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Glossary

Important terms that are critical to the inquiry are defined or described below.

activity based
funding

admitted
patient

advance care
planning

advance health
directive

allied health
profession

ambient living

ambulatory
care / setting

bed equivalent

The system of national classifications, cost weights and nationally efficient
prices used to fund public hospital services provided to individual patients in
Australia.

A person who undergoes a hospital’s formal admission process as either a
same-day patient or an overnight stay patient to receive treatment and/or
care. Treatment or care may be provided in hospital or in the person’s home
(through a Hospital in the Home service).

See also non-admitted patient

A process of planning for future health and personal care whereby the
person’s values, beliefs and preferences are made known so they can guide
decision-making at a future time when that person cannot make or
communicate his or her decisions."

In Queensland, a document in which an adult may give directions about their
future health care preferences, and may appoint an attorney/s to make
decisions on their behalf if the directions are inadequate. Under the Powers of
Attorney Act 1998 an advance health directive comes into effect only after the
person who made it has impaired capacity and is not able to make or
communicate their own decisions.

Note: in other Australian jurisdictions the term “advance care directive” refers
either to a common law document about future health preferences, to
legislated instruments to record directions, or as a collective term for
documents containing health directives, appointment of an enduring guardian
and common law directives.?

Health professions which include occupational therapy,
physiotherapy, psychology, social work and speech pathology.

pharmacy,

The incorporation of assisted technology solutions into a person’s environment
and is commonly considered in settings which cater for the elderly or people
with a disability.>

Health care services provided on an outpatient basis, including diagnosis,
treatment and rehabilitation.

Under the National Partnership Agreement on Improving Public Hospital
Services, targets for the growth of sub-acute services (which currently includes
palliative care) are measured in ‘beds’ or ‘bed equivalents’. A bed equivalent
refers to an occasion of service delivered in the community/home rather than
in a hospital bed.

Australian Health Ministers’ Advisory Council (AHMAC), A National Framework for Advance Care Directives, 2011,

Clinical, Technical and Ethical Principal Committee, p.9, available at
http://www.ahmac.gov.au/cms documents/AdvanceCareDirectives2011.pdf

AHMAG, ibid., p.9

James Barrientos, Chief Executive Officer, LifeTec, Public Hearing Transcript, 24 August 2012, p.9

Health and Community Services Committee
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care worker

carer

community
care services

consultation /
liaison service

end of life care

episode of care

general
practice

hospice

Hospital in the
Home (HITH)

Hospital and
Health Service
(HHS)

hospital
separation

hospital
substitution
and avoidance

A paid worker who provides care services, e.g. housework or personal care
services in a client’s home or in a residential aged care facility. Care worker
roles are diverse; care workers may be unqualified or have a Certificate Ill or
IV, or for some roles, a diploma qualification.

Someone, who through family relationship or friendship, looks after a frail
older person or someone with a disability or a chronic or terminal illness. In
this report the term is used exclusively to describe the providers of unpaid or
‘informal’ care.

Community care services include nursing care; allied health care such as
physiotherapy and occupational therapy; meals and other food services;
domestic assistance; personal care; home modification and maintenance;
transport; Centre-based day care; respite care; counselling, social support,
information and advocacy; and case management and assessment.

Consultation and advice service provided by a specialist palliative care service
for other health and care providers (specialist and primary care; public and
private sector) to support non-palliative care specialists to care for patients
using a palliative approach.

The phase of palliative care that occurs closer to the end of life. Some clinicians
consider palliative care during the last weeks or days of life to be end of life
care; others consider that the period of the last three, six or 12 months of life
to be approximate time for end of life care.

A phase of treatment; there may be more than one episode of care during a
patient’s stay in hospital.

Person-centred, continuing, comprehensive and coordinated whole person
health care to individuals and families in their communities.*

A facility that provides inpatient, residential care to relieve symptoms and
support patients with an advanced terminal condition using an interdisciplinary
approach to the provision of medical care, pain management and emotional
and spiritual support. Some hospices also provide specialist palliative care in a
person’s home.

Care provided to admitted patients in their place of residence as a substitute
for hospital accommodation, e.g. care may be provided in a residential aged
care facility or a person’s own home. HITH is an example of hospital
substitution or hospital avoidance.

Hospital and Health Services are statutory bodies and are the principal
providers of public sector health services in Queensland including public
hospital services and a range of primary and community services. Each Hospital
and Health Service is accountable to a local Hospital and Health Board.

The process by which an episode of care for an admitted patient ceases.

Alternative models of care that aim to reduce the need for patients to either
be admitted to, or remain in hospital, e.g. Hospital in the Home or hospital in
the nursing home.

The Royal Australian College of General Practitioners (RACGP), What is general practice?, accessed 23 April 2013 from
http://www.racgp.org.au/becomingagp/what-is-a-gp/what-is-general-practice/

Xiv
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in place

in-reach service

life-limiting
condition or
illness

medical
deputising
service

non-admitted
patient

occasion of
service

Used to describe the place of a person’s care, e.g. ‘ageing in place’, or ‘die in
place’ may refer to a person remaining in their own home, in a residential aged
care facility, or other place where the person lives.

A service provided by a health service visiting a residential aged care facility
(nursing home) to reduce the need for transfer of aged care residents to an
emergency department or acute hospital care if appropriate and safe care can
be provided in their own environment.

A condition or illness where it is expected that death will be a direct
consequence of the specified condition or illness. Palliative Care Australia
advises in its glossary of terms that the use of ‘terminal condition’ is preferred
to ‘life-limiting condition’. When discussing paediatric palliative care, however,
life-limiting condition is the more commonly used term and it is used in this
report in that context.

See also terminal condition

An organisation which directly arranges for doctors to provide after-hours
medical services (home visits, and possibly telephone triage/medical advice
services) to patients of other practices, usually between 6.00pm and 8.00am.>

A patient who does not undergo a hospital’s formal admission process. Non-
admitted patients include emergency department patients, outpatients, other
patients who are treated by hospital staff but not in hospital, e.g. community
outreach.

A consultation, examination, treatment or other service provided to a non-
admitted patient, e.g. an outpatient consultation.

Based on: National Association for Medical Deputising Australia Limited, Definition of a Medical Deputising Service,
accessed 23 April 2013 from http://www.namds.com/pdf/NAMDS%20MDS%20defn%20April08.pdf
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palliative care

The World Health Organization (WHO) definition recognises that palliative care
may be provided by non-specialists; this definition is also used in the National
Palliative Care Strategy.®

Palliative care is defined by the World Health Organization as:

... an approach that improves the quality of life of patients and their families
facing the problems associated with life-threatening illness, through the
prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.

Palliative care:

e provides relief from pain and other distressing symptoms

e dffirms life and regards dying as a normal process

e intends neither to hasten or postpone death

e integrates the psychological and spiritual aspects of patient care

e offers a support system to help patients live as actively as possible until
death

e offers a support system to help the family cope during the patients illness
and in their own bereavement

e uses a team approach to address the needs of patients and their families,
including bereavement counselling, if indicated

e will enhance quality of life, and may also positively influence the course of
illness

e is applicable early in the course of illness, in conjunction with other
therapies that are intended to prolong life, such as chemotherapy or
radiation therapy, and includes those investigations needed to better
understand and manage distressing clinical complication.

In addition, the WHO states that palliative care for children:

is the active total care of the child’s body, mind and spirit, and also involves
giving support to the family. It begins when illness is diagnosed, and continues
regardless of whether or not a child receives treatment directed at the disease.
Health providers must evaluate and alleviate a child’s physical, psychological,
and social distress.

Effective palliative care requires a broad multidisciplinary approach that
includes the family and makes use of available community resources; it can be
successfully implemented even if resources are limited. It can be provided in
tertiary care facilities, in community health centres and even in children’s
homes.’

Department of Health and Ageing (DOHA), National Palliative Care Strategy 2010 — Supporting Australians to Live Well

at the End of Life, 2010, Canberra, p.4, available at http://www.health.gov.au/internet/main/publishing.nsf/Content/
533C02453771A951CA256F190013683B/SFile/NationalPalliativeCareStrategy.pdf

World Health Organization (WHO), WHO Definition of Palliative Care, accessed 8 January 2013 from

http://www.who.int/cancer/palliative/definition/en/
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palliative
approach

palliative
medicine

primary health
care and
primary health
care provider

residential
aged care
facility

Senate
Committee
Inquiry

separation

subacute care

terminal
condition

An approach to health care that aims to improve the quality of life of
individuals with a terminal illness, and includes symptom management, active
comfort care and addressing physical, cultural, psychological, social and
spiritual needs. It is underpinned by an open attitude to death and dying.®

The specialist branch of medicine with training and expertise in palliative care.
Palliative medicine specialists have successfully completed advanced training
with Royal Australasian College of Physicians.

Health providers such as general practitioners, nurses, Aboriginal Health
Workers and others who provide the primary or first level of health care to
individuals, families and communities.

The WHO defines primary health care as:

Essential health care based on practical, scientifically sound and socially
acceptable methods and technology made universally accessible to individuals
and families in the community through their full participation and at a cost that
the community and country can afford to maintain at every stage of their
development in the spirit of self-reliance and self-determination. It forms an
integral part both of the country’s health system, of which it is the central
function and main focus, and of the overall social and economic development
of the community. It is the first level of contact of individuals, the family and
community with the national health system bringing health care as close as
possible to where people live and work, and constitutes the first element of a
continuing health care process.

Accommodation and care facilities for aged residents; commonly known as
nursing homes and aged care hostels.

Senate Community Affairs References Committee inquiry into palliative care.
Its report, Palliative care in Australia, was tabled in the Senate in October
2012.

See hospital separation

The care and treatment that is between acute care and chronic care, for
example rehabilitation, for a condition of moderate duration and seriousness.
In Commonwealth-State funding arrangements, palliative care is currently
categorised as part of subacute care.

A progressive condition that has no cure and that can be reasonably expected
to cause the death of a person within a foreseeable future. The definition is
inclusive of both malignant and non-malignant iliness and ageing.

Palliative Care Australia advises in its glossary of terms that the use of ‘terminal
condition’ is preferred to ‘life-limiting condition’.

See also life-limiting condition or illness

Adapted from: National Health and Medical Research Council (NHMRC), Guidelines for a Palliative Approach in

Residential Aged Care, Enhanced version — May 2006, Canberra, pp.3—4, available at
http://www.nhmrc.gov.au/ files nhmrc/publications/attachments/pc29.pdf
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Terms of reference
On 7 June 2012, the Legislative Assembly resolved:

1. That the Health and Community Services Committee inquire into and report
on Queensland’s chronic, frail and palliative care services.

2. That in undertaking this inquiry the committee should consider:

e the capacity and future needs of these services (including children and
adolescents palliative care)

e the effectiveness, efficiency and adequacy of palliative, frail and chronic
care services

e examine opportunities for reforms to improve collaboration and
cooperation between chronic, disability and other health services, and

e consideration of segmenting the current Home and Community Service
system based on age of the client, needs of the client, their carer and the
providers.

3. Further, that the committee take public submissions and consult with key
industry groups, carers, health workers and relevant experts.

4. The committee is to report to the Legislative Assembly by 28 February 2013.

The reporting date was subsequently extended to 28 May 2013.
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Chair’s foreword

| think a way that a society or community is able to determine its health is to look at how it treats or
deals with its most vulnerable.

An inquiry into palliative care leads to an understanding that there is conversation our community
needs to have, even if it is sometimes difficult. We need to talk about dying. If we can talk about
dying, at a community and individual level, and with our health providers, we will be better able to
enhance the quality of life for people with a terminal illness.

People who need palliative care or home care — and their carers - need the community as a whole to
have a robust and respectful debate about community expectations of the standard of care we feel is
acceptable at the end of life, and in home care. This report tackles some very difficult issues and aims
to make recommendations that will lead to better outcomes for people who need palliative care and
community care.

The committee recognises that it is not possible to expand and improve all palliative care and
community care services at once. As a community we need to consider and talk about priorities in
how we care for people who are vulnerable, and people who are dying. While the committee’s
report recommends actions by government, and will no doubt be considered by the Ministers and
Cabinet, | hope that as Queenslanders we will engage in discussions about how we think palliative
care and community care should be delivered. A community conversation can inform the decisions
that government makes on these complex and important issues.

| hope that this report sparks debate across Australia about these important issues. | believe this is
one of the most comprehensive inquiries held by any parliament in Australia into palliative care and
its crossover into community care.

On behalf of the committee, | thank all of the people and organisations who made submissions,
appeared as witnesses, participated in the committee’s roundtable discussions, or assisted in other
ways. Some people wrote submissions about their personal experiences, and we are especially
grateful for their generous contributions to a community conversation about dying and palliative
care.

| thank all committee members, current and past, who contributed to this report for their earnest
efforts to deliver a quality report to the Queensland community. Thanks also to the committee’s
secretariat for their outstanding effort in the preparation of this report. | also want to thank the
Hansard staff for assisting the committee with its work.

| believe this report will be a reference point for conversation and debate well into the future as the
community considers palliative care and community care. | trust it will lead to better outcomes for
those with terminal conditions, and those who need home care.

Trevor Ruthenberg MP

Chair
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Executive summary — Palliative and community care in Queensland

Executive summary

1. Introduction and policy context

The Health and Community Services Committee (the committee) was asked by the Legislative
Assembly in June 2012 to inquire into and report on palliative care services and chronic and frail
services. The terms of reference encompass the portfolio responsibilities of the Minister for Health
and the Minister for Communities, Child Safety and Disability Services.

It did this against the background of national health reforms and establishment in Queensland of
Hospital and Health Services as statutory bodies. The Commonwealth’s aged care reforms (Living
Longer, Living Better), development of the National Disability Insurance Scheme and Queensland
reforms to enable self-directed funding for people with a disability were part of the background to
the committee’s work. In addition, the committee was asked to consider the segmentation of the
Home and Community Care program, which occurred in July 2012. The matters the committee
inquired into meant that policies about support for carers were also an important consideration.

2. Current palliative care and community care services in Queensland

Palliative care

Specialist palliative care is provided in the public and private health sectors and by non-government
organisations. Public sector specialist palliative care services range from nursing and allied health
care during business hours (Clinical Services Capability Framework (CSCF) Level 1), to
multidisciplinary inpatient and home care services with the capacity to manage patients with the
most complex symptoms (CSCF Level 6). The most specialised services (CSCF Levels 5 and 6) are
located in the south-east of Queensland and in Townsville. A state-wide paediatric palliative care
service is provided by Queensland Children’s Hospital and Health Service.

Much of the care provided to people with a terminal condition is delivered by general practitioners,
other primary healthcare professionals, and by medical and nursing specialists in fields other than
palliative care, particularly oncology. A growing proportion of people with terminal conditions live in
residential aged care facilities (RACF).

Queensland has a small number of hospices, all operated by non-government organisations. Some
provide both inpatient and home care, and others provide only home-based care. A business hours
palliative care telephone information and support service is operated by Karuna Hospice.

Community care

The committee received limited evidence about community care services and disability services.
Queensland Community Care Services are provided, mainly through non-government organisations,
for people with a moderate to profound disability or condition which restricts their ability to carry
out activities of daily living. Clients may be charged a fee for services based on their capacity to pay.
Just over half of the consumers of Queensland Community Care Services in 2010-11 received
services for less than one hour a month.’

3. Palliative care in Queensland — future directions

Capacity of services and needs

Palliative care aims to improve the quality of life for a person with a terminal illness by preventing
and relieving pain and other distressing symptoms, and integrating psychological and spiritual care.
Palliative care regards dying as a normal process and intends neither to hasten nor postpone death.

Department of Communities, Child Safety and Disability Services (DCCSDS), Submission no.76, p.8
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Evidence to the committee indicated that palliative care is “... extremely well done in some areas, but
not available in others.”'° The committee was told that referrals and the average number of patients
have increased significantly in recent years, and that the need is already unmet and increasing."" In
response to increased need, some specialist palliative care services have reduced the range of
services they provide. For example, the Mater Palliative and Supportive Care Service no longer
provides a home-visiting service.”> Others have tightened their eligibility criteria, and no longer
provide access to non-cancer patients, or to residents of RACFs, or those with a prognosis of more
than three months.” The existing capacity of palliative care services is stretched, and services are not
able to meet current needs.

Effectiveness and efficiency of palliative care services

The committee considers that Queensland should aim to deliver care that is the “right service, at the
right place, at the right time”. The aim is to deliver palliative care which is:

e needs-based

e high quality, flexible and person-centred, sensitive to individual and cultural differences

e accessible to all and delivered in the home and community and across general and specialist
areas of the health system, and

e provided early enough in a person’s disease trajectory that care can be planned and person’s
quality of life is maximised.

To achieve this, the committee believes that there needs to be a shift to more care in the home and
community, supported by consultancy—liaison services provided by specialist palliative care services.
A number of the committee’s recommendations support an approach to planning, funding and
service delivery that would support greater focus on palliative care in the community. The committee
recognises that this shift needs general practitioners (GPs) and other health providers to provide care
using a palliative approach, supported by specialist consultancy, professional development and
related services.

One element of the palliative care system that the committee recognised as important is the
establishment of a 24-hour state-wide palliative care telephone information, referral and support
service, staffed by skilled nursing and allied health staff and supported by an internet information
service (Recommendation 1).

The committee notes the importance of palliative care standards and benchmarking of service
quality to achieve high quality services. While Queensland’s palliative care services have a high rate
of participation in the Palliative Care Outcomes Collaboration, the committee recommends that
further effort be made to encourage all palliative care services to participate (Recommendation 2).

Future needs for palliative care

Australia’s ageing and growing population, along with increases in both the incidence of chronic
disease and people living longer with chronic conditions, will increase the need for palliative care. As
people with chronic disease become an increasing proportion of those who need palliative care
compared to cancer patients, services will need to respond to variable disease and palliative care
trajectories. Some patients may need palliative care services intermittently over a longer period of
time to manage complex pain, while others may need both treatment and palliative care at the same
time.

1 palliative Care Australia (PCA), Submission no. 69, p.3

Palliative Care Queensland (PCQ), Submission no. 74,pp.6 & 9; Professor Rohan Vora, on behalf of the Senior
Leadership Clinical Team Gold Coast Health and Hospital Service, Submission no. 73, p.4; The Karuna Hospice Service
Ltd., Submission no.13, p.6

Professor Janet Hardy and Decima Jones, Submission no. 16, p.4

PCQ, ibid., p.9
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Health and Community Services Committee XXi



Executive summary — Palliative and community care in Queensland

Residential aged care facilities

The need for more focus on palliative care in RACFs has been recognised nationally and in evidence
to the committee. Unmet need for palliative care in RACFs can result in unnecessary transfers to
acute hospital care and reducing those transfers would improve end-of-life outcomes for older
patients and assist in constraining acute care costs."* The committee noted some important
Queensland led initiatives, including a Palliative Approach Toolkit for RACFs."™

Children and adolescents

The expected death of a child or adolescent is felt particularly intensely and the needs of young
people and their families differ from those of adults. Among other things, palliative care for children
and adolescents needs to take account of the child’s developmental stage and the bereavement
support needed. The committee heard that it was difficult to access information about the available
palliative care services, and that parents did not always receive timely information about palliative
care.'

Submissions and evidence said there is inadequate access to bereavement and counselling services."
The lack of a paediatric hospice was highlighted by 15 submissions.™ The committee considers that
there is a clear need for hospice care for children and adolescents and their families
(Recommendation 3).

Aboriginal and Torres Strait Islander people’s needs

Aboriginal and Torres Strait Islander people have higher rates of chronic disease than others, and
shorter life expectancy. Generally, Aboriginal and Torres Strait Islander people have a relatively high
level of need for palliative care at a younger age. Coupled with cultural requirements and
remoteness, this places unique demands on palliative care service provision.

Evidence to the committee emphasised the importance of culturally appropriate care, and challenges
arising from relocation to a regional city for treatment or care. The committee recommends targeted
training for palliative care staff in cultural issues, measures to ensure that palliative care services and
Aboriginal and Islander Health Services are aware of the Patient Travel Subsidy Scheme and
consideration of accommodation for patients, family and friends when patients are away from home
for palliative care and related treatment (Recommendations 4 to 6).

Access to palliative care services — rural and regional needs

The committee heard that access to palliative care services in rural and remote areas is not
equitable, and was informed of some of the challenges in delivering accessible services. People who
wish to die at home may be discouraged by the distance to assistance if they have uncontrolled pain
or other symptoms.*®

Travel to major centres for treatment adds to burdens for people from rural and remote areas. The
committee has made recommendations that it anticipates would contribute to improved access for

14 Dr Mark Deuble, Member, Australian Medical Association Queensland (AMAQ), Public Hearing Transcript, 24 August

2012, p.29

The University of Queensland / Blue Care Research and Practice Development Centre, Palliative Approach Tool Kit,
accessed 7 January 2013 from http://www.ug.edu.au/bluecare/the-palliative-approach-toolkit

Name suppressed, Submission no. 33, p.5; CanTeen, Submission no. 36, p.3

Wesley Mission Brisbane, Submission no. 26; Brett and Louise Carter, Submission no. 30; Queensland Kids, Submission
no. 32; CanTeen, ibid.; Name suppressed, Submission no. 42; and PCQ, Submission no. 74

Jennie Martin, Submission no. 3; Brett and Louise Carter, ibid.; Queensland Kids, ibid.; Name suppressed, Submission
no. 33; CanTeen, ibid.; Regina Miller, Submission no.41; Name suppressed, Submission no. 42; St Vincent’s Hospital
Brisbane, Submission no. 44; Nicole Lipp, Submission no. 53; National Disability Services, Submission no. 54; Tiffany
and Malcolm Heddes, Submission no.56; Queensland Nurses Union, Submission no. 66; Fiona Engwirda, Submission
no. 70; Anglicare Southern Queensland, Submission no. 72; and PCQ, Submission no. 74

Kincare, Submission no. 39, p.5
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rural and remote residents. Those recommendations relate to specialist palliative care services,
consultancy liaison services for GPs and other health providers, training, use of videoconferencing
and support for carers.

Future palliative care services — palliative care in the community

Many people can receive adequate palliative care at home from primary health care providers,
supported by specialist services as required. General practitioners, nurse practitioners, nurses and
allied health professionals are important providers of palliative care. Patients and families are often
supported by non-government service providers, volunteers and unpaid carers. In RACFs, enrolled
nurses and personal care workers are also important members of the palliative care team.

The committee understands that most people with a terminal condition prefer to receive care at
home for as long as possible, and that not everyone needs specialist palliative care services. The
importance of providing care in the setting of choice, combined with the high cost of inpatient
hospital care, makes it important for Queensland to increase its capacity to deliver a palliative
approach in the community, including in RACFs.

Support from specialist palliative care services

Specialist palliative care services have an important role in supporting GPs and other health
providers, however that support is not consistently available. The committee considers that the
provision of consultation and shared care services by specialist palliative care services is essential to
facilitating quality palliative care in the community. It is expected that additional resources will be
required to ensure that specialist services can provide the required level of consultancy. An
investment in specialist services to provide consultation services and support home-based care
would be offset by a reduction in acute hospital costs from unnecessary and unwanted hospital
admissions.

Representatives of GPs argued that palliative care work is not sufficiently remunerated. The
committee has recommended that this be raised with the Commonwealth (Recommendation 10).

Residential aged care facilities

There is an increasing level of need for palliative care in RACFs, and less GPs who offer home visits
and palliative care. The committee was told that “RACFs are the hospices of today and likely to
remain so in the future. Nonetheless there is professional consensus that people in RACFs frequently
receives less than quality palliative care.”” A successful Queensland initiative to implement of an
end-of-life pathway in RACFs has reduced acute hospital admissions from RACFs. The end-of-life
pathway was accompanied by training for RACF staff, telephone support for GPs and RACF staff, and
a medication imprest system. It resulted in significantly less transfers from RACFs to acute hospitals
and enabled more residents of RACFs to die ‘in place’ rather than in hospital.”

Factors affecting viability of care at home

The committee received evidence about factors that affect the viability of palliative care at home. A
significant factor in whether patients can receive care at home is the capacity of unpaid carers to
provide the level of direct care that the person needs, and to have access to the information and
guidance they need.

Timely access to affordable specialist equipment is often required for home palliative care.
Submissions described difficulties in accessing equipment quickly. While some palliative care services
provide an affordable equipment loan service, evidence suggested this was uncommon. The

20 Professor Liz Reymond, Submission no. 11, p.4

Reymond L, Israel F and Charles M, ‘A residential aged care end-of-life care pathway (RAC EoLCP) for Australian aged
care facilities’, Australian Health Review, 2011, Vol.35, p.351
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committee’s recommendation is that all public sector palliative care services should operate or
facilitate timely access to a palliative care equipment loan service (Recommendation 14).

The committee noted that Hospital in The Home (HITH) initiatives have the potential to deliver high
levels of patient and carer satisfaction. It believes that Queensland Health should encourage the use
of palliative care HITH as a substitute for acute inpatient care.

Palliative Care Queensland told the committee that “stressed family members call the ambulance
service or police service when someone dies, rather than the palliative care service.””? Other
submissions and witnesses elaborated on the sometimes unwanted sequence of events that may
follow, particularly if a person dies after hours and a doctor is not available to certify death.

The committee notes that the role of ambulance staff is primarily to provide life-saving treatment,
and there is a tension between this role and the response that is required in a palliative care
situation. The committee also noted that evidence to the Senate Committee inquiry demonstrated
that, with appropriate documentation and protocols in place, a more person-centred approach is
possible.” The committee has recommended that protocols be developed for an expected death at
home or in a RACF (Recommendation 15).

Hospices

Queensland has a small number of hospices run by non-government organisations which rely
significantly on fundraising for their operational costs. While most people would prefer to stay at
home for as long as possible, the reality for some people is that worsening symptoms mean that
dying at home is not possible. In those circumstances, a hospice with inpatient beds may be the next
preference. The committee has recommended that resources be sought for additional hospice beds
and/or new hospices (Recommendations 16).

Future palliative care services — specialist services

A consistent theme in evidence presented to the committee was the desirability of providing
palliative care for as long as possible at home or in a RACF, and reducing the frequency of unwanted
and unnecessary admission to hospital via emergency departments. Specialist palliative care services
with adequate service capacity are a key component of a system that can provide person-centred
care at home.

The committee recognises that public sector specialist palliative care services vary in the level of
services they provide according to the Clinical Services Capability Framework (CSCF) and recognises
the important role of HHS in local planning. The committee endorses the view of submitters and
witnesses that higher CSCF level specialist services should provide, in addition to direct care for
patients with complex palliative care needs, a broad range of services, particularly:

e  consultation service to support other health providers

e  visiting or in-reach services to RACFs

e 24 hour on-call services for patients at home, potentially in collaboration with GPs and nurse
practitioners

e training and support for home carers, and volunteer coordinators to train and support
volunteers to provide in-home respite and carer support

e  specialist bereavement counselling

e equipment loan services, and

e continuing education and capacity building for health professionals in palliative approaches.

2 PCQ, Submission no. 74, p.51

Amaranth Foundation, evidence to Senate Community Affairs References Committee (Senate Committee inquiry),
Palliative care in Australia, 2012, Canberra, p.66
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Specialist palliative care services with those roles may not directly deliver all of those services. They
would however have responsibility for ensuring that other health and care providers have the
capacity to provide palliative care according to people’s needs. This might mean contracting
specialist bereavement counselling from another organisation, or sharing an equipment loan service
with a neighbouring HHS. The committee has recommended work toward resourcing higher level
specialist palliative care services to provide this range of services (Recommendation 17).

Several stakeholders recognised the importance of formalising links between specialist palliative care
services which have capacity to provide consultancy advice, with generalist services. Given the
current distribution of higher level specialist palliative care services, those linkages or partnerships
between specialist and non-specialist services, including GPs, will cross HHS boundaries. The
committee has recommended that the most effective framework for linkages be planned
(Recommendation 18).

Workforce capacity

A key requirement to deliver person-centred palliative care according to need is to ensure sufficient
workforce capacity. In addition to improving the capacity of health providers to deliver care using a
palliative approach, and to increase the number of specialist palliative care physicians and nurse
practitioners, continued effort is needed to replace retiring health providers.

The committee considers that more palliative medicine specialists in are needed Queensland. The
committee was told that Australia has only 0.5 full-time equivalent palliative medicine specialists per
100,000 of population, and that the acceptable benchmark is between one and 1.5 specialists per
100,000.** The committee has recommended that specialist palliative care services should have the
capacity to train palliative medicine specialists. The committee also heard that nurse practitioners
have a significant potential role in palliative care, and has recommended scholarships to encourage
nurses to complete the necessary training, along with efforts to encourage nurse practitioners into
palliative care (Recommendations 19 and 20).

Enhancing the capacity of non-palliative care health professionals in a palliative approach is essential,
and the committee has recommended steps to embed this education and training
(Recommendations 21 to 25).

Telehealth and eHealth

Recent and new technologies have considerable potential to improve the quality and delivery of
palliative care. In a geographically dispersed state, full use of modern technology may overcome
some of the challenges of distance. Queensland has an extensive network of more than 650
telehealth (videoconference) sites. The committee considers there is potential to improve palliative
care services by increased use of telehealth for patient consultations, advice to health providers and
for training. The committee has recommended that greater use of videoconferencing be promoted
and that the development of national telehealth and eHealth initiatives that are suitable for use
across public, private and community settings continue to be supported (Recommendations 26 and
27).

Public awareness and education

The need to improve awareness and understanding of palliative care and of death as part of life is
well recognised in the palliative care community and by governments. The committee believes that a
community conversation about the normality of dying is important. Greater awareness and open
discussion can enable people to make choices about where and how they want to be treated as they
approach the end of life. In the committee’s view, improving public education is necessary to
encourage advance care planning and increase the use of Advance Health Directives.

2 Australian and New Zealand Society of Palliative Medicine (ANZSPM), Submission no. 51, p.6 & 7; The Royal

Australasian College of Physicians (RACP), Submission no. 25, p.6;
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The National Palliative Care Strategy recognises the importance of improving understanding, and
sets out actions which include development of a “comprehensive, evidence based, multi-modal and
targeted national public awareness strategy to promote death as a normal part of living and promote
available series and options”.”> The committee has recommended promotion of early
implementation of a national public awareness campaign (Recommendation 28). The committee
noted evidence that some health providers do not discuss palliative care or make timely referrals,
and notes that access to professional development in a palliative approach may assist in open

communication about a patient’s prognosis and palliative care.

Advance care planning and Advance Health Directives

Advance care planning is possible only if patients, families and health providers are able to discuss
emotionally difficult issues. The committee considers that a public awareness campaign that
normalises death and dying as part of life would facilitate more advance care planning. Planning
ahead for our own end of life is more likely to result in our wishes being respected and implemented.
Advance care planning has been shown to improve end of life care, improve patient and family
satisfaction and reduce stress, anxiety and depression in surviving relatives.” The committee
recommends that the Senate Committee recommendation for a national awareness campaign and
funding for advance care planning be supported (Recommendations 29).

Palliative Care Australia has argued for a single common legislative requirement for Advance Health
Directives.”” A number of submitters and witnesses supported nationally consistent legislation about
advance health decisions.”® The committee notes that complex legal, ethical and clinical issues
underpin discussion of Advance Health Directives and the extent to which they are followed. The
committee acknowledges that there are unresolved issues in Queensland’s legislative system of
AHDs and that there are diverse views on some of those issues. The committee has recommended
that consideration be given to referring to it an inquiry into the law that applies to AHDs
(Recommendation 30).

Resourcing and delivering needs-based and person-centred palliative care

Funding arrangements for palliative care have changed as national health reforms are implemented.
Submitters recognised the funding contribution of both the Queensland and Australian governments,
and evidence presented to the committee supported the view that palliative care in Queensland is
currently under resourced. The development of services was described as ‘erratic’ and ‘ad hoc’, and
inequities in the system have developed over time.”

Work is needed to progressively improve the capacity to provide high quality palliative care. The
committee considers that a state-wide palliative care strategy is needed to guide work to increase
the capacity of the service system to meet current and future needs. A state-wide strategy could set
guide the provision, planning, funding and delivery of palliative care services, and provide clear aims
and guidance to public, private and non-government providers of palliative care. To facilitate
planning, the committee has recommended early development of a state-wide palliative care
strategy (Recommendations 32 and 33), mapping of existing services including external review of
self-assessed CSCF levels of palliative care services (Recommendations 34), a state-wide population

> DOHA, National Palliative Care Strategy 2010

Detering KM, Hancock A, Reade MC, Silvester W, ‘The impact of advance care planning on end of life care
in elderly patients: randomised controlled trial’, British Medical Journal, April 2010, Vol.340, No.7751,
c1345, p.847

PCA, Advance Care Planning, accessed 26 April 2013 from
http://www.palliativecare.org.au/Portals/46/PCA%20Advance%20Care%20Planning%20Position%20Statement.pdf
Blue Care and UnitingCare Health, Submission no. 24, p.19; PCQ, Submission no. 74, p.49; Australian Medical
Association Queensland (AMAQ), Submission no. 67, p.5

PCQ, Submission no. 74, p.12; Professors Patsy Yates and Ross Young, Submission no. 65, p.1; Professor Rohan Vora,
PCQ, Public Hearing Transcript, 22 August 2012, p.7
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based assessment of Queensland’s palliative care needs (Recommendations 35) and review of
Queensland Health’s planning benchmarks (Recommendations 36).

Submissions to the committee noted a lack of clarity and transparency about funding arrangements,
including the ‘bundling’ of national palliative care funding into ‘subacute’ funding, and concerns that
the implementation of Activity Based Funding as part of national health reforms may not take
account of important aspects of palliative care such as consultation services with other health
providers. The committee has recommended annual reporting by Queensland Health of palliative
care service provision and expenditure, and support of the Senate Committee inquiry
Recommendations about subacute funding and costing of palliative care services by the Independent
Hospital Pricing Authority (Recommendations 37 to 39).

Health reform creates opportunities for new and more planned approaches to the funding and
provision of palliative care, to better meet needs. The committee has recommended a broad role for
specialist palliative care services, including consultation services to support other health providers,
training, specialist bereavement services and equipment loan. The committee considers that the
funding available to existing specialist palliative care services and the potential for funding of
additional services in other regional areas, based on a population needs assessment, should be
investigated as soon as possible.

As system manager, Queensland Health has an important role in planning for and supporting the
progressive implementation of accessible palliative care across the state, using service agreements
and purchasing arrangements to facilitate this. The committee has recommended that the Minister
for Health ensure that the system manager ensure that HHS deliver more services in the home and
community, implement the CSCF, make links between specialist palliative care services and other
health services to provide consultation services, ensure case management and discharge planning
are undertaken, and deliver comprehensive palliative care services (Recommendations 40). The
committee has also recommended evaluation of innovative models of palliative care, the provision of
information and guidance to HHS about best practice and a program of research about models of
palliative care (Recommendations 41).

Community care and home care services — capacity, needs and future directions

The committee’s terms of reference required it to consider the capacity, needs, effectiveness and
efficiency of Queensland’s Community Care Services. As noted above, very limited evidence was
received.

Submitters were concerned about inadequate information about services and eligibility. The
committee considers that currently available information about access to Queensland Community
Care Services is inadequate and notes that a trial of Community Access Points is due for completion
in June 2013. The committee sees the benefit of a seamless link between a single phone number and
a regional information, assessment and referral service which has the benefit of local knowledge. The
committee also considers that case management is needed for people who need services from more
than one provider, and that a regional information and assessment service could fulfil this role. The
committee has recommended implementation of an information, referral, assessment and case
management service for people who need community care services (Recommendations 42).

The committee notes that population and health trends present challenges to the capacity of the
community care workforce to meet future needs. An ageing and growing population with extended
life expectancy will increase demand on Queensland Community Care services. The community
services workforce is ageing, and there are challenges to recruiting and retaining an appropriately
skilled workforce. The committee has recommended further work on workforce needs to meet
future needs, and promotional work to highlight the value of care work (Recommendations 43 and
44).
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Submitters described difficulties and delays in accessing equipment, and their experiences
highlighted a lack of clarity about the equipment services provided by the Queensland Community
Care Services and the Medical Aids Subsidy Scheme (MASS). Queensland Health acknowledged the
importance of the services provided through the Department of Communities, Child Safety and
Disability Services (Department of CCSDS) and Queensland Health’s MASS being responsive and
providing equipment in a timely manner.*® The committee considers that information about
equipment services and eligibility is inadequate, particularly in relation to the interface between
Queensland Community Care Services and the MASS. The committee has recommended that the
responsible Ministers collaborate to consider and implement an effective service model to provide
equipment (Recommendations 45).

The committee was informed about some developments in assistive technology and ambient living
and visited LifeTec to gain an understanding of some of the potential of technology to meet future
community care needs. The committee considers that there is great potential for assistive technology
to be used widely and successfully in community care to meet the growing need for person-centred
care. While adoption rates have been low, there is potential for increased update with more
promotion and use of familiar tools. The committee has recommended that the Minister for
Communities, Child Safety and Disability Services consider providing resources for demonstration
and pilot projects and research in the use of assistive technology in community care
(Recommendations 46).

Carers — palliative and community care

Unpaid carers — usually family and friends — are the major providers of care and support for people
who need palliative care or who have a disability or chronic illness. The committee has
recommended a shift in emphasis to more home care, particularly for people who need palliative
care. The challenges currently faced by carers will be magnified by this shift. The committee
considers that adequate support and efficient structures for carer assistance will need to be put in
place in tandem with other recommendations to improve palliative and community care provision.

Carers face a range of challenges, including lack of recognition or assessment of carer’s needs,
difficulties accessing information about services, difficulties maintaining employment, financial
stress, inadequate respite from caring, lack of information about how to care safely (e.g. safe lifting)
and negative impacts on carer health, and emotional and social well-being. The committee considers
that the most important practical component of support for carers is access to flexible and
adequately funded respite care. The committee has made a range of recommendations to better
support carers (Recommendations 50 to 59).

Collaboration and co-operation between services

The terms of reference required the committee to consider opportunities for reform to improve
collaboration and coordination between services. The committee heard evidence of problems that
arise because of a lack of coordination, and notes that coordination problems are longstanding. The
Department of Communities, Child Safety and Disability Services submitted that a key issue requiring
attention is “greater clarity about the responsibility between community care and palliative care
services.”** Queensland Health noted that the establishment of HHS is a potential driver of
improvements in collaboration and co-ordination, and that the Hospital and Health Boards Act 2011
requires HHS to undertake activities that are aimed at improved co-ordination between health
services.”

30 Queensland Health, Submission no.35, p.14

DCCSDS, Submission no. 76, p.9
Queensland Health, ibid., p.14

31
32
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The committee has made a range of recommendations that it considers will, if implemented,
contribute to improved collaboration and co-ordination, for example, information services. The
committee heard that funding arrangements contribute to ‘silos’ in service delivery and can
challenge the capacity to deliver services that meet people’s needs.*

Common themes in evidence to the committee were the need to improve discharge planning and
case management so that people do not ‘fall between the cracks’ and are not required to coordinate
the sometimes complex network of services and agencies that they need. The committee has
recommended that discharge planning be further examined to ensure that HHS provide timely
discharge information to GPs, and where relevant to other health providers and RACFS
(Recommendations 60).

Case management was considered by the committee as a way to deliver person-centred care in a
complex service system. Witnesses told the committee that the case management component of
care is generally not funded and non-government care providers sometimes fulfil this unfunded role.
The committee notes that the case management role may be appropriately undertaken by a range of
health or care providers, depending on the circumstances. The committee has recommended that
Queensland Community Care Services be resourced to provide case management for clients who
need services from multiple providers (Recommendation 61).

The committee also noted the potential of eHealth and technology to improve collaboration and co-
ordination.

Segmentation of home and community care — State and Commonwealth responsibilities

The committee was asked to consider the segmentation of the former joint Home and Community
Care (HACC) service system based on the age of the client, needs of the client, their carer and the
providers. As noted above, Australian and Queensland government responsibilities for community
care services changed in July 2012. The Commonwealth now has responsibility for HACC services for
people aged 65 and over (50 and over for Aboriginal or Torres Strait Islander people), and
Queensland has responsibility for Queensland Community Care Services for the younger age group.

Submissions received by the committee in August 2012, and in hearings in November 2012 raised
concerns about the potential negative impacts of age segmentation of community care services. At
that early stage in separation of the services, no evidence was available to the committee. The
committee has recommended that the Minister for Communities, Child Safety and Disability Services
report to the Parliament on the impacts of segmentation between July 2012 and June 2013
(Recommendations 62).

Evidence presented to the committee indicates there is uncertainty about the eligibility of palliative
care patients to continue to receive Queensland Community Care Services, and eligibility is not clear.
The committee has recommended that eligibility be clarified and clear guidance given to service
providers (Recommendation 63).

3 Glenys Webby, Director, Strategy and Service Planning, Blue Care, Public Hearing Transcript, 24 August 2012, p.24;

Tam Shepherd, Chief Executive Officer, Greater Metro South Brisbane Medicare Local, Public Hearing Transcript,
22 August 2012, p.22; Margaret Deane, Aged and Disability Advocacy Inc., Public Roundtable Discussion Transcript,
28 November 2012, p.9
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Recommendations

Chapter 6. Capacity, adequacy and effectiveness of palliative care services

Recommendation 1 — 24-hour state-wide telephone service 25

The committee recommends that the Minister for Health provide resources as soon as possible for a
24-hour state-wide palliative care telephone information, referral and support service, staffed by
skilled nursing and allied health staff, and supported by an internet information service by, for
example, incorporation into 13 QGOV.

Recommendation 2 — Participate in Palliative Care Outcomes Collaboration 27

The committee recommends that the Minister for Health:

e ensure that all public sector specialist palliative care services participate in and provide data to
the Palliative Care Outcomes Collaboration (PCOC), and

¢ that Queensland Health publishes PCOC state-wide data on palliative care effectiveness.

The committee recommends that the Minister for Health:

e through the Chief Health Officer, encourage all private health facilities that provide specialist
palliative care to participate in and provide data to PCOC

¢ encourage other specialist palliative care providers to participate in and provide data to PCOC.

Chapter 8. Palliative care for children and adolescents

Recommendation 3 - Children’s hospice 38

The committee recommends that the Minister for Health work with the Commonwealth Minister for
Health to provide a children’s hospice in Queensland, with strong links with the specialist Paediatric
Palliative Care Service at the Children’s Health Hospital and Health Service. The hospice should
provide end-of-life care, respite care for children and adolescents with a life-limiting condition,
information and advice on accessing services and bereavement counselling and support for families,
including siblings.

Chapter 9. Aboriginal and Torres Strait Islander people — accessible and appropriate
palliative care

Recommendation 4 — Aboriginal and Torres Strait Islander cultural training 42

The committee recommends that the Minister for Health ensure that service agreements, purchasing
arrangements and funding for Hospital and Health Services which provide palliative care encourage
the provision of targeted training in Aboriginal and Torres Strait Islander cultural issues and
perspectives for staff who provide palliative care services.

Recommendation 5 — Promote awareness of Patient Travel Subsidy Scheme 43

The Minister for Health ensure that palliative care services and Aboriginal and Torres Strait Islander
Health Services are made aware of the Patient Travel Subsidy Scheme and the situations in which
financial assistance may be available to palliative patients and their families.

Recommendation 6 - Accommodation for Aboriginal and Torres Strait Islander people 44

The Minister for Health consider how accommodation for Aboriginal and Torres Strait Islander
patients and their family and friends can be best provided during periods when patients are away
from their usual residence to receive palliative care or other related treatment.
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Chapter 10. Other cultural, language and lifestyle groups — accessible and appropriate
palliative care

Recommendation 7 — Cultural training 48

The committee recommends that the Minister for Health ensure that service agreements, purchasing
arrangements and funding for Hospital and Health Services which provide palliative care encourage
the provision of targeted training in cultural issues affecting palliative care for staff who provide
palliative care services.

Recommendation 8 — Needs based funding and interpreters 49

The committee recommends that the Minister for Health ensures that needs based funding to
Hospital and Health Services for palliative care take account of the anticipated cost of interpreters in
locations with a high proportion of people who speak a language other than English.

Recommendation 9 — Promote use of interpreters 49

The committee recommends that the Minister for Health direct Queensland Health to use service
agreements and purchasing arrangements to ensure that Hospital and Health Services and non-
government organisations that receive public funds use interpreters when needed.

Chapter 12. Palliative care in community settings

Recommendation 10 — Medicare benefits for GP palliative care 57

The committee recommends that the Minister for Health ask the Commonwealth Minister for Health
to consider whether changes to the Medicare Benefits Schedule should be made for general
practitioner consultations, home visits and residential aged care visits and associated travel costs for
palliative care to support care in the home.

Recommendation 11 — Medication in community settings 61

The committee recommends that the Minister for Health consult with medical, nurse practitioner,
RACF and pharmacy stakeholders and consider whether amendments to legislation are needed to
facilitate more streamlined prescribing for patients in residential aged care facilities, and for
palliative patients who receive care at home, including:

e ‘chart-based prescribing’ by medical practitioners

* any restrictions on nurse practitioners prescribing and supply of medications commonly used for
pain management in palliative care, or supply of medications by nurses.

Recommendation 12 — Medication in residential aged care systems 62

The committee recommends that the Minister for Health work to ensure that public sector specialist
palliative care services collaborate with residential aged care facilities (RACF) and general
practitioners and Medicare Locals, to develop RACF medication systems that facilitate prompt access
to needed medications for palliative patients, while ensuring the safety and security of medications
and residents. This should include consideration of:

¢ Queensland Health as system manager including in service agreements or other instruments a
requirement that Level 6 specialist palliative care services initiate action to implement suitable
medication systems in collaboration with RACFs and organisations that represent general
practitioners

e providing resources for palliative care services to develop suitable medication systems in
collaboration with RACFs and general practitioners

o flexible medication models that are suitable for each location and consistent with legal
requirements.
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Recommendation 13 — Greater awareness of burial assistance 64
The committee recommends that the Minister for Health ensure that all Hospital and Health Services

with a palliative care service provide information on the burials assistance provided by the
Department of Justice and Attorney-General to patients and carers when needed.

Recommendation 14 — Equipment loan services 65
The committee recommends that the Minister for Health ensure that all Hospital and Health Services
with a palliative care service operate, directly or through another provider, an accessible equipment
loan service for home care to provide timely loan of palliative care equipment to patients who are
cared for at home.

Recommendation 15 — Palliative care and ambulance services 69

The committee recommends that the Minister for Police and Community Safety work with the

Minister for Health to develop a protocol for ambulance officers if there is an expected death at

home or in a residential aged care facility including:

e consultation with Hospital and Health Service palliative care services and ambulance officers

e examination of any legislative barriers to Queensland Ambulance Service (QAS) adopting a
palliative approach for patients at home at the end of life

e consideration of wider acceptance by QAS of an Acute Resuscitation Plan or other documentation
from a palliative care service or GP

e the provision of appropriate support by the QAS and ambulance officers to patients, carers and
families before and after an expected death

e training in a palliative approach for ambulance officers.

Recommendation 16 — Hospices 71
The committee recommends that the Minister for Health seek to provide resources for additional

hospice beds in existing hospices and/or new hospices, based on an assessment of current and future
needs and the viability of potential new hospices.

Chapter 13. Specialist palliative care services

Recommendation 17 — Specialist palliative care services — role and resources 74

The committee recommends that the Minister for Health work toward ensuring that specialist

palliative care services at the highest levels in the Queensland Health Clinical Services Capability

Framework are resourced to provide a broad range of services in addition to direct care of patients

with complex palliative care needs, particularly:

e consultation services to support other health providers including GPs and nurse practitioners

e visiting or in-reach services to residential aged care facilities

e 24-hour on-call services for patients cared for at home, potentially in collaboration with general
practitioners and nurse practitioners

¢ training and support for home carers, and volunteer coordinators to train and support volunteers
to provide in-home respite and carer support

¢ specialist bereavement counselling

e equipment loan services, and

e continuing education and capacity building for health professionals in palliative approaches.

Recommendation 18 — Specialist palliative care — formal partnerships with health providers 76

The committee recommends that the Minister for Health ensure that Queensland Health, as system
manager, investigate the most effective framework for formalised links between higher level
specialist palliative care services and rural and regional services and GPs for the provision of
specialist consultation services, and develop plans for formal partnerships in consultation with
clinicians.
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Chapter 14. Workforce capacity

Recommendation 19 — Nurse practitioner scholarships 80
The committee recommends that the Minister for Health ensure that Queensland Health nurses are

supported to undertake the study required to qualify as a nurse practitioner in palliative care by
offering scholarships as soon as possible.

Recommendation 20 — Encouraging nurse practitioners into palliative care 80
The committee recommends that the Minister for Health consult with stakeholders in nursing and

nurse practitioner organisations to identify barriers and enablers to nurses undertaking study to
qualify as nurse practitioners, and encouraging nurse practitioners to work in palliative care.

Recommendation 21 — Palliative care training for undergraduates 81
The committee recommends that the Minister for Health work with the Centre for Palliative Care

Research and Education to encourage Queensland universities to include palliative care in all
undergraduate health training courses.

Recommendation 22 — Professional development in a palliative approach 82

The committee recommends that the Minister for Health:

e consult with medical, nursing and allied health stakeholders to identify barriers and enablers to
taking up existing professional development and training, including the Program of Experience in
a Palliative Approach (PEPA)

e ensure that Queensland Health and Hospital and Health Services encourage the maximum
possible uptake of PEPA training by GPs, nurses and other health providers.

Recommendation 23 — Training non-specialists in a palliative approach 83
The committee recommends that the Minister for Health ensure that expansion of specialist
palliative care services include the capacity to provide ongoing training and capacity building of the
non-specialist health workforce to provide services using a palliative approach.

Recommendation 24 - Indigenous nurses — training pathways 84
The committee recommends that the Minister for Health ensure that work is undertaken to:

e encourage and support Aboriginal and Torres Strait Islander enrolled nurses to upgrade their
gualifications to registered nurse

o facilitate the recognition of prior learning for Aboriginal and Torres Strait Islander enrolled nurses
who seek to upgrade their qualifications

e develop training pathways to encourage more Aboriginal and Torres Strait Islander people to
commence qualifications in nursing.

Recommendation 25 — Palliative care training for Aboriginal Health Workers/Practitioners 85

The committee recommends that the Minister for Health urge all Hospital and Health Services that
employ Aboriginal Health Workers and Aboriginal Health Practitioners to consider offering to
relevant staff the opportunity to undertake the tailored Program of Experience in a Palliative
Approach.

Chapter 15. Telehealth, videoconferencing and eHealth

Recommendation 26 — Videoconferencing 920
The committee recommends that the Minister for Health ensure that Queensland Health:

e consult with Hospital and Health Services and their specialist palliative care services to identify
any barriers to increased use of the existing videoconference network for palliative care, and

e promote the use of videoconferencing in palliative care and consider developing incentives to
promote greater use of videoconferencing for patient consultations, consultation with health
providers to provide advice, build capacity and to provide training and professional development
in palliative care.
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Recommendation 27 — Telehealth and eHealth 91
The committee recommends that the Minister for Health continue to support the development of

national telehealth and eHealth initiatives that are suitable for use by all palliative health and care
providers across public, community and private settings.

Chapter 16. Awareness and education — palliative care, dying and death

Recommendation 28 — National public awareness campaign 95
The committee recommends that the Minister for Health work with his Commonwealth, state and
territory ministerial counterparts to actively promote implementation of a national public awareness
campaign as soon as practical to increase public understanding of:

e death as a normal part of living

e awareness of palliative care options, and

e the importance of advance care planning to facilitate choices about care.

Chapter 17. Advance care planning and Advance Health Directives

Recommendation 29 — Public awareness — advance care planning 100

The committee recommends that the Minister for Health inform the Commonwealth Minister for
Health that the committee supports the Recommendations 35 and 37 in the Senate Community
References Committee report, Palliative care in Australia, that:

e the Australian Government fund a national public awareness campaign around advance care
planning and directives, starting immediately, and expanding once a process of national
harmonisation of advance care planning regulation has been undertaken

e the Australian Government increase the level of funding for the Respecting Patient Choices
program to support development of training providers in several jurisdictions, significantly
expanding the reach of the program in the aged care sector.

Recommendation 30 — Advance Health Directives 102

The committee recommends that, given the uncertainties about current Queensland law governing
advance health directives, the Government consider referring to the Health and Community Services
Committee an inquiry into the law that applies to Advance Health Directives in Queensland.

Recommendation 31 — Advance Health Directives and doctors 103

The committee recommends that the Minister for Health write to the Commonwealth Minister for
Health to seek clarification of which Medicare Benefits Schedule items doctors may use for
consultations to support a patient to complete an advance health directive.

Chapter 18. Resourcing and delivering needs-based and person-centred palliative care
in Queensland

Recommendation 32 — State-wide palliative care strategy 109

The committee recommends that the Minister for Health ensure that a state-wide palliative care
strategy is developed as soon as possible to guide the development of palliative care planning,
funding, development of specialist services, and improvement in the capacity of primary health and
generalist health and care services to implement a palliative approach to care.
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Recommendation 33 — State-wide palliative care strategy — key elements 109

The committee recommends that the Minister for Health ensure that the state-wide palliative care
strategy:

¢ s aligned with the National Palliative Care Strategy

e supports population and needs-based allocation of funding to maximise equity in the delivery of
palliative care services, including equitable access for people with chronic conditions as well as
those with cancer

e includes a staged approach to expansion of specialist palliative care services based on an
assessment of palliative care needs for Queensland

¢ has a whole of system focus that promotes collaboration between acute hospital, specialist care
and palliative care in the community

¢ acknowledges that most people would prefer home-based palliative care, and promotes the
delivery of palliative care in the home when it is the patient’s preference and it is possible to
provide high quality care at home

e emphasises palliative care that is person-centred, based on needs, and allows patients and
families to make choices about their care and where care is provided

¢ recognises the importance of bereavement care and support for family members, and significant
others

e promotes case management approaches that use integrated electronic health records which link
with other care providers and general practitioners

¢ aligns with the Clinical Services Capability Framework that applies to Hospital and Health Services
and licensed private health facilities

e promotes planning by Hospital and Health Services to provide palliative care services in a range of
settings including specialist consultation and liaison services to support palliative care in the home
and residential aged care facilities

e promotes integrated care that includes advance care planning, and

¢ includes timeframes for implementation of the main components of the strategy.

Recommendation 34 — Clinical Services Capability Framework — review of service levels 110

The committee recommends that the Minister for Health ensure that the self-assessed levels of
palliative care services in the Clinical Services Capability Framework are externally reviewed as soon
as possible and adjusted if necessary to accurately map the existing levels of service provision and
inform quality improvement and planning of service development and expansion.

Recommendation 35 — Population-based palliative care needs assessment 110

The committee recommends that the Minister for Health ensure that a rigorous Queensland
population-based palliative care needs assessment is completed as soon as possible, taking account
of geography, demographics and factors relevant to the provision of palliative care, to provide a basis
for service planning and future funding.

Recommendation 36 — Planning and funding benchmarks 111

The committee recommends that the Minister for Health ensure that Queensland Health implement
a review of planning benchmarks by population as soon as possible as a basis for decisions about the
expansion, establishment and funding of additional palliative care services. The review should
include consideration of resourcing levels for the range of functions required of specialist palliative
care services.

Recommendation 37 — Reporting on funding 112

The committee recommends that the Minister for Health ensure that Queensland Health report on
palliative care service provision and expenditure as part of its annual reporting, including a
breakdown of funding sources.
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Recommendation 38 — Separate palliative care from ‘subacute’ funding 112

The committee recommends that the Minister for Health write to the Commonwealth Minister for
Health in support of the Senate committee’s Recommendation No. 2 that palliative care funding
should be separated from ‘subacute’ funding.

Recommendation 39 — National funding 113

The committee recommends that the Minister for Health write to the Commonwealth Minister for
Health to:

e support the Senate committee’s Recommendation No. 3 that the Independent Hospital Pricing
Authority (IHPA) establish a palliative care advisory committee to advise on appropriate costing of
palliative care services

e propose that the IHPA ensure that activity based funding does not limit the provision of palliative
care consultancy and liaison with primary health providers, services in community settings, and
services delivered by multi-disciplinary teams.

Recommendation 40 — Specialist palliative care service resourcing and delivery 115

The committee recommends that the Minister for Health ensure that Queensland Health plans for
and supports implementation of accessible specialist palliative care across Queensland and that, in
its system manager role, uses service agreements and purchasing arrangements to ensure that
Hospital and Health Services:

e deliver more palliative care services in the home and community

e implement the Clinical Services Capability Framework

¢ make constructive links between specialist palliative care services and general health services to
ensure that specialist palliative care consultation services are readily accessible to all Hospital and

Health Service facilities

¢ implement case management
e ensure discharge planning is carried out, and
e deliver specialist palliative care services that:

o develop greater capacity to deliver care in the home and in residential aged care facilities, so
that patient preferences are met and the costs associated with unwanted and unnecessary
admission are reduced

o provide 24-hour telephone and home visiting support to existing clients

o provide specialist consultancy and liaison services to other public sector facilities and to
general practitioners

o adopt models of care that use specialist nurse practitioners

o provide training for palliative care specialists to build capacity to meet increasing needs for
palliative care

o provide bereavement counselling and

o support the provision of equipment and training for care in the home.

Recommendation 41 — Evaluation and best practice 116

The committee recommends that the Minister for Health ensure that:

¢ innovative models of palliative care in Queensland are evaluated, so that success factors can be
identified to contribute to practice and quality improvement

¢ Queensland Health provide information and guidance to Hospital and Health Services about best
practice delivery of person-centred palliative care, and

e a program of research is established and resourced to evaluate models of palliative care
provision, standards and outcomes.
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Chapter 19. Capacity, adequacy and effectiveness of community care services

Recommendation 42 — Queensland Community Care — information, referral, assessment 119

The committee recommends that the Minister for Communities, Child Safety and Disability Services,

in consultation with the Minister for Science, Information Technology, Innovation and the Arts,

ensure that a seamless information, assessment and referral service is implemented to assist

potential Community Care clients to access services. The committee recommends that the Minister

ensures that the model:

¢ builds on the outcomes of the Community Access Point trial

¢ links consumers to a person with current regional or local knowledge of relevant services

e provides information about Community Care and other relevant services

e undertakes eligibility screening, initial assessment, referral and co-ordination

e employs effective referral and assessment, which minimises the impost on clients and does not
require multiple assessments

e promotes consumer choice and responsive service provision

e provides case management for clients who receive services from multiple providers, and

¢ issupported by up-to-date web-based information.

Recommendation 43 — Community care workforce 123
The committee recommends that the Government consider implementing a promotional campaign
aimed at changing public perceptions of community care and its workforce. A campaign should aim
to promote and highlight:

e the social value of caring for people

¢ the size of the community care sector and its contribution to Queensland’s economy, and

e the range of jobs and career pathways available in community care.

Recommendation 44 — Research and planning for community care workforce capacity 123

The committee recommends that the Government commission research on the community care

workforce in Queensland to:

e provide an assessment of future community care workforce needs to meet expected increases in
need for services, taking account of the ageing workforce and population, and

e develop strategies to ensure that the community care workforce has capacity to meet future
needs, including active workforce planning, recruitment, training pathways and workforce
retention.

Chapter 20. Improving service adequacy, effectiveness and efficiency — needs-based
and person-centred services

Recommendation 45 — Equipment services 127
The committee recommends that the Minister for Health and the Minister for Communities, Child
Safety and Disability Services collaborate to consider and implement the most effective service
model to provide equipment, including:

e consideration of a single integrated equipment service

¢ clear public information about eligibility criteria and how to apply for assistance with equipment,
and

e timely provision of equipment to support people at home.
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Recommendation 46 — Assistive technology demonstration and pilot projects 128

The committee recommends that the Minister for Communities, Child Safety and Disability Services

consider providing resources for demonstration and pilot projects and research in the use of assistive

technology in community care. Those projects should have the potential to:

e develop effective models of care that integrate assistive technology, including specific
applications for people in rural and remote areas

e increase community awareness and knowledge of the benefits of assistive technology

e reduce social isolation

¢ reduce the complexities associated with assistive technology applications

e promote innovation

¢ use inter-disciplinary models of care, and

e measure the impact of assistive technologies to provide evidence of effectiveness and promote
transfer of knowledge to other service providers.

Chapter 21. Carers

Recommendation 47 — Data on carers 132

The committee recommends that given the importance of access to reliable data for policy
development and planning the Government ask the Government Statistician and the Office of
Economic and Statistical Research to ensure that data on carers in Queensland and the hours they
work are readily available to government agencies, including data that may be available via
Australian Government collections.

Chapter 22. Supporting carers

Recommendation 48 — Service providers to consult with carers 136

The committee recommends that the Minister for Communities, Child Safety and Disability Services
ensure that service providers are required to consult with carers about the delivery of services.

Recommendation 49 — Carer involvement in policy development 137

The committee recommends that the Minister for Communities, Child Safety and Disability Services
ensure that policy development and implementation supports the role of carer by consulting with
carer organisations on the development of any legislation, policy or program guidelines.

Recommendation 50 — Information for carers 137

The committee recommends that the Minister for Communities, Child Safety and Disability Services,
in developing the information service recommended in Recommendation 42, specifically include
information to assist carers.

Recommendation 51 — Carer’s needs assessment — Queensland Community Care 139

The committee recommends that the Minister for Communities, Child Safety and Disability Services
direct the Department of Communities, Child Safety and Disability Services to include in service
agreements with providers of Queensland Community Care Services or in guidelines for service
providers a requirement to individually assess a carer’s needs.

Recommendation 52 — Carer’s needs assessments — palliative care 139

The committee recommends that the Minister for Health ensure that Queensland Health’s service
agreements with Hospital and Health Services (HHS) require specialist palliative care services to
assess carer needs and that any service agreements between a HHS and service provider include a
requirement to assess carer needs.
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Recommendation 53 — Carer’s respite 140

The committee recommends that the Minister for Communities, Child Safety and Disability Services,
in consultation with the Minister for Health, develop an adequate, single program of respite support
for carers that provides for streamlined access based on flexible options for carers for use across a
range of respite types (e.g. in-home and centre-based, both day and overnight).

Recommendation 54 — Carers — workplace flexibility 142

The committee recommends that the Queensland government work toward implementation in all
Queensland government and local government workplaces, integrated carer strategies, and provide
information and support services to carers, offer flexible hours and leave arrangements, undertake
job redesign to accommodate caring commitments and implement employment re-entry strategies
during and after caring responsibilities.

Recommendation 55 — Carers support — national 143

The committee recommends that the Government raise the importance of recognising carers’ needs
for flexibility in the workplace with the COAG Select Council on Workplace Relations and encourage
implementation of additional strategies to support employed carers.

Recommendation 56 — Specialist bereavement services 143

The committee recommends that the Minister for Health ensure that Hospital and Health Service
service agreements include recognition that quality palliative care services, particularly in higher level
services (in the Clinical Services Capability Framework), should include specialist bereavement
services.

Recommendation 57 — Counselling services for carers 143

The committee recommends that the Minister for Communities, Child Safety and Disability Services
ensure that relevant service agreement contracts with service providers include the provision of
counselling services for carers.

Recommendation 58 — Carers — guidance and training on how to care safely and self-care 144

The committee recommends that the Minister for Communities, Child Safety and Disability Services
ensure that relevant agreements with service providers and service guidelines require providers to
offer practical training and guidance about how to care safely and on self-care for carers.

Recommendation 59 — Specialise palliative care services — volunteer co-ordinators 144

The committee recommends that the Minister for Health ensure that appropriate mechanisms are in
place to ensure that Level 5 and 6 specialist palliative care services (in the Clinical Services Capability
Framework) are resourced to engage a person to train and coordinate volunteers to provide services
such as in-home social contact and respite for carers.

Chapter 23. Improving collaboration and co-ordination

Recommendation 60 — Discharge planning 150

The committee notes that inadequate discharge planning can contribute to unplanned admissions to
hospital, that discharge planning should commence at admission and recommends that the Minister
for Health:

e encourage Hospital and Health Services (HHS) to review and improve discharge planning in
consultation with GPs, residential aged care facilities, community care and Home and Community
Care service providers, and

e ensure that HHS provide timely discharge information to patients’ GPs, and where relevant other
health providers, community service providers and residential aged care facilities.
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Recommendation 61 — Case management 150

The committee recommends that the Minister for Communities, Child Safety and Disability ensure
that Queensland Community Care Services are resourced to provide case management for those
clients who need services from multiple service providers, including health services.

Recommendation 62 — Separation of HACC and Queensland Community Care 155

The committee recommends that the Minister for Communities, Child Safety and Disability Services
monitor the impact of the separation of Commonwealth and State responsibilities for home and
community care services by age in July 2012 and report to the Parliament by December 2013,
particularly on:

e whether continuity of service delivery was maintained for clients who reached age 65 (or age 50
for Aboriginal or Torres Strait Islander people) between 1 July 2012 and 30 June 2013

e any increase in the administrative and reporting requirements on funded service providers in
2012-13, particularly those that receive funds from both the Queensland Community Care
program and the Commonwealth HACC program.

Recommendation 63 — Palliative care and Queensland Community Care 156

The committee recommends that the Minister for Communities, Child Safety and Disability Services
clarify whether people who receive palliative care services at home are eligible to receive
Queensland Community Care Services and ensure that service providers are given clear guidance on
eligibility.
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Committee comments

Committee comment — Specialist palliative care services — consultation and shared care 56

The committee considers that the provision of consultation and shared care services by specialist
palliative care services is essential to facilitating quality palliative care in the community, in line with
most people’s preferences. It is expected that additional resources will be required to ensure that
specialist palliative care services can provide the required level of consultancy and shared care to
support accessible palliative care for all Queenslanders.

The committee believes that improved planning and implementation of formalised and systematic
arrangements for specialist consultation and liaison services, and increased use of telehealth
consultations can improve access to specialist palliative care consultancy and advice to GPs and other
health providers.

Specialist palliative care services should have the capacity to provide consultation by telephone and
videoconference with smaller palliative care services, other hospitals, general practitioners and
residential aged care facilities. The committee believes that an investment in specialist palliative care
services to provide consultation services and support home-based care could be offset by a reduction
in acute hospital costs from unnecessary and unwanted hospital admissions. The
committee’s recommendations about specialist palliative care services are in Chapter 13.

Committee comment — Electronic health records 62

The potential benefits of a system of electronic health records accessible to all clinicians and carers
and with appropriate security and privacy safeguards have been much discussed in recent years. The
committee considers that further development of a national system of electronic health records is
critically important. The committee encourages the Minister to support further development of
electronic health records that can be used across public and private health and care services to
improve co-ordination of health care, including palliative care.

Committee comment — Encourage Hospital in the Home 66

The committee considers that Hospital in the Home (HITH) initiatives have the potential to deliver
high levels of patient and carer satisfaction, provided adequate support exists for carers. Queensland
Health should encourage use of palliative care Hospital in the Home as a substitute for acute
inpatient care. The committee notes that the economic analysis of HITH does not appear to have
compared costs for palliative care.

Committee comment — Hospices 71

The committee believes that more hospice beds are needed in Queensland, to provide inpatient care
for the dying in a home-like and cost effective setting. Given the current distribution of hospices,
there is likely to be a significant need for additional inpatient hospice care outside the south-east of
the state. The committee has recommended that the Minister for Health consider the need for more
hospice beds in existing hospices, and wider distribution of hospices, as part of assessing population
based needs for palliative care.

The committee has also recommended the development of a state-wide strategic plan, and research
to develop a population and needs-based model for planning and funding of palliative care services
(see Chapter 18). Funding of additional hospice beds and/or hospices should be based on needs,
along with assessment of viability of a hospice.
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Introduction

Role of the committee

The Health and Community Services Committee (the committee) was established by resolution of the
Legislative Assembly on 18 May 2012, and consists of government and non-government members.

The committee is responsible for examining legislation, considering public accounts and public works
matters (within its portfolio areas) and considering and reporting on matters referred to it by the
Legislative Assembly. The portfolio areas for which the committee is responsible are health,
communities, child safety, disability services, national parks, recreation, sport, racing, Aboriginal and
Torres Strait Islander affairs and multicultural affairs. The committee also has responsibility for
monitoring and reviewing the performance of three statutory bodies.

Section 92 of the Parliament of Queensland Act 2001%* provides that a portfolio committee is
responsible for dealing with an issue referred to it by the Assembly, and may consider the matter,
report on it and make recommendations to the Assembly.

Terms of reference

The committee recognised that the terms of reference (see page xviii) were broad and could be
interpreted to include examination of almost all disability and aged care services (‘frail care services’)
as well as health services to prevent and treat a broad range of chronic health conditions (‘chronic
care services’). A broad interpretation of the terms of reference would have encompassed a
significant part of both the health and disability systems, along with aged care services for which the
Commonwealth has responsibility. The committee instead decided to focus its inquiry on the
capacity, future needs, effectiveness, efficiency and adequacy of palliative care services for adults
and children, and community and home care services, whether those services were needed because
of frailty, the consequences of a chronic condition or a disability. The committee recognised that
examination of opportunities for reform to improve collaboration and co-operation between services
could include examination of reform opportunities relevant to a broader range of health services,
disability services and community care services.

The services within the inquiry terms of reference are the responsibility of the Minister for Health
and the Minister for Communities, Child Safety and Disability Services.

The Senate Community Affairs References Committee undertook an inquiry into palliative care in
Australia between November 2011 and October 2012. The Senate Committee’s report, Palliative care
in Australia, is referred to in this report.

The committee’s processes

The inquiry terms of reference were advertised in the Courier Mail and on the committee’s website
in June 2012, calling for submissions. The committee wrote to stakeholder organisations to inform
them of the inquiry and to invite submissions. An Issues Paper published by the committee contained
information about the matters that would be examined, and was published on the committee’s
website and distributed to stakeholders. Seventy-six submissions were received. A list of submissions
is in Appendix A.

Public hearings were held in Brisbane on 22 and 24 August 2012, in Mount Isa on 4 February 2013
and in Townsville on 5 February 2013. Two private hearings were also held in Brisbane in August
2012. A list of people who gave evidence in public hearings is in Appendix B and transcripts are
available on the committee’s website at www.parliament.gld.gov.au/hcsc.

3 Available at: http://www.legislation.qgld.gov.au/LEGISLTN/CURRENT/P/ParliaQA01.pdf

Health and Community Services Committee 1


http://www.parliament.qld.gov.au/hcsc
http://www.legislation.qld.gov.au/LEGISLTN/CURRENT/P/ParliaQA01.pdf

Palliative and community care in Queensland

Two public roundtable discussions were held in Brisbane in November 2012 to gain further evidence
and understanding of specific issues that had arisen in submissions and hearings. The committee
invited stakeholders with relevant experience to participate in structured discussions with the
committee. The committee engaged Mr Mark Hunter to facilitate the discussions. Transcripts are
published on the committee’s website.

Private roundtable discussions were also held in February 2013 in Mount Isa, with the Royal Flying
Doctor Service to gain an understanding of issues in remote communities, and with the Townsville
Aboriginal and Islander Health Service.

In addition to the evidence provided in submissions, hearings and roundtable discussions, the
committee has drawn on published reports and journal articles, and the report of the Senate
Community Affairs Reference Committee,* to assist it in its deliberations on the terms of reference.

Structure of this report

While the committee’s terms of reference were broad in scope, most of the evidence presented to
the committee was about palliative care, compared to the limited evidence about community care.
The report reflects that imbalance in the evidence.

The first two Parts of the report provide background about government policy and services in
palliative care, community care, and support for carers. Part 1 Commonwealth and State roles and
policy context (Chapters 1 to 3) outlines policy and funding responsibilities of both the State and
Commonwealth in palliative care, community care, and carers.

Part 2 Current services in Queensland (Chapters 4 and 5) gives a brief overview of the current
palliative care and community care services in Queensland, based on submissions, evidence from
hearings and information that was readily accessible. Palliative care services are described in
Chapter 4, including an overview of services and a short summary of the Queensland Health Clinical
Services Capability Framework for Public and Licensed Private Health Facilities, and the location of
Hospital and Health Service palliative care services. Chapter 5 gives a brief description of Queensland
Community Care Services, which is the state component of the former Home and Community Care
Program.

Part 3 Palliative care in Queensland — future directions (Chapters 6 to 19) represents the main part of
this report, and addresses the terms of reference about current capacity and future needs for
services, and their effectiveness and efficiency. It outlines the evidence presented to the committee
and the committee’s views and recommendations for future directions for palliative care services in
Queensland. Chapters 6 to 11 discuss the capacity and adequacy of palliative care services generally,
projections of future need, and issues relevant to specific population groups, including children, and
people in rural and regional areas.

Chapters 12 (Palliative care in community settings) and 13 (Specialist palliative care services) describe
important elements of the committee’s views on future directions for palliative care. In summary,
the committee supports greater emphasis on palliative care at home (if it is a person’s preference
and is possible). The committee recognises that most palliative care can be provided effectively, with
specialist support, by general practitioners (GPs) and other health and care providers who are not
palliative care specialists. Those non-specialist health and care providers need specialist palliative
care services to provide consultancy and advice, training, 24-hour services and ongoing support to
deliver high quality care in the community. Chapter 12 touches on the role of carers, which is
discussed in Part 5.

3 Senate Community Affairs References Committee (Senate Committee inquiry), Palliative care in Australia, 2012,

Canberra, available at http://www.aph.gov.au/Parliamentary Business/Committees/Senate_ Committees?
url=clac_ctte/completed inquiries/2010-13/palliative care/report/index.htm
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In Chapters 14 (Workforce capacity) and 15 (Telehealth, videoconferencing and eHealth) some of the
elements of building and maintaining the capacity to deliver palliative care services are discussed.

Community awareness and capacity to talk about death, dying and palliative care are discussed in
Chapter 16 (Awareness and education). The closely related issues of advance care planning and
Advance Health Directives are discussed in Chapter 17 (Advance care planning and Advance Health
Directives).

Part 4 Community care and home care services in Queensland — future directions discusses issues
relevant to the terms of reference about capacity, future needs and the effectiveness of community
care services. The brief discussion in Chapters 19 (Capacity, adequacy and effectiveness of
community care services) and 20 (Improving service adequacy, effectiveness and efficiency) reflects
the limited evidence about community care services received by the committee.

In Part 5 Carers, the critical importance of support for carers is discussed. A shift to more care in the
home would place additional burdens on carers, and success would require adequate support for
carers.

The two final parts of the committee’s terms of reference are discussed in Part 6 Collaboration and
co-operation between services, and Part 7 Segmentation of home and community care.
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Part1 Commonwealth and State roles and policy context

Chapter 1. Palliative care

1.1 The National Healthcare Agreement

A range of national agreements define the objectives, outcomes, outputs, performance indicators,
and the roles and responsibilities of the Commonwealth and the states and territories for the
delivery of services across a particular sector. These various agreements are made under the
Intergovernmental Agreement on Federal Financial relations.

Under the National Healthcare Agreement, the Commonwealth is responsible for funding access to
private medical care, pharmaceuticals and private health insurance, education of health
professionals, health services for eligible veterans, residential, community and flexible aged care
services, the purchase of vaccines under national immunisation arrangements and community-
controlled Aboriginal and Torres Strait Islander primary healthcare.?” The states and territories are
responsible for funding community health, capital infrastructure and service planning, ambulance
services, food safety and regulation, environmental health and disability services.*

The Commonwealth and the states and territories are jointly responsible for funding:*

e  public hospitals

e  public health activities

e mental health services

e  sub-acute care (including rehabilitation, palliative care, geriatric evaluation and management,
and psychogeriatric care)®

e  Aboriginal and Torres Strait Islander health services

e health research

e health workforce training

e emergency responses, and

e blood and blood products.

1.2 National health reform

Health costs are increasing due to Australia’s ageing population, rising chronic disease incidence, new
technologies and higher consumer expectations. Projections of costs and revenues indicated that
states and territories would not be able to continue to cover the funding required under the existing
health sector structures.

In April 2010, the Council of Australian Governments (COAG), with the exception of Western
Australia, endorsed the National Health and Hospitals Network (NHHN) Agreement and a heads of
agreement on national health reform.

The agreement to establish an NHHN proposed significant changes to the basic structures of the
health system to make them more responsive to the needs of local communities. The agreed reforms
were also aimed at ensuring much greater transparency of the health funding arrangements. The

3 Standing Council on Federal Financial Relations, Intergovernmental Agreement on Federal Financial Relations,

accessed 23 January 2013 from

http://www.federalfinancialrelations.gov.au/content/intergovernmental agreements.aspx

Council of Australian Governments (COAG), National Healthcare Agreement 2012, p.A-8, available at
http://www.federalfinancialrelations.gov.au/content/npa/healthcare/national-agreement.pdf

COAG, ibid., p.A-7

COAG, ibid., p.A-6

Australian Institute of Health and Welfare (AIHW), National Health Data Dictionary 2012 — version 16, 2012, Canberra,
accessed 24 January 2013 from http://www.aihw.gov.au/publication-detail/?id=10737422826
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Australian Government agreed to take majority funding responsibility across Australia’s health and
hospitals system, with governance and management of local health and hospital services devolved to
the local level.* New funding for health services was provided under the agreement in June 2010
and the Australian Government began the process of establishing Medicare Locals (an element of the
agreed arrangements).

In February 2011, a revised reform agenda was agreed by the Commonwealth and all states and
territories and, in July 2011, the NHHN Agreement was superseded by the National Health Reform
Agreement.”? The National Health Reform Agreement put greater focus on a more equal sharing of
responsibility for the funding of the growth in costs of public hospital services in the future and a
more direct and simplified funding of public hospital services, based on the efficient price of
providing those services. Rather than separate funding authorities in each state and territory, the
agreement establishes a single National Health Funding Pool, with an independent administrator to
oversee both the Commonwealth and state and territory funding of the public hospital system.**

Queensland Health notes that the health reforms “bring new opportunities at the local Hospital and
Health Service level, for all health care providers (specialist and generalist health providers,
community service providers as well as Medicare Locals) to work together to better coordinate the

delivery of palliative care services for people who need it, where possible in their setting of choice”.*

1.3 National partnership agreements

In addition to national agreements on health care and health reform, a range of national partnership
agreements (NPAs) between the Commonwealth and the states and territories provide a mechanism
to support the delivery of specified outputs or projects, and facilitate reforms or financially reward
jurisdictions that deliver on nationally significant reforms.

Under NPAs, facilitation payments are used to assist a state or territory to lift standards of service
delivery or to encourage the states and territories to agree to implement ambitious reforms. Reward
payments are provided to the states and territories which deliver reform progress measured against
performance benchmarks detailed in the agreement and assessed by the COAG Reform Council.
NPAs may include implementation plans which outline the specific performance benchmarks that
trigger payments from the Commonwealth.

The NPA on Improving Public Hospital Services includes additional Commonwealth funding for
subacute beds in public hospitals. COAG will review (by December 2013) whether the
Commonwealth funding under the agreement should continue.* Under this agreement, Queensland
has the flexibility to determine the mix of subacute service types and regional distribution of beds
and services. Over the period 2010-11 to 2013-14, 10 palliative care beds have been allocated to
Queensland’s Queen Elizabeth II hospital, 10 to Redlands and four (4) for paediatric palliative care at
the Royal Children’s Hospital. Ipswich received funding for non-admitted subacute care services.*

“ A National Health and Hospitals Network for Australia’s Future: Delivering the Reforms, 2010, Canberra, p.12,

available at http://www.yourhealth.gov.au/internet/yourHealth/publishing.nsf/Content/DeliveringTheReforms/
SFILE/DeliveringTheReforms.pdf

COAG, National Health Reform Agreement, 2011, p.4, available at
http://www.federalfinancialrelations.gov.au/content/npa/health reform/national-agreement.pdf
Department of Health and Ageing (DOHA), Frequently Asked Questions for the Health Sector — Why do we need
another health agreement? Didn’t we have a health care agreement in 20107, accessed 23 January 2013 from
http://www.yourhealth.gov.au/internet/yourhealth/publishing.nsf/Content/nhra-fag-healthprof#another
Queensland Health, Submission no. 35, p.3

COAG, The National Health Reform Agreement — National Partnership Agreement on improving public hospital
services, p. 11, available at http://www.federalfinancialrelations.gov.au/content/npa/health reform/national-
workforce-reform/national partnership.pdf

Senate Community Affairs References Committee, Answers to Questions on Notice, Health and Ageing portfolio,
Additional Estimates 201112, 15 February 2012, Question E12-143, available at http://www.aph.gov.au/
Parliamentary Business/Committees/Senate Committees?url=clac_ctte/estimates/add 1112/index.htm
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1.4 Activity Based Funding

The National Health Reform Agreement includes a commitment to move to Activity Based Funding
(ABF) with an independently set ‘national efficient price’ for those public hospital services.*” The
recently released Commission of Audit report notes that Queensland was 11 per cent less efficient
than the nationally efficient price for inpatient services in 2009-10. The report’s consideration of
casemix data for hospitals indicates that Queensland’s cost of service is 8.2 per cent above the
Australian average, higher than all other mainland states.*

During 2012-13, Queensland will transition to the national model developed by the Independent
Hospital Pricing Authority (IHPA). For the transition years of 2012-13 and 2013-14, total
Commonwealth funding is limited to the level prescribed in the 2008 National Health Care
Agreement. From 2014-15 onwards, the Commonwealth will be required to pay defined percentages
of the growth in public hospital services.*

Queensland continues to be responsible for system-wide planning of the required range, type and
volume of public hospital and health services in Queensland. Neither the Australian Government
(through its funding role), nor the IHPA (through its role in price determination), has any direct role in
determining what services will be funded locally or the level at which services should be provided. As
specified in the National Health Reform Agreement, these decisions are primarily shared between
the Queensland government and the Hospital and Health Services (HHSs).>

The pricing framework for Australian Public Hospital Services announced by the IHPA in May 2012
determines that in-scope non-admitted services do not have to be provided on the campus of a
public hospital. Non-admitted services, including palliative care, can be provided at a hospital, in the
community, or in a person’s home. Palliative care services are therefore in-scope and eligible for
Commonwealth funding.

The IHPA notes that the pricing framework ensures that decisions about the scope of funded public
hospital services should not create an incentive for services to be provided in a particular setting. It
affirms the roles of states and territories as system managers responsible for planning how best to
organise and deliver public hospital services for their populations and for HHSs with respect to local
needs. The pricing framework also recognises that decisions about where public hospital services will
be provided for individual patients are clinical decisions involving patients and health professionals.*

1.5 Queensland Health and Hospital and Health Service roles

Queensland Health has oversight of the public health system to promote equitable access to services
and to ensure health services across Queensland meet consistent clinical standards. Queensland
Health also undertakes planning, funding and delivery of teaching, training, research and major
capital works.>

The 17 HHSs in Queensland operate as independent statutory bodies overseen by Hospital and
Health Boards. Their role is to deliver hospital and health services in their particular area, or state-

" Queensland Government, State Budget 2012—-13 — Budget Paper 5: Service Delivery Statements — Queensland Health,

p.5, available at http://www.budget.qld.gov.au/budget-papers/2012-13/bp5-gh-2012-13.pdf

Queensland Government, Queensland Commission of Audit Final Report — February 2013, Vol.3, pp.3-24 and 3-25,
available at http://www.commissionofaudit.qld.gov.au/reports/final-report.php

Independent Hospital Pricing Authority (IHPA), IHPA and Activity Based Funding, accessed 24 January 2013 from
http://www.palliativecare.org.au/Portals/46/EVENTS/Tony%20Sherbon%20Presentation.pdf

Health Policy Solutions, in association with Casemix Consulting and Aspex Consulting, Activity based funding for
Australian public hospitals: Towards a Pricing Framework, 2011, p.14, accessed 23 January 2013 from
http://www.ihpa.gov.au/internet/ihpa/publishing.nsf/Content/EBS8EFDO7DF85BC70CA25798300033BE1/SFile/IHPA%
20Draft%20Pricing%20Framework long%20version.pdf

IHPA, Pricing Framework for Australian Public Hospital Services, 2012, p.11, available at http://www.ihpa.gov.au/
internet/ihpa/publishing.nsf/content/6F3568CF33E77887CA257A16000D168C/SFile/PricingFramework.pdf
Queensland Government, State Budget 2012-13, p.4
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wide in the case of the Children’s HHS.>* Hospital and Health Boards commenced operation on 1 July
2012 and Queensland Health’s corporate office took the role of system manager.>

Queensland Health purchases health services from the HHSs under a service agreement with each
HHS.>® The service agreement broadly defines the hospital services, health services, teaching,
research and other services that are to be delivered by the HHS and the funding to be provided for
the delivery of those services. The service agreement also sets out how Queensland Health will
manage the performance of HHSs.*®

As system manager, Queensland Health may use financial incentives and purchasing models to
influence HHS to adopt new models of care. HHSs are accountable to the Minister for Health and
their local community. They have the flexibility to determine how services are provided in order to
meet local needs and priorities.”’

Current service agreements cover the period from 1 July 2012 to 30 June 2013. The 2012-13 service
agreements include a Healthcare Purchasing Framework, in line with the requirements of the
National Health Reform Agreement. The Hospital and Health Services Performance Framework 2012—-
13 allows for the review, assessment and reporting of performance. It provides a transparent, rules-
based process for monitoring performance against clearly identified targets and includes a protocol
for managing performance issues, including poor performance. The current purchasing framework
also recognises high performance.”®

1.6 National Palliative Care Strategy

The National Palliative Care Strategy was initially released in 2000 to guide planning and policy
development for palliative care. During 2010, after extensive consultations, the strategy was updated
to take account of developments in policies and practices. The current strategy was endorsed by the
Australian Health Ministers’ Conference in November 2010 and released in February 2011.>°

The strategy provides a national framework for directing palliative care policy, planning and services
towards common and agreed goals. The national framework guides the Australian Government and
state and territory governments in policy development and service delivery. The strategy is also
intended to assist co-ordination between the Australian Government’s National Palliative Care
program and the states and territories, which provide most palliative care services.*

The strategy focuses effort on four goal areas: awareness and understanding, appropriateness and
effectiveness, leadership and governance and capacity and capability. It includes goal statements,
objectives, action areas and some suggested measures of success.

The specific goals under the current strategy are to:

e significantly improve the appreciation of dying and death as a normal part of the life continuum
(Goal — awareness and understanding)

e enhance community and professional awareness of the scope of, and benefits of, timely and
appropriate access to palliative care services (Goal 2 — awareness and understanding)

53
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Queensland Government, ibid., p.4

Queensland Government, ibid., p.1

Queensland Government, ibid., p.5

Queensland Health, Service Agreements, accessed 18 January 2013 from
http://www.health.gld.gov.au/hhsserviceagreement/html/service agreements.asp
Queensland Government, ibid., p.4

Queensland Health, ibid., p.4

DOHA, National Palliative Care Strategy 2010, p.4

Minister for Mental Health and Ageing, National Palliative Care Strategy Released, Media Release, 10 February 2011,
available at http://www.health.gov.au/internet/ministers/publishing.nsf/Content/
6FF9864F1D27DCCACA2578320081050D/5File/mb020.pdf
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e ensure appropriate and effective palliative care is available to all Australians based on need
(Goal — appropriateness and effectiveness)

e support the collaborative, proactive, effective governance of national palliative care strategies,
resources and approaches (Goal — leadership and governance)

e build and enhance the capacity of all relevant sectors in health and human services to provide
quality palliative care (Goal — capacity and capability).®

1.7 The National Palliative Care Program

1.7.1 Aims

The National Palliative Care Program aims to improve access to, and the quality of, palliative care by
ensuring that quality of life is maintained for people with a terminal illness and support provided for
them to die with dignity in the setting of their choice. The national program provides grants to local
groups, health and aged care providers and church and charitable organisations to support patients
and their families receiving palliative care.

1.7.2 Access to palliative care medicines

To increase access to palliative care medicines in the community the Palliative Care Clinical Studies
Collaborative manages multi-site clinical drug trials to gather the scientific evidence required to
register palliative care medicines on the Australian Register of Therapeutic Goods and possible
listings on the Pharmaceutical Benefits Scheme.

1.7.3 Education and training for the healthcare workforce

Education and training for the healthcare workforce in the palliative approach is supported by the
national program through:

e  Program of Experience in the Palliative Approach (PEPA), a work placement training program for
health professionals in a specialist palliative care service of their choice

e distribution of guidelines for a palliative approach in residential aged care, development of
guidelines for a palliative approach for aged care in the community setting and development of
pain management guidelines for residential aged care

e development of Certificate Ill and IV units of competency in the palliative approach, including a
related teaching resource

e development of, and support for implementation of, the Palliative Care Curriculum for
Undergraduates (PCC4U), resources to enable palliative care approaches and techniques to be
incorporated into medical, nursing and allied health undergraduate curricula, and

e implementation of the Respecting Patient Choices program, a comprehensive advance care
planning training program for health professionals that aims to ensure patients’ choices about
their end of life care are respected.

1.7.4 Research, analysis and information

The national program funds research, analysis and information relating to the provision of palliative
care services. The program funds:

e the Australian Palliative Care Outcomes Collaboration (PCOC) is a consortium of four
universities. PCOC supports the consistent comparison and measurement of the quality of
service outcomes and offers benchmarking opportunities and the capacity to monitor changes in
clinical outcomes and activity. PCOC is a voluntary quality program that uses standardised
validated clinical assessment tools to benchmark and measure outcomes in palliative care.

o1 DOHA, National Palliative Care Strategy 2010
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e the Palliative Care Research Program, managed by the National Health and Medical Research
Council, which aims to improve the quality of palliative care, inform policy development,
improve clinical practice and develop researcher capacity.

e the Palliative Care Knowledge Network (CareSearch), a web-based one stop shop of information
and practical resources for clinicians, other health care professionals providing palliative care,
researchers, patients and carers.

e involvement by the Australian Institute of Health and Welfare in the development, annual data
collection and reporting on high-level performance indicators for national and local palliative
care activities.”

1.7.5 Quality improvement

The Australian Government also funds support for quality improvement for palliative care services.
Palliative Care Australia is funded to manage the National Standards Assessment Program (NSAP), a
national framework for continuous quality improvement. The NSAP builds on the Palliative Care
Australia Standards for providing quality palliative care and includes a process for review of service
quality.®® The program supplies palliative care service providers with the tools and resources for self-
assessment against the national standards. It also develops resources that will support and enhance
the ability of services to improve the quality of care within their existing quality improvement
processes and accreditation cycles.

62
63

DOHA, ibid.

Palliative Care Australia (PCA), The National Standards, accessed 15 February 2013 from
http://www.palliativecare.org.au/Standards/Thenationalstandards.aspx; and Victorian Department of Health,
Frequently Asked Questions — Palliative Care Service Delivery Framework, accessed 15 February 2013 from
http://www.health.vic.gov.au/palliativecare/documents/sdffmr-fag.pdf
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Chapter 2. Community care

2.1 Home and Community Care Program

Before July 2012, the Home and Community Care (HACC) Program was a joint program and funding
responsibility of the Australian and state and territory governments. HACC services supported people
over 65 and younger people with a disability and carers to be more independent at home and in the
community. Until July 2012, the HACC program provided funding to deliver services in the home and
in community settings to eligible people of all ages.

Since July 2012, the Queensland Government has been solely responsible for community care
services for people aged under 65 (under 50 if they are Aboriginal or Torres Strait Islander) and the
Australian Government responsibility is for HACC services for people aged 65 and over (or 50 and
over).

The transition of roles and responsibilities were agreed between the Australian Government and six
of the state and territory governments in the National Partnership Agreement on Transitioning
Responsibilities for Aged Care and Disability Services.®* Victoria and Western Australia continue under
the current HACC program as they are not signatories to the transition of responsibilities.

Part 7 of this report discusses the committee’s consideration of the segmenting of HACC services
according to age of the client and needs, as required by the terms of reference.

2.2 Living Longer Living Better — aged care

In April 2012 the Australian Government announced proposed aged care reforms, Living Longer
Living Better. It intends to pursue a ten year plan to improve the aged care system with a staged
approach to reform and funding for new initiatives to build a fairer, more sustainable and nationally
consistent aged care system. The reforms will address challenges facing the aged care system,
including financial and capital pressures, lack of access to information and workforce needs. The
reforms recognise that older Australians want to stay in their homes for as long as possible.®

The Australian Government’s reforms aim to incorporate ‘consumer directed care’ into the planning
and management of care. This approach allows consumers and carers greater “power to influence
the design and delivery of the services they receive”® including where services will be received, the
timing and scheduling of services, and how care is to be shared between informal and formal carers.
Consumer directed care principles will be embedded into home care packages and piloted in
residential care settings as part of the reforms.®’

New Commonwealth infrastructure for aged care aims to support better co-ordination of services,
information and assistance for consumers. The creation of a single gateway or ‘principal entry point’
to the aged care system, in particular, should make it easier for timely and reliable information to be
accessed by older people about care and its financing.®® An Aged Care Workforce Productivity
Strategy, with a Workforce Compact to be developed between providers, unions and consumer
groups, will seek to strengthen the aged care workforce.

The reforms seek to improve links between the aged care and health systems and committed
additional funding for better palliative care and palliative care training in aged care settings and

64 COAG, National Partnership Agreement on Transitioning Responsibilities for Aged Care and Disability Services, 2008,

available at http://www.federalfinancialrelations.gov.au/content/npa/health reform/transitioning responsibilities/
national partnership.pdf

DOHA, Living Longer. Living Better. Aged Care Reform Package, 2012, Canberra, available at
http://www.health.gov.au/internet/publications/publishing.nsf/Content/CA2578620005D57ACA2579E2007B9DFC/SF
ile/D0769%20Living%20Longer%20Living%20Better%20SCREEN%20070512.pdf

DOHA, ibid., p.42

DOHA, ibid., p.42

DOHA, ibid., p.85

65

66
67
68

10 Health and Community Services Committee


http://www.federalfinancialrelations.gov.au/content/npa/health_reform/transitioning_responsibilities/national_partnership.pdf
http://www.federalfinancialrelations.gov.au/content/npa/health_reform/transitioning_responsibilities/national_partnership.pdf
http://www.health.gov.au/internet/publications/publishing.nsf/Content/CA2578620005D57ACA2579E2007B9DFC/$File/D0769%20Living%20Longer%20Living%20Better%20SCREEN%20070512.pdf
http://www.health.gov.au/internet/publications/publishing.nsf/Content/CA2578620005D57ACA2579E2007B9DFC/$File/D0769%20Living%20Longer%20Living%20Better%20SCREEN%20070512.pdf

Palliative and community care in Queensland

projects with a focus on preventing hospitalisation of older Australians and improving access to
complex health care services.

2.3 National Disability Insurance Scheme

In early 2010, the Australian Government asked the Productivity Commission to undertake an inquiry
into a National Disability Long-term Care and Support Scheme and assess the costs, cost
effectiveness, benefits and feasibility of an approach to funding people with a disability for long-term
essential care and support on an entitlement basis.® The Commission reported in 2011, finding that
the “existing disability support ‘system’ is unsustainable on multiple grounds”. The report
recommended a National Disability Insurance Scheme (NDIS), to be overseen by a national agency,
which would provide assessments and funding to individuals and organisations, noting that the
benefits of a NDIS from an economic perspective would exceed the costs.”” The scheme would be
delivered through the use of an insurance approach, like Medicare. The Commission also
recommended a second, smaller National Injury Insurance Scheme to address catastrophic injuries
from accidents. This would have the same goals as the NDIS, but would be funded differently and
would draw on existing arrangements in some states and territories.”*

The Australian Government supported the Productivity Commission’s recommendations for change.
In August 2011, the Council of Australian Governments (COAG) agreed on the need for major reforms
to disability services, noting that disability services are currently the responsibility of state and
territory governments and recognising that reform would require shared and coordinated effort.
Foundational reforms include development of a national assessment framework, nationally
consistent service and quality standards for the disability services sector and a comprehensive
national disability services workforce strategy.’

The National Disability Agreement (NDA) and the National Disability Strategy 2010-2020, agreed by
all governments, underpin the implementation of the reforms to disability services. Under the
agreement, governments agreed to reform their services, including:

e the improvement of provision of services and opportunities to enhance the capacity of people
with a disability

e ensuring that services are person-centred and providing timely access to the necessary support
needs

e identifying, planning and responding to the development and support needs of people with a
disability at an early stage and at key life transition points, and

e supporting the role of carers and families, including strengthening their informal support
networks.”

The NDA was revised in July 2012 to include five new reform priority areas and improvements to the
performance framework. The agreement also reflected the changed responsibilities for aged and
disability care and COAG’s commitment to commence foundation work for a NDIS.”* New priorities
for governments under the agreement are to:

69 Productivity Commission, Disability Care and Support, Report no. 54, Overview and Recommendations, 2011,

Canberra, p.iv, available at http://www.pc.gov.au/ data/assets/pdf file/0014/111272/disability-support-overview-
booklet.pdf

Productivity Commission, ibid., p.7

Productivity Commission, ibid., p.10 and executive summary, p.5

COAG, COAG communiqué, Productivity Commission Report on Disability Care and Support, 19 August 2011, accessed
5 February 2013 from

http://www.coag.gov.au/node/76#Productivity Commission Report on Disability Care and Support

Standing Council on Federal Financial Relations, National Agreements, accessed 3 February 2013 from
http://www.federalfinancialrelations.gov.au/content/national agreements.aspx

Disability Policy & Research Working Group, Revised National Disability Agreement, accessed 5 February 2013 from
http://www.dprwg.gov.au/national-disability-agreement
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e  build the evidence base for disability policies and strategies and provide a stronger basis for
future policy decisions

e enhance family and carer capacity through strategies that focus on improving outcomes for
carers

e pursue individual and/or self-directed funding arrangements for disability services that
emphasise choice and control by the person with disability through strategies for increased
choice, control and self-directed decision-making

e maintain innovative and flexible support models for people with high and complex needs

e develop employment opportunities for people with a disability through models for enhancing
independence and work readiness at different life transition points.”

The National Disability Strategy 2010-2020 sets out a ten year national policy framework and
commits all levels of government to a unified, national approach to policy and program
development.”

High-level principles for a NDIS were agreed by COAG in April 2012. A transition agency for the NDIS
commenced work on co-ordination of the detailed design work for a launch of the scheme in
July 2012, and launch sites in New South Wales, Victoria, South Australia, Tasmania and the
Australian Capital Territory were agreed to. An Intergovernmental Agreement on the National
Disability Insurance Scheme Launch was signed on 7 December 2012. Legislation to establish the
framework of the NDIS (including the design, funding and governance) and to establish the National
Disability Insurance Scheme Launch Transition Agency was passed in March 2013. The first stage of
the NDIS, now to be called ‘Disability Care Australia’ will commence in mid-2013.”

2.4 Queensland Your Life Your Choice

In September 2012, the Queensland Government announced a trial of self-directed funding for
disability support and services, Your Life Your Choice.

Self-directed support is a funding approach that enables people with a disability and their families to
have greater choice and control over the disability services they receive. People with a disability can
choose between services that are delivered through non-government service providers as at present,
or choose to direct the support themselves using funding and resources to plan, purchase and select
support that best suits their needs. Your Life Your Choice provides the framework for how
self-directed support operates in Queensland.”

Your Life Your Choice is being established in two phases. The first phase — a host provider model —
was in place by the end of 2012. Under the model, endorsed providers assist people with a disability
to purchase services and organise supports. The second phase, planned for 2013, will introduce
direct funding to a person with a disability as well as expand the host provider model.”

73 Disability Policy & Research Working Group, National Reform Priorities, accessed 6 February 2013 from

http://www.dprwg.gov.au/national-disability-agreement/previous-national-reform-priorities

Department of Families, Housing, Community Services and Indigenous Affairs (FAHCSIA), National Disability Strategy,
accessed 5 February 2013 from http://www.fahcsia.gov.au/our-responsibilities/disability-and-carers/program-
services/government-international/national-disability-strategy

Minister for Families, Community Services and Indigenous Affairs, Progress towards a National Disability Insurance
Scheme, Statement, 11 September 2012, accessed 6 February 2013 from
http://jennymacklin.fahcsia.gov.au/node/2088

Department of Communities, Child Safety and Disability Services (DCCSDS), Your Life Your Choice, accessed 6 February
2013 from http://www.communities.gld.gov.au/disability/key-projects/your-life-your-choice

Health and Community Services Committee, Disability Services (Your Life Your Choice) Amendment Bill 2012, Report
No. 10, 2012, Brisbane, p.2, available at http://www.parliament.qld.gov.au/documents/committees/HCSC/2012/
DisabServYLYCAdmtBIill2012/RptDS(YLYC)AdmtB2012.pdf
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The Your Life Your Choice framework is expected to enable people with a disability, their families and
support networks, service providers and the wider community to design, develop and extend their
personalised model of self-directed support in preparation for the NDIS.*

The Disability Services (Your Life Your Choice) Amendment Bill 2012, which was passed by the
Queensland Parliament in October 2012, amended the Disability Services Act 2006 to provide the
Minister for Communities, Child Safety and Disability Services the power to direct funding to an
individual. The explanatory notes to the Bill noted that the change enabled by the amendments
would align Queensland with other states and territories and “ensure that Queensland is well
positioned to transition to any future NDIS”.®

On 12 December 2012, the Premier announced that Queensland would commit to implementing the
NDIS.®? On 8 May 2013, as the committee was finalising this report, the Premier announced that
Queensland had reached an agreement with the Commonwealth for full implementation of the NDIS
in Queensland.®

80 DCCSDS, Your Life Your Choice Self-directed Support Framework, Brisbane, p.3, available at

http://www.communities.qld.gov.au/resources/disability/key-projects/your-life-your-choice/ylyc-self-directed-
support-framework.pdf

Queensland Government, Explanatory Notes, Disability Services (Your Life Your Choice) Amendment Bill 2012, p.2,
available at http://www.legislation.qld.gov.au/Bills/54PDF/2012/DisabServAB12E.pdf

Hon. Campbell Newman, Premier, Queensland Plans on NDIS, Joint ministerial statement, 12 December 2012,
accessed 8 February 2013 from
http://statements.qld.gov.au/Statement/2012/12/12/queensland-government-plan-on-ndis

Hon. Campbell Newman, Premier, Queensland commits to full NDIS, Joint ministerial statement, 8 May 2013, accessed
9 May 2013 from http://statements.qld.gov.au/Statement/2013/5/8/queensland-commits-to-full-ndis
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Chapter 3. Carers policy and services for carers

3.1 Theimportance of carers

Carers are an integral part of the provision of palliative care and home care. Carers are “people who
provide personal care, support and assistance to people with a disability, medical condition

(including terminal and chronic iliness), mental illness or frailty due to age”.*

A significant proportion of caring in Australia is unpaid and ‘informal’. Unpaid carers make a large
contribution to the work of caring but also face a number of challenges in their participation in
economic, social and community life. While some steps have been taken to address better support
for carers, most recently the Australian Human Rights Commission has drawn attention to the impact
of unpaid caring responsibilities on workforce participation and retirement incomes and savings in its
report Investing in care: Recognising and valuing those who care.®

The need for recognition of the role of carers, and the need to better support carers, has been
acknowledged over a number of years by the Australian and state and territory governments. The
release of Who Cares ...?: Report on the inquiry into better support for carers® by the House of
Representatives Standing Committee on Family, Community, Housing and Youth in April 2009
highlighted the lack of recognition of the carer role, the financial stresses and physical, emotional
and social impacts of caring and the difficulty of accessing information and assistance from complex
and inflexible community care systems. It also noted the lack of choice for carers in terms of
participation in the workforce due to shortages of respite care and inflexible employment practices.

Who Cares ...? recommended that the Australian Government and each state and territory review
existing legislation and policy to ensure that carers were adequately recognised. It also
recommended the development of a nationally consistent carer recognition framework
encompassing legislation and a national strategy to build on and complement state and territory
carer policies.

3.2 Recognition for carers in Queensland

The Queensland Carers (Recognition) Act 2008 (the Carers Act) recognises the important contribution
made by carers for people with a disability, people who are chronically ill and people who are frail.

The Carers Act provides for the interests of carers to be considered in decisions about the provision
of services that impact on carers. It also requires public authorities to recognise and support carers
through services. The Carers Act also established the Queensland Carers Advisory Council and the
Queensland Carers Charter. The Office of Carers (part of the Department of Communities, Child
Safety and Disability Services) has responsibility for carer policy and programs in Queensland. It is the
main government contact point for carers’ issues and provides secretariat support to the Queensland
Carers Advisory Council.

The Queensland Carers Advisory Council advises the Minister for Communities, Child Safety and
Disability Services on matters relating to carers and works to advance carers’ interests. The Council
has 12 members, including four carers, one of whom must be a grandparent carer.

& DOHA, National Respite for Carers Program — Respite Service Providers’ Program Manual, 2012, Canberra, p.9,

available at http://www.health.gov.au/internet/main/publishing.nsf/content/
FSA31D4CDBFSEBE7CA256F19000F476C/SFile/NRCP July2012%20FINAL.pdf

Australian Human Rights Commission, Valuing Unpaid Care Work in Australia Research Project, accessed 24 April 2013
from http://humanrights.gov.au/sex_discrimination/VUCW _australiaResearchPrj/index.htm

Parliament of Australia, House Standing Committee on Family, Community, Housing and Youth, Inquiry into better
support for carers, accessed 24 April 2013 from http://www.aph.gov.au/Parliamentary Business/

Committees/House of Representatives Committees?url=fchy/carers/report.htm

85

86

14 Health and Community Services Committee


http://www.health.gov.au/internet/main/publishing.nsf/content/F5A31D4CDBF8EBE7CA256F19000F476C/$File/NRCP_July2012%20FINAL.pdf
http://www.health.gov.au/internet/main/publishing.nsf/content/F5A31D4CDBF8EBE7CA256F19000F476C/$File/NRCP_July2012%20FINAL.pdf
http://humanrights.gov.au/sex_discrimination/VUCW_australiaResearchPrj/index.htm
http://www.aph.gov.au/Parliamentary_Business/Committees/House_of_Representatives_Committees?url=fchy/carers/report.htm
http://www.aph.gov.au/Parliamentary_Business/Committees/House_of_Representatives_Committees?url=fchy/carers/report.htm

Palliative and community care in Queensland

The Queensland Carers Charter has 13 principles to ensure that the significant contribution carers
make to the community is recognised. The principles include that the views and needs of carers must
be taken into account in policy decisions and in the assessment, planning, delivery and review of
services affecting carers. Under the Carers Act, public authorities must ensure the authority and its
officers and employees have an awareness and understanding of the Carers Charter and take action
to reflect the principles of the Charter in providing any services that affect carers and the persons
they care for.

The Queensland Carer Action Plan 2011-2014 is another important component of the framework for
support for carers in Queensland. The plan was developed in consultation with the Queensland
Carers Advisory Council and key community representatives and is based on three priority areas for
carers: recognition and respect, support, and participation. It builds on the previous Carer Action
Plan 2006-10. The priority areas in the Queensland Carer Action Plan 2011-14 align with the National
Carer Strategy.

3.3 The National Carer Recognition Framework

At the Commonwealth level, the National Carer Recognition Framework includes the Carer
Recognition Act 2010 (Cwlth) (the Carer Recognition Act) and the National Carer Strategy.
Development of the framework was part of the Australian Government’s response to the
recommendations of Who Cares ...?7. The Carer Recognition Act recognises the significant role of
carers and the importance of ensuring that the needs of carers are considered in the development,
implementation and evaluation of policies, programs and services.

The National Carer Strategy was developed by the Australian Government in consultation with
carers, state and territory governments, service providers and peak organisations. The strategy
includes six important priority areas for national action — recognition and respect, information and
access, economic security, services for carers, education and training and health and wellbeing.

The strategy reflects the principles of the Carer Recognition Act. It complements state and territory
government strategies, policies and plans to support carers and reforms occurring, or being
considered across the aged care, disability, mental health, primary health care, hospital and
community care systems. Action and implementation plans set out practical actions to be taken
against each of the strategy’s priority areas, to ensure that reforms consider and support the role of
carers.

3.4 Respite for carers

Australian Government funding for carer respite is provided under the National Respite for Carers
Program (NRCP). Carers and foster carers of younger people (under the age of 65 years, or under 50
if Aboriginal or Torres Strait Islander) with disabilities are eligible for some respite services. However,
the NRCP-funded Employed Carer and Overnight Community Respite initiatives are specifically
targeted to people aged 65 and older. Carers of younger people with disabilities are not included in
the NRCP, with the exception of carers of people with early onset dementia. Respite care for children
with disabilities is a Queensland government responsibility.

Under the aged care reforms addressed in Living Longer, Living Better, the NRCP is to be expanded
and incorporated into the Australian Government Home Support program to be introduced from
1 July 2015. The Home Support program is intended to bring together all of the services currently
providing basic home support — including the Australian Government HACC program, the NRCP, the
Day Therapy Centres program and the Assistance with Care and Housing for the Aged Program.
Respite services will also be made more flexible to better support greater choice and control by
recipients. Currently respite care packages are limited and do not meet demand.

Carers of people in Queensland who are eligible for specialist disability services may be able to access
respite support through a Queensland Disability Service Centre. Otherwise, carers of people with a
disability or condition that restricts their day-to-day living who are under 65 (or under 50) may be
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eligible to access in-home or centre-based respite and counselling support through the Queensland
Community Care program. Part 2 describes current services.

3.5 Australian Government support for carers

3.5.1 Income support

As part of its income support arrangements, the Australian Government provides the Carer Payment
and Carer Allowance to eligible carers. The Carer payment is an income support payment for people
whose caring responsibilities prevent them from undertaking substantial paid employment. The
Carer Allowance is an income supplement for people who provide daily care and attention at home
to a person with disability or a severe medical condition.

3.5.2 Other Australian Government support for carers

The National Carer Counselling Service and bereavement services are also provided by the Australian
Government under the National Carers Recognition Framework. Increased counselling services will
be provided as part of the aged care reforms.

An existing network of 52 Commonwealth Respite and Carelink Centres, run by non-government
organisations that provide HACC services, provide a single point of contact for the public, service
providers, general practitioners and other health professionals for information on community, aged
and disability services and carer support. They can also help to arrange respite care. As part of the
aged care reforms, the Australian Government plans to establish a regional network of carer support
centres from July 2014. The new regional Carer Support Centres will broker emergency respite,
information and support, education and counselling, and referral for other services where
appropriate.

3.6 Other Queensland government support for carers

Queensland provides carers with practical assistance. The Carer Business Discount Card is a
concession card that provides eligible carers with discounts on goods and services from participating
businesses. The Companion Card provides for people with a disability to obtain a companion ticket
from businesses, organisations, venues or activities which have formally registered with the program
when significant assistance is to attend activities and venues. These schemes are partnerships
between the Queensland Government and Queensland businesses.

The Queensland Government also provides a website, Disability Online, to help people with a
disability, their carers, friends and family, to access information about services that support carers.®’

Accessed 1 March 2013 from www.communities.qld.gov.au/disability/
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Part 2 Current services in Queensland

Chapter 4. Palliative care services

4.1 Introduction

The committee’s terms of reference require it to consider the capacity and future needs for palliative
care and home and community care services in Queensland, and the adequacy, effectiveness and
efficiency of services. This part of the report provides an overview of current services in Queensland.
It is intended to provide a starting point for consideration of the evidence presented to the
committee about future needs, and the capacity, adequacy, effectiveness and efficiency of services,
which are discussed in later chapters of this report.
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Part 1 of this report summarised the roles of the Commonwealth and the State in funding and policy
setting for palliative care and home care services. Broadly, palliative care is funded by both the
Australian and Queensland Governments, contributions from individuals, and fundraising by non-
government organisations. Since mid-2012, the Australian Government has had funding and policy
responsibility for home and community care for people aged 65 and over (or 50 and over for
Aboriginal or Torres Strait Islander people), and the Queensland government has funding and policy
responsibility for home and community care for people aged under 65. The potential impact of this
separation of responsibilities is discussed in Part 7.

4.1.1 What is palliative care?

Palliative care affirms life and regards dying as a normal process, and intends neither to hasten nor
postpone death. It is defined by the World Health Organization (WHO) as:

... an approach that improves the quality of life of patients and their families facing the
problems associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and spiritual.

Palliative care:

e  provides relief from pain and other distressing symptoms

o  affirms life and regards dying as a normal process

e intends neither to hasten or postpone death

e integrates the psychological and spiritual aspects of patient care

e offers a support system to help patients live as actively as possible until death

e offers a support system to help the family cope during the patients illness and in their own
bereavement

e uses a team approach to address the needs of patients and their families, including
bereavement counselling, if indicated

e will enhance quality of life, and may also positively influence the course of illness, and

e is applicable early in the course of illness, in conjunction with other therapies that are intended
to prolong life, such as chemotherapy or radiation therapy, and includes those investigations
needed to better understand and manage distressing clinical complication.

In addition, the WHO states that palliative care for children:

.. is the active total care of the child’s body, mind and spirit, and also involves giving
support to the family. It begins when illness is diagnosed, and continues regardless of
whether or not a child receives treatment directed at the disease. Health providers must
evaluate and alleviate a child’s physical, psychological, and social distress.

Effective palliative care requires a broad multidisciplinary approach that includes the
family and makes use of available community resources; it can be successfully
implemented even if resources are limited. It can be provided in tertiary care facilities, in
community health centres and even in children’s homes.®

4.1.2 Settings for palliative care services

Palliative care services are provided in a variety of settings — including public and private hospitals,
hospices, residential aged care facilities, and in a person’s home — through “a complex service
network of providers with multiple funding sources”.® Services are provided by specialist palliative
physicians, other medical specialists such as oncologists, general practitioners, nurse practitioners,

% World Health Organization (WHO), WHO Definition of Palliative Care, accessed 8 January 2013 from

http://www.who.int/cancer/palliative/definition/en/
Queensland Health, Submission no. 35, p.3
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nurses, allied health professionals, counsellors, pastoral carers and volunteers. A significant
proportion of palliative care is provided by carers who are family members or significant others.
Services may be delivered by a Hospital and Health Service, a private hospital, a non-government
organisation providing home nursing and other care services, allied health professionals, or a non-
government hospice.

Later chapters of this report consider the capacity of palliative care services, including the workforce
needed to meet future needs and the services needed to meet the needs of carers.

4.2 Hospital and Health Services

Queensland Health, through Hospital and Health Services (HHSs), provides palliative care services for
people in their homes and as hospital inpatients. Some public hospitals have a designated specialist
inpatient palliative care unit, others have a designated palliative care program which functions in
more than one part of the hospital. Most palliative care is delivered outside of the specialist palliative
care services, with people being supported by generalist palliative care services (Level 1) in the
community, across a range of health settings (Level 2 to Level 4 palliative care services),” and in the
community, cared for by private practitioners.

In 2010-11 public acute hospitals provided 6 599 admitted patient episodes of care and 10,887 non-
admitted patient occasions of service (see glossary for definitions).”® In 2010-11 there were 56,683
bed days of palliative care; which included palliative care in a designated palliative care unit, in a
designated palliative care program or where the clinical intent of care was palliative.”

The most specialised public sector palliative care services have medical specialists with credentials in
palliative medicine and access to other highly specialised services such as pain management. Other
public sector palliative care services range from business hours services for palliative patients who
are at home, to inpatient care palliative care services.

4.2.1 Clinical Services Capability Framework

Table 1 below lists the various levels of palliative care service in public sector health services. The six
service levels are described in the Queensland Health Clinical Services Capability Framework (CSCF)
according to complexity and intensity. The CSCF outlines minimum requirements for health services
in Queensland public and licensed private health facilities, including minimum service, workforce and
support service requirements for each level of service.”® Chief executives of HHSs are responsible for
implementation of the CSCF in the public sector.”

A summary of key features of each of the six service levels is below, particularly the services provided
(or accessible) and the workforce requirements. The CSCF recognises that services are part of a
complex network of public and private service providers, and that access to parts of that network are
important, as highly specialised services are not available in all locations. As the CSCF is detailed, the
summary below cannot reflect all information in the CSCF, which should be referred to for more
complete details.

The CSCF states that palliative care is delivered through a network of specialist and primary care
providers, that it should be based on quality management principles that comply with the Standards

%0 Queensland Health, ibid., p.7

Queensland Health, ibid., p.4

Queensland Health, ibid., p.5

Queensland Health, Clinical Services Capability Framework for Public and Licensed Private Health Facilities, v3.1,
accessed 23 February 2013 from http://www.health.gld.gov.au/cscf/

Queensland Health, ibid.,
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for Providing Quality Palliative Care for all Australians,” and be responsive to differences in culture,
location, age, health, and impairment status.”®

Examples of level 5 and level 6 palliative care services in two locations are provided on page 8.

4.2.2 Geographical location of public sector palliative care services

Palliative care services are located in all HHSs; however, in some areas, only low-complexity Level 1
or Level 2 services are available. The two highest level specialist services (Level 5 and Level 6) are
located in south-east Queensland and Townsville. Their location highlights the importance of those
services providing consultation and liaison support to less specialised services, other public sector
hospitals, and to general practitioners (GPs) and RACFs, including health services located outside of
the area. A map of the HHS areas and palliative care services is on page 6.

® The standards, prepared by Palliative Care Australia, are available at

http://www.palliativecare.org.au/Default.aspx?tabid=2051
Queensland Health, ibid., pp.1-3
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Table 1: Summary of palliative care service levels in the Clinical Services Capability Framework

Service
level*

Key features, particularly the services provided (or accessible) and the workforce requirements

Level 1

Provides low complexity care (primarily nursing and allied health) during business hours in the
home or an ambulatory setting. Medical services may be through a general practitioner. Workforce
requirements are at least one registered nurse; allied health professionals may be accessible
(e.g. by telehealth). There is 24-hour access to specialist palliative care consultancy, access to
bereavement support, access to equipment hire services, and access to subcutaneous infusion
devices for symptom management.

Level 2

Provides community based care, and has access to inpatient beds if 24-hour nursing care is
required. It has 24-hour access to telehealth and a higher level palliative care service for advice. It
also has access to NGO support services (e.g. domiciliary nursing). Workforce requirements are as
for Level 1, plus access to a medical specialist with credentials in palliative medicine, and access to
a medical practitioner to review patients.

Level 3

Identified as a palliative care service, it provides a continuum of care between community and
acute inpatient settings. Community outreach and inpatient services may be provided by the
service, or it may collaborate with other service providers for those services. A regular on-site
palliative care clinic and specialist community or inpatient palliative care may be accessible.
Workforce requirements in addition to level 2 are: 24-hour access to a medical practitioner with
credentials in palliative medicine (possibly off-site); a nurse manager available to oversee patient
care; and a registered nurse/s. Medication is on-site; there is access to pastoral/spiritual care staff
and a skilled bereavement counsellor and access to interpreters and/or cultural advocates for
Aboriginal and Torres Strait Islander patients and those from other cultural backgrounds.

Level 4

Provides ambulatory and/or inpatient care for patients with moderately complex symptom
management needs; this may be as the major care provider for patients at home or by providing
input and support to the primary providers of home care. Services may include home visiting by
nursing and/or allied health staff under a service agreement with another provider. Inpatient
services may include designated palliative care beds. Services are coordinated by a health
professional with skills and experience in palliative care. There is close liaison with the Emergency
Department (where available) and access to mental health services. Workforce requirements
include; on-site 24-hour access to medical practitioners; 24-hour access to a medical specialist with
credentials in palliative medicine; a registered nurse in charge of each shift; and access to an on-
site multidisciplinary team including a pharmacist and allied health professionals.

Level 5

Able to manage clinically and psychosocially complex issues, it has allocated palliative care
inpatient beds, which may be in a dedicated unit. It provides, or is part of a network that provides,
off-site services with a medical practitioner available 24 hours a day. In addition to Level 4 services,
it provides complex symptom management (including access to invasive procedures), procedural
medicine, on-site bereavement service, access to consultation psychiatry services, and access to
interventional pain management. Workforce requirements, in addition to those of a Level 4 service
are: a medical specialist with credentials in palliative medicine available 24-hours; a palliative care
nurse manager coordinating care; a registered nurse with palliative care qualifications or
competency in palliative care available 24-hours; a nurse practitioner with advanced training
(desirable); a multidisciplinary palliative care allied health team; a dedicated bereavement
counsellor and access to discharge coordinators.

Level 6

Provides a palliative care unit with capacity to manage the highest level of patient risk or
complexity, and can provide highly complex symptom management. The service is linked to Level 5
or Level 6 services from other specialties. After hours services about complex symptom
management are provided for other services; interventional pain management is readily available
or available for review within 48 to 72 hours; and there is access to invasive procedures for high-
risk patients. In addition to the workforce requirements for level 5, postgraduate palliative care
qualifications are recommended for nursing and allied health professionals, the lead medical
practitioner is a specialist with credentials in palliative medicine; there is a specialist palliative care
pharmacist, and palliative care nurse practitioners with relevant advanced training.

*  Each level of palliative care service should have the services and workforce of the lower level services, plus those summarised for
each level. The model of palliative care services provided varies between locations.
Source: Queensland Health, Clinical Services Capability Framework for Public and Licensed Private Health Facilities, v3.1, accessed 23

January 2013 from http://www.health.qld.gov.au/cscf/
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Map 1: Location of Hospital and Health Service Levels 3 to 6 Palliative Care Services
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Source: Information in this map is sourced from a summary of palliative care clinical services capability self-assessed levels provided by
Queensland Health on 22 February 2013; Queensland Health, Service Agreements, accessed 25 February 2013 from
http://www.health.qld.gov.au/hhsserviceagreement/html/service agreements.asp, and Queensland Health, Health Service
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Table 2: Location and number of Hospital and Health Service palliative care services by Clinical Services Capability Framework level

Hospital and Health Service

Cairns and Hinterland

Cape York

Central Queensland

Central West

Children’s Health Queensland
Darling Downs

Gold Coast

Mackay
Metro North

Metro South

North West
South West

Sunshine Coast

Torres Strait and Northern
Peninsula

Townsville
West Moreton
Wide Bay

Level 6 77

Royal Children’s Hospital

The Prince Charles Hospital

QEll Jubilee Hospital

Townsville Hospital

Level 5

Redcliffe Hospital

Logan Hospital
Princess Alexandra Hospital

Caloundra Hospital
Nambour Hospital

Ipswich Hospital

Level 4

Rockhampton Hospital

Toowoomba Hospital
Gold Coast Hospital
Robina Hospital
Mackay Hospital

Royal Brisbane and Women'’s
Hospital

Mount Isa Hospital
Roma Hospital

Bundaberg Hospital
Hervey Bay Hospital
Maryborough Hospital

Level 3

Emerald Hospital

Charleville Hospital
St George Hospital

Gympie Hospital

No. Level 2
services

4

H wN

No. Level 1
services

13
10

13

Source: Information in this table is sourced from a summary of palliative care clinical services capability self-assessed levels provided by Queensland Health on 22 February 2013, and from Queensland Health,

Service Agreements
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Example 1: Examples of models of care in HHS palliative care services

Townsville Palliative Care Centre — Level 6

The purpose built Townsville Palliative Care Centre opened in 2009 on the Townsville
Hospital campus. It has 15 inpatient beds (with future capacity for 20), offices for outreach
services and research and educational facilities.

The Centre is a Level 6 specialist palliative care service. It provides: inpatient care;
outpatient clinics; consultation services to Townsville Hospital and primary care providers in
the region; outreach services to patients in the community; counselling and support for
patients, relatives and staff, and educational programs. The Centre has contracted Blue Care
to provide domiciliary nursing services to patients who remain at home.

The multidisciplinary team at the Centre consists of the Director of Palliative Care,
consultant, inpatient registrar, community registrar, senior medical officer, occupational
therapist, physiotherapist, dietician, speech therapist, pharmacist, Indigenous liaison officer,
coordinator of volunteers, social workers, volunteers and nursing staff.

Ipswich Hospital Palliative Care Service — Level 5

Ipswich Hospital has a Level 5 palliative care service. The palliative care service currently has
10 inpatient beds (with a further 3 beds to open by 2014 and provides outpatient and
outreach services.

The hospital hosts monthly district Palliative Care Interagency meetings which are chaired
by the Palliative Care Consultant. The management, prognosis, progress and care of every
palliative care patient in the community are discussed at the meeting. This includes those
patients in rural districts, receiving domiciliary services and outreach services, public and
private inpatients, outpatients, and those in the Ipswich Hospice.”®

4.3 Non-government organisations

Non-government organisations (NGOs) are significant providers of home care services, both in
palliative care and through the Queensland Community Care Services (see Chapter 5 below). Many
also provide services under the Australian Government Home and Community Care (HACC) program

for people aged 65 and over (or 50 and over if Aboriginal or Torres Strait Islander).

Generally NGOs receive funding under contracts with a HHS (to provide palliative care), and/or the
Department of Communities, Child Safety and Disability Services (to provide community care) and/or
the Australian Government (to provide HACC services). In addition, Hospital and Health Services

purchase services (called ‘scripting’ of services) from NGOs for individual patients.”

Non-government hospices are described in section 4.5.

98
99

Ipswich Hospice Care Inc., Submission no. 59, p.23
Queensland Health, Submission no. 35, p.5

Health and Community Services Committee




Palliative and community care in Queensland

Example 2: NGO provider of palliative care and home care

Blue Care

Blue Care is a large not-for-profit provider of community health and residential care
services. Blue Care employs over 8,000 staff in Queensland and northern New South Wales.

Blue Care’s palliative care services include home nursing, allied health services, pain and
symptom management, advice on equipment for nursing care at home, advice on financial
assistance and practical help, assistance and relief for the care-giver (in-home respite care),
liaison between home, hospital and doctors, and emotional and bereavement support.

Blue Care is contracted by the West Moreton Hospital and Health Service to provide
domiciliary nursing services to palliative care patients. Blue Care works closely with the
Palliative Care Centre at Townsville to ensure patients’ needs are met when they are
discharged from hospital.

Blue Care also provides community health and home care for clients who need support at
home because of their disability or frailty, but may not need palliative care.

4.4 Private hospital palliative care services

Private hospitals and private day hospitals in Queensland are licensed under the Private Health
Facilities Act 1999. Twenty six facilities in Queensland are licensed to provide palliative care services
in 228 beds. A majority of the licensed palliative care beds provide palliative care services “at a more
generalist level (Levels 2 to 4)” in the CSCF.'® Private hospitals provided a 26,845 bed days in 2010
11.* The private hospital palliative care services “may be provided in a range of ward settings,
including general medicine and oncology, and not all licensed beds are used solely for the purpose of

palliative care”.*®

Private hospital providers of palliative care include St Vincent’s Brisbane (Tarmons Centre) at
Kangaroo Point, which provides inpatient palliative care, outpatient and home care,'®® Wesley
Hospital, which provides inpatient and outpatient palliative care,’ and Canossa Private Hospital at
Oxley which provides palliative care including symptom management, end of life care and crisis

care.'®

4.5 Hospices

4.5.1 Overview

Queensland has a small number of hospices. Some provide inpatient care, others provide specialist
palliative care in a person’s home, and some provide a combination of inpatient and home-based
palliative care.

100 Queensland Health, ibid., p.7

Queensland Health, ibid., p.5

Queensland Health, ibid., p.7

St Vincent’s Hospital Brisbane, The Tarmons Centre, accessed 21 February 2013 from
http://www.stvincentsbrisbane.org.au/our-services/tarmons-centre.html

Blue Care and UnitingCare Health, Submission no. 24, pp.13-21

Canossa Private Hospital, Palliative Care, accessed 21 February 2013 from
http://www.canossa.org.au/page.php.43.html

101
102
103
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4.5.2 Hospices with inpatient beds

Three non-government hospices are licensed under the Private Health Facilities Act 1999 to provide
inpatient care; they are Hopewell Hospice on the Gold Coast, Ipswich Hospice and Toowoomba

Hospice.

106

Hopewell Hospice has eight inpatient beds, and provides inpatient and home-based palliative
care as well as respite care for Gold Coast residents. Inpatient services are predominantly for
patients with private insurance. Services are ‘resident focused’ and tailored to individual needs.
Residents are encouraged to shape their end of life experience to suit their lifestyle, while
receiving professional care.'”’

In addition Hopewell provides services for children dealing with grief and loss, a holiday program
for families with a child who has a terminal diagnosis, community training courses in grief and
loss and palliative care, and after death services such as remembrance services and grief support
groups. The Hospice has a team of over 100 trained volunteers.'®

Hopewell Hospice receives approximately one quarter of its funding from Queensland Health
the remainder from fundraising and payments on behalf of privately insured patients.'®

Ipswich Hospice has been operating for over 18 years, has seven inpatient beds, and also
provides home care and respite care. In addition to the equivalent of 18 full time staff, the
hospice has 270 volunteers. It works closely with the lpswich Hospital and cares for
approximately 80 to 90 patients a year. The hospice operates ‘Hilda’s House’ which provides
bereavement for the community, including professionally facilitated peer support groups and
children’s grief groups.™™

Ipswich Hospice receives approximately half of its funding through Australian and Queensland
Government grants.™ The Hospice states that it generates more of its income each year from
the community, including through donations, fundraising and private health insurance.'

Toowoomba Hospice has six inpatient beds, and provides palliative care for terminally ill people
from Toowoomba and the Darling Downs during the last three months of life. The model of
service is individualised and holistic, and families and significant others are encouraged to be
involved in day to day care. The Hospice has over 100 volunteers who provide administrative
and ancillary services and are involved in fundraising.™

Toowoomba Hospice has been operating since 2003. It receives approximately one third of its
funding from Queensland Health and the remainder from fundraising and payments on behalf of
privately insured patients.114

Katie Rose Cottage (Sunshine Coast Community Hospice) has six inpatient beds and provides
support care for people from Gympie to Caloundra and surrounding areas. Hospice nursing and
support services are free, and guests or their carers meet the cost of medical supplies and
medication.

106

107
108
109
110
111

112
113
114

Queensland Health, Private Health Facilities list as at December 2012, accessed 21 January 2013 from
http://www.health.gld.gov.au/privatehealth/

Hopewell Hospice Services Inc., Submission no. 27, pp.5-6

Hopewell Hospice Services Inc., ibid., pp.5-6

Hopewell Hospice Services Inc., ibid., p.10

Ipswich Hospice Care Inc., Submission no. 59, pp.2—6

Ipswich Hospice Care Inc., Annual Report 2011/12, pp.24-5, available at
http://www.ipswichhospice.org.au/who-we-are/annual-report/
Ipswich Hospice Care Inc., Submission no. 59, p.3

Toowoomba Hospice Association Inc., Submission no. 21, pp.1-2
Toowoomba Hospice Association Inc., ibid., pp.1-2
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Townsville Palliative Care Centre includes a 12 bed hospice in the grounds of the Townsville
Hospital.

4.5.3 Hospice services in the home

A small number of services provide ‘hospice in the home’ to support palliative patients and their
families. For example:

Karuna Hospice in Brisbane’s northern suburbs, provides home-based interdisciplinary specialist
palliative care services in the geographical area of the Metro North HHS. The service is a Level 3
palliative care service, in the CSCF. The service has a multidisciplinary team including nurses,
social workers, bereavement support, counselling, pastoral and spiritual care staff. Medical
services are provided by a general practitioner or palliative care specialist in a shared care
arrangement. A team of trained volunteers also provide in-home support to clients and
carers.'

Cittimani Hospice Service provide hospice in the home services, including 24-hour on-call
nursing, counselling and spiritual support, bereavement support, and loan of equipment for
Sunshine Coast residents. A team of trained volunteers can provide carers with a break,
including overnight. The service is free, and relies on donations.**®

Little Haven Palliative Care provides at home hospice service in Gympie and surrounding areas.
Services include 24-hour on-call palliative care nursing, equipment loans, bereavement support
and complementary therapy. A team of trained volunteers provide respite care and practical
assistance in the home and garden. The service has strong links with Queensland Health, and its
administrative base is in the grounds of Gympie Hospital.*"

Hospices, their location and, where relevant, the number of beds is shown in Table 3 below.

Table 3: Queensland hospices, location and number of beds

Hospice Location Catchment area No. beds
Cittimani Palmwoods Sunshine Coast and Hinterland (Landsborough and home-based care
Caloundra in the south to Yandina and Coolum in the
north)
Hopewell Hospice Arundel Gold Coast 8
Ipswich Hospice Ipswich Ipswich and West Moreton region 7
Karuna Brisbane Metro North District home-based care
Katie Rose Cottage Doonan Sunshine Coast (Gympie to Caloundra and surrounding 6
district)
Little Haven Palliative Care ~ Gympie Gympie and surrounding region home-based care
Toowoomba Hospice Toowoomba = Toowoomba and the Darling Downs 6

Source: Cittimani Hospice Service, Cittimani Hospice Service — Our Service Profile; Hopewell Hospice Services Inc., Submission no. 27, p.5;

Ipswich Hospice Care Inc., Submission no. 59, p.2; Karuna Hospice Service Ltd., Submission no. 13, p.3; Sunshine Coast Community
Hospice, Katie Rose Cottage — A Community Palliative Care Hospice, accessed 13 May 2013 from
http://sunshinehospice.org.au/katie-rosecottage; Little Haven Palliative Care, Our Services, accessed 13 May 2013 from
http://littlehaven.org.au/our-services/; and Toowoomba Hospice, Submission no. 21, p.3

115
116

117

The Karuna Hospice Service Ltd., Submission no. 13, p.3

Cittimani Hospice Service, Cittimani Hospice Service — Our Service Profile, accessed 21 February 2013 from
http://www.cittamanihospice.com.au/index.html

Queensland, Legislative Assembly, Hansard, 31 July 2012, p.1288 (David Gibson, Member for Gympie), available at
http://www.parliament.qld.gov.au/documents/hansard/2012/2012 07 31 WEEKLY.pdf; and Little Haven Palliative
Care, Our Services
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4.6 General practitioners

Much of the palliative care that is provided occurs in the community, and medical care is primarily
provided by general practitioners. Good palliative care at home can delivered by general
practitioners in conjunction with home nursing care and support services, support from a specialist
palliative care team when needed, and access to inpatient care when required.’*® While general
practitioners play a critical role in palliative care at home, there are challenges associated with
maintaining knowledge and skills, and in responding to client’s need for after-hours care. Some of
those issues are discussed in Chapter 12 of this report.

Given most people’s preference to die at home or in place, home medical care is critical for palliative
patients. Most GPs manage patients who are in the final stages of life and who have a range of
chronic non-malignant conditions, and it is suggested many GPs are providing palliative care, even if
that is not recognised by the GP.**

Data on the number of GPs who provide palliative care, and number of consultations is limited. In
Australia in 2010-11, an estimated one in 1,000 GP encounters, or 108,325 encounters, were
palliative care-related. Most of those GP encounters (73.7 per cent) were with patients aged 65 and
over. Just over half of the GP encounters were in major cities (55.2 per cent), 29 per cent were in
inner regional areas and 11.4 per cent were in outer regional locations. Only 4.4 per cent were in
remote and very remote areas.'” As noted above, GPs may not specifically identify some of the care
they provide for older patients with chronic conditions as palliative;*** if this is correct, it is possible
the national data may underestimate the extent of GP involvement in palliative care.

4.7 Palliative care for children

The Statewide Paediatric Palliative Care Service (PPCS) provides specialist services for children with a
life limiting condition (where life expectancy is less than age 18). Queensland Health’s submission
stated that children up to 18, including perinatal patients,** “...will require a general practitioner and
paediatrician to oversee their care within the community”.*”®* The submission described the PPCS
services as:

Within Brisbane, the PPCS is available to consult on children living in the metropolitan
area and also complex cases outside of Brisbane when requested (this may be due to the
complexity of the care or related to patients being referred back to a regional or rural
centre from one of the tertiary hospitals).

Although the service is based at the [Royal Children’s Hospital] in Brisbane, consultation
and support is available throughout Queensland and northern New South Wales through
the use of technology (telehealth). PPCS clinicians are able to provide the appropriate
care and support in a timely manner and in the location that is most convenient to the
family.***

The PPCS also provides state-wide information and advice about palliative care.'®

8 yuen KJ, Behrndt MM, Jacklyn C and Mitchell GK, ‘Palliative care at home: general practitioner working with palliative

care teams’, MJA, September 2003, Vol.179, No.6, p.38

Professors Geoff Mitchell and Xavier Gomez-Batiste, Submission no. 52, pp.1 & 3
AIHW, Palliative care services in Australia 2012, 2012, Canberra, p.32, available at
http://www.aihw.gov.au/publication-detail/?id=10737423073

Professors Geoff Mitchell and Xavier Gomez-Batiste, ibid., p.3

The perinatal period is from 20 weeks gestation to the 28th day of newborn life.
Queensland Health, Submission no. 35, p.8

Queensland Health, ibid., p.11

Queensland Health, ibid., p.11
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In addition, the committee was told about the palliative approach taken in the neonatal intensive
care unit at Townsville HHS, where neonates who are terminally ill and their families are cared for in
a room (the ‘Butterfly Room’) which is home-like, and separate from the intensive care of other
newborn children.

4.8 Telephone and internet information and referral services

A free state-wide Palliative Care Helpline provides information about palliative care, contact details
for local services, and specialist counselling and emotional support to clients, carers, families and
friends. The Helpline was established in late 2000 as a pilot project to provide information to people
who required palliative care services, along with their family, friends, carers and clinicians. The pilot
was established by a consortium of public sector and non-government organisations.'?® The service
operates during business hours out of Karuna Hospice, and is funded by Queensland Health.? It is
staffed by nurses, social workers and counsellors, and supports over 1,500 callers annually.™®

The Australian Government Department of Health and Ageing funds CareSearch, which is an online
information resource about palliative care. The website has sections designed specifically for health
professionals and others for patients, for carers, and for family and friends.**

Some palliative care services provide a 24-hour telephone on-call service for palliative patients of
their service. For example, the Brisbane South Metro Palliative Care Service has a 24-hour service
staffed by rostered nurses and doctors. The on-call service is supported by a web-based information
system which allows real time access to palliative patient’s clinical information. The Palliative Care
Clinical Information System is described as the only one of its kind in Queensland,™* and is discussed
in more detail in Chapter 15.

4.9 Residential aged care facilities

An increasing proportion of older people live and die in residential aged care facilities (RACFs) each
year, and many of those people would benefit from palliative care. With increasing rates of chronic
disease and dementia in older people, RACFs (nursing homes and hostels) are an important setting
for the provision of palliative care.

Some HHS palliative care services provide an ‘in-reach’ palliative care service to RACFs in the region.
A service of this type has the potential to reduce the number of inappropriate referrals and
admissions of RACF residents to emergency departments. This is discussed in Chapter 12.

126 palliative Care Helpline, Palliative Care Helpline, accessed 23 January 2013 from

www.palliativecarehelpline.org.au/pchl-about-us

Palliative Care Helpline, ibid.

Palliative Care Queensland (PCQ), Submission no. 74, p.33

CareSearch, CareSearch palliative care knowledge network, accessed 23 January 2013 from
http://www.caresearch.com.au/Caresearch/Default.aspx

Professor Liz Reymond, Submission no. 11, p.5
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Chapter 5. Community care services and disability services

5.1 Introduction

The information in this chapter is based primarily on the Manual for Queensland Community Care
Services published by the Department of Communities, Child Safety and Disability Services
(Department of CCSDS). Additional material was provided by the Department in January 2013 in
response to the committee’s request for details of current Queensland disability programs and types
of community care services, eligibility criteria, assessment of eligibility and need, and whether
services are provided across Queensland or in specific geographical locations.” The Department of
CCSDS response is available on the committee’s web page.***

‘Community care services’ provide basic support services to people with a disability or condition
(permanent or temporary) that restricts their day-to-day living, so that they can remain living at
home. ‘Specialist disability services’ provide higher level support for people with a more severe,
permanent disability and more complex needs. Some clients who receive specialist disability services
may also receive community care services.

5.2 Community care services

The Department of CCSDS is responsible for administration of the Queensland Community Care
program, which is the Queensland component of the former Home and Community Care (HACC)
program. The Department of CCSDS advised the committee that, since the separation of Australian
Government and State Government responsibilities in July 2012, NGO funding contracts with the
Queensland and Australian Governments “have been aligned where possible to ensure there is
minimum impact on service providers...".133 At November 2012 there were over 200 organisations
funded to provide Queensland Community Care Services through approximately 618 service

providers, with a “presence across Queensland, including remote areas”.”*

5.2.1 Eligibility and access to community care services

The target population for Queensland Community Care Services are people under 65 (or Aboriginal
or Torres Strait Islander people under 50) who have a moderate, severe or profound disability or a
condition which restricts their ability to carry out activities of daily living, and the unpaid carers of
those people. In addition to those criteria, to be eligible for Queensland Community Care Services a
person must be living in the community and have difficulty performing core activities of daily living
due to functional limitations. The “core activities of daily living” are communication, self-care, and
mobility. Core activity tasks include dressing, bathing or showering, preparing meals, house cleaning
and maintenance and using public transport.**> In addition, to be eligible for Queensland Community
Care Services, a person must be “at risk of losing their independence without assistance from
Queensland Community Care Services due to loss of functional ability or unsustainable living

arrangements”.*®

People who receive a similar service from other government funded programs are not eligible. For
example, a person in a disability program accommodation support service where the provider
receives funding to deliver similar services is not eligible for Queensland Community Care Services.

Clients may be charged a fee for community care services, based on their capacity to pay and a scale
of fees appropriate to the client’s level of income, amount of services used and the circumstances. A

131 Health and Community Services Committee, Letter to Michael Hogan, DCCSDS, 28 November 2012

See DCCSDS, Submission no. 76, p.7, available at www.parliament.ald.gov.au/hcsc
DCCSDS, Submission no. 76, p.7

DCCSDS, ibid., p.8

DCCSDS, ibid., p.7

DCCSDS, ibid., p.7
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draft HACC Fees Policy, originally developed by all governments, guides the way that fees are
charged for Queensland Community Care Services.**’

5.2.2 Services provided

The Queensland Community Care program provides “a broad range of low-intensity, basic
maintenance and support services to younger people with a disability, and to support their carers in
their caring role”."*® The table below summarises the types of service offered as part of Queensland

Community Care Services.

Table 4: Queensland Community Care Services — summary of services available

Service group Service types
Home care Domestic assistance (e.g. cleaning, washing and ironing)
services

Personal care (e.g. bathing, dressing)
Social support (e.g. assistance with shopping)
Respite care (assistance to carer, who may or may not be present)

Other food services (e.g. assistance with cooking a meal)

Coordinated care Assessment (of eligibility, need for assistance, prioritising need)

Client care co-ordination (e.g. implementing care plan, liaison with multiple service providers,
reviewing care plan)

Case management (coordinated planning and delivery of suite of services, from different providers,
to client with complex needs)

Counselling/support, information and advocacy (individual or group support/counselling, individual
training or advice to assist person to cope, and information about local services)

Clinical and Nursing care (by registered or enrolled nurse)

specialist care Allied health care (at home or in a centre)

Centre-based day Centre-based day care (attendance at structured activities, excursions, transport to and from home)
care

Home modification = Home modification (e.g. handrails, ramps, mobility aids, minor renovations)

Goods and equipment (loan or purchase)139

Home maintenance
Meals Meals (prepared and delivered to the client)

Transport Transport (excludes patient transport to medical or hospital treatment; can be direct, or indirect
such as vouchers)

Source: Department of CCSDS, Manual for Queensland Community Care Services, 2012, pp.14-20, accessed 26 February 2013 from
http://www.communities.qld.gov.au/resources/disability/support-services/our-services/hacc/documents/community-care-
manual-book.pdf

Carers of eligible clients may also receive counselling, support, information and advocacy services.**
Respite for carers is part of the ‘Home care services’ group, summarised in the table above. The
committee does not have data on the number of clients who received respite care.

17 DCCSDS, Manual for Queensland Community Care Services, 2012, p.21 and Appendix E, pp.48-9, accessed 26 February

2013 from http://www.communities.qld.gov.au/resources/disability/support-services/our-services/hacc/documents/
community-care-manual-book.pdf

DCCSDS, ibid., p.5

“Queensland community care does not generally purchase the goods and equipment service type because
complementary programs exist such as the Medical Aids Subsidy Scheme (MASS).” DCCSDS, ibid., p.19

DCCSDS, Submission no. 76, p.8
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5.2.3 Community care services and palliative care

Evidence to the committee indicated that there may be some confusion about whether people who
have been diagnosed as palliative are able to receive Queensland Community Care Services. The
Department of CCSDS’s manual states:

Specialist palliative care services are outside the scope of Queensland community care.
Clients eligible for community care services, who require palliative care, can continue to
receive community care’s basic maintenance and support services, subject to their
priority of need and the capacity of the service provider. Support is available to carers of
eligible clients.***

5.3 Clients of community care services

A profile of the 36,808 clients aged under 65 (or under 50 if Aboriginal or Torres Strait Islander) in
2010-11 was prepared for the Department of CCSDS by PricewaterhouseCoopers. Approximately
67 per cent of clients had a disability, seven per cent had a mental health condition, and
approximately 25 per cent had a chronic disease.

Just over half of the clients (55 per cent) received services for less than one hour per month,
approximately 44 per cent received services for between one hour a month and a few hours a week.
Approximately four per cent were high level users who received more than one hour a day of
services. About half of the high level users also received specialist disability services.'*> The manual
for organisations funded to deliver Queensland Community Care states that services are typically
provided for up to five hours a week for each client.*

Clients may access Queensland Community Care Services either directly with a local service provider,
or through a regional ‘Community Access Point’, which does an initial assessment and refers clients
to service providers.***

5.3.1 Specialist disability services

In 2010-11, 16,653 clients received community support services, 9,334 received community access
services and 5,191 received respite services. Almost 7,000 clients received accommodation support
services; however some of those services were in residential settings such as group homes.**®

1 DCCSDS, Manual for Queensland Community Care Services, p.13

DCCSDS, Submission no. 76, p.8

DCCSDS, Manual for Queensland Community Care Services, p.6
DCCSDS, Submission no. 76, p.8

DCCSDS, ibid., p.13
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Part 3 Palliative care in Queensland — future directions

The right care, at the right time, in the right place ...

Chapter 6. Capacity, adequacy and effectiveness of palliative care
services

6.1 Introduction

The committee’s terms of reference require it to consider the capacity and future need for services,
and the effectiveness and efficiency of palliative care services. The committee has considered a
significant body of evidence that supports its view that palliative care in Queensland can be improved
by a move toward a more needs-based and person-centred approach. It is expected that, in the
medium to long term, this will result in improved quality and more cost effective services.

This chapter discusses the capacity of services to meet current levels of need, effectiveness and
efficiency, access to palliative care services, information services to improve access, and palliative
care service standards and benchmarks.

Other aspects of service capacity, adequacy and effectiveness are discussed in later chapters.
Chapter 7 includes projections of future need for palliative care services. Issues of service capacity
and adequacy are discussed in the context of service planning and resourcing (Chapter 14), settings
in which palliative care is provided such as primary care, residential aged care, and generalist services
(Chapter 12).

The effectiveness of palliative care services in meeting the needs of specific population groups is
discussed in sections about palliative care for children and adolescents (Chapter 8), Aboriginal and
Torres Strait Islander people (Chapter 9), people from other cultural, language and lifestyle groups
(Chapter 10), those in regional and rural Queensland (Chapter 11), and carers (Chapter 21). Some
enablers of effective and efficient palliative care are discussed in Chapter 15 (Telehealth,
videoconferencing), Chapter 12 (access to suitable equipment) Chapter 16 (public awareness about
palliative care, death and dying) and in Chapter 17 (advance care planning).

Some of the evidence about efficiency of palliative care relates to co-ordination and collaboration
between services. This is discussed in Part 6 Collaboration and co-operation between services —
opportunities for reform.

6.2 Developing the capacity of Queensland’s palliative care services
We have to concern ourselves with the quality of life as well as its length.**®

Palliative care is an approach that improves the quality of life of patients and their families facing the
problems associated with terminal iliness, through the prevention and relief of suffering by means of
early identification and impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.

Palliative care provides relief from pain and other distressing symptoms. It affirms life and regards
dying as a normal process and intends neither to hasten nor postpone death. Palliative care
integrates the psychological and spiritual aspects of patient care; offers a support system to help
patients live as actively as possible until death and to help the family cope during the patient’s illness

Y8 Dame Cicely Saunders was a doctor, nurse and social worker who developed a (then) new approach to pain

management and holistic care of the dying; she established the United Kingdom'’s first modern hospice in 1967. Her
work led to the development of palliative care and the hospice movement in the UK.
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and in their own bereavement. It uses a team approach to address the needs of patients and their
families, including bereavement counselling, if indicated. Palliative care will enhance quality of life,
and may also positively influence the course of illness. It is applicable early in the course of illness, in
conjunction with other therapies that are intended to prolong life, such as chemotherapy or
radiation therapy, and includes those investigations needed to better understand and manage
distressing clinical complication.™’

This holistic palliative approach contrasts with many aspects of medicine and health care which
include sometimes rapidly developing treatments and interventions that allow people to live longer
with diseases than was previously possible. One submission described some of the challenges and
strengths of palliative care in our health system in this way:

Today palliative care operates within a highly technologically driven healthcare system,
where life can be maintained even in the absence of quality of life. This can create
patient and family distress, clinical tensions and can generate unsustainable healthcare
costs. Our society struggles to cope with conflicting challenges where, in spite of
recognising human mortality, suffering is not tolerated and death can be viewed as a
failure. Palliative care plays an important role in advocating for patients, families and
healthcare systems to deal with these challenges, emphasising what is best for the
individual patient within the overall context of their life. It is the core dimensions of care,
compassion and humanity that are driving the increasing relevance of quality palliative
care in modern healthcare delivery.'*

Queensland has some excellent palliative care services, which are delivered by specialist and primary
care health services including general practitioners, community care services and residential aged
care services, and by families and volunteers. However, access to services is highly variable, and
some people who could benefit from palliative care are not currently able to access it.

6.3 Insufficient capacity to meet current needs for palliative care

6.3.1 Access to palliative care services

Palliative Care Australia highlighted access as one of the fundamental issues impacting on the
capacity of palliative care to be effective in addressing needs.'® Their submission stated that
palliative care is “.... extremely well done in some areas, but not available in others. That is really not

a very equitable situation”.*

Dr Luxford informed the committee that “very definitely your access [to palliative care services] is

determined largely by your location, by your diagnosis, by the education of your health professional,

by your cultural background and definitely by your age as well.”*! Equitable access to palliative care is

affected by:

e times that care is available — care needs arise around the clock

e  settings that care is available — home, community, hospice and hospital

e  geographic location —access issues are compounded in rural and remote locations

e awareness and health literacy about death and dying

e availability of skilled health providers to provide the right type of care, in the right place, at the
right time

e education for health professionals in palliative care

1 WHO, WHO Definition of palliative care

Professor Liz Reymond, Submission no. 11, p.8

PCA, Submission no. 69, p.3

Dr John Kastrissios, President, Greater Metro South Brisbane Medicare Local, Public Hearing Transcript, 22 August
2012, p.20

Dr Yvonne Luxford, Chief Executive Officer, Palliative Care Australia, Public Hearing Transcript, 22 August 2012, p.3
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e high quality data to inform decisions about service delivery, assess current practice and the
impact of efforts to improve services

e  cultural competency — the influences of culture and ethnicity on care choices, and the cultural
competency of health and care providers.

6.3.2 Service capacity does not meet current needs

Submissions and oral evidence indicated that the existing capacity of palliative care services is
stretched. Palliative care service providers advised that they were insufficiently resourced to meet
needs and provided a range of examples to illustrate this."® Specialist services that operate are
“understaffed, under-resourced, mostly have insufficient beds, and do not have the capacity to
provide adequate community care and after-hours cover.”™® Submissions noted that increasing
demand for palliative care services (illustrated in particular by annual increases of 20 per cent in
referrals to services) had not been met with increased resourcing.

Palliative Care Queensland (PCQ) advised the committee that specialist palliative care services were
finding it a ‘struggle to cope’ as referrals to palliative care increased by more than 20 per cent each
year.” For example, the number of patients cared for annually by the Supportive and Palliative Care
Service of the Gold Coast Hospital and Health Service increased from approximately 200 patients in
the community at any one time in 2008, to 390 by 2012. This is an approximate increase of 25 per
cent a year.™ Referrals to specialist palliative care services in Townsville increased by 30 per cent in
six months in 2010, and during the last few years the referrals to the Sunshine Coast palliative care
service have increased from an estimated 250 a year to 100 a month.™*

Submissions from palliative care providers told of the significant stress placed on palliative care
services by existing levels of demand. Professor Rohan Vora advised the committee that the current
level of service demand was ‘impossible to manage’.”’” A large provider of home-based palliative care
services in Brisbane noted that need is already unmet and increasing.”® Other service providers also

reported that they are not able to meet current levels of demand for services.™

6.3.3 Limits on access to services provided in response to increased demand

An increasing rate of growth in need without a commensurate increase in resources means that
service providers must limit access and the amount and type of care that can be provided. In
response to the pressures of unmet demand for services, some service providers have decided to not
accept certain types of patient. For example, they may no longer provide access to non-cancer
patients, residents of RACFs or patients with a prognosis of more than three months. Some services,
including the Mater Palliative and Supportive Care Service, have also ceased home-visiting."®

Demand for palliative care is increasing and specialist palliative care services have needed to:

restrict their delivery to patients with specific diagnoses such as cancer or motor neurone
disease, a short prognosis (e.g. less than 3 months of life expectancy) or patients who are
in the community but excluding those in residential aged care facilities."®

One submission suggested that each HHS should have a specialist palliative care service.'®

132 Metro North Hospital and Health Service, Submission no. 45, p.2

PCQ, Submission no. 74, p.12

PCQ, ibid., p.9

Professor Rohan Vora, Submission no. 73, p.4

PCQ, ibid., p.6

Professor Rohan Vora, ibid., p.4

The Karuna Hospice Service Ltd., Submission no. 13, p.6

Professor Liz Reymond, Submission no. 11, p.9

PCQ, ibid., p.9; Professor Janet Hardy and Decima Jones, Submission no. 16, p.4
PCA, Submission no. 69. p.11
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6.3.4 Future needs

Chapter 7 sets out some projections of the future level of need for palliative care and the factors that
contribute to increased need. Those needs cannot be met without significant work to develop the
capacity of specialist, generalist, primary health care and community services, health professionals
and care workers. Change is also needed to improve co-operation and collaboration between
services to ensure that resources are used in the most effective way.

6.4 Effectiveness and efficiency of palliative care services

The effectiveness of palliative care services is best assessed according to whether it meets the needs
of patients and their family and significant others, and how they fare after the patient dies. Research
has confirmed that when asked where they would choose to die, more than 70 per cent of people
choose home.*™ Some patients are not able to make a genuine choice to remain at home if the
services available or their particular circumstances do not support it. If a person’s needs are complex
at the end of life, they may need to be admitted to hospital for a short time. It is important to
recognise that for some people, end of life hospital care is necessary or may be their preference, but
that most people’s care needs can be managed in a non-specialist setting, and may not require
hospitalisation.

What is important is that the palliative care available is the “right service, at the right place, at the
right time”. Queensland should aim to deliver palliative care which is:

e needs-based

e high quality, flexible and person-centred, sensitive to individual and cultural differences (the
right service)

e accessible to all and delivered in the home and community, and across general and specialist
areas of the health system (the right place), and

e provided early enough in a person’s disease trajectory that care can be planned and the
person’s quality of life is maximised (the right time).

The evidence presented to the committee has led it to the view that palliative care should be based
on needs, and should be person-centred. There is ample evidence that some of the most efficient
and effective approaches to palliative care delivery are the approaches that patients want, because
their needs and preferences are met. As well as providing services that meet patient’s needs, further
investment in appropriate palliative care has the potential to deliver both financial and operational
benefits through the freeing-up of acute hospital beds.*

6.5 Improving effectiveness and efficiency by providing needs-based and person-
centred care

The best interest of the patient is the only interest to be considered. - William J. Mayo

6.5.1 Needs-based care

The committee accepts the views of many stakeholders that palliative care should be based on
needs, both at the individual or family level, and at the state-wide level when planning and funding
palliative care. State-wide and HHS planning and funding issues are discussed in Chapter 18.

182 professor Liz Reymond, ibid., p.8

Scott Blackwell, National President, Palliative Care Australia, Public Hearing Transcript, 22 August 2012, p.4
PCA, ibid., p.10
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6.5.2 Person-centred care

Person-centred care was supported by many stakeholders. Carers Queensland recommended that
person-centred planning and service delivery be adopted as the norm by palliative care and
community care service providers.'®

Some service providers are changing focus toward delivering person-centred services. For example,
Blue Care launched its new service model ‘Blue Care Tailor Made’ in 2012 for its home care, palliative
and residential care. The model “...places the person at the centre of all we do”. The individual’s
unique needs and the role of their family and friends is recognised, and Blue Care aims to design
services that are ‘tailor made’ to the individual, and delivered in a way that the person is in control
rather than controlled.'*®

Example 3: Needs-based and person-centred care

Silver Chain’s Hospice Care Service in Western Australia delivers specialist community palliative care services and
is regarded as a model of best practice. The service is staffed by specialist nurses, medical consultants, registrars,
GPs, allied health professionals, care aides and volunteers. The model of care is client centred, home-based and
aims to reduce unnecessary and undesirable hospital admissions. The approach is population based and uses
different care pathways to respond to different needs. Care planning is interdisciplinary, and the service works to
build families’ capacity to care. The service reports client satisfaction of 98 per cent.!

Sixty per cent of the Silver Chain’s clients died at home, compared to a national average of 25 to 30 per cent. Of
the clients who died at home, 60 per cent did not have any hospital admissions during their time with the
hospice service, and 28 per cent had only one hospital admission.’

To provide a comparison for hospital admission outcomes, a study of hospital admissions of a sample of 1,071
people who died from conditions considered amenable to palliative care in Western Australia between August
2005 and June 2006, found that only four per cent of people did not have any hospital admissions. Seventy per
cent of people presented at least once to a hospital emergency department, and made a total of 2,068 visits to
emergency during their last year of life. Two-thirds (1,379) of those emergency department presentations

resulted in hospital admission.’
1
2
3

Australian Hospitals and Health Network, Submission 22, p.3

Australian Hospitals and Health Network, Submission 22, p.3

Rosenwax, LK, McNamara, BA, Murray, K, McCabe, R, Aoun, SM and Currow, DC, ‘Hospital and emergency department use
in the last year of life: a baseline for future modifications to end-of-life care’, Medical Journal of Australia, 2011, Vol. 194,
No. 11, p.570

The home death rate of registered palliative care patients in Queensland is low, at an estimated 15—
28 per cent, compared with 60 per cent elsewhere (see Example 3 above). Where 24-hour care is
funded and provided, for example by the service at St Vincent’s Brisbane, the home death rate is
50 to 60 per cent of patients.®’

6.5.3 Effectiveness of palliative care at home

Effective palliative care meets the needs of the patient and family. Given the diversity of the
Queensland community and the varying circumstances of palliative care patients, effective palliative
care must have the flexibility to respond to diverse and changing needs. Models of care that are
person-centred appear to maximise patient choice and provide flexibility to meet patient needs.

Over 70 per cent of patients would prefer to be cared for at home in the last year of life. Many of
those patients, however, currently attend hospital emergency departments and are admitted to
acute care wards,'® possibly because of worsening symptoms or uncertainty about the person’s
wishes about care as they approach the end of life. By avoiding inappropriate and preventable

185 Ccarers Queensland, Submission no. 9, p.12

Blue Care and UnitingCare Health, Submission no. 24, p.7
PCQ, Submission no. 74, p.9
PCA, Submission no. 69. p.3
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admissions to emergency departments and acute wards, patients’ quality of life may be enhanced,
freeing-up the Emergency Department and acute wards for other operational use.

Queensland Health advised the committee that:

There is an emerging outcomes based and health economic literature that suggests that
early referral to specialist palliative care leads to higher patient satisfaction, more
appropriate care in the setting of choice, better quality of life for patients and families
and cost efficiencies for the health system.*®’

Metro North HHS drew the committee’s attention to a Western Australian study'’® that found that
those who accessed community based specialist palliative care had a seven times higher chance of
dying in their usual place of residence. This indicates the potential to reduce hospital admissions
through better community based palliative care.'”*

In recent years the palliative care service at Gold Coast Hospital and Health Service has placed more
medical time in the community rather than with inpatients. The rate of deaths of palliative care
patients at home is an indicator of the extent to which patient’s preferences are met, and of delivery
of cost effective care. Deaths at home have increased from approximately five per cent in 2008, to 16
per cent in 2012."> With more focus on care in the community, for example, by providing resources
for “bed equivalents” and contracting services from non-government organisations, more people
could be supported to die at home if that was their choice.

A submission from clinicians at the Mater Health Services Palliative and Supportive Care Department
highlights the benefits that were derived when a specialist palliative care service delivered home-
based services. In response to increased demand on services, home visits and on-call after hours
telephone support have ceased. “This has led to an increase in admissions, especially after hours and
at weekends.”"”?

6.5.4 Cost effectiveness of palliative care at home

Estimates of the cost of palliative care in different settings are shown in Table 5 below.

Table 5: Estimated cost of palliative care in different settings

Estimated cost

acute hospital bed $1,100 per day
ambulance callout $300 — $5,000 per callout
palliative care at home no Australian estimate located *’*

palliative care in residential aged care facility = $200 per day
(average for high care residential aged care)

palliative care in a hospice $600 per day
inpatient palliative care facility $950 per day
intensive care unit bed $4,000 per day

169 Queensland Health, Submission no. 35, p.7.

McNamara B and Rosenwax L, ‘Factors Affecting Place of Death in Western Australia’, Health & Place, 2007, Vol.13,
No.2, pp.356-67

Metro North Hospital and Health Service, Submission no. 45, p.3

Professor Rohan Vora, Submission no. 73, p.4

Professor Janet Hardy and Decima Jones, Submission no. 16, p.4

A Canadian study testing a ‘shared care’ model of rural palliative care at home found the average cost was
approximately $120; the costings may not be directly comparable to Australia (Klinger CA, Howell D, Marshall D,
Zakus D, Brazil K and Deber RB, ‘Resource utilization and cost analyses of home-based palliative care service provision:
the Niagara west end-of-life shared-Care Project’, Palliative Medicine, February 2013, Vol.27, No.2, pp.115-22, cited
in: Hodgson C, Cost-effectiveness of Palliative Care: a review of the literature, 2012, available at
http://hpcintegration.ca/media/24434/TWF-Economics-report-Final.pdf)
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Palliative Care Queensland noted the significant cost difference between an acute hospital bed, at an
average of $1100 per day, and $950 per day for inpatient palliative care. Acute hospital beds could
be available for other patients, and patients and families have access to a preferred place for end-of-
life care.'”

In evidence to the committee, Professor Rohan Vora of the Royal Australian College of Physicians
suggested that health services:

... are suffering under the cultural belief that maybe, if they do not worry about palliative
care, it will all just go away. They do not necessarily see it as a priority; however, these
patients end up in emergency and in acute care beds."”

St Vincent’s Hospital noted that the general resources needed to keep patients at home are not
available. Home packages of care are needed that can be tailored to each individual situation. Too
few packages are currently available to palliative patients and many do not provide sufficient
support.”’” Professor Vora’s submission argued that the resourcing of appropriate palliative care
would free up acute hospital beds and decrease the number of accident and emergency
presentations.’®

St Vincent’s Brisbane noted the importance of 24-hour community care in ensuring patients can die
at home, if they choose. In its experience, few specialist palliative care services across the state have
the capacity to offer 24-hour community care, even on a consultation basis to generalist services.

Blue Care suggested that community based palliative care funding should be “able to be accessed
directly by the organisation providing care, rather than brokered through the local hospital and
should not be determined by estimated prognosis”. It suggests staged funding on diagnosis,
“according to need and flexible enough to incorporate clinical care (nursing and allied health), after

hours care and lifestyle support”.'”

At the public hearing, Professor Vora suggested that funding of palliative care services should be
based on evidence based outcomes, and purchased via hospital consultancy liaison teams that would
be able to shift care from acute care to palliative care and out into the community. This could
achieve “a major shift of a lot of acute care patients into a palliative and subacute framework”."® In
its submission to the committee, Karuna Hospice also recommended that there be a redistribution of
funding for palliative care from hospitals to community care.*® Palliative Care Queensland also noted
the importance of funding specialist palliative care consultancy-liaison services in order to properly
support palliative care outside hospitals.'®

The committee believes that this could be a very positive avenue to pursue as part of developing a
new approach to funding for palliative care in Queensland. Significant funding efficiencies could be
realised while meeting patient and family preferences for dying at home rather than in hospital,
when this is possible.
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6.6 Palliative care information and telephone support services

6.6.1 Types of palliative care telephone services

A common theme in submissions and evidence at hearings was the importance of readily accessible
24-hour information and support services for patients and their families or carers. Witnesses drew a
distinction between information, referral and support services on one hand, and access to 24-hour
specialist clinical support and advice for palliative care patients and their carers, for example, when a
patient’s symptoms change rapidly. The two types of service are:

e a state-wide 24-hour telephone information, referral and support service to provide
information about palliative care and related services in the callers region, support and
information about what to expect from palliative care services, and an opportunity to talk
about their illness and dying. “....(P)eople are more likely when they are first diagnosed with
a palliative condition to have that deidentified, anonymous kind of conversation about what
this might mean for them if it is a call line.” **?

e access to 24-hour (local or regional) specialist palliative care clinical support and advice,
where the family of registered patients who are at home can contact their specialist
palliative care service for advice, and if needed, for a home visit. For example, the Brisbane
Metro South HHS specialist palliative care service (a Level 6 public sector service™*) provides
24-hour access to a member of the treating team who they know, who can prescribe (i.e. a
doctor or a nurse practitioner) and advise about medication and if necessary, arrange
admission to a palliative care hospital bed.'®* Karuna Hospice also provides 24-hour specialist
palliative care service where staff “.. are on call-out and not just to answer calls. The
interesting thing about that is that only one out of every six after hours calls actually results
in the nurse having to go to the call-out and most of those visits are actually because it is the

end of life”.**®

The committee considers that the latter type of service should be part of the specialist palliative care
service provided by HHSs, and this is discussed in Chapter 13.

An information, referral and support service could operate state-wide, provide links to local services,
provide skilled counselling and support services, and be accessible to all. In contrast, 24-hour clinical
support services would operate in a HHS or region, provide clinical advice and support for existing
patients of a palliative care service, and ideally be supported by a 24-hour home visiting service. The
Metro South palliative care service provides a good example of this type of 24-hour clinical
assistance.

6.6.2 State-wide 24-hour information and support telephone service

A free state-wide Palliative Care Helpline currently operates, and is funded by Queensland Health. It
provides information about local services, and offers support to callers, but operates only during
business hours (see 4.8 above).

Ms Hope suggested that a 24-hour information and support service would be best as a specific
palliative care specific service." Other witnesses emphasised the different roles between a state-
wide telephone service to provide information, support and links to regional services for referrals, for
example for newly diagnosed patients, and the more intensive 24-hour on-call clinical service needed
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for patients of a palliative care service, where clinical advice tailored to the individual patient is
required.™

The committee considers that a 24-hour state-wide telephone information and support service is
required. A telephone information and support service should be able to offer up to date information
about local services, and skilled support and counselling about death, dying and palliative care. When
relevant, the service should be able to transfer callers directly to a local or regional 24-hour palliative
care service to ensure that access to local services is facilitated.

Recommendation 1 — 24-hour state-wide telephone service

The committee recommends that the Minister for Health provide resources as soon as
possible for a 24-hour state-wide palliative care telephone information, referral and support
service, staffed by skilled nursing and allied health staff, and supported by an internet
information service by, for example, incorporation into 13 QGOV.

6.7 Palliative care standards and benchmarks

6.7.1 National palliative care standards

The national palliative care standards developed by Palliative Care Australia (PCA) “reflect as far as
possible the level of care that the Australian community would expect, when faced with a life limiting
illness”.’® There are 13 quality standards and the document provides guidance on implementation in
primary health care and specialist palliative care settings. The foreword notes that the standards
should be read in conjunction with PCA policy documents, A Guide to Palliative Care Service
Development: A population based approach, and Palliative Care Service Provision in Australia: A

Planning Guide. These ensure “consistent advice and direction to the health care sector”.'*

6.7.2 Benchmarking palliative care outcomes

Benchmarking of palliative care outcomes is undertaken by a national voluntary program, the
Palliative Care Outcomes Collaboration (PCOC), funded by the Australian Government. Its aim is to
assist palliative care providers to improve practice and meet the palliative care standards.

The PCOC provides a continuous quality improvement process for palliative care service providers,***
and works with palliative care service providers to:

e develop consistency in the collection of information

e provide evidence through the collection and analysis of information
e  assist with quality and standards reporting

e  provide a benchmarking service, and

e promote and support palliative care research.'*
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