the current Act with respect to the
role of independent professional advocates in educating people about
their aged care rights and supporting them to have these rights
respected and protected.

Embed the right of entry to residential aged care by independent
professional Aged Care Advocates for the purpose of rights education, as
well as to act on behalf of (at the direction of) the older person.

Clearly establish that all people seeking and receiving aged care services
have the right to independent professional advocacy regardless of any
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79.

questions about their decision-making ability, and whether there is a
substitute decision-maker appointed.

Create an obligation on registered providers to inform people using their
services about advocacy services, provide accessible contact details and
facilitate access to and communication with an advocate.

Further strengthen diversity

80.

8l.

82.

83.

84.

85.

86.

87.

Include in the Objects — “Ensure that all individuals entitled to benefits and
services outside of the aged care system (such as Medicare-subsidised
health care services, inpatient and outpatient rehabilitation services,
Veteran entitlements to DVA medical services and DVA medical aids) can
receive them and cannot be denied them due to receiving aged care
services”.

Amend Right 8 — “An individual has a right to communicate in the
individual's preferred language or method of communication, with access
to interpreters and communication aids as required” so that it stipulates
who is responsible for funding and arranging these supports.

Amend Principle 4 to include ability: “Funded aged care services, if
required by an individual and based on the needs of the individual,
regardless of the individual’s location, background, ability and life
experiences.”

Make the First Nations Aged Care Commissioner a statutory independent
appointment.

Include a clause in the Act with a “diversity population list” rather than a
note and reference that clause in both the Statement of Rights and the
Statement of Principles.

Use stronger, more positive language around supporting diverse needs
during the assessment process within the relevant sections.

Review the entire Act to ensure that diversity, equity and equitable access
are reflected in all relevant sections and that terminology and definitions
are used consistently throughout the Act. Refer to the Aged Care Diversity
Framework.

Amend Section 392 to ensure grant purposes may be funded for the
specific populations outlined in the proposed diversity population list
clause as well as to provide for community capacity building to support
and advocate for culturally sensitive, culturally appropriate, trauma
informed care.

Aged Care Act Exposure Draft — Joint Submission 19



88. Include under Section 91 a new sub clause that a registered provider is
responsible for ensuring that aged care workers are trained in the
principles and practices of culturally sensitive, culturally appropriate,
trauma-informed care including understanding the impact of ageism on
their attitudes to working with older people.

Disability supports

89. Disability supports should be recognised by:

e Inserting “disability support” or alternatively “disabling condition”
in all relevant sections in the legislation where “sickness” is
referred to.

e Making supports for people with disability aged 65 years or older,
an explicit reason for accessing aged care services by:

Amending relevant key concepts and definitions including “disability
support” as part of the definition of “care needs” and “sickness”,
inserting “disability supports” as part of the matters considered in
prescribing services (including service list and service types),
inserting “disability supports” as part of the definition and
purpose of a residential care home.

Establishing “disability supports” as an entry requirement for aged
care as part of aged care needs assessment, inserting “disability
supports” as part of System Governor service type approvals
(including standalone clause stating that services may be
approved entirely on the basis of supporting someone’s
disability).

e The Explanatory Memorandum should clearly:

explain the background and reason for references to “sickness” and
“illness” as a legal and legislative requirement

describe the intention and purpose of the aged care system in
providing services for older people requiring disability supports

demonstrate the legislative commitment to supporting reablement,
rehabilitation and maintaining and improving quality of life as
required by Article 26 of the Convention on the Rights of Persons
with Disabilities.
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Include rights for carers

90.

9l

92.

93.

Legally recognise carers within the Act as eligible for support within the
aged care system in accordance with assessed need.

Include the rights of carers as stipulated by the Royal Commission.

Reflect the role of carers, their importance to the older people they
support, and the carer’s individual needs, in the relevant sections of the
Act (e.g. under Section 44 (2) — assessors must also consider the needs of
the carer in co-designing the service plan, including equitable and timely
access to respite care and other supports for the caring role).

Amend Section 392 to ensure grant purposes includes grants to provide
timely, equitable support for carers.

Audit providers stating they provide ‘high-quality care’

94.

95.

96.

97.

98.

99.

Include the right to high-quality care in the Statement of Rights. Update
Section 143 on the safeguarding functions of the ACQS Commissioner to
include a specific clause enabling the ACQSC to assess providers who
voluntarily agree and opt-in to an assessment process to determine
whether providers are meeting requirements in the definition of high-
quality care.

Update Division 5 regarding reporting and planning of the ACQSC to
ensure that outcomes of the high-quality care assessment process are
publicly available to enable the “high-quality care” status of providers to
be clear (i.e. achieved, not achieved, opted out).

Update Section 19 defining the meaning of high-quality care, Section 99
on continuous improvement as part of provider registration and Section
132 on the System Governor by adding references or links to the ACQSC
high-quality assessment process and outcome to emphasise that there is
a systemic mechanism to support the delivery of high-quality care.

Amend Section 19 defining the meaning of high-quality care in the
Exposure Draft to enable a more detailed understanding of high-quality
care and the way it can be applied and operationalised to be detailed in
the Rules.

Update section on the functions of the Complaints Commissioner to
enable complaints about providers not delivering high-quality care under
the definition to be received, processed and responded to.

Enable the definition of high-quality care to be reviewed every 3 years,
regardless of the timeframe for the legislated review of the Act.
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100.

Amend Section 19 defining the meaning of high-quality care to prioritise
and include references to “culturally safe and appropriate” services and
ensuring staff are “culturally competent” to deliver quality outcomes for
people with diverse backgrounds and life experiences. Refer to the
Diversity Framework and Action Plans and add the need to maintain
contact in a manner that respects the access and communication needs
of the individual.

Audit providers’ service improvement initiatives

101.

102.

Amend Section 143 (Engagement and education functions), Section 144
(Complaints functions) and Section 145 (Registration of providers
function) to include references to continuous improvement emphasising
its importance in the work of the ACQSC.

Insert reference to continuous improvement in Section 19 on the meaning
of high-quality care. This would demonstrate that delivering high-quality
care is an ongoing, active “continuous improvement” process.

Protections for older people using government-funded and
private aged care services

103.

104.

105.

106.

Update Section 8 on the Aged Care service list and funded aged care
services to include a clause incorporating all services under the aged
care system including “top-up” and private services that are linked to the
service list but not receiving funding payable under the Act.

Provide substantive details in the Explanatory Memorandum on all
services delivered by the aged care system covered by the legislation and
how consumer protections and rights are applied to all service contexts.

Review and update all sections of the Exposure Draft related to “funded
aged care services” and “associated providers” to ensure that consumer
protections are provided to all people accessing services under the aged
care system.

Insert a mechanism in provider obligations and System Governor
requirements to ensure that older people accessing services receive
consistent information about the agreement between them and service
providers by enabling standardised contract templates, in plain English
and with accessible language options, to be developed and approved.
Agreements and contracts would include information about rights,
including the right to make complaints, and service requirements to meet
quality standards.
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Ensure consistent transparency of information

107.

108.

109.

10.

.

Nn2.

Amend relevant sections of the Act to establish 2, publicly available,
decision-making registers, one about workers and one about providers. In
these registers, historical information must be preserved and published.
The registers must be linked to NDIS registers. Amendments are required

to:
e sections of Chapter 3 in the proposed Bill and Sections 166 and
167 to upgrade the worker screening database to a register
e Section 134 to include coroner report information in the 2 registers
e Section 296 to include banning order information in the 2
registers.
Amend all clauses in the Act regarding decision “registers” (which record

relevant decisions) to ensure they are consistently made pubilic.

Amend Section 322 to remove references to prejudice and insert wording
that states that protected information is “information having a
commercial value, whose disclosure would be, or could reasonably be
expected to be, destroyed, or diminished if the information were
disclosed”. This wording is in line with federal Freedom of Information (FOI)
legislative guidelines. This will raise the bar for protected information
making it clearer and more relevant. The definition could also incorporate
a public interest test (i.e. insert at the end “and for which it is not in the
public interest to disclose”).

Alternatively, replace prejudice with “have a substantial and adverse
effect” and insert at the end “and for which it is not in the public interest to
disclose”.

Update Right No. 6 in the Statement of Rights and other sections of the
legislation to ensure that individuals have a right to access all personal
care and service delivery information and decisions related to them. (e.g.
even if something is deemed to be protected information, it must be
disclosed to the individual to whom it relates or their representatives upon
request”.)

Amend Section 105 on the delivery of aged care funded services and
Section 89 on Conditions imposed by the Commissioner to establish a
requirement for the development and use of an industry contract
template, approved by the Aged Care Quality and Safety Commission,
which will include those items as stipulated in the Rules including
Statement of Rights, terms and conditions etc. A standardised, plain
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3.

4.

5.

116.

English contract template is essential to assist older people to make
informed choices.

Amend Chapter 5 of the proposed Bill to ensure there are clear and
specific timeframes for respective decision made by the System
Governor, Complaints Commissioner and ACQS Commissioner regarding
service-level agreements. These service-level agreement (SLA) should be
required in the Act and allow the Rules to outline the specific SLA
timeframes. Currently the Act only includes timeframes for when a
response will be sent once a decision has been made. Reporting how
often the decision met the SLA timeframe should be reported as part of
the System Governor, Commissioner and Complaints Commissioner’s
annual reports.

The annual report on the operation of the Aged Care Act must continue in
addition to the proposed annual reporting on the performance of the
System Governor’s functions.

A public commitment by the Australian Government to implement a
Home Care Star Ratings Program no later than the introduction of Support
at Home. This commitment should be made in or prior to the May 2024
budget to provide time for its development.

Ensure star rating systems and their calculations evolve and mature to
build confidence in their reported outcomes.

Transparent, fair and equitable consumer fees and
government funding to provide quality services — responding
to the Aged Care Taskforce recommendations

1n7.

118.

Fees should be established and implemented under an Aged Care
Guarantee. The guarantee should ensure that, at a minimum, the
Australian Government will fund and be accountable for delivering aged
care. The Guarantee should cover all services listed below which build on
the Specified Care and Services Schedule and ensure that funding
allocated to aged care providers is based on the individual assessed
needs of participants and is used to provide core services.

All aged care fees, including costs for bundles of additional services in
residential aged care, should be transparent and be additional to the
Aged Care Guarantee. Registered providers should not be able to refuse
to accept a resident unable to afford additional services charges or who
is unable to use or does not wish to make use of additional services. Aged
care service participants and their families should not be pushed or
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9.

120.

121.

122.

123.

124.

125.

126.

127.

128.

coerced into paying for additional services as a precursor to accessing a
place in the aged care home.

The Australian Government should review the proportion of the Age
Pension used for the Basic Fee for aged care. The amount left over is
insufficient for some full pensioners without other means to meet the cost
of necessary personal items.

Means testing calculations and financial assessment should include
consideration of housing costs, medical costs, and documented debt to
ensure that participants have consistent funds to pay for pharmaceutical
and other personal expenses.

The Australian Government should consider changing how an individual's
home is used in determining contributions towards accommodation costs
in residential care, provided there are protections for spouses, partners
and carers who remain living in the home, a robust means testing
approach protecting older Australians, and a range of payment options
available.

Implement one mandatory fee for personal contributions towards aged
care services. The fee should be transparent and should include the base
level percentage of the pension (currently the basic daily care fee) and
any applicable means tested components.

Expand payment options for personal contributions or accommodation
payments to include personal savings, cash from superannuation,
insurance/aged care products, investment of a lump sum, social
insurance type products, homeowner equity access/release models,
money from an estate.

Current funding for diverse and marginalised populations should be
retained.

Implement a capital investment approach, where Government prioritises
the development of alternative aged care accommodation models for
older people including less institutionalised cottage style developments
and seniors co-housing when coinvesting in new builds.

Establish legislative requirements on aged care providers that
government funding is used for the purposes that it is intended for and
include transparent accountability mechanisms to ensure this occurs.

Review government decisions related to Aged Care Taskforce
recommendations in the Bill as part of the Senate inquiry.

Maintain current measures of transparency and enhance these in the Bill
so that it is clear where funding goes to and what it is expended on.
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129. The Act must state that government funding and any co-contributions
and/or fees are used for the purpose for which they are given, are linked
to the delivery of high-quality care and must be publicly reported on.

Better protections against use of restrictive practices

130. Amend restrictive practices processes to include independent
authorisation process in accordance with the applicable law of the state
or territory in which the individual is provided with aged care services.

131. Further amend Section 17 restrictive practice requirements so that:

e review requirements and timeframes are included

e the requirement for an individualised behaviour support plan is
explicitly stated

e representatives and independent professional advocates, when
requested by the individual or representative, are included in
discussions and decisions around the use of restrictive practices.

132. Ensure the Rules provide clear guidance that some people with cognitive
impairment can benefit from access to pharmaceutical interventions,
that could be deemed a restrictive practice, with appropriate protections
and review timeframes in place.

New security of tenure provisions

133. Include security of tenure provisions in the Act with the Rules outlining the
detail of the processes modelled on the current laws.

134. Include a new provision allowing a provider to apply to the ACQSC to have
an individual's security of tenure provisions suspended in exceptional and
extraordinary circumstances, following failed conciliation outcomes with
all parties involved. In considering the application, the ACQSC will have
regard to the rights of all parties involved and will require a comparable,
timely alternative care and/or housing solution before suspending the
security of tenure of any individual accessing aged care services.

Procedural fairness for older people in individual review and
appeals decision-making processes

135. Subject to the Chapter 8 section on Review of Decisions being drafted,
amend all clauses that refer to how individuals “may apply for
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136.

137.

138.

139.

reconsideration of a decision” to “how the individual may seek an internal
review of the decision”. This would include sections on applying for access
to funded aged care services, aged care assessment and reassessments,
approval of access to funded aged care services, revoking eligibility
determinations and access approvals, classification assessments and
reassessments and the use of computer programs to make decisions.

Amend any clause where a lack of decision is taken to mean it is
withdrawn and, instead, state clearly that the decision is to deny services.

Amend the Effect of the Statement of Rights (Section 21) to ensure that all
government actor decisions are subject to the Statement of Rights and
are reviewable.

Amend the Inspector General Act to have scope for review and/or
oversight of computer-generated decisions.

In the future, establish an Al Oversight Committee to ensure procedural
fairness for individuals accessing aged care services.

Remove volunteers from the definition of aged care worker

140.

141.

142.

143.

144.

Include the right of individuals to choose whether to participate or not in
any aged care programs involving the use of volunteers in the Statement
of Rights.

Include a risk-proportionate approach to volunteer screening and
registration in aged care, separate to paid aged care workers, reflected in
System Governor and System Regulator implementation and provider
practice.

Create an obligation on registered providers to provide training and
education for volunteers specific to their role.

Require the Regulator to develop improved reporting processes and data
collection to provide a clear picture of the frequency and prevalence of
any breaches and compliance issues by volunteers involved in aged care
and of the proportion of complaints and whistleblower disclosures made
by volunteers.

Conduct further consultation on the development of appropriate
mechanisms for volunteer screening, matching and supervision, with
volunteers, peak volunteering bodies, Aged Care Volunteer Visitors
Scheme (ACVVS) providers and registered aged care providers that
engage volunteers.
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Address Climate Change

145. Create obligations on registered aged care providers to:

e identify and prioritise monitoring clients at risk of the day-to-day
impacts of climate change, such as heatwaves and other
extreme weather events

e plan for and take actions to prevent, reduce and minimise these
impacts, including prompt medical attention

e educate their workforce to enable them to recognise and
respond to any deterioration in a person’s condition due to these

day-to-day impacts of climate change.

Clearer consultation timelines for Support at Home program
amendments

146. Provide clear and realistic consultation timelines for the Support at Home
amendments to the new Act, giving all members of the community with
an interest in aged care and a connection to older people using aged
care services sufficient opportunities to ask questions, be informed and
provide considered feedback on complex policy issues.

147. Provide substantive detail in the Explanatory Memorandum for the Aged
Care Act on the implications of the future implementation of the Support
at Home program for the Aged Care Act.

Consistent language that is easy to understand

148. Strengthen Object (b) by including that the aged care system will uphold
the rights of and deliver quality care to people with dementia or cognitive
impairment (who are a significant cohort of aged care recipients).

149. Given the high proportion of people in the aged care system living with a
cognitive impairment, it is recommended that the definition of “care
needs” (s7 definition parts (a) and (b)) is amended to include both
“mental” and “cognitive”. This will reflect consistency with references in the
definition of high-quality care subclause v, and in the Statement of
Principles 3 (d).
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Commencement of the new Aged Care Act on 1July 2024 with
review every 3 years

“Please forge ahead to get the Act through the parliamentary process.
Amendments will always come but we have to start.”

(Carer)

“Not being ambitious enough is how we ended up with such a poor aged care
system. We should aim for the stars | reckon.”

(Older person)
“l understand the urgency, but | think there are major flaws in the current draft.”
(Older person receiving aged care services)

“When I first read the draft, | thought | had the wrong version because | could
not see how this could be a rights-based piece of legislation.”

(Community member)

It has been 5 years since the Aged Care Royal Commission began and 3 years
since it delivered its landmark report recommending the creation of a new rights-
based Aged Care Act. Older people shouldn’'t have to wait any longer for their
rights to be respected in aged care. In a recent consultation webinar held by
OPAN and COTA, 74 per cent of attendees supported commencement of the new
Act on1July 2024.

Whilst we recognise providers already meet many requirements in the proposed
Bill, because of ongoing regulatory reform in the wake of the Royal Commission,
any delay to the formal creation of a rights-based aged care system is
unacceptable. The Albanese Government committed to the Act’s
commencement in its first term as one of its key election pillars. Delaying the
implementation of the Act beyond 1 July 2024 would put this commitment at risk,
given an Australian federal election can be called any time from August 2024.
Transition arrangements for parts of the Act, or for how it applies to certain aged
care service groups, should be considered.

The new Act must have built-in capability to evolve and respond to changing
needs, legislative changes, or international conventions where these impact on
the Act. The new Act is a major shift away from how the sector currently operates
and any issues or unintended consequences need to be proactively identified
and resolved.
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We recognise there are older people who are opposed to commencement of the
Act on 1 July 2024. Concerns raised include that the consultation period and
process was not sufficient, and that there are many glaring omissions in the
Exposure Draft. This is why it will be important for the Senate Inquiry process to
provide enough time to review amendments to the existing Exposure Draft and
any new information added into the Exposure Draft as well as the Rules (which
have so far not been made public and which will impact on the delivery of rights-
based care and supports).

A comprehensive review, modelled on the provisions in the Aged Care (Living
Longer Living Better) Bill 2013, should be adopted for a 3-year review of the
operations of the new Act. It must include a comprehensive scope of the review,
clear requirement for consultations, requirements for the report to be tabled in
Parliament and appointment of an independent reviewer by disallowable
instrument.

Recommendations

1. Introduce the Bill into Parliament in March 2024 to enable a 3-month
review by Parliament.

2. Table the new Rules proposed to accompany the Act in Parliament no
later than 3 weeks before submissions to a Parliamentary Inquiry close.

3. The Act should commence on 1 July 2024 (or as soon as practicable
thereafter if parliamentary processes cause delays) with some
consideration to transition/implementation timelines for certain aged
care service groups, new enforcement activities and the Commonwealth
Home Support Programme (CHSP).

4. Embed a 3-year review of the Act within the legislation conducted by an
independent person or body appointed by the Minister. The instrument of
appointment should be a disallowable instrument for the purposes of
Section 43 of the Legislation Act. The review process should include a
substantive consultation period and the review report tabled in
Parliament. The review could also be expanded to include the Inspector
General Act.
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Embed and enforce human rights and focus on wellbeing and
quality of life

“The right to an assumption of legal capacity needs to be in the rights. It is
fundamental to self-management, assessment and guardianship.”

(Older person)

“I am in a residential aged care facility, and no information about aged care,
aged care reform, Code of Conduct, Quality Indicators, or aged care consumer’s
rights [has] been communicated here at the facility. How will the Act ensure
information dissemination in a timely manner will be enforced?”

(Older person)

“You can't lower the bar on older people’s rights just because it's hard and staff
aren't trained well enough. Appropriate training is available for staff.”

(Community member)

“In Part 3, Div 1, Statement of Rights 2 (b) an individual has a right to equitable
access to palliative care and end of life care when required. There needs to be
clarity around ‘end of life care through palliative care or end of life including
Voluntary Assisted Dying for those who request it.”

(older person)

92 percent of attendees at online consultation forums said their rights should be
directly enforceable in the Act.

A human rights-based approach empowers people to know and claim their rights
and increases the ability and accountability of individuals, corporations and
institutions responsible for respecting, protecting and fulfilling those rights.

The objects of this Bill are to “in conjunction with other laws, give effect to
Australia’s obligations under the International Covenant on Economic, Social and
Cultural Rights (ICESCR) and the Convention on the Rights of Persons with
Disabilities (CRPD)".

The decision not to reference all conventions to which Australia is party and to
include a comprehensive list of relevant rights in the Act, combined with the
failure to make rights directly enforceable, means that the proposed Act falls
short of “giving effect” to the full suite of Australia’s obligations under international
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human rights treaties. “Giving effect” to Australia’s obligations under international
conventions requires:

1. amore complete list of relevant rights in the Statement of Rights, in
particular those guaranteed in the International Covenant on Civil and
Political Rights (ICCPR) and the Convention against Torture and Other
Cruel, Inhuman or Degrading Punishment (CAT)

2. additional pathways of enforcement to be incorporated into the Act,
including the provision that complaints can be based directly on an
allegation of non-compliance with or violation of a right.

While the 2 listed conventions (out of 7 principal human treaties by which
Australia is bound) affirm many important rights for older people, some key rights
are not expressly included. For example, the right to be free from torture or cruel,
inhuman or degrading treatment or punishment, right to liberty and security of
person, inherent right not to be arbitrarily deprived of one’s life, right to liberty of
movement and freedom to choose their residence and right to freedom of
thought, conscience, and religion. For this reason, the International Covenant on
Civil and Political Rights must also be included within the Objects. Given the
importance of the proper regulation of the use of restrictive practices and the
abuses which have been documented, reference to the Convention Against
Torture and its Optional Protocol appears essential.

The proposed Act does not provide for the direct invocation of rights by those
alleging violations of them and allows only indirect enforcement via
administrative complaints invoking the Code of Conduct, the Aged Care Quality
Standards or other mechanisms in the Act and envisages promoting compliance
through the exercise of regulatory powers.

There also appears to be no express requirement that public officials and
institutions are bound to comply with the Statement of Rights, or the treaties
referred to in the Objects clause — even the limited statement in Section 20(2) of
Parliament’s intention that rights be respected applies only to providers and not
to the System Governor, the Aged Care Quality and Safety Commission (ACQSC)
or other public officials involved. In this respect, also, the Exposure Draft falls short
of clear and robust implementation of Australia’s human rights obligations.

The lack of direct enforceability through court or administrative procedures
means that individuals are reliant on the limited guarantees in the subsidiary
documents and the uncertain, expensive, and for most people largely
inaccessible remedies that may be available under the general law. There may
also be some possibility of seeking a mediated or conciliated approach by
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utilising the human rights complaints function of the Australian Human Rights
Commission. However, the Australian Human Rights Commission’s jurisdiction is
limited (it does not extend to complaints of violation of the ICESCR, for exomple),
its recommendations are non-binding, and there are few instances in which its
recommendations have been accepted by government.

As a last resort, a person may be able to lodge a claim before one of the UN
human rights treaty bodies under the ICCP, CRPD, CAT or Convention on the
Elimination of All Forms of Discrimination against Women (CEDAW) conventions -
but not the ICESCR as Australia has not been prepared to accept the individual
complaints procedure under that treaty. These procedures require the exhaustion
of domestic remedies, generally take years to be resolved and result only in
recommendations that are not legally binding under international or national law,
and with which the Australian Government has a mixed record of compliance.

Accordingly, the Act should provide for direct enforcement of the rights
guaranteed in an expanded Statement of Rights, in conjunction with the inclusion
of an explicit obligation on providers and government to comply with those rights
in the performance of functions or exercise of powers under the aged care
legislation.

Multiple concerns have also been raised about deferral of key issues to the Rules
and many felt that recommendations of the Royal Commission must be reflected
in the primary legislation. For example, the Royal Commission recommmended that
the Act should include a declaration that the identified rights may be taken into
account in interpreting the Act and any instrument made under it. As it stands,
very few members of the community would deduce from reading the Statement
of Rights that if their rights were breached, they would have to refer to the Aged
Care Code of Conduct or the Aged Care Quality Standards to seek the limited
remedies that may exist under the legislative scheme.
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From ill health and sickness to wellbeing and quality of life

The Bill is structured around providing services to people who have “ill health” or
“sickness”. This formulation is said to be necessary because of the need to
anchor the constitutionality of the Bill in Section 51(xiiiA) of the Australian
Constitution.l At the same time, the consultation documents indicate that the 2
treaties referred to, the ICESCR and the CRPD, expand and strengthen the
constitutional foundation bill by relying on the power to legislate with respect to
external affairs under Section 51(xxix) of the Constitution. It is not explained why
the Bill does not draw on the holistic approach to the right to health reflected in
Article 12 of the ICESCR and Article 26 of the CRPD 2 Such an approach could
also be bolstered constitutionally and substantively by the utilisation of the other
available treaties. The current approach seems to reflect the conceptual
approach of the past.

As we argued above, a more fulsome inclusion of the full range of relevant
international treaties would strengthen the constitutional basis of the Act as well
as its efficacy as a rights-based instrument. It would also render the reliance on
powers around sickness and illness even more unnecessary.

Beyond constitutional issues, and more importantly for the efficacy of the Act,
using sickness and illness framing is damaging to older people. It perpetuates a
medicalised, deficit model of aged care and ageist attitudes toward older people
that they are all “sick”. Many people seeking aged care supports are not in ill
health nor have a “sickness” but do have needs related to frailty due to ageing or
increasing support needs due to progression of a disability.

The new Act must also be framed around reablement, rehabilitation, wellness and
quality of life. The benefits of staying active and healthy as individuals get older
are well known and include increased wellbeing and ability to participate in social
and other activities, recovering from illness more quickly and preventing falls.
These principles must be embedded more clearly and effectively throughout the
new Act.

11l section 51 (xiiiA) provides that the Commonwealth Parliament has power to legislative with respect to “the
provision of maternity allowances, widows' pensions, child endowment, unemployment, pharmaceutical, sickness
and hospital benefits, medical and dental services (but not so as to authorize any form of civil conscription),
benefits to students and family allowances”.

2 Article 12(1) of the ICESCR provides: “The States Parties to the present Covenant recognize the right of everyone
to the enjoyment of the highest attainable standard of physical and mental health.”
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The new Act also provides the opportunity to fully address Recommendation 69 of
the Royal Commission, through clarifying roles and responsibilities for delivery of
health care to people receiving aged care. The right to health care is a key human
right and receiving aged care services should never preclude older people from
receiving health care services. Currently, some aged care participants are
prevented from accessing health care they would otherwise be entitled to. These
access barriers occur at a policy level, (e.g. preventing program “double-
dipping”), at an allocation level, (e.g. people receiving aged care allocated to
lower level of priority to health care) and at a systemic level (e.g. aged care
residents being unable to afford the cost of transport or escort to medical
appointments).

The recently released joint statement to clarify the roles and responsibilities for
the delivery of health care for people receiving aged care services attempts to
provide clear delineation of clinical care by outlining when care provided to an
older person is predominantly the role of the Commonwealth, States and
Territories, or an aged care provider. However, while it reinforces the rights of older
people receiving residential aged care services to equitable access to
emergency, hospital and other health services, it appears to perpetuate
uncertainty and divergent interpretations of responsibility for people accessing
home and community-based health and aged care services.

A case in point is older people receiving home care packages and access to
community-based palliative care services. Older people, their families and carers
can be caught at the intersection of inadequate access to generalist palliative
care and low priority for specialist palliative care services, leading to poor
outcomes. The assumption at a policy level that generalists are willing and able
to play a key role in palliative care provision is not borne out in lived experience.

Recommendations

5. Include a declaration that the identified rights must be taken into account
in interpreting the Act and any instrument made under it.

6. Strengthen Object (d) by inserting additional text about access to support
and justice. The full text to read “ensure individuals accessing funded
aged care services are free from mistreatment, neglect and harm from
poor quality or unsafe care and have access to support and justice
whenever any harm is caused to them.”
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7. Include the right to access health care services in the Bill to ensure that all
individuals entitled to benefits and services outside of the aged care
system (such as Medicare-subsidised health care services, inpatient and
outpatient rehabilitation services, Veteran entitlements to DVA medical
services and DVA medical aids) can receive them and cannot have them
denied due to receiving aged care services.

8. Retain the requirement from the current Act for providers to facilitate
access of individuals to health care services outside of the aged care
system through inclusion in the obligations of registered providers.

9. The Act must oblige aged care providers to uphold rights. We recommend
creation of a positive duty (See recommendation 15).

10. The Explanatory Memorandum must clearly articulate that the objectives
of the legislation are to be read in a “strengths-based” not “deficit”
approach. The Memorandum must emphasise the intent of aged care
service delivery to provide older people with access to reablement where
possible, and to enhance wellness and quality of life.

1. Include the right to aged care services in the Statement of Rights and
back this up with equitable and timely access to aged care services (Item
10). Create an obligation on the System Governor to steward an aged care
system capable of providing services to all eligible older people.

12.  Reliance on all the available treaties to strengthen the constitutionality of
the Bill and to give effect to a comprehensive and holistic approach to the
rights of older persons receiving aged care support including a positive
approach to the right to health.

13. Include a section in the Act, in line with the Disability Royal Commission
recommendation 10.1 "‘Embedding Human Rights” so that the Aged Care
Quality and Safety Commission (ACQSC) is required to deliver a capacity-
building program to support aged care providers to embed human rights
in the design and delivery of their services. The program should be co-
designed with older people, older people’s representative organisations
and diversity peak bodies.
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Create a positive duty to uphold rights and clear pathways to
complaints

“What does the new Aged Care Act do to address the imbalance of power in
aged care?”

(Older person and informal advocate)

“Hairdressing, going to a shop or having time out with friends away from the
aged care facility not being approved or actively discouraged is making clients
literally feel like they are in a prison. To me this is intolerable.”

(Older person)

“Concerned that penalties and some actions are limited to ‘serious’ failures.
Very small failures in aged care can lead to real harm, particularly if repeated.”

(Older person receiving services)

“As a representative of my parent with dementia in aged care, | make verbal
complaints almost daily, often for risky and unacceptable behaviour. My parent
doesn't understand what this is about and tells me to keep my mouth shut -
obviously fears retribution as well.”

(Family member)

‘I do question why the principles do not apply to providers. Surely principles
applying to providers would support the improvement of aged care services?”

(Advocate)

We strongly support inclusion of a new Statement of Rights in the new Aged Care
Act as primary legislation rather than in subordinate legislation. However, we do
not support clause 21(3) outlining that these important rights are not directly
enforceable by proceedings in a court or tribunal. This contradicts the
commitment to a rights-based approach to the Act. Interpretation in a court or
tribunal of the policy intent of the Act must be able to reference the Statement of
Rights. Equally, a person should be able to rely directly on their rights being
guaranteed in the Statement of Rights as the basis of a complaint lodged under
the complaint's procedures in the Act, rather than hope that the operation of the
Code of Conduct and Aged Care Quality Standards will give full effect to the rights
listed.
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It is necessary but not sufficient for rights to be enforced only when another part
of the Act is not complied with (e.g. the Aged Care Quality Standards are not
followed, or the Code of Conduct is not adhered to, or a provider does not do what
the Act requires of them under their registration conditions or other provider
obligations). Some rights are not specifically mentioned in the Standards or the
Code of Conduct, meaning these rights are unenforceable. A particular area of
concern is that for some types of home care services (Categories 1-3), only the
Code of Conduct will apply, without a direct link to the Statement of Rights or a
requirement to uphold rights generally. We recommend including an obligation in
the Code of Conduct to uphold the Statement of Rights.

We do not support the current formulation of clauses 21(2), 92(1)(b), 144(a)(ii) and
183(2) (ii) which only require providers to not act in a way that is incompatible with
the Statement of Rights. This is a very low bar. The second mechanism where the
government has indicated it will measure providers upholding rights requires
providers to provide information on rights. Neither of these 2 requirements make a
provider act in a positive or proactive way with an obligation to uphold rights. As it
stands, the current draft is inadequate and does not reflect a full commitment to
a rights-based approach.

A system that relies on individuals to raise a complaint is inherently problematic,
due to the power differential between the service user and the service provider.
The power imbalance is even more pronounced where the individual has
impaired decision-making ability, is from a diverse or marginalised group and/or
has experienced life trauma. One way to address the power imbalance is to
ensure breaches of rights have consequences. This can be done by placing a
positive duty on providers to deliver rights-based care.

We support the obligation of a new “positive duty” on providers to uphold rights —
using the recent amendments to the Sex Discrimination Act, following the Jenkins
Review, as a model. The new sex discrimination changes were introduced in the
workplace because of the ongoing power differential between institutions and
individuals. This results in the ongoing abuse of the rights of those individuals and
is comparable to the power imbalance that exists in aged care today.

The new positive duty imposes a legal obligation on organisations and
businesses to take proactive and meaningful action to prevent relevant unlawful
conduct from occurring in the workplace or in connection to work. This change
requires organisations and businesses to shift their focus to actively preventing
workplace sexual harassment, sex discrimination and other relevant unlawful
conduct, rather than responding only after it occurs. Relevant regulatory changes
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will need to be made to ensure appropriate consequences where a positive duty
has not been applied.

Ensuring a positive duty on providers to deliver on the rights in the Act addresses
the power imbalance between providers and older people. It also places the onus
on providers to deliver rights-based care rather than the current proposal that
places the responsibility on individuals to make complaints that their rights have
been breached.

Rights-based care emphasises “choice and control” and “self-determination”
enabling and strengthening the decision-making capacity of individuals
accessing aged care services to participate in activities that improve their quality
of life and wellbeing.

A corresponding change will need to be made to the role of the Independent
Complaints Commissioner so that they have powers to investigate and enforce
compliance with the positive duty.

Competing Rights

We have heard many providers and others call for the Act to not only include
rights but responsibilities. However, this ignores the reality that rights apply to
everyone and that some of those rights may come into conflict with the rights of
others. A better framing is to consider how to address competing rights. The
Ontario Human Rights Commission describes competing rights as involving
“situations where parties to a dispute claim that the enjoyment of an individual
or group’s human rights and freedoms, as protected by law, would interfere with
another’s rights and freedoms”. In a competing rights situation, there must be a
process on a case-by-case basis to search for solutions to reconcile competing
rights and accommodate individuals and groups, if possible. The Ontario Human
Rights Commission has developed a policy on competing human rights that “sets
out a process to analyze and reconcile competing rights that emphasizes
specific objectives and considerations.” This policy is based on:

e dignity and respect

e encouraging mutual recognition of interests, rights and
obligations

o facilitating maximum recognition of rights, wherever possible

* helping parties to understand the scope of their rights and
obligations
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e addressing stigma and power imbalances and help to give
marginalised individuals and groups a voice, and

e encouraging cooperation and shared responsibility for finding
agreeable solutions that maximise enjoyment of rights.

In addition, workers already have some rights protections under the Work Health

and Safety Act, which outlines a worker’s right to a safe workplace. A note

referencing this could be made in the Aged Care Act.

Recommendations

14.

15.

16.

17.

18.

19.

Ensure the legislation has an obligation on providers to give older people
plain English, accessible information about their rights in formats that are
appropriate to older people from diverse backgrounds and older people
with visual and hearing impairments. We note Section 105 (b) provides a
generic requirement to explain information as outlined in the yet-to-be
published Rules.

Amend Sections 21, 92 and 183 of the Act to require a positive duty on
providers to uphold the rights of older people and deliver rights-based
care. The amendment should be modelled on recent changes to the Sex
Discrimination Act to require a positive duty on employers to eliminate
discriminatory conduct.

Include a clear complaints mechanism for older people to raise
standalone breaches of rights.

Outline in the Act, or in the Rules, guidance on how to respond to and
balance competing rights, this includes not only the rights of other people
accessing aged care services, but aged care workers and others
providing care for the individual. The Ontario Human Rights Commission,
Policy on Competing Rights and in particular its articulation of key legal
principles, is one such option: https://www.ohrc.on.ca/en/policy-
competing-human-rights

Amend the powers of the new Independent Statutory Complaints
Commissioner (see Item 7 for more detail) so that they can investigate
and conciliate complaints about breaches of rights and refer to the
ACQSC matters requiring enforcement of compliance.

Include or identify appropriate penalties under the Act for breaches of
rights resulting from poor and neglectful practice and behaviour by
providers, government or regulators.
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20. Where the complaints process does not result in a satisfactory outcome,
breaches of the Statement of Rights must be part of tribunal review
process via the Administrative Appeals/Review Tribunal and where there
are grounds to go to court, such breaches must be able to be part of the
court’s considerations.

21. Elevate the Code of Conduct into primary legislation (Section 13) to
increase prominence and ensure changes are rare.

Embed principles of choice and control, consumer-directed
care and self-management

81 per cent of older people participating in online consultation forums strongly
agreed that providers should be required to listen to older people about what
their needs are and what care and supports they want (choice and control).

“I note that much of the draft new Act and standards use ‘person-centred care’.
I use the analogy for the difference in terms to likening person-centred care to
being driven around to where you want to go by your parents. But consumer-
directed care relates to that sense of independence you have when you can
drive yourself wherever and whenever you want. There’s such a difference. Stick
to consumer-directed care!”

(Older person receiving aged care services)

“The consumer MUST be afforded knowledge of just WHAT is available by the
assessor in everyday language. On the first assessment, one is overpowered by
paperwork, and then nothing for quite a while. Prior to that first interview, would

there be a booklet provided to peruse for the consumer to note services?”

(Volunteer)

“The [draft Act] supports my rights to access services from a service list. Not
what | need to meet my need.”

(Older person receiving aged care services)

“What happens if a provider wants a care plan which the recipient does not
agree with?”

(Older person receiving aged care services)
“Self-determination is not used or understood by care workers.”

(Family member)
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“I find again and again that the resident is too afraid to bring up any issue so as
not to make waves. There must be an avenue to quietly be reassured that
choice and control IS important for every resident, and not to wait for something
small to become a problem.”

(Volunteer)

Central to the work of all our organisations are principles that advance the rights
of older people who participate in the aged care system, to enable and empower
them to make informed decisions and choices about their care services, protect
and safeguard them from poor practice, deliver high quality health and quality of
life outcomes and transform aged care service culture to focus on their needs,
choices and preferences. The lived experience voice of older people and their
carers should always remain at the heart of the aged care reform process.

The Exposure Draft recognises that an objective of the Aged Care Act is to “enable
individuals accessing funded aged care services to exercise choice and control in
the planning and delivery of those services”. This is critical and fundamentally
important. However, it is insufficiently clear and needs to be expanded. The
legislation should do more than “enable” older people to exercise choice and
control but should ensure that all people, regardless of their diverse backgrounds
or lived experience, are supported by the aged care system and service providers
to do so. Exercising choice and control should relate to all aspects of the aged
care system that impact on the lives of older people including assessment,
service planning, service delivery and the review of policy and programs.

While we acknowledge “planning” might be taken to include the assessment
process, it equally may be interpreted to simply refer to government planning
processes at a higher level. We propose that the individual's choice and control
over their services (even if within the confines of their assessed needs) must be
explicitly included. No older person should be required to receive a service they do
not wish to receive because their wishes, views and preferences were not
acknowledged and incorporated in the assessment process.

This amendment to the object of the Act, expanding and clarifying choice and
control, should then be reflected in changes to Section 44 regarding undertaking
aged care needs assessments. Assessors should be required to apply “choice
and control” principles and support older people accessing or seeking access to
aged care services to co-design their service plan that determines the types and
levels of services required based on assessed needs.
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The Act must explicitly refer to older people accessing aged care services as
active participants and decision-makers in service planning. In the current
Exposure Draft this section merely requires a discussion between assessors and
the individual seeking services. There is no requirement for the individual’s
consent, wishes or preferences to be reflected and, in later sections for the
approval process, to have regard for their will and preferences when approving
the proposed services. There is also no requirement for the person'’s carer to be
involved in developing a service plan that will also support their needs in caring
for the older person (refer to recommendations on rights for carers).

The demonstration and application of choice and control should extend to a
clearly identified and specific role and function for older people using aged care
services in the development and review of aged care policy and programs at
both a system and provider level. System Governor and provider obligations for
this should be detailed in the Rules of the Aged Care Act.

We are encouraged to see that “choice and control” type principles are reflected
in both the Statement of Rights and Statement of Principles. It is also a priority
under the aspirational goal of delivering high-quality care.

The principles of “choice and control” are widely valued by older people who use
aged care services. For the purposes of the Aged Care Act, “choice and control”
should be viewed as inclusive of other related concepts such as “self-
determination”, “dignity of risk”, “consumer directed care”, “co-design” and “self-
management”. They broadly reflect that older people have power to make
decisions over the aged care services they use and can determine their own life
direction. They can make choices that are right for their goals and needs. The link
between “choice and control” and the other terms mentioned above should be
outlined in the Explanatory Memorandum of the Act.

Whilst “choice and control” principles are articulated in the Objects, Statement of
Rights and Statement of Principles of the draft legislation, they are not sufficiently
reflected in other chapters of the Exposure Draft related to access and
assessment, provider obligations and decisions, System Governor and
Commissioner determinations, complaints functions and information
management. Examples of where “choice and control” is insufficiently referenced
include:

e No reference to “choice and control” principles and rights in the
detailing of general entry requirements process for aged care.

e In making determination on the approval of access to funded
aged care services (Section 47), the System Governor should
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have regard to the wishes and preferences of older people as
expressed in the service plan. However, this is not referred to.

e In providing information to older people accessing aged care
services, providers should have regard to rights and choice and
control principles (as in Section 105), but this is not mentioned.

e Information and changes in information about older people
accessing aged care services regarding assessment,
reassessment, service plan and service delivery should be
provided to them. This is not reflected in the Act.

e Older people accessing aged care services must have control
over who their representatives are, not the System Governor.
Older people should also have the ability to appoint both
Supporters and Representatives. This should be reflected in
Sections 387 and 388.

e The use of computer programs, and in the future potentially Al
technology, to make decisions has potentially serious
implications for choice and control and self-determination of
older people accessing aged care services. There appears to be
no oversight, or publication requirements of systemic usage and
accuracy of decision-making.

The strengthening of “choice and control” can also be achieved by elevating the
Code of Conduct into the primary legislation. Under the Code, workers are
expected to act with respect for people’s rights to freedom of expression, self-
determination, and decision-making in accordance with applicable laws and
conventions. Having the Code of Conduct as a key feature of the Act is a way of
embedding choice and control and self-determination in legislation, providing for
parliamentary oversight of its operation and limiting the capacity of future
governments to change or amend this protection out of the Act.

The use of Computer Systems and Al

The Exposure Draft allows for computer automation of System Governor decisions
related to AN-ACC classification and prioritisation of aged care service access.
The Exposure Draft also provides for similar use of computer automation for some
functions by the ACQS Commissioner. It is critical to establish mechanisms to
ensure support for the wishes and preferences of older people accessing aged
care services in these System Governor and ACQS Commissioner determinations.
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There are risks of bias and discrimination being generated using algorithms, and
when the data is poor, outcomes are equally problematic. Potentially, population
groups under-represented in the data (such as members of CALD and LGBTIQA+
communities) are discriminated against. We understand that a full assessment of
this issue can’'t be made without further details on classification and prioritisation
of services.

The European Commission is implementing an Al regulatory framework and plan
to address risks and avoid undesirable outcomes such as the subject of a
decision being unable to find out why an Al system has made a decision or taken
an action. The proposed rules consider “Al systems intended to be used by public
authorities or on behalf of public authorities to evaluate the eligibility of natural
persons for public assistance benefits and services, as well as to grant, reduce,
revoke, or reclaim such benefits and services” to be high-risk and therefore
subject to extensive and strict obligations.

Similarly, the Australian Human Rights Commission has identified Australia must
build upon the capacity of existing regulators to assist in promoting human
rights-centred Al and avoid the harms caused by algorithmic discrimination and
automation bias. We seek these regulatory safeguards for any use of Al systems
under the Aged Care Act.

Recommendations

22. Amend and strengthen Objects of the Act, Section 5(c) to ensure that:

e older people seeking access to or accessing aged care services
have the right to be supported to exercise choice and control not
merely “enabled” to do so.

e exercising choice and control relates to matters that affect the
lives of older people and this includes the assessment for and
planning of aged care services, the delivery of aged care services
and participating in the development and review of policy and
programs.

23. Upgrade Section 44 regarding undertaking aged care needs assessment
by adding a new clause about the development of a service plan that
outlines services for the individual to receive. This plan should be co-
designed with the individual seeking aged care services (and their carer
where relevant — see Item 16) reflecting their consent, will and preferences
about the delivery of these services.
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24. Amend Section 47 regarding approval of access to funded aged care
services to ensure the System Governor must have regard to the older
person’s wishes and preference as expressed in the service plan when
making a determination on the approval of access to funded aged care
services.

25. Ensure that any or all computerised and Al systems used now or in the
future to generate System Governor and ACQSC decisions are subject to
strict obligations including:

e adequate risk assessment and mitigation systems

¢ high quality of the datasets feeding the system to minimise risks
and discriminatory outcomes

¢ logging of activity to ensure traceability of results

e detailed documentation providing all information necessary on
the system and its purpose for authorities to assess its
compliance

e clear and adequate information to the user

e appropriate human oversight measures to minimise risk

e high level of robustness, security and accuracy

26. Ensure that all uses of System Governor computer or Al generated
decisions related to individuals seeking and accessing aged care services
are monitored and audited, with specific attention to their suitability when
applied to people with diverse backgrounds and from more marginalised
groups and the findings of the audit made publicly available and included
in all annual reports regarding the operations of the system.

27. Ensure that breaches of rights do not require another type of action (e.g.
breach of standards) to make rights enforceable or be raised as a
complaint. There must be an option to directly enforce rights through
either a court of law or administrative means in any instances of denial of
consumer-directed care, choice and control and self-management
approaches to the delivery of care in assessment, care plan agreement
and service delivery.

28. Require the System Governor and the ACQSC to comply with the rights in
the Statement of Rights and ensure their decisions are reviewable on the
basis of a breach of the Statement of Rights.
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Embed the right of older people to make decisions and receive
support when they need it

76 per cent of attendees at online consultation forums said that workers should
also be required to use supported decision-making when working with older
people.

“Supported decision-making needs clear framework and structure and
education for staff — e.g. many people with early dementia have capacity to
make decisions but many care workers/medical staff see a diagnosis and
assume [lack of] capacity. There is more understanding of this in the disability

sector and aged care staff need education and support to understand this.”

(Aged care worker)

“[When] care workers comment on recipients’ capabilities, what specific
training do they undertake to be qualified to make informed decisions about the
clients that are then recorded and lead to outcomes? This is a possible life-
changing situation for clients.”

(Older person)

“As a carer for my parent who lives with dementia in Residential Aged Care, |
am currently not allowed a copy of their care plan. | can read it on the computer
but not allowed to take away and digest. | imagine it is the same for other
residents who do not have dementia who may like to review their records.”

(Carer and representative)

“Staff needed training in how to speak with the resident on day-to-day matters,
but they shouldn’t be advising residents.”

(Family member)

“I would be concerned that care workers could make decisions or be involved,
as in the past | have seen this abused. It is out of their scope of practice.”

(Health care worker)

“So many times, you hear the organisation state ‘we know what is in best
interest’.”

(Family member)
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In General Comment No. 1 (2014) Article 12: Equal recognition before the law, the
CRPD, states that: “The right to support in the exercise of legal capacity shall not
be limited by the claim of disproportionate or undue burden. The State has an
absolute obligation to provide access to support in the exercise of legal
capacity.”

Autonomy, independence and supported decision-making

As with all adults, older people have the right to make decisions about the care
and services they receive and the risks they are willing to take. The presumption
must always be that older people have the ability to make decisions. This is part
of individuals’ right to respect as a person before the law and the enjoyment of
legal capacity, which are guaranteed by Articles 14, 16 and 26 of the International
Covenant on Civil and Political Rights and, in the case of persons with disabilities,
reaffirmed by Article 12 of the Convention on the Rights of Persons with Disabilities.

Supported decision-making (SDM) is “a central principle of the United Nations
Convention on the Rights of Persons with Disabilities. People with disability should
receive the support necessary to enable them to make and implement the
decisions that affect them.”

The benefits of supported decision-making summarised by Piers Gooding in 2015
include: “the promotion of personal autonomy, authority and control for people
over their own lives; the use of a more realistic account of autonomy and
decision-making which take into account a person’s social context and
interdependence; providing a clear structure for addressing decision-making by
people who may require support to make decisions, or whose will and preference
is unclear.”

Supported decision-making can mean the difference between offering the older
person the respect we would all seek (respect for a lifetime of decisions, one’s
values, will and preferences) and a substitute decision being imposed, which
includes the risk of those rights being denied. It is a commonly reported event
that, regardless of the parameters of an order or the powers offered to a
substitute decision-maker, systems and services will seek and consult the
substitute decision-maker as a convenience to avoid communication support
needs, because it takes less time, or because interests are aligned with theirs
rather than those of an individual.
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Supported decision-making should be the first and preferred option, with
substitute decision-making seen as a last resort that would only need to be
implemented in rare and exceptional cases.

It is positive to see the proposed Bill recognises that individual older people have
the right to make decisions for themselves and, where they need assistance in
making decisions, that the principles of supported decision-making must be
followed. In addition, the proposed Bill recog