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Executive summary

As people face a life-limiting iliness, they are clear about their needs and expectations.
People want to focus on relationships and legacy issues, and the care that is provided must
support people at the end of life in these key areas. The care that is provided at this time of
life has consequences not only for the person who is dying, but also for their families and
friends at the time and subsequently.

Australia provides excellent palliative care that is, overall by international standards, well
integrated into the provision of health care. There is a trained workforce that has been built
up over the last quarter of a century, to complement the role that every health professional
has in providing care for people at the end of iife.

There have been several key national initiatives funded by the Commonwealth to improve
systematically the care that is offered. These programs are having a positive impact. Most
hotably, benchmarking is helping to improve symptom outcomes for people at the end of
life. In research and teaching, Australia contributes strongly intei'nation_ally.

Despite these excellent initiatives and improving outcomes, there are opportunities for
systematic improvements. '

People with diagnoses other than cancer are under-represented in those seen by
specialist palliative care services, despite having similar needs at the end of life,

Services should adopt a needs-based approach to assess people referred to ensure
those with the most complex needs are prioritised to receive limited resources.

There are opportunities and a necessity to more effectively engage primary care,
especially general practitioners. The funded mechanism for this is through case
conferencing, which has been shown to improve significantly the provision of care.

Long term carer outcomes need to be assesseld as a result of providing care for
someone at the end of life, for a period of years after their role has been completed.
A key measure of success of good palliative care should be the health and wellbeing
of caregivers in the years after having relinquished the role.



What people want as they live with a life-limiting iliness 7

It is easy to assume that we would all know what we want and how we would each prioritise
our time if we were faced with a life-limiting illness. It is necessary to ask the right people at
the right time of life ‘What is important?’ To do this, one must ask people facing the end of
life, not simply people who are well, The answers differ from the expectations that many
people who are well would have.

Steinhauser and her team asked a random sample of people with advanced cancer what
was important to them as they faced the likelihood of death within months. [1] At the same
time doctors; other health professionals and caregivers who had provided care for someone
at the end of life were also asked. Areas where there was agreement between all four
groups included pain and symptom control as the number one priority. The next four
priorities were not physical: preparation for death (knowing what to expect, financial and
family issues being settled, being prepared), achieving a sense of cdmpletion (saying
goodbye, Iegacy issues), being involved in decision making preferences and being treated as
a whole person. Areas where people facing death put emphasis not seen in the other three
groups included maintaining a sense of humour, not being a burden to family and friends,
being mentally alert (even at the cost of poorer symptom control) and not -b'eing concerned
about the actual place of death. (It needs to be noted that some people acti\)ely choose not
to die at home for a number of relevant reasons. For some people, dying in a hospital or
hospice is an active choice, not a failure of the health system to provide adequate care.)
Individual preferences will differ, but this gives an overview of key areas that should
underpin a systems-wide approach to providing and improving care.

Ultimately, good palliative care is about the active management of anything that reduces
comfort or function in key areas of personhood in thé face of a life-limiting illness: physical,
social, emotional, sexual, or existential domains. It is the ability to function as well and as
independently for as long as possible. These are therefore the goals that underpin the
planning and delivery of good palliative care.

Caregivers

Reliance on caregivers

There is a massive reliance on caregivers to provide care in the community. There are
clearly large numbers of unmet needs for those carers and often very limited Support. Direct
focus on 'caregivef education and support is very limited, and yet the health and social
systems assume that this care will be in place and will continue to be dellvered Careglvmg
is ah enormous challenge and for most, it is one of life’s major events.

There is a very high-incidence of caring for someone at the end of life in our society. From
population data, one in every three people will have had someone close to them die from
- an expected death in the last five years with one in ten people providing care in these



circumstances. Most notably, one in thirty people across the community provided day-to-
day hands-on care for someone at the end of life in the last five years. Attention to the
needs of caregivers while in the role and having relinquished the role is crucial if optimal
care is to be offered. A key measure of success of good palliative care should be the health
- and wellbeing of caregivers in the years after having relinquished the role,

At a policy level, every time the statement is made that the rates of home deaths should
increase, there is the challenge of how caregivers are going to be able to deliver that care
with little real help or support. Although there is a great deal of discussion about cost
shifting in health care, the ultimate cost shifting is to move the financial burden of end of
life care to families and friends. The costs borne by families and friends need to be factored
into discussions about place of care including place of care at the time of death. Often, with
little training or support, they provide extraordinary care. With increasing complexity of care
delivered outside of hospitals, it is simply expected that the additional care will be taken on
by this huge and largely unrecognised workforce.

Let’s not romanticise the role

Although providing care for someone close at the end of life may be a huge opportunity for
personal growth and development, it can also be one of the most challenging and daunting
things ever asked of any of us. In a review commissioned by the Department of Health and
Ageing, former caregivers spoke frankly about how challenging the role was for many of -
them. [2] In population data, one in four caregivers is undecided or would definitely not
provide care agaih having provided care for someone at the end of life. [3] The system has
yet to come to terms with the impact of this figure in the coming decades. This also
supposes that the person with the life-limiting illness and their caregivers will always agree
about the place of care. Although few studies have addressed this, Australian data suggests
that these views will be discrepant at times, and choices may change over time, [4] These
differences will either impact on place of care, the wellbeing of caregivers, or both.

Inherently, what is asked of a caregiver for someore at the end of life may or may not be
what is needed by either the person who is dying or their friend / relative. There are only so
many hats one can wear simultaneously. Is it more important to be friend / confidant / lover
or nurse / c.leaner/ laundry expert / cook? For each person, the answer is likely to be
different, and the answer may change as time passes for that particular person.

Initiatives to support caregivers more effectively

One Australian study looked at assessing the needs of caregivers specifically, separately to
the other patient-centred assessments. [5] The process included a focus on the previous
experiences of the caregiver, their network of support and whether there were other
supports that could be mobilised or organised in a more meaningful way. The correlate was
that many friends and family want to help and are often not sure what will be mast useful.



By having a broker or facilitator to help with th‘ese_ conversations, key opportunities can be
identified that better support caregivers and mobilise the energy, love and commitment of a
far wider circle of people.

Definitions (including needs-based care)

Definition ' _

Palliative care is the active care of people with life limiting illnesses, focusing on optimising’
comfort and function from the time it is recognised that the person has a progressive
disease that will lead to their death. It happens in parallel with other care including diséase
modifying treatments as appropriate. It is not a matter of choosing either disease modifying
treatment or palliative care.

Application of definitions in government policy

Within the Australian context no Federal Government processes limit the access to palliative
and supportive services by prognosis or by diagnosis. The one exception to this is the
carer’s allowance which asks for life expectancy to be estimated and written down on an
applicétion that is then handed back to the caregiver and potentially the person with the
life-limiting illness. This should be changed. It is almost certain that this is a significant
barrier to the use of this resource and is causing needless financial hardship.

Definitional issues — palfiative approach versus specialised palliative care

Palliative Care Australia in policy documents make a distinction between a palliative
approach (a set of competencies that every single clinician - doctor, nurse, allied health
practitioner- should have and be able to adequately use when necessary from the time of
completing training) and specialised palfiative care that is the process of providing care for
people with more complex needs as well as developing the research and educational
resources required to improve care across the community.

Population prevalence of needs

At a community level, the need for palliative care is going to grow not simply because of the
increasing number of people in the community but because the way we experience death
continues to change. We are now dying predominantly of chronic progressive disease as
opposed to a century ago when we were dying of acute infections, obstetric and heonatal
deaths and through trauma and malnutrition. This has huge implications for health service

- _delivery over the next half century. Longevity and the inter-generational age also means
that for the current generation, exposure to dying and death is far less than any other time
in history. '

The majority of us will have warning of our death whether from cancer, end-stage organ
failure or progressive neurodegenerative diseases. For many people, there will be period
after disease modifying treatments have stopped working.



Prevalence of palliative care needs in the acute care sector

Within the public hospital system a recent Australian audit noted that one in three
inpatients (excluding intensive care unit, psychiatry, paediatrics and obstetrics) had a
palliative intent as the goal of care. [6] This means that it is |mp055|b!e that every person
can or should be seen by specialised palilatlve care services. The onus is on palliative care
services to find ways to help referrers identify the people with the most complex needs and
offer the additional expertise and support that specialist services can offer.

Who is seen and who is not seen

Most services are able to describe in detalf the people with life- Ilmltlng illnesses who are
referred to them, but have little or no idea about the people who are not referred to them.
In Australia, this means that services cannot describe the one in two people who will never
be referred to them.

The team at Flinders University is one of a handful of research teams in the world who are
specifically seeking to research_what is_'happening' to the people with Iife—limiting illness who
are not referred to a specialist palliative care service. [7] Using a whole-of-population
approach means that people who are not seen can be part of planning for future services,
especially if unmet needs are identified. In South Australia, there is no apparent discrepancy
between access to services between residents of metropolitan and rural locations. For '
- people from culturally and IithisticaIIy diverse backgrounds, although uptake rates of
specialist services may be lower, the accuracy of referral is highest in this population.
Accuracy here refers to both true positives (former caregivers who perceived they needed
“the service and received it).and true negatives (former caregivers who. perceived they did
not need the service and did not access it). People from culturally and linguistically diverse
backgrounds had significantly higher rates of family support than the rest of the population.
The number of respondents from Aboriginal or Torres Strait Islander communities was too
small to draw any conclusions. '

Access.to services — diagnosis of cancer when compared with other diagnoses
Systematically, people with diagnoses other than cancer are missing out on access to
specialised palliative care services. [8] For more than a decade it has been -acknbwledged
that the needs for people in such circﬁmstances are very similar to people with cancer. Yet,
consistently across the country, people with end stage organ failure including heart fa||ure
respiratory failure (mostly emphysema), hepatic failure, renal failure and neuro-
degenerative diseases systematically miss out on setvices.

This again has been quantified by taking a whole-of population approach in South Australia
and it is clear that there is a significant and sustained gap across the community in this
regard. Population estimates are that for every two people seen with cancer, a person with



a non-cancer diagnosis should be seen by specialist palliative care services. This is not the
case, and specific processes need to be put in place to improve this access. The reasons for
systematically poor access include limitations on both by referrers and also by specialist
palliative care services. [9,10,11]

Accuracy of referraf

Having said this, Omnibus data suggest that the accuracy of referral {those who perceive
they need services and receive them and those who-perceive they did not need services and
did not use them) is quite good across South Australia from recent whole-of-population
data. [12] It is likely that this reflects the rest of the country reasonably. -

Accessing services ,

Access to specialist palliative care services is likely to be achieved by people who are well
versed in navigating the health system. There is a need for an active process for seeking the
people with the most complex needs, not those who can find their way through the system.
This should not be a pre-requisite to accessing specialist services, and the responsibility lies
with specialist palliative care services to ensure that the people with the most complex
needs are the ones who take absolute priority.

Access to specialised palfiative care services by geographic region

Services tend to be geographically located in more established communities. Services are
not well distributed particularly in the peri-urban areas of large cities. In geocoding setvices
nationally, there are manifest problems'in the availability of services particularly in the
community.

Access to specialised palliative care services — services responsibilities

Services have to take a responsibility to move beyond passive case finding. There is an
urgent need to take responsibility for the whole of the population within a geographic area
for each service, This means that any fragmentation between inpatient services,
consultative services, outpatient services and community services has to engineered out of
the system. Whole of geographic region processes mean that on a needs basis, such
services should provide care in the community linked with inpatient services in both the
public and private sector. '

Do specialist palliative care services make a difference? [13]

It is critical to rigorously document the beneficial outcomes resulting from actively
incorporating palliative care into the health system, Without these data, one could
reasonably ask why there should be an investment of public money in specialist palliative
care. ' '

For the individual patient, studies have demonstrated:
- improved symptom control; '




- higher levels of satisfaction with services;
- better comfort in the last two weeks of life;
- improved quality of dying; and
- better meeting the needs of people at the end of life
if a specialist palliative care service is involved in care. [12,14-21 ]

For caregivers, there are significant associations between palliative care service involvement
and: ' '

- better met caregiver needs;

- greater satisfaction with the care provided;

- less anxiety while in the caregiver role; and having relinquished the role:

- better spousal survival having relinquished the role; and

- improved ability to move on with one’s life. [2,22,23,24]

At a health service level without compromise to survival, the data support:
- reduced number of inpatient bed days ‘
- reduced number of hospital admissions; and
- reduced costs with the use of specialist palliative care. [20,25,26,27]

Primary Care

The interface with primary care is crucial for good palliative care to be delivered across the
nation. Some services have systematically disenfranchised primary care, and this will come
at a cost to patients (in terms of continuity) and sustainability of services (many general
practitioners provide unparalleled care for people with life-limiting illnesses).

A Commonwealth funded study has highlighted the pivotal nature of good primary éar_e at
the end of life. [25] The Palliative Care Trial (PCT) explored the use of a single Medicare-
funded case conference at the time a person was referred to specialist palliative care
services. This was compared to usual specialist palliative care. The group who had a case
conference had 25% fewer admissions to hospital. Such engagement needs be part of every
specialist palliative care service’s model of care.

Specialist services

Key roles for specialised palliative care services

One could argue that the primary role of specialised palliative care services is to provide
clinical care for people with the most complex needs and support colleagues in their care of
people wherever they are in the health system. A key partnering role is that of furthering
the evidence base to improve the quality of care that is offered. That research agenda has
to come before there can be wider education. Given that approximately one in two people
who are palliative will never see a specialist palliative care service, the research hasto
inform the clinical care provided by a large number of practitioners across the community in
order to improve the quality of care that is offered universally to people who will never be
referred to specialised palliative care services. Education and support for colleagues —
nursing, medical and allied health — becomes a key role in care as the evidence base is
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expanded. The process of continuing education is crucial if the best possible care is to be
provided in an area with a rapidly expanding evidence base. '

All three components (clinical care, research, education) should have't_ime and resources set
aside by each specialist service, even within the current funding platforms. Given that
specialist palliative care services are, and always will be, referral-based services, specialist
services that are only providing clinical care are not fulfilling the role in a way that bu[Ids
capaaty systematically for the future '

Service Provision _ ,
In terms of service provision, services have largely grown up organically. Very few services
have been designed from the ground up to meet the needs of the population that they
serve, The transition from growth (where very few people wanted to be referred to
palliative care) to a place where there is demand that outstrips service provision means that
there is a generational change in how services need to consider the work that they do and
the models of service delivery that are employed. There are wide variations in models and
funding and at times, real barriers put in place by palliative care services to limit the service
that is offered or the referrals that can otherwise be made.

National initiatives

Palliative Care Australia’s systems approach to needs-based care

The national body has an approach over the last decade which says that there are a number
of people whose needs are already being met, a number of peoble whose needs will best be
met by time-limited involvement to deal with a particular problem and a very small group of
people whd will need consistent long-term input from a specialised palliative care service
from the time of referral until death. ' '

National initiatives — availability of medications

The ministerially appointed Cancer Strategies Group in the late 1990’s identified the need
for improved availability of key medications for palliative care patients in the community. A
whole-of-gévernment process explicitly included the Therapeutic Goods Administration,
Pharmaceuticél Benefits Advisory Committee, Cancer Council Australia, Cancer Australia,
the Australian New Zealand Society of Palliative Medicine, Palliative Care Australia, General
Practice Advisory Committee, the Australian Pharmaceutical Advisory Committee, the
National Prescribing Service and the Pharmaceutical Benefits Branch, This generated
Australia’s first patient-defined section of the Pharmaceutical Benefits Scheme which was
for palliative care patients and initiated in February 2004. [28] Through a national survey of
clinicians working in palliative care the twenty five top symptoms were surveyed in order to
understand where key medications were not available on the Pharmaceutical Benefits
Scheme. A list of medications were drawn up which included a number of medications for
which there was not sufficient evidence to generate a Therapeutic Goods Administration
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application. The Commonwealth commissioned work to fill these very specific gaps in
knov:uledge. This program has become the Palliative Care Clinical Studies Collaborative
(PaCCSC). This is the world’s largest clinical studies collaborative in palliative care and, has
to date, randomised more than seven hundred and fifty participants to eight phase Il
clinical trials across twelve sites in order to answer very practical questions about day-to-
day clinical practice, This has been complemented with phase IV work in current patterns of
care across the symptoms that are being studied. These symptoms include delirium (as
noted earlier), complex pain, dyspnea, nausea, constipation and anorexia. The first of these
studies has been submitted to a peer reviewed journal for critique. This has also led to the
development of “rapid pharmacovigilance” program that has already engaged clinicians
internationally using the research data management system of CareSearch to consecutively
enrol patients with frequently used medications in palliative care looking specifically at-
benefit and toxicity at set time points using internationally standardised measures. Thisis a
model that can be used to inform public policy in all areas of prescribmg by systematically
describing the net clinical effect in day-to-day clinical use.

Systems pe_‘rforhvance and benchmarking of palliative care in Australia .
Palliative care in Australia also leads the world in point of care data collection for qguality of
care. [29] With the exception of the emergency departments, intensive care units and some
surgical sub specialities, the level of clinical accountability in palliative care in the

~ community and inpatient units is second to none in Australia. The Palliative Care Outcomes
Collaborative {PCOC) allows true benchmarking. This is world-leading with no other country
in the world having this level of clinical accountability. This has led to demonstrable
improvements in clinical care across the system including patient care and caregiver
supports. This federally funded program has been running since 2006 and now collects
quality of care data at point-of-contact on more than 80% of all people referred to specialist
services in the country. This is crucial for the improvement ofquallty of care that needs to
be offered. '

Commonwealth funded needs-based tool _
The Commonwealth has funded the development of an Australian needs-based tool.
[30,31] This has two major audiences: .
* General Practitioners and other referrers in order to establish whether this person at
the end of life has unmet needs and, if so, by whom these needs should best be met.
This most likely is referral for other aspects of care within the network of that
particular clinician but may lead to referral to a specialist palliative care service. It
also allows complex needs to be outlined quickly and efficiently in making a referral.
e For specialist palliative care services having done a thorough multi-disciplinary
assessment of this particular patient, are the needs of this person in the context of
their family and support network goi.ng to be better met by access to specialist
palliative care or are those needs already being met? For people whose care is
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shared with specialist palliative care services and their general practitioner, it also
allows review as time goes by,

Undergraduate education in palliative care

Australia has invested in developing curricula and resources to support these curricula in
palliative care in a nationally coordinated-way. [32] Although this still depends directly on
uptake at the level of each university faculty or school (or even each course), the resources
are high quality. The resources create an expectétion that a palliative approach is an integral
part of training clinicians across the spectrum of disciplines répresented in-health sciences,

Post-graduate education in palliative care

Educationally, Australia is well placed with‘post graduate programs at a graduate certificate,
* graduate diploma, masters, Master of Science and doctoral levels. - The investment by the
Commonwealth in bursaries in masters and doctoral students has created a number of
palliative care academics who continue to contribute at an international level. Itis a well
educated workforce with a large number of people holding postgraduate specialist
qualifications in palliative care in both nursing and medicine, and increasingly in allied
health.

Vocationally, although a relatively recent éub-specialty, Australia has consistently led the
world in the care of people at the end of life. For example, it was the first country to have a
specialist training scheme, established in 1988 through the Royal Australasian College of
Physicians. This placed us in a position that has ensured that the care of people at the end
of life has continued to improve over the last two and a half decades. This built on a century
of praviding hospice care in a small number of units across the country. _

Informatics and evidence-based resources

CareSearch is world-leading in providing current evidence for clinical practice and service
delivery in palliative care. [33] This innovative program interrogates the United States’
‘National Libraries of Medicine in real time using more than fifty verified searches that have
been painstakingly researched. Together with this, CareSearch has bought together
communities of practice in palliative care nursing, palliative care allied health and other
interest groups. It provides information directly to patients, their families as well as to
general practitioners and specialist services. It includes more than eighty government
reports from the last two decades as well as more than 2200 abstracts exploring the
provision of palliative care since 1980 from Australia. Many of these abstracts have not
been converted into peer review publications and so this is an important source of key
information about care.

International comparisons
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Service delivery . : _

* By international standards, the care that is offered in Australia is excellent. The Economist

review of palliative care globally in 2010 ranked Australia equal first in the integration of
services with other health care providers and with the care that was actually provided. |

" also reflects that many other countries around the world have very poor infrastructure for

palliative care. For example the presence of palliative care within the United States is far

less systematically distributed than it is in Australia.

Academic palliative care in Australia and internationally

Palliative care academlcally in Australia is world leading. We contmue to have research -

programs that are answering practical questions about how to improve the quality of care

and the ways of delivering that care.- In publications, Australia ranks incredibly highly [34]
and per capita, is leading the world in palliative care research.

Research in palliative care

The research that is being done includes research that can inform other areas of health care.
For example, the Palliative Care Clinical Studies Collaborative (PaCCSC) is conducting the
world’s Iargest trial of the pharmacological management of delirium. Delirium currently
costs the health system billions of dollars a year around the world and yet this study will
establish whether anti-psychotic medications have any benefit in that setting.

‘Current challenges -
Population health planning principles ,
Death rates, causes of death and unmet needs are all well described, and yet populatlon-
' based planmng principles are poorly used in planning or reviewing spe(:lallst palliative care
services, service structures or resourcing. For example, if there is sufficient workload to
‘ justify another medical oncologist, then there will be a direct proportional increase in the
work for the palliative care team. This should not require separate funding proposals but
should be built into the business case by the referring service, be it in oncology or any other
specialty that should be referring to palliative care.

For specialist palliative care services, the responsibility to triage by complexity of needs is
paramount, With this in place, there is the opportunity to ensure a more transparent and
equitable distribution of access to services.

Isolated practitioners

States and territories all have some sort of service level role delineation / service capablllty
framework across the spectrum of clinical care including palliative care. For larger services
this works well. For smaller services, the concept is that there will be formal networks with
larger services to provide higher level care for people with more complex needs. These
networks vary across Australia from strong formal ties to places where there is no support
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for some services that comprise a fractional appointment of a nurse who has been thrust
into the role. Every clinician should be able to identify a network of every discipline required
in the comprehensive care for someone at the end of life, regardless of the administrative
boundaries, even in the smallest service. These networks are crucial to help to further
improve the quality of care, and should not rely on informal person-to-person contacts.

Varying models of service delivery and widely varying critetia for service involvement

There needs to be a rapid move towards standard criteria for referral to specialist palliative
care services nationally with standard criteria also, where appropriate, when a persori’s care
no longer needs to involve the specialist team. This will help referrers understand when to
initiate referral and also help specialist services manage workload with more equity for the
whole population that they serve.

With similar levels of resourcing, there are widely varying models of care and access to
services. Such anomalies need to be explored in order to minimise such needless variation
and optimise outcomes for people at the end of life.

For example, every tertiary hospital should have, as a basis for ongoing accreditation, a
functioning acute symptom control / assessment unit with around-the-clock senior clinicians

on call to accept care (including accepting referrals directly from Emergency Departments in

the same way that any other clinical sub-specialty does). [35] Such a model should also
include outpatient or rooms-based care. Without this, there is the assumption that specialist
palliative care is only for people so sick that they need to be in hospital or so unwell they
cannot leave their house.

Varying levels of staff capability — opportunities for training

In palliative medicine specifically, there are opportunities being missed to improve the
evidence base for clinical care and service delivery models. In internal rﬁedicine, every other
sub-specialty allows one of three years of a trainee specialist’s advanced training to be
committed to doctoral studies. Unfortunately, this is not the case in palliative medlcme, and
the sub-specialty is poorer for this.

Varying funding models and the need for more resources

Uniform funding models to ensure equity of access to specialist palliative care services
across the whole community are needed. Simply injecting more resources will not solve the
problems unless models of service delivery are also refined at the same time. As funding is
made available, there must be an absolute commitment to training positions including nurse
practitioners and medical registrars. Most major cities have unfilled senior medical posts, so
it is not simply a matter of providing more money, without ensuring the next generation of
the workforce is supported in training and that the models of service delivery are optimised.
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Varying access to services

As highlighted, people with a diagnosis other than cancer are systematically missing out on
access to specialist palliative care services. [12] Specialist palliative care services need to
take responsibility to redress this inequity.

Recommendations

1. Access through needs-based care

Ultimately, there is an urgent need to adopt universally a needs-based approach that is
nationally consistent to ensure the people with the most complex needs are systematically
identified in primary and tertiary care and offered the opportunity for a comprehensive
assessment by a specialist palliative care service. This includes the need for nursing, social
work/psychosocial assessment as well as medical assessment. This is especia'lly the case for
people whose tife-limiting iliness is not cancer. [30,31]

Such a process requires population-based planning from data that are readily available.

An ability to improve clinical outcomes- universal benchmarking

There are wide variations in the core outcomes such as symptom control across Australia.
Such variations are not simply due to variations in resources available, Every specialist
palliative care service should be actively engaged in service improvement by participating in
the Commonwealth-funded Palliative Care Outcomes Collaborative (PCOC) and should be
setting explicit goals to improve the care that is delivered.

Nationally consistent referral thresholds / admission and discharge criteria from specialist
services :

Wide variations also exist regarding who is seen or not seen by specialist palliative care
services. This is confusing to referrers and does not foster equity of access. Nationally
consistent appfoaches‘ are needed for service admission and discharge criteria.

Genuine and sustained engagement with primary care by specialist services

Primary care is the backbone of the non-hospital sector {(and much of the non-metropolitan
hospital sector).and specialist pélliative care services need to actively engage with primary
care. Without doing so, quality of care is compromised and continuity of care is lost.
Engagement through Medical Benefits Schedule case conferencing should be a standard of
care for every person referred to specialist services. [25,36]

New and emerging roles

Training positions in nursing, medicine and allied health must be a priority for any new
funding. Substantive positions in allied health with speciality skills in palliative care are
urgently needed in occupational therapy, physiotherapy, social work and pharmacy. Nurse
practitioner training positions need to be rapidly expanded.

- ' S 16



Caregivers A , _

There needs to be far greater emphasis in supporting caregivers during the role and having
completed the role. This includes long term studies to evaluate the impact of caring in this
setting and minimising long term health consequences. A key measure of success of good
palliative care should be the health and wellbeing of caregivers in the years after having
completed their caring, ' -
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Factors Considered Important at the
End of Life by Patients, Family, Physicians,
and Other Care Providers

Karen E. Steinhauser, PhD

Nicholas A. Christakis, MD, PhD, MPH
Elizabeth C. Clipp, PhD, MS, RN
Maya McNeilly, PhD

Lauren McIntyre, PhD)

James A, Tulsky, MD

YING PATIENTS CONFRONT
complex and unique chal-
lenges that threaten their
physical, emotional, and
spiritual integrity, The Swudy to Un-
derstand Prognosts and Preferenceés for
Outcomes and Risks of Treatments
{SUPPORT) documented that many pa-
tients die prolonged and painful deaths,
receiving unwanted, expensive, and in-
vasive care.! Patients’ emotional .sul-
fering at the end of life can be pro-
found, yet physicians are too frequently

ill equipped to address this suffer-

ing.** In response, medical societies,
health care organizations, and the pub-
lic have identified improved end-of-
life care as a high national priority. The
American Medical Association and the

Institute of Medicine have oultlined.

goals for tmproved care of the dying,
and The Robert Wood Johnson Foun-
dation has devoted millions of dollars
to public education on this issue
through the Last Acts initiative,*S
These efforts depend, in part, on cer-

“tain presumptions regarding how dy-

ing patients and their {amilies define
quality at the end of life, During the lat-
ter part of the 20th century, advances
in biomedical technology propelled us
to see a “good” death as one involving

2476 JAMA, November 15, 2000—Veol 284, No. 19 (Reprinted)

Context A clear understanding of what patlents, families, and health care practi-
tioners view as important at the end of life is integral to the success of improving care
of dylng patients. Empirical evidence defining such factors, however, is lacking.

Objective To determine the factors considered ]mportaﬁt at the end of life by pa-
tients, their families, physicians, and other care providers,

Design and Setting Cross-sectional, stratified random national survey conducted
in March-August. 1999,

Participants Seriously ill patients (n = 340}, recently bereaved family (n = 332), phy-
siclans (n = 361), and other care providers (nurses, social workers, chaplains, and hos-
pice volunteers; n = 429).

Main Outcome Measures |mportance of 44 attributes of quality at the end of life
(5-point scale) and rankings of 9 major attributes, compared in the 4 groups.

Results Twenty-six items consistently were rated as being important (>70% re-
sponding that item is important} across all 4 groups, including pain and symptom man-
agement, preparation for death, achieving a sense of completion, decisions abouttreat-
ment preferences, and being treated as a “whole person.” Eight items received strong
importance ratings from patlents but less from physicians (P<2,001), including being
mentally aware, having funeral arrangements planned, not being a burden, helping
others, and coming to peace with God. Ten items had broad variation within as well
as amang the 4 groups, Incuding decisions about fife-sustaining treatments, dylng at
home, and talking about the meaning of death, Participants ranked freedom from pain
most important and dying at home least important among 9 major attributes.

Conclusions Although pain and symptom management, communication with one's
physician, preparation for death, and the opportunity to achieve a sense of comple-
tion are important to most, other factors important to quality at the end of life differ
by role and by individual. Efforts to evaluate and improve patients’ and families’ ex-

- periences at the end of life must account for diverse perceptions of quality.,

JAMA. 2000;284:2476-2482

www.jama.com

the fight against disease, Partly in re-
sponse to this view, the modern hos-

pice movement emerged, redefining a

good death as one that included accep-
tance and closure, most often at home,
Unfortunately, empirical support for a
notion of a good death that might best
structure end-of-life care is lacking, as
is a comprehensive understanding
about how the definition of a good
death might vary across relevant con-
stituencies.
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Caregiving for the terminally ill: at what cost?

Samar M Aoun, Linda J Kristjanson WA Centre for Cancer and Palliative Care, School of Nursing
Midwifery and Postgraduate Medicine, Edith Cowan University, Churchlands, Western Australia,

David C Currow Department of Palliative and Supportive Services, Flinders University, South Australia and
Peter L. Hudson School of Nursing and Centre for Palliative Care, University of Melbourne, Melbourne

This literature review exposes the nature and extent of physical and psychosocial morb|drty
and economic disadvantage, home palliative caregivers suffer as a direct result of their
caregiving role. Research has demonstrated that caregivers providing support to individuals
receiving palliative care report unmet needs for information, communication, service
provision and support from health and community services. Three sets of challenges are
highlighted in this literature review which help explain why the needs of home palliative
caregivers are largely unmet: (i} barriers to seeking help; {ii) a dearth of research-based
interventions focused on reducing the negative aspects of caregiving; and (i} a number of
impediments to effective policy and service development fot family caregivers. Further- -
more, invited submissions from caregivers echoed and confirmed the issues reported in the
literature. Recommendations for enhancing caregiver support are outlined. Palliative
Medicine 2008; 19; 651555

- Key words: informal care giving; unmet needs; impact of caregiving; service provision; barriers;

palliative care research

Introduction and objectives

Many individuals are finding themselves becoming the
ptimary care providers for ill and disabled family
members. Primary caregivers are defined as people who
regularly provide the most assistance with one or more of
the core activities of communication, mobility, transport,
housework and self-care.’ We live longer, but with
compromising medical conditions and increased costs
of health care. Consequently, families are increasingly
replacing skilled health workers in the delivery of
unfamiliar complex care. The caregiver role has changed
dramatically from promoting convalescence to providing
“high technology care and psychological support in the
home.?

Palliative care is the specialized health care of dying
. people, which aims to maximize quality of life and assist
family and caregivers during and after the death of a
loved one.’ Although approximately one-third of all
patients receiving palliative care services die at home,
studies in Australia and the UK reported that up to 90%
of terminally ilf patients spend the majority of their last
year of life at home.*” Thus, home palliative care would
be impossible for many people without the support of
caregivers.”

Address for correspondence: Dt Samar M Aoun, WA Centre
for Cancer and Palliative Care, School of Nursing Midwifery
and Postgraduate Medicine, Edith Cowan University, Pearson
Street, Churchlands, WA 6018, Australia,

E-mail: s.aoumn@ecu.edu.an

@ 2005 Edward Arnold (Publishers) Ltd
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The demand for palliative care services within the -
home has increased due to the reduced availability of
hospital beds, a desire for less institutionalized care

~and an aging population where the morbidity and

mortality associated with illnesses such as cardiovascu-
lar disease, cancer and respiratory disease increase with
age.” Some 50-70% of terminally ill patients may
prefer to die at home in the comfort of familiar
swrroundings.® The preference for a home death is
compatible with government’s objective to shift health
care away from public institutions and into the
community, particularly when there is compelling
evidence to indicate that public spending on care is
reduced when care is shifted to the community” Yet
there is considerable evidence in the literature that the
burden of caregiving is adversely affecting family
caregivers who lack adequate resources or who are
insufficiently prepared for this new complex role.>!9-12

This literature review was undertaken as a background:

e to inform an Australian National Inquiry into the
plight of carers of the latest national and international
challenges and unmet needs and

» to consequently help-influence policy and practice
related to support caregivers.

Thus, this iitemture review describes the nature and

extent of the impact of caregiving on the physical,
psychosocial and economic aspects of life of palliative
caregivers, highlights their needs and identifies existing
challenges in enhancing the knowledge, skills and

HL1191/0269216205pm 10530a
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Palliative Caregivers Who Would Not Take
on the Caring Role Again
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Nikki McCaffrey, BSc(Hons), MSc, and Amy P. Abernethy, MD :
Discipline of Palliative and Supporiive Services (D.C.C., C.B., M.A.,, A.PA. ) and Cenlve for Clinical
Change (N.M.), School of Medicine, Fliinders University, Bedford Park, South Australia, Australic;
Department of Palliative Care (M.A. ), Braeside Hospital, Praiviewood, end School of Nursing (J.F.),
University of Notre Dawme, Davlinghurst, Sydney, New South Wales, Australin; and Division of Medical
Oncology (A.P.A.), Departmeni of Medicing, Duke University Medical Centre, Durham, Norih
Caroling, USA '

Abstract

Context. Health and social services rely heavily on family and friends for
caregiving at the end of life.

Objectives. This study sought to determine the prevalence and factors
associated with an unwillingness to take on the caregiving role again by
interviewing former caregivers of palliative care patients,

Methods. The setting for this study was South Australia, with a population of 1.6
million people (7% of the Australian population) and used the South Australian
Health Omnibus, an annual, face-to-face, cross-sectional, whole-of-population,
multistage, systematic area sampling survey, which seeks a minimum of 3000.
respondents each year statewide. One interview was conducted per household
with the person over the age of 15 who most recently had a birthday. Using two
years of data (n= 8377, 65.4% participation rate), comparisons between those -
who definitely would care again and those who would not was undertaken,

Results. One in 10 people across the community provided hands-on care for
someone close to them dying an expected death in the five years before being
interviewed. One in 13 (7.4%) former caregivers indicated that they would not
provide such care again irrespective of time since the person’s death and despite
no reported ditferences identified in unmet needs between those who would and
would not care again, A further one in six (16.5%) would only “probably care
again.” The regression model identified that increasing age lessens the willingness
to care again (odds ratio [OR] 3.94; 95% confidence interval [CI] 1.56, 9.95) and
so does lower levels of education {OR (.418; 95% €I 0.18, 0.96) controlhng for
spousal relationship.

Address correspondence o David C. Currow, MPH, Accepted for publication: July 8, 2010,
FRACP, Southern Adelaide Palliative Services, 700

Goodwood Road, Daw Park, South Australia 5041,
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Preference for place of care and place of death in palliative
care: are these different questions?

M Agar Department of Palliative and Supportive Services, Flinders University, Daw Park, South Australia;
Department of Palliative Care, Braeside Hospital, Prairiewood, New Scuth Wales, DC Currow,

TM Shelby-James Department of Palliative and Supportive Services, Flinders University, Daw Park, South
Australia, J Plummer Department of Anaesthesia, Flinders Medical Centre, Bedford Park, South Australia,
C Sanderson Department of Palliative and Supportive Services, Flinders University, Daw Park, South
Australia and AP Abernethy Department of Palliative and Supportlve Services, Flinders University, Daw
-Park, South Australia; Division of Medical Oncology, Department of Medicine, Duke University Medical
Center, Durham North Carolina

Place of death is at times suggested as an outcome for palliative care services. This
study aimed to describe longitudinal preferences for place of care and place of death
over time for patients and their caregivers. Longitudinal paired data of patient/care-

© giver dyads from a prospective unblinded cluster randomised contro! trial were used.
Patients and caregivers were separately asked by the palliative care nurse their prefer-
ence at that time for place of care and place of death. Longitudinal changes over time -
for both guestions were mapped; patterns of agreement {patient and caregiver; and
preference for place of death when last asked and actual placed of death) were ana-
lysed with kappa statistics. Seventy-one patient/caregiver dyads were analysed. In lon-
gitudinal preferences, preferences for both the place of care (asked a mean of >6 times)
and place of death (asked a mean of >4 times) changed for patients (28% and 30%
respectively) and caregivers {31% and 30%, respectively). In agreement between
patients and caregivers, agreement between preference of place of care and preferred
place of death when asked contemporaneously for patients and caregivers was low
[56% (x 0.33) and 36% (x 0.35) respectively]. In preference versus actual place of
death, preferences were met for 37.6% of participants for home death; 62.5% for hos-
pital; 76.9% for hospice and 63.6% for aged care facility. This study suggests that there
are two conversations: preference for current place of care and preference for care at
the time of death. Place of care is not a euphemism for place of death; and further
research is needed to delineate these. Patient and caregiver preferences may not
change mmultaneously Implications of any mismatch between actual svents and pre-
ferences need to be explored Palhat:ve Medlicine (2008); 22: 787-795

Key words: caregivers; health service planning; palliative care utilisation; place of care; place of
death

on the goal of increasing the rate of home deaths, on the
presumption that home death is the ideal.2

Data from patients with .cancer have already chal-
lenged such an assumption in terms of its absolute impor-
tance. The place of death may not always be a dominant
“concern of the dying person.* When looking at mean rank
order of important factors at the time of death, the first
ranked by patients, bereaved family members and physi-

Introduction

Palliative care h’lS developed from a phllosophlcal cri-
tique of the professionalisation and institutionalisation of
death.! As a consequence of this orientation, much of the
development of palliative care services has been focused

Ethics approval: This trial was approved by all 12 relevant inde-
- pendent HRECs and IR Bs including the Australian Department

of Veteran Affairs and Health Insurance Commission,
" Canberra, Australia. The trial is registered with - the
ISRCTN81117481 (http:ffwww.controlled- trials.com/isrctn/
- trials/81117481/0/81117481.himl).
Correspondence to: David Currow, MPH, FRACP (Professor),
Department of Palliative and Supportive Services, Flinders Uni-
versity, 700 Goodwood Rd, Daw Park, South Australia 5041,
Australia. Email; david.currow@rgh.sa.gov.au

© 2008 SAGE Publications, Los Angeles, London, New Delhi and Singapore

D d from htlp:ifomi.s

cians was freedom from pain, with death at home rated
tenth,3

Palliative care providers, dying patients and their care-
givers are all engaged in complex calculations to assess
patients’ and caregivers’ wishes, the options available,
the impact of the burden of caring, the ability to effec-
tively manage difficult symptoms in the home setting
and to maintain the dying person’s comfort and dignity,

10.1177/0269216308092287
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Can assessing caregiver needs and
activating community networks
improve caregiver-defined outcomes?
A single-blind, quasi-experimental
pilot study: Community facilitator
pilot | '
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Abstract

Background: Although the unit of care in palliative care is defined as the patient and their family, there are few rigorous studles on
how ta improve support for family and friends as they take on the role of caregiver for someone at the end of life.

Aim: Separate to patient evaluation and care, this pilot study aimed to define the feasibility and possible outcome measures to evaluate
routine assessments and supports specifically for caregivers. :
Design: In a quasi-experimental design, two communities were Included: one received standard specialist palliative care support and
one additionally was allocated to a community network facilitator who assessed caregivers’ needs and helped mobilize the caregiver’s
own support network or initlated contact with other community supports in three planned visits. Data were collected at baseline,
4 and 8 weeks using three caregiver assessment tools. Within group comparisons were made using Wilcoxon signed rank test and
between group using the Mann-Whitney U-test.

Participants: Sixty-six caregivers participated.

Results: At 8 weeks, participants in the intervention arm showed significant within-group improvement In caregiver fatigue, sufficient
support from others, decreased resentment in the role, greater confidence in asking for assistance and were better able to find
resources and support. No between-group changes were seen in this pilot study.

Conclusions: There were objective measures of improved support within the intervention group over time for caregivers through
the active engagement of the community network facilitator. This pilot supports the case for an adequately powered study.

Keywords ‘
Community care, family caregivers, palliative'care, quasi-experimental design, social capital, social networks

Introduction

There is an expectation within the community that when a
family member or friend gets sick, care will be provided at

across the world,?* yet many caregivers report substantial
unmet needs.>® Such care can come at a tremendous price

home by the family.! In this pilot study ‘caregiver’ is
defined as a family member, parent, partner, significant
other, friend or neighbour who provides substantial home-
based care on an unpaid basis to someone with a life-
limiting iliness.> Health and social services rely on such
caregivers as the backbone of community end-oflife care

while in the role, and subsequently, with poor health and
an associated increase in mortality in spousal caregivers
who do not access help.™19 Alihough many people find
such roles to be an opportunity for growth, some struggle
with the role while others resent the role or would not take
it on again. b5
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Abstract

The direct burden of people whose goat of care is a palliative approach has not been
estimated in the acute care setting, Using a single time point, cross-sectional survey of
all inpatient beds, an estimate was generated across a network of three South Australian
public hospitals. One in three inpatients had a palliative approach as the goal of care and
of these, only one in five had been referred to speclalist palliative care services. Those .
referved were significantly more likely to have cancer and be younger men, Active
recoguition and documentation that a palliative approach frames the goals of care for
this person needs to be incorporated more systematically into clinical practice in the
acute care setting. At the same time, triggers for needs-based referral for specialist
assessment should be implemented. Spedialist palliative care services must also provide

direct care for a wider range of patients than just those with cancer.

doi:10.1111/].1445-5994.2011.02484.x

Cancer and chronic illnesses are more frequently becom-
ing the cause of death in our ageing population.’ There is
pressure on the health systern to provide increasingly
complex and expensive Lreatments using a finite
resource.” The costs of care at the end of life are high,
with. people in the Iast 6 months of life consuming 21%
of healthcare costs and occupying 24% ol hospital days.?

‘Despite this investment, the need for good palliation is
.often unmet.?

Services must be designed better to meet the needs of
people with chronic progressive illnesses and their car-
egivers. Documented benefits of the appropriate involve-
ment of specialized palliative care services (SPCS) in the
acute cave setting include: improved symptom manage-
ment;* increased patient and carer support;™ reduced
costs because of shovter length of fnpatient stay; fewer
unnecessary investigations and reduced intensive care
utilization.™ No single measure captures the breadth of
impact of SPCS involvemnent, so meta-analyses that focus

- Punding: This project did not rely on external [undmg

Conflict of interest: None.
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on specific aspects of care have only denmmtraud
marginal benefits,*19

The point pievalenu: of patients in the Australian inpa-
tient public hospital population who would benefit from
a palliative approach to care is not known. The aim of this
survey was (o quantify the proportion of people whose
goal of therapy was palliative, and the percentage who
had been referred to the SPCS. S

South Australia (1.51 million people) has an older
population than the country as a whole with 15,3% of
people in 2008 aged over 65 years compared with 13.2%
nationwide.!! Southern Adelaide has a population of
350 000, with diverse socoeconomdc and cultaral back-
grounds. This study includes all three publc hospitals
servicing southern Adelaide. The region is served by an
SPCS that provides care in public and private hospitals,
and through outpatient and community-based supports.

This was a cross-sectional (single day), contemporane-
ous case note point prevalence survey of each occupied
inpatient bed in three acute hospitals by health profes-
sionals not directly involved in the care of the patients.
Beds in the adult and neonatal intensive care units, emex-
gency departments, pacdiatric, psychiatric, rehabilitation,

-obsietric and day procedure units were excluded.

@ 2011 The Authors
Internal Mediclne Journal © 2011 Royal Australasian College of Physicians
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Specialist palllatlve care needs of whole populatlons a
feasibility study using a novel approach

David € Currow Department of Palliative and Supportive Services, Division of Medicine, Flinders University,
Adelaide and Southern Adslaide Palliative Services, Repatriation General Hospital, Daw Park, South Australia,
Australia, Amy P Abernethy Department of Palliative and Supportive Services, Division of Medicine, Flinders
University, Adelaide; Southern Adelaide Palliative Services, Repatriation General Hospital, Daw Park, South
Australia, Australia and Division of Medical Oncology and Transplantation, Department of Medicine, Duke
University Medical Centre, Durham, NC and Belinda S Fazekas Southern Adelaide Palliative Serwces
Repatriation General Hospital, Daw Park, South Australia, Australia

Background: Defining whether people with life-limiting illnesses (PLLI) who do not access
specialized palliative care services {SPCS) have unmet needs is crucial in planning and
evaluating palliative care. This study seeks to establish the viability of a whole-of-population
method to help characterize SPCS access through proxy report. Methods: Cuestions were
included in a piloted annual face-to-face health survey of 3027 randomly selected South
Australians on the need for, uptake rate of, and satisfaction with SPCS in 2000. The survey
was represontative of the cross-section of South Australians by age, gender, socio-
economic status and region. Results: One in three people surveyed {1069) indicated that
someons 'close to them’ had died of a terminal illness in the preceding five years. Of those
-who identified that a palliative service had not been used {38%), 403}, reasons cited included
family/friends provided the care {34%, 136) and the service was not wanted (21%, 86).
Respondents with income > AU$60 000 per year were more likely to report that a SPCS
had been used (P =0.01). People who had cancer as their life-limiting illness were more
likely to access SPCS (P <0.001). The results generate a model comparing SPCS utilization
with client benefit. The survey was acceptable to interviewees. Discussion: Uptake rates
of SPCS in' this survey are consistent with other South Australian whole population
estimates of SPCS utilization. Although there are limitations in this survey approach and the
questions asked, this method can be developed to6 improve our understanding of the
characteristics and needs of PLLI and their carers.  Palfiative Medicine 2004; 18; 239247

Key words: épidemiology; health services needs and demands; needs assessmenits; palliative care
utilization and trends; population studies

Introduction models of service delivery, funding sources, funding

levels, disciplines involved, relationships with primary

Unlike many sectors of the healthcare system, there has
been little population-based planning for the need for
specialized palliative care services (SPCS*). Instead,
SPCS have tended to develop in an ad hoc way, with

Address for correspondence: David Currow, Southern Adelaide
Palliative Services, 700 Goodwood Rd, Daw Park, South
Australia 5041, Australia.
E—mad david. curlow@lgh sa.gov.an

A general palliative approach can be distinguished from the
care of people with more complex problems where access to
lntendlscnpllnary palliative teams is likely to improve out-
comes.? We define SPCS as additional clinical services
supplementing primary nursing and medical carers; SPCS
generally include nursing and medical specialists or consultants
in palliative care working.in an 1ntexd1sc1plma1y team. This
acknowledges that the vast majority of palliative care is
provided by primary carers with specialist consultative backup.
Specifically - identified funding and workforce planning for
palliative care in Australia almost entirely relates to SPCS.

© Amold 2004

health care providers, and patient characteristics differing
between services and health systems,''**

Initially, SPCS provided care for people with life-
limiting illnesses (PLLI) who actively sought SPCS
involvement. Services promoted the benefits of palliative
care, leading to increasing referral rates earlier than the
terminal phase of illness.*® Once referred, SPCS tended
to see PLLI because they were referred, not because the
defined needs of patients and their carers were better
addressed as a result of service involvement.”

As referrals to SPCS increase, clinical services are
getting busier with healthcare resources not matching
service growth. Should limited resources be available for:

— all people who seek SPCS
— SPCS secking out PLLI with the most complex needs
— everyone facing a life-limiting illness

10.1191/0269216304pm8730a
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Populations who die without specialist palliative care:
does lower uptake equate with unmet need?

David C Currow Department of Palliative and Supportive Services, Flinders University, Bedford Park,

South Australia, Meera Agar Department of Palliative and Supportive Services, Flinders University,

Bedford Park, South Australia and Department of Palliative Care, Liverpool Hospital, Liverpool, Sydney,
Christine Sanderson Southern Adelaide Palliative Services, Repatriation General Hospital, Daw Park,

South Australia and Amy P Abernethy Department of Palliative and Supportive Services, Flinders University,
Bedford Park, South Australia and Division of Medical Oncology, Department of Medicine, Duke Unlversrty
Medical Centre, Durham, North Carolina

Background: En,pailiative care, the target population (all people with life-limiting ilinesses
and their family/caregivers} and the complexity of their needs from diagnosis to bereave-
ment should define the subpopulation who access specialist palliative care services
{SPCS). Have caregivers of patients who have not accessed SPCS had their needs met?
Methods: As part of a broader state-wide randomized face-to-face population heaith sur-
vey over six years (18 224 interviews, 71% response), questions were asked of people
bereaved in the previous five years when someone close to them died an 'expected’ death
{39% of respondents). Questions included respondent demographics, the diagnosis of the
deceased and, for one year, whether SPCS was of bonefit {if used) or needed (if not used).
Differential uptake rates were calculated for diagnosis, income, country of birth and age
and 2 X 2 tables reflecting the accuracy of match of service with caregiver needs were
generated for each group {accuracy = true positives + true negatives/total) *100. Results:
Uptake of SPCS was significantly lower in psople with a non-cancer diagnosis (40%
versus 62%; P = 0.0001), lower income (56% versus 61%; P = 0.0006) and pecple born
where English was not the first language (2% versus 58%; P = 0.0096), The only
subgroup where the-accuracy of matching between palliative care service uptake and
identified needs was lower than the overall average (83%} was where cancer was not the
life-limiting illness {69%; cancer 86%). Discussion: SPCS under utilization has previously
been described in the population subgroups explored in this study and assumed to equal
unmet needs and poorer outcomes. Caregiver responses suggest that, except for people
with a non-cancer diagnosis, lack of service uptake may not represent unmet needs. These
results are limited to pecple with caregivers, Paffiative Medicine 2008; 22: 43-50

Key words: access to health care; health services needs and demand; needs assessment palliative
care; health service research

- Introduction specialist services, Population-based planning recognizes that
' referral to a specialist service may not necessarily equate with
need and, conversely, unmet or perceived needs may not
always initiate a referral  In the Australian context, a distine-
tion has been drawn in policy development between a

patliative approach (a set of skills expected of every health

There are identifiable groups within the community who fail
to access spectalist palliative care services (SPCS) when they
have a life-timiting illness. There is an assumption that these
people are missing out on services and have unmet needs. In

order to resolve whether they have unmet needs, researchers
and service planners need to reach people who have and have
not utilized services (including people who were offered a
service but declined it)."? In palliative care, there ave very
limited data available on people who have not accessed

Address for correspondence: Professor David C Currow, MPH,
FRACY Department of Palliative and Supportive Services, 700
Goodwood Road, Daw Park, South Australia 5041, Australia,
E-mail: david.currow@rgh.sa.gov.au

© 2008 SAGE Publications, Los Angeles, London, New Delhi and Singapore

professional who provides care for someone with a life-
limiting illness) and specialized palliative care services
(health professionals whose substantive training and work is
in palliative care).* This paper explores issues surrounding
this second group of health professionals, and the specialized
health service programmes within which they work,

A conceptual planning model for specialist palliative care
has been developed, which distinguishes between those who
need palliative care services and those who actually receive
them, This helps to define two populations where need and
service access may not match: those who received services

10117726921 6307085182
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Palliative care referral practices and perceptions
The divide between metropolitan and
non-metropolitan general practitioners
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(Receiven November 1, 2008; Accerrep November 16, 2008)

ABSTRACT

Objective: Late or non-referral of patients to specialist palliative care (SPC) services may affect
patients’ and their carers’ quahty of cars. General practitioners (GPs) are key professionals in
linking people with SPC. The aim of this article is to assess GPs’ perceptions and SPC referrals
for their patients with advanced cancer and dlfferences between metropolitan (M GPs) and
non-metropolitan GPs (NM GPs),

Method: Self-report survey mailed to a stramﬁed random sample of 1,680 Australian GPs was
used.

Results: Thlrty-one percent. (469) of cligible GPs returned surveys. More M GPs than NM GPs
reported refem*mg >60% of their patients for SPC (p = 0.014); and that a more comprehensive
range of SPC services was available. The most frequently reported referral prompts were: presence
of terminal illness (M GPs, 71%, NM GPs, 66%, ns (not significant)); future need for gymptom
control (69% ve. b9%, ns) and uncontrolled physical symptoms (63% vs. 54%, ns). Reasons for not
referring were: doctor s ability to manage symptoms (62% vs. 68%, ns) and the absence of
symptoms (29% vs. 18%, p = 0.025). Higher referral was associated with; having a palliative care
physician or consultative service available; agreeing that all patients with advanced eancer should
be referred, and agreeing that with SPC, the needs of the family are better met,

Signiﬁcame of results: Referrals for SPC were primarily disease-related rather than for
psychological and emotional concerns, Measures are needed to encourage referrals based upon
psychosocial needs as well ag for physical concerns, and to support (Ps caring for people with
advanced cancer in areas with fewer comprehenswo SPC services.

KEYWORDS: Palliative care, Referral, Attitudes, Access, General practitioner

team ave central to the ongoing provision of care at
the end of life. Many people with advanced cancer
-are cared for until their death by their GP, with sup-
port from specialist health providers (Mitchell,
2002). Not all people with advanced cancer will re-
guire the intermittent or ongoing involvement of
specialist paltliative care (SPC) services (Currow &
Nightingale, 2003) however, it is suggested that up

INTRODUCTION

Palliative care is “an .approach that improves the
" quality of life of patients and their families facing
the problems associated with a life-limiting illness”(-
World Health Organization, 2002). In Australia, gen-
eral practitioners (GPs) and the primary healthcare

Address correspondence and reprint requests to: Afaf Girgis,
Centre for Health Research and Psycho-oneology, The Cancer
Council NSW/University of Neweastle and Hunter Medical Re-

search Institute, Locked bag 10, Wallsend NSW 2287, Austradia.

Email: Afaf girgis@neweastle.edu.au

to 90% will need referral to a SPC service for a
more detailed agsessment, with 70% requiring some
ongoing contact and 30% requiring direct care in con-

Jjunction with their GP (Palliative Care Australia,
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Australian General Practitioners’ and Oncology
Specialists’ Perceptions of Barriers and Facilitators
of Access to Specialist Palliative Care Services

Claire Johnson, Ph.D., RN.} Chris Paul, Ph.D., B.A(Hons)! Afaf Girgis, Ph.D., B.Sc.(Hons)!
Jon Adams, Ph.D., M.A., B.A.(Ho_ns),2 and David C. Currow, FRACP, M.P.H., B.Med.?

Abhstract

Purpose: Doctors in Australia play an important role in facilitating access to specialist palliative care (SPC)
services for people with advanced cancer. This study aimed to describe doctors’ perceptions of barriers to
referring patients for SPC, and to identify triggers and facilitators for referral.
Method: Forty semistructured telephone interviews were conducted with doctors involved in the care of people
with advanced cancer from a variety of settings. .
Results: Six themes were identified: disease and treatment; psychosocial; comminication and interpersonal
issues; health services issues; timing; and, healih professionals’ skills. All doctors considered the presence and
complexity of physical symptoms, stage of the disease and treatment orientation as important in decisions to
~ refer for SPC. Less important were the psychosocial well-being and cultural characteristics of the person with
¢ancer and thejr family. Factors repottedly affecting referral and access included health professionals’ ability to
communicate openly and honestly about disease progression, availability and location of SPC resources and
doctors’ expertise. Divergent views were expressed about appropriate timing for access. The predominant view
that SPC is for management of physical symptoms may result in nonreferral of those who have complex
problems without physical symptoms. o ‘
Conclusions: Given the complex relationship between psychological and physical well-being and health-related
quality of life, it is important that all factors contributing to patient well-being are identified. Routine use of
objective measures of unmet and complex needs may help identify people who are likely to most benefit from
SPC and optimize access, regardless of timing, stage of disease, and treatment orientation,

Introduction advanced cancer and their caregivers are complex,”” how-

ever, the majority or referrals for SPC are for the management

TRADITIONALLY, specialized palliative care (SPC) has been
viewed as terminal care, accessed when all disease-
controlling options are exhausted.' In contrast, palliative care
(PC} is now advocated within an integrated, multdisciplinary
care framework, in which all forms of treatment are consid-
ered (including palliative care} throughout the disease tra-
jectory, PC is also proposed to be needs focused, and aimed at
meeting the physical, psychological, social and spiritual
problems of the patient and their family,"* =
Intervention by SPC services results in improved outcotnes
for many patients and families.** The needs of people with

of physical symptoms in the terminal phase of a life-limiting
illness.** While SPC services are widely available, people
with cancer and their caregivers often report a range of unmet
needs, including psychological, physical, information, and
communication needs.1°

Although not all people with advanced cancer require
SPC,"'? it is important that patients and caregivers with
unmet needs are identified and offered appropriate care,
Approximately 90% of SPC referrals in Australia are cancer-
related,'? although there is a lower proportion of such refer-
rals in other countries."* Given the high rate of cancer-related

!Centre for Health Research and Psycho-oncelogy, Cancer Council NSW, University of Newcastle, Hunter Medical Research Institute and
Priority Research Centre for Health Behaviour, New South Wales, Australia.

Sehool of Population Health, University of Queensland, Queensland, Australia. ) ’

*Flinders Centre for Clinical Change, Blinders University and Tnstitute of Palliative ahd Supportive Care Research, Adelaide, South

Australia, Ausiralia.
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Abstract

Objective People with gdvanced cancer who mhay benefit -

from specialised palliative care (SPC) do not necessarily
access such services,

Methods To obtain a deeper understanding of issues
affecting access to SPC, five focus groups were undertaken
with nurses (35), physicians (three), allied health profes-
sionals (seven) and an academic involved in providing care.
Results Thematic analysis revealed that palliative care
providers comsistently view palliative care as a broad
holistic approach to care benchmarked on good symptom
management. Whilst participants themselves perceived SPC
as aiming to maximise the quality of life of the patient and
family across all domains of care, they perceived that some
health professionals and community members viewed
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University of Melbourne,
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palliative care largely as symptom control and terminal
care for access after all disease-modifying treatment has
been exhausted. Concern was expressed that such mis-
conceptions were an important barrier to timely SPC.
Participants did not nominate a time or particular inilestone
in the disease process which should prompt referral and
suggested that SPC be available at any time where needs
ate complex and/or are not being met.

Conclusion Failure to properly recognise and understand
the breadth of care provided within the palliative care
framework may result in people with advanced cancer and
their caregivers not accessing SPC services or accessing
them too late to receive maximum benefit. Bducation may
be required to promote the holistic nature of SPC services
amongst health professionals and the community and to
help realise the potential benefits to patients, families and
health professionals resulling from timely access to SPC
services.

Keywords Palliative care - Neoplasms - Health services
accessibility - Referral and consultation

Introduction

Recent years have seen a shift in the delivery of specialised

~ palliative care (SPC) from a focus on terminal care

provided when all disease controlling options were
exhausted {1] to its provision as needed -throughout the
disease frajectory to meet the physical, psychological,
social and spiritual problems of the patient and their family,
within an integrated, multi-disciplinary care framework
where all possible forms of treatments are considered 1--3].

People with advanced cancer and their caregivers have
multi-dimensional and complex needs [4-6]; and interven-

@ Springer
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Abstract

Introduction Specialised palliative care services (SPCS) aim
to address the needs of patients and caregivers confronting
life-limiting illnesses but only half of the potential cohort are
referred. Randomised controlled trials of SPCS provision can
1o longer be ethically justified so there is a need to develop
new methods to evaluate the net impact of SPCS for the
whole comnmmity, not just for those who access SPCS, The
aim of this study was to assess whether perceived comfort in
- the last 2 weeks of life was associated with accessing SPCS.
Methods This study utilised a whole-of-population random
survey (n=47366) in South Australia. A total of 202
respondents had someoné close to them die within the last
5 years due fo a terminal illness, and they had the complete
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data. A subsequent question was asked whether SPCS had
been accessed. Perceived comfort levels for those who had
used SPCS were compared with those who did not by using
stercotype logistic regression, weighted to a standaidised -
population, ‘ '

Results Higher fevels of comfort of the deceased having been
assessed ‘very comfortable’ was associated with the use of
SPCS (p=0.04; odds ratio, 1.78; 95% confidence interval,
1,02-3.08). For people who accessed SPCS, 13.3% were
reported as ‘very comfortable’ compared with 8.0% without
SPCS. Almost one half of respondents (48.4%) reported that
the deceased was considered ‘uncomfortable’ or very
uncomfortable’, irrespective of SPCS access.

Discussion While this study. provides further incremental
evidence of benefit from access to SPCS, there is much that
still needs to be done to improve care for the whole
community at the end of life.

Keywords Palliative care service access -

Population planning - Proxy reporting - Quality of care -
End-of-life care/terminal care/hospice care

Introduction

Patients and their family members identify comfort and

good symptom comtrol as essential components of good
end-of-life care [21, 36, 47, 51, 33, 54]. Specialised
palliative care services (SPCS) have developed to support
a range of health professionals to address better the needs
of patients and families confronting life-limiting illnesses.
There is a need to understand all aspects of the benefits
derived from SPCS access.

For patients, involvement of SPCS improve the “quality
of dying™ [55], pain assessment and management of people

dying in nursing homes [43, 44] and symptomatic manage-

: 4’_3 Springer
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Internatlonal Perspective: Outcomes of Palliative
Oncology

David C. Currow,” fane L. Wheeler,> and Amy P. Abernethy™”

Ac.(_ompmymg the ascendance of cancer as a leading cause of death worldwide is 2 new set of
global health prioritics focused on palliative care—the relief of symptoms and suffering, optimiza-
tion of functional status, and quality of life for those with advanced, potentially life- Jlimiting
illnesses. In high-income countries, palliative care improves outcomes for patients, caregivers,
provider organizations, and health systems. Data are not yet available to demonstrate similar
benefits in low- and middle-income countries, where access to even the most basic palliative
interventions (eg, opicids for pain management) is inadequate and uncvenly distributed. This article
describes current global disparities in the availability of palliative care. We make the case for
international prioritization of palliative care as a critical strategy for improving outcomes for people

with cancer and their caregivers worldwide,

Semin Oncol 38:343-350. @ 2011 Published by Elsevier Inc.

his year, globally, more than 8 million people
‘will die as a direct result of cancer, many of
whom will have had their lives substantially
shortened, eclipsing the annual mortality of AIDS, ma-
laria, and tuberculosis combined. By 2030, the annual
death toll fromn cancer is expected to rise to 17 million,
and 75 million people are projected to be living with a

“cancer diagnosis.! Paradoxically, the mortality burden

of cancer will increase due to population growth, de-
creases in deaths from other causes, and longer life
expectancy with cancer, especially in poor and mod-
erately resourced countries.

The proportion of cancer cases diagnosed in low-
and . middie-income countries increases continually,
This is 2 combined result of population growth, aging

‘trends, and lower mortality rates from infectious dis-

ease. 23 While developing countries accounted for 15%
of new cancer diagnoses in 1970, this proportion had.
risen to 56% by 20087 and is projected to reach 70% by
2030245 Already nearly two thirds of the world’s an-
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nual 7.6 million deaths from cancer occur in low- and
middle-income countries.?® Across the less well-re-
sourced countries, and between low-income and high-
income countries, there are substantiaf vatiations in the
availability of diagnostic and treatment facilities to man-
age cancer and its human impact, .

Even greater is the contrast in supportive, palliative,
and terminal care resources availabie in high-income
versus low-income countries—though not all affluent
countries boast excellent end-oflife care, The quality-
of-death index, a ranking of end-oflife care around the ]
world conducted by The Economist Intelligence Unit,
varies considerably across countries, with several weli-
resourced countries (eg, Italy, Finland, South Koprea)
ranking low on the overall scale.® The goals of cancer
care agreed upon in the global arena include improve-
ment of outcomes for patients and their caregivers and -
reduction in the aggregate burden of suffering. A
greater impact from limited healthcare resources might
be achieved by allocating some of those toward pallia-
tion and, specifically, incorporating palliative care into
routine ohcology practice,

PALLIATIVE CARE: AN INTEGRAL COMPONENT
OF CANCER CARE?.

- Cancer control is built on four fundamental pillars;
prevention, treatment, cure, and palliation (Table 1. In
each, there is a need for further progress to combat
cancer globally, Yet while significant improvements
have been made in the first three, with a cotresponding
cvidence base developed to disseminate and sustain
those improvements, progress in applying existing
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Hospice Enrollment and Pain Assessment
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Abstract

This study compared pain assessment and management-in the last 48 hours of life for

hospice and nonhospice nursing home residents. Fneluded were 209 hospice and 172

nonhospice residents in 28 nursing homes in six geographic areas. Hospice patients were
considered shorlb-stay (seven days or less) (n = 51), or longer-stay (over seven days)

(n = 158). Of residents nol in a hospital or a coma (n = 265), 33% of nonhospice

residents, 6% of short-stay and 7% of longersiay hospice residents had no documenied
pain assessment (P << 0.05). For those with pain documented (n = 93), longer-stay
hospice residents, compared to nonhospice residents, had a significantly greater likelihood of
hawing recetved an opioid (adjusted odds vatio JAOR] 5.4; 95% CI 1.3, 21.7), and an
ofrioid 6t least twice a day (AOR 2.7; 95% CI 0.9, 7.7, P = (.07). Study resulls suggest
that hospice enrollment improves pain assessment and management for nursing home
residents; they also document the need for continued improvement of pain management in
nursing homes, ] Pain Symptom Manage 2008;26:791-799. @ 2003 U.S. Cancer
Pain Relief Commitiee. Published by Elsevier Inc. All vights reserved.

Key Words

Hospice, nursing home, pain assessment, pain managemend, end-of-life

Introduction

Although cancer and nonmalignant pain can
be effectively treated,'™ with the option of ter-
minal sedation as the last resort for selected
patients with advanced. disease ™8 pain and
symptom management in nursing homes is less
than optimal.”!! Studies have shown that
nursing home physicians often fail to identify
pain as a problem, or to prescribe adequate
pharmacological treatment for nursing home

Address reprint vequests to: Susan G, Miller, PhD, Center
For Geronlology and Health Care Research, Brown
University School of Medicine, 2 Stimson Street,
Room 207, Providence, RI 02912, USA.

Accepled for pubtication: Jonuary 14, 2003,

© 2008 U.5. Cancer Pain Relief Committee
Published by Elsevier Inc, Al rights reserved,

residents, 114 Additionally, when analgesics
are prescribed in nursing homes, the medica-
tions used are often inconsistent with, and con-
trary to, recommended pain management for
older aduls, #1522

Because U.S, nursing homes are increasingly
the site of death,'™® high-quality pain assess-
ment and managementin nursing homes is crit-
ical to the provision of high-quality end-oflife
care to older Americans, When end-oflife care is
provided by nursing homes in collaboration
with hospices, an opportunity exists to optimize
this care for the growing numbers of older
adults dying in nursing homes. However, while
24% of all hospice beneficiaries in five states
were estimated to reside in nursing homes, only
6% of nursing home residents who died from

0885-8924 /03 /$~see front matter
doi:10.1016,/50885-3924 (05)00284-7
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Does Receipt of Hospice Care in Nursing Homes Improve
the Management of Pain at the End of Life?

Susan C. Miller, PhD, Vincent Mor, PhD, Ning Wu, MS, Pedro Gozalo, PhD,

and Kate Lapane, PhD

OBJECTIVES: To compare analgesic management of daily
pain for .dying nursing home residents enrolled and not en-
“rolled in Medicare hospice. '

DESIGN: Retrospective, comparative cohort study.
SETTING: Over 800 nursing homes in Kansas, Maine,
Mississippi, New York, and South Dakota.
PARTICIPANTS: A subset of residents with daily pain
near the end of life taken from a matched cohort of hos-
pice (2,644) and nonhospice (7,929} nursing home resi-

dents who had at least two resident assessments (Mini- -

mum Data Sets (MDSs)) completed, their last between
1992 and 1996, and who died before April 1997, The
daily pain subset consisted of 709 hospice and 1,326 non-
hospice residents.

MEASUREMENTS: Detailed drug use data contained on
the last MDS before death wete used to examine analgesic
management of daily pain. Guidelines from the American
Medical Directors Association (AMDA) were used to iden-
tify analgesics not recommended for use in managing chronic
pain in long-term care settings. The study outcome, regular
treatment of daily pain, examined whether patients received
any analgesic, other than those not recommended by AMDA,
at least twice a day for each day of documented daily pain
fi.e., 7 days before date of last MDS).

RESULTS: Fifteen percent of hospice residents and 23%
of nonhospice residents in daily pain received no analge-
sics {odds ratio (OR) = 0.57, 95% confidence interval
(CI) = 0.45-0.74). A lower proportion of hospice residents
(21%) than of nonhospice residents (29%) received analge-

Fromn the Center for Gerontology and Health Care Research, Department of
Community Health, Brown University, Providence, Rhode Island.

This study was supported by Contract #100-97-0010 to The Urban Insti-
tute from the Office of Disability, Aging, and Long Term Carc Policy in the
Office of the Assistant Secretary for Planning and Bvaluation, U.S, Depart-
ment of Health and Human Services, The study was supported in part by
Grant #97-385 from the Retirement Research Foundation, Grant #AG11624—
0651 from the National Institute on Aging, and Grant #CA76551 from the Na-
tional Cancer Institute,

Address correspondence to Susan C, Mifler, PhD, Center for Gerontology
and Health Care Research, Brown University, Box GH-3, Providence, RI
029191, Email: susan_miller@brown.cdu

sics not recommended by AMDA (OR = 0.65, 95% CI =
0.52-0.80). Overall, acetaminophen (not in combination
with other drugs) was used most frequently for nonhospice
residents {25% of 1,673 prescriptions), whereas morphine
derivatives were used most frequently for hospice residents .

- (30% of 1,058 prescriptions). Fifty-one percent of hospice

residents and 33% of nonhospice residents received regular
treatment for daily pain, Controlling for clinical confound-
ers, hospice residents were twice as likely as nonhospice res-
idents to receive regular treatment for daily pain {adjusted
odds ratio = 2,08, 95% CI = 1.68-2.56). -
CONCLUSION: Findings suggest that analgesic manage-
ment of daily pain is better for nursing home residents en-
rolled in hospice than for those not enrolled in hospice,
'The prescribing practices pottrayed by this study. reveal
that many dying nursing home residents in daily pain are
receiving no analgesic treatment or are receiving analgesic
treatment inconsistent with AMDA and other pain man-
agement guidelines. Improving the analgesic management
of pain in nursing homes is essential if high-quality end-of--
life care in nursing homes is to be achieved. J Am Geriatr
Soc 50:507-515, 2002. )

Key words: nursing homes; hospice; pain management; -
analgesics

The prevalence of unrelieved pain is disturbingly high
in nursing homes.'* Considering that pain intensity
increases as death nears’ and that more than 20% of older
adults in the United States die in nursing homes,® adequate
pain management for dying nursing home residents is crit-
ical to achieving high-quality end-of-life care.

Most persons with cancer pain and nonmalignant
pain can have their pain effectively treated,” 10 with the op-
tion of terminal sedation as the last resort.1%12 Still, nurs-
ing home physicians often fail to identify pain as a prob-
lem or to prescribe adequate pharmacological treatment
for nursing home residents.™-101%14 Additionally, when
analgesics are prescribed in nursing homes, the medica-
tions used are often inconsistent with, and contrary to,
recommended pain management for older adults.’3 Recog-
nizing the need for improved pain management in nursing

JAGS  50:507-515, 2002
© 2002 by the American Geriatrics Society
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Hospital based palliative care teams |mprove the
symptoms of cancer patients

Barbara Jack Edge Hill College School of Health Studies, University Hospital Aintree, Liverpool and Liverpool
Marie Curie Centre, Liverpool, Valerie Hillier Imaging, Science and Biomedical Engineering, University of
Manchester, Manchester, Anne Williams School of Health Science, University of Wales, Swansea and’
Jackie Oldham Centre For Rehabilitation Science, University of Manchester, Manchester Royal Inflrmary,
Manchester

Abstract: Despite the increase in hospital palliative care teams, there is little research into
their impact on symptom control in patients. A nonequivalent control group design, using a
quota sample, investigated 100 cancer patients who had been admitted to hospital for
symptom control. Fifty patients received hospital palliative care team intervention
compared with 50 patients receiving traditional care. Data was collected using the Palliative
Care Assessment (PACA) symptom assessment tool on three occasions. Both groups
showed a statistically significant improvement in their symptoms. This significance failed to
meet the criterion. of -one point on a four point scale and therefore results have to be
interpreted with caution. However the intervention group had a greater improvement in all
their symptoms, particularly for the pain and anorexia for which there were no differences
between the groups on the initial assessment, there was a statistically greater improve-
ment for the intervention group (P < 0.001). Consecutive patients with cancer admitted to
hospital for symptom control during this study improved, but those patients who received
spocialist palliative care had a significantly greater improvement in their symptoms. Pal-
liative Medicine 2003; 17: 498-502

Key words: hospital palliative care teams; symptom control

Introduction . ment.” The aim of this study was to determine whether
, ' the hospital based palliative care team had a greater

Approximately 56% of cancer patients in England and effect on improving cancer patients’ lgymptoms when

Wales die in hospital.' The increasing age of the compared to with standard care alone.

population, smaller nuclear families unable to provide

homecare and the increased use of medical technology to

prolong life suggests this trend is likely to persist.? Method

Despite this it is agreed that death in hospital is generally

badly managed.” Most dying patients suffer uncontrolled

symptoms including pain, nausea, vomiting, constipa-

tion, anorexia and dyspnoea.’ ® In response, hospital

Study location and sample
The study took place in a large general (1300 beds) NHS
hospital-in the northwest of England and involved all
e . patients with a confirmed diagnosis of cancer who were
-~ based p alhatlve_ care teamns, ha.ve been developed to admitted to hospital for symptom control. (No distinc-
trar}sfex;ﬁtll}e principles of hospice care to the acute tion was made for patients who had advanced cancer, as
settmg. . ) . the focus of the study was on symptom control), Access
P'alhatlvve care teaznllg lémprove Sympt‘?m CO[}HOI ™ to patients was made by daily contact with the palliative

patients with cancer.,” However, despite an increase

o care team or via the hospital bed management team.
in the number of hospital based teams, there is little P £

b th : heir effecti 29 T UK Patients unable to give informed consent, who were
reseﬁrcﬁgt 1:1 t evaluates their e ectn{eness.. 5 ree admitted with an unrelated medical problem, or were
studies,™ ™" aned a recent systematic review” have all

. . asymptomatic, were excluded from the study, Consecu-
reported an improvement in symptom control, yet there

) i : g g >~ tive recruitment of all patients (who met the inclusion
is a lack of comparative studies with traditional treat- criteria) to both gwups were made by one researcher

(BJ).
The sample size was calculated from an estimate of the
likely differences in symptom control between the none-

Address for correspondence: Barbara Jack, Edge Hill College
School of Health Studies, University Hospital Aintree, Long-

moor Lane, Liverpool L9 7AL, UK.
E-mail; jackb@edgehill.ac.uk
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quivalent groups. A significant difference was defined as
one unit on a four point scale, within the various
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Comparing the Quality of Death for Hosptce and
Non~Hospice Cancer Patients

KENNETH A. WALLSTON, PHD, CANDICE BURGER, PHD, RORERTA ANN SMITH, PHD.
AND ROBERT J. BAUGHER, PHD

In this secondar{ analysis of data from the Natlonal Hospice Study (NHS),
i

new measure, qua

ty of death (QOD), was developed by weighting reports of

cancer patients' last 3 days of life by what patients wanted their last 3 days to be
ke, Using analysis of covariance, the QOD scores were higher for terminally
~iIl patients In hospices (either home-care {HIC] or hospital-based [HB)) than
similar patients who received convéntional care (CC), The results are discussed
in terms of verification of the hospice philosophy and other uses for a quality
of death measure. Key words: hospice; terminal care; terminal illness; death
and dying; quality of life, quality of care; cancer, measurement. (Med Care 1988;

26:177-182)

“The philosophy of hospice care for dying
patients and their families has been de-
scribed extensively.'™ Hospice programs
include palliative care and symptom con-

: trol; individualized care for the dying pa- .
tient; choices about treatment and place of-

death; use of professionals and volunteers
in an interdisciplinary care team; supportive
care for the family during the dying process
and bereavement counseling after death;
and maximum accessibility to care regard-
less of time of day or ability:to pay. In con-
trast, conventional American health care for
the terminally ill promotes aggressive rather
than palliative care; Is directed by a physi-
cian with limited input from other health-

From Vanderbilt University, Nashville, Tennessee,
Address correspondence lo: Kenneth A, Wallston,

‘PhD, Health Care Research Project, School of Nursing,
" Vanderbilt University, Nasliville, TN 37240, .

The analyses conducted for this paper were sup-
ported by a grant frum the Robert Wood Johnson
Foundation,

‘care professionals; focuses treaiment on .

only the identified patient; generally ceases -
to provide services after death occurs; and.-
varies greatly in quality depending upon the
financial resources of the patient and the
time at which services are most needed, Be-
cause of the differences in these two sys-
tems of care, hospice advocates have sug-

gested that hospice care provides—for those
who want it—a- better way of dying than
that provided by the conventional American
health-care delivery system.

Several studies have been conducted to
test this assertion, The findings to date ave at
best equivocal. In the National Hospice
Study (NHS}) follow-up sample of 1,754 pa-
tients in 26 home-care: hospices, 14 hospi-
tal-based hospices and 12 conventional-care

_sites, a major question addressed was
" whether hospice care produced a differen-

tial impact on the quality of life of termi-
nally ill cancer patients compared with
those in conventional care. In this study,
quality of life was defined along several di-
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Abstract

Terminally ill cancer patients at a Velerans !'\'dmlnis!ralion hospilal wers randomiy assigned to receive
hesplce or conventional care, The hosplce care was provided both In a special inpatient uni and at home.

137 hospice patients and 110 control patients and their familial care givers (FCGs) ware followed unty fhe
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-they received; and hosplee patlents” FGOs, showed somawhal more salisfaction and less anxiety [fan dld
those of controls. Hospice care was not associated with a reduced use of hospital inpatiem days or
therapautic procodures and was atleast as expansive as conventions care.
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A Randomized Trial bf the Cost
Effectiveness of VA Hospital-Based
Home Care for the Terminally Ill

Susan L. Hughes, Joan Cummings, Frances Weaver, Larry
Manheim, Barbara Braun, and Kendon Conrad

All admissions to a 1, 100-bed Department of Veterans Affairs (VA) hospital were
screened to identify 171 terminally ill patients with informal caregivers who were
then randomly assigned to VA hospital-based team home care (HBHC, N = 85)
or customary care (N = 86). Patient functioning, and patient and caregiver
morale and satisfaction with care were measured at baseline, one month, and six
months. Health services utilization was monitored over the six-month study period
and converled to cost. Findings included no differences in patient survival, activi-
ties of daily living (ADL), cognitive functioning, or morale, but a significant
increase in patient (p = .02) and caregiver (p = .005) satisfaction with care at
one month. A substitution effect of HBHG was seen. Those in the experimental
group used 5.9 fewer VA hospital days (p = .03), resulting in a §1,639 or 47
percent per capita saving in VA hospital costs (p = .02). As a result, total per
capita health care costs, including HBHC, were §769 or 18 percent (n.s.) lower
in the HBHC sample, indicating that expansion of VA HBHC to serve terminally
thl veterans would increase satisfaction with care at no additional cost.

Supported by the Health Services Research and Development Services of the Depart-
ment of Veterans Affairs. ' '

Susan L. Hughes, D.S.W., Frances Weaver, Ph.D., and Kendon Conrad, Ph.D, are
affiliated with the Department of Veterans Affairs, Health Services Research and
Development (HSR&D) Field Program, Edward Hines, Jr. VA Hospital, Hines, IL,
and the Center for Health Services and Policy Research, Northwestern University,
Evanston, IL. Joan Cummings, M.D. and Barbara Braun, Ph.D. are with the
HSR&D Field Program, Edward Hines, Jr. VA Hospital; and Larry Manheim, Ph,D,
is with the Center for Health Services and Palicy Research at Northwestern Univer-
sity. Address correspondence and requests for reprints to Susan L. Hughes, D.S.W.,
Director, Program in Geroniological Health, Center for Health Services and Policy
Research, Northwestern University, 629 Noyes Street, Evanston, IL 60208. This
article, submitted to Healih Services Research on August 29, 1990, was revised and
accepted for publication on March 8, 1991,
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Effectiveness of a Home-Based Palliative Care
Program for End-of-Life

RICHARD D. BRUMLEY, M.D.,! SUSAN ENGUIDANOS, MPH 23
and DAVID A. CHERIN, Ph.D2#4

ABSTRACT

Context: Despite the widespread recognition of the need for new models of care to better
serve patients at the end-of-life, little evidence exists documenting the effectiveness of these
maodels. ' : .

- Objective: To evaluate the effectiveness of a palliative program for end-of-life care.
Design: A comparisen group study was conducted between March 1999 and August 2000
comparing subjects enrolled in a palliative care intervention to those receiving usual care. -

Setting: Home Health Department at Kaiser Permanente, TriCentral Service Area.

Subjects: During the course of the 2-year study, 558 subjects were enrolled. A subgroup of
300 patients who had died during the course of the study was selected for analysis; 161 were
enrolled in the Palliative Care Program and 139 in the comparison group.

Intervention: The Kaiser Permanente Palliative Care Project is a multidisciplinary care man-
agement approach for home-based end of life care and treatmient. The program is designed
to facilitate the transition from acute to palliative care during the last 12 months of life with
the goal of improving quality of life through the provision of symptom control and pain re-
lief, emotional and spiritual support, and patient education.

Main outcome measures: Medical service use and satisfaction with services.

Results: Palliative care patients had increased satisfaction with services at 60 days after en-
rollment and significantly fewer emergency department visits, hospital days, skilled nursing -
facility days, and physician visits than those in the comparison group. Those enrolled in pal-
liative care averaged a 45% decrease in costs as compared to usual care patients.,

‘Conclusion: Through integrating palliative care into curative care practices earlier in the
disease trajectory, chronically ill patients nearing the end of life report improved satisfaction
with care and demonstrate less acute care use resulting in lower costs of care. In addition, pa-
tients enrolled in the palliative care program were more likely to die at home than compari-
son group patients.

"Home Health and Palliative Care, Southern California Permanente Medical Group, Kaiser Permanente TriCentral
Service Area, Pasadena, California.

ZPartners In Care Foundation, Burbank, CA and 3Doctoral Student, USC School of Social Work, Los Angeles, Cal-
ifornia. :

“Director of the Department of Social Work at California State University, Bakersfield, Bakersfield, California,

This project was funded by a grant from the Garfield Memorial Fund from January, 1999 through December, 2000.
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Is there evidence that palliative care teams alter end-of-
life experiences of patients and their caregivers?

Higginson L, Finlay 1G, Goodwin DM, Hood K, Edwards AG, Cogk A, Douglas HR,
Normand CE.-

Department of Palliative Care and Policy, Guy's, King's and St Thomas' School of Medicine,
King's College London, Weston Education Center, London, United Kingdom.

Abstract _

Palliative care provision varies widely, and the effectiveness of palliative and
hospice care teams (PCHCT) is unproven. To determine the effect of PCHCT, 10
elactronic databases (to 2000}, 4 relevant journals, associated reference lists, and
the grey literature were searched. All PCHCT evailuations were included.
Anecdotal and case reports were excluded. Forty-four studies evaluated PCHCT
provision. Teams were homs care (22), hospital-based (9), combined
home/hospital care (4), inpatient units (3), and integrated teams (6). Studies were
mostly Grade Il or Il quality. Funnel plots indicated slight publication bias. Meta-
regression {26 studies) found slight positive effect, of approximately 0.1, of
PCHCTSs on patient outcomes, independent of team make-up, patient diagnosis,
country, or study design. Meta-analysis (19 studies) demonstrated small benefit on
patients' pain (odds ratio [OR]: 0.38, 95% confidence interval [CI]: 0.23-0.64),
other symptoms (OR: 0.51, CI: 0.30-0.88), and a non-significant trend towards
benefits for satisfaction, and therapeutic interventions. Data regarding home
deaths were equivocal. Meta-synthesis (all studies) found wide variations in the
type of service delivered by each team; there was no discernible difference in
outcomes between city, urban, and rural areas. Evidence of benefit was strongest
for home care. Only one study provided full economic cost-benefit evaluation. This
is the first study to quanfitatively demonstrate benefit from PCHCTSs. Such
comparisons were limited by the quality of the research.

PMID: 12590031 [PubMex - indexed for MEDLINE]
Publication Types, MeSH Terms.
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Family Perspectives on End-of-Life Care
at the Last Place of Care

Joan M. Teno, MD, MS
Brian R. Clarridge, PhD
Virginia Casey, PhD), MPH
Lisu C. Welch, MA
Terrie Wetle, PhD

Renee Shield, PhDD
Yincent Mor, PhD

VER THE PAST CENTURY, DY~

ing has become increas-

ingly institutionalized. in

the early 1900s most
people died at home, but by the middle
of the 20th century the majority of
deaths in industrialized nations oc-
curred in health care institutions. With
recent changes in health care, society
is struggling with the role that govern-
mental and nongovernmental regula-
tory siructures should play in assur-
ing that the health care system provides
competent, coordinated, and compas-
sionate care at life’s end.!

Early efforts to define a “good death”
were hased on expert opinion.** Recent
attempts have used focus groups and in-
depih interviews to capture patient and
family perspectives.>? Several authors of
the current study developed a concep-
tual model of quality of end-of-life care
with input [rom dying patients, their
families, stroctured review of profes-
slonal guidelines, and experts. This re-
search indicates that high-quality end-
of-life care results when health care
professionals (1) ensure desired physi-
cal comfort and emotional support, (2)
promote shared decision making, (3)
treat the dying person with respect, (4)
provide information and emotional sup-
port to family members, and (5) coor-
dinate care across settings. Outcome

B8 JAMA, January 7, 2004—Vol 291, No, 1 {Reprinted)

Context Over the past century, nursing homes and hospitals increasingly have be-
come the site of death, yet no national studies have examined the adequacy or qual-
ity of end-of-life care in institutional settings compared with deaths at home,

Objective To evaluate the US dying experience at home and in institutional set-
tings. .

Design, Setting, and Participants Mortality follow-back survey of family mem-
bers or other knowledgeable informants representing 1578 decedents, with a 2-stage
probability sample used to estimate end-of-life care outcomes for 1.97 million deaths
from chronic iflitess In the Unitéd States in 2000. Informants were asked via telephone
about the patient's experlence at the last place of care at which the patient spent more
than 48 hours, :

Main Outcome Measures Patient- and family-centered end-of-fife care out-
comes, Including whether health care workers (1) provided the desired physical com-
fort and emotional support to the dylng person, (2} supported shared decision mai-
ing, (3) treated the dying person with respect, (4) attended to the emotional needs of
the family, and (5} provided coordinated care,

Results For 1059 of 1578 decedents (67.1%), the last place of care was an institu-

tion. Of 519 (32.9%) patients dying at home represented by this sample, 198
(38.2%) did not receive nursing services; 65 (12.5%) had home nursing services, and
256 (49.3%) had home hospice services. About one quarter. of all patients with pain
or dyspnea did not recelve adequate treatment, and one quarter reported concerns
with physician communication. More than one third of respondents cared for by a
home health agency, nursing home, or hospital reported insufficient emotional sup-
port for the patient and/or 1 or more concerms with family emotional support, com-
pared with about one fifth of those recelving home hospice services. Nursing home
residents were less likely than those cared for in a hospital or by home hospice ser-

-vices to always have been treated with respect at the end of life (68.2% vs 79.6%

and 96.2%, respeciively). Family members of patients recelving hospice services were
more satisfied with overall quality of care: 70.7% rated care as "exceflent” compared
with less than 50% of those dying in an institutional setting or with home health ser-
vices (P<<.001).

Canclusions Many people dying in institutions have unmet needs for symptom ame-
lioration, physician communication, emotional support, and being treated with re-
spect. Family members of decedents who received care at home with hosplce services
were more likely fo report a-favorable dying experience.

JAMA. 2004;297.88-93

www.jama.com

measures based on each of these do-

mains have been developed and vali-
datec.? The goal of this study was to use
these measures to provide national esti-

mates of the dying experience and to ex-
amine whether family members’ percep-
tions of the quality of end-of-life care
diftered by the last place of care.
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The health impact of health care on families: a matched cohort

study of hospice use by decedents and mortality outcomes in
surviving, widowed spouses
‘Nicholas A. Christakis®*, Theodore J. Iwashyna®

" Department of Health Care Policy, Harvard Medical School, 180 Longwood Avenue, Boston, MA 02115, USA
® Department of Medicine, University of Pennsylvania, 3400 Spivie Street, Philadelphia, PA 19104, USA

Abstract

Alternative ways of caring for seriously ill patients might have implications not only for patients’ own outcomes, but
also, indirectly, for the health outcomes of their family members. Clinical observation suggests that patients who die
*“good deaths” may impose less stress on their spouses. Consequently, we sought to assess whether hospice nse by a
decedent is associated with décreased risk of death in surviving, bereaved spouses. We conducted a matched
retrospective cohort study involving a population-based sample of 195,553 elderly couples in the USA, A total of 30,838
couples where the decedent used hospice care were matched using the propensity score method to 30,838 couples where
the ‘decedent did not use hospice care. Our principal outcome of interest was the duration of survival of bereaved
widow/ers. After adjustment for other measured variables, 5.4% of bereaved wives died by 18 months after the death of
their husband when their deceased husband did not use hospice and 4.9% died when their deceased husband did use
hospice, yielding an odds ratio (OR) of (.92 (95% CI: 0.84-0.99) in favor of hospice use. Similarly, whereas 13.7% of
bereaved husbands died by 18 months when their deceased wife did not use hospice, 13.2% died when their deceased
wife did use hospice, yielding an OR of 0.95 (95% CI: 0.84-1.06) in favor of hospice use. Our findings suggest a possible
beneficial impact of hospice—as a particularly supportive type of end-of-life care—on the spouses of patients who
succumb to their discase. Hospice care might attenuate the ordinarily increased mortality associated with becoming
widowed. This effect is present in both men and women, but it is statistically significant and possibly larger in bereaved
wives. The size of this effect is comparable to the reductions in the risk of death seen in a variety of other modifiable risk
factors in women. Health care may have positive, group-level health “externalities”: it may affect the health not only of
patients but also of patients’ family members.
© 2003 Elsevier Science Ltd. All rights reserved,

Keywords: Externalities; Caregiving; Social networks; Marriage; Bereavement; Terminal care; USA

Introduction
Having a spouse fall ill or die are common events that

have powerful implications for the individuals involved
and for society. Caring for a sick spouse can have

*Corresponding author, Department of Health Care Policy,

Harvard Medical School, 180 Longwood Avenue, Boston, MA .

021135, USA. Fax: +1-617-432-5891, .
E-mail address: christakis@hep.med.harvard.edu
(MN.A, Christakis).

deleterious health consequences; this “caregiver burden”
effect is especially severe among women (Barusch &
Spaid, 1989; Pruchno & Resch, 1989). Having a spouse

_ die can significantly increase a person’s risk of death;

this “widow/er effect” is especially pronounced in men.
{(Parkes, Benjamin, & Fitzgerald, 1969; Hesting & Szklo,
1981; Schaefer, Quesenberry, & Soora, 1995; Young,
Benjamin, & Wallis, 1963; Cox & Ford, 1964; Welin,
Tibblin, & Svardsudd, 1985; Lillard & Waite, 1995).
Both the caregiver and widow/er effects are probably
related to the loss of beneficial social support from a

0277-9536/03/% - see front matter © 2003 Elsevier Science Lid, All rights reserved.

PIL 50277-9536(02)00370-2




Q@pervm@z /L

Support Care Cancer (2008) 16:585-597
DOI 10.1007/500520-007-0342-8

Specialized palliative care services are associated
with improved short- and long-term caregiver outcomes
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Abstract

Goals of work The goal of this study was to evaluate, at a
population level, the association between specialized
palliative care services (SPCS) and short- and long-term
caregiver outcomes.

Patients and methods The Health Omnibus Survey, a face-
to-face: survey conducted annually in South Australia since
1991, collects health-related data from a rigorously derived,
representative sample of 4,400 households. This study
included piloted questions in the 2001, 2002, and 2003
Health Omnibus Survey on the impact of SPCS. Sample
size was 9,088 individuals. “Unmet needs,” a short-term
outcome relevant to the caregiving period during a life-
limiting illness, were tallied. “Moving on,” a long-term
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caregiver-defined outcome reflecting the caregiver’s adap-
tation and return to a pew equilibrivm after the death, was
assessed with and without SPCS.

Results Thirty-seven percent (3,341) indicated that some-
one close to them had died of a terminal iliness in the
preceding 5 years, of whom 949 (29%) reported that they
provided care, SPCS were involved in caring for 60% of
deceased patients. Day-to-day caregivers indicated fewer

‘unmet needs when SPCS were involved (p=0.0028). More

caregivers were able to “move on” with their lives when
SPCS were involved than when SPCS were not involved
(86 vs 77%, p=0,0016); this effect was greatest in the ﬁlSt
2 years afier the loved one’s death.

Conclusion Ata population level, SPCS were associated with
meaningful improvements in short-term (“unmet needs™) and
long-term (“moving on”) caregiver-defined outcomes.

Keywords Palliative care - Caregivers - Outcome assessment
(health care) - Health services needs and demands

Introduction

In the more than 7,300 specialized palliative-care services
(SPCS) internationally [6], a variety of models of service
delivery are in place [42]. A common model of SPCS relies
on trained specialist providers, whose work is largely in
palliative care; in this model, coordination of care occurs
whetever the patient is' located.

To date, evaluation of SPCS has been difficult [1, 28], A
recent meta-analysis demonstrated that SPCS had a positive
impact on patients’ pain, other symptoms, and caregiver
satisfaction. Evidence is lacking for other caregiver out-
comes, or for economic benefit to justify the community’s
healtheare investment in these services [31].

@ Springer
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ABSTRACT

Background
Evidence-based approaches to improve delivery of specialized palliative care aré
needed.
Methods. |
This 2x2x2 factorial cIuster—randomizéd ‘controlled trial was conducted at an Australian
community-based palliative care service, allowing three éimultaneous comparative
effectiveness studies. Participating patients were newly referred adults, experiencing
pain, expected to live >48 hours.'- Patients enrolled with their general practitioners
(Gst, and were randomized three times (1) individualized interdisciplinary case
conference including their GP vs. control; (2) educational outreach visiting fér GPs
about bain management vs. control; and, (3) structured ed.ucational visiting for
patientslcarégivers about pain management vs. control; the control conditionl was
current palliative care. Qutcomes i-nclﬁded Australia-modified Karnofsky performarjce'
status (AKPS) and pain from 60 days post-randomization, and hospitalizations.
Results
461 participants: mean age 71; 50% male; 91% cancer; median survival 179 days;
median baseline AKPS, 60. Only 47% of individuals randomized to the case
confefencing intervention received__ it: based upon a priori defined analyses, 32% of
participants were in‘cluded in final analyses. Case conferencing reduced hospitalizations
| by 26% [least square means hospitalizations per patient: case conference, 1.26
(standard error, SE, 0.10) vs. control 1.70 (SE0.13), p=0.0069] and better maintained

performance status [AKPS case conferences, 57.3 (SE 1.5) vs. control 51.7 (SE 2.3),

2of3
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p=0. 0368] Among patients with declining function (AKPS<70), case conferenclng and
patlentlcareglver education better maintained performance status [AKPS case
conferences, 55.0 (SE 2.1) vs. control 46.5 {SE 2.9), p=0. 0143 pat[ent/careglver
education, 54. 7 (SE 2.8) vs. control 46.8 (SE 2.1); p=0.02086]. Pain was unchanged. GP
education did not change outcomes.

Conclusions

A single case conference added to current épecialized community-based palliative care
reduced hospitalizations and better maintained performance status. Comparatively,

patient/caregiver education was less effective; GP education was not effective.

3 of 3.
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Effect of a palliative home care team on hospital
admissions among patients with advanced cancer

Massimo Costantini Unit of Clinical Epidemiology and Trials, National Cancer Institute, Genova, Italy, Irene

J Higginson Department of Palliative Care and Policy, King’s College London, UK, Luca Boni Associazione
BETA — CBA, Genova, Italy, Maria Antonietta Orengo Cancer Registry Section, Nationa! Cancer Institute,
Genova, ltaly, Elsa Garrone Mortality Registry Section, National Cancer Institute, Genova, Italy,

Franco Henriquet G Ghirotti Association for the Research and Treatment of Pain and for Palliative Care, Genova,
ltaly and Paolo Bruzzi Unit of Clinical Epidemiology and Trials, National Cancer Institute, Genova, Italy

Abstract: This was a quasi-experimental study designed to determine whether, in patients
with advanced cancer, a palliative home care team (PHCT} modified hospital utilization in the
last six months before death. Of 2503 cancer deaths in the municipality of Genoa, Italy, in
1991, 189 {7.6%) received care from a PHCT. Three hundred and seventy-eight controls
matched for primary tumour were selected. The groups were similar in terms of age,
gender and most other demographic variables, except that educational level was lower, and
times to death, from first diagnosis and from diagnosis of advanced or metastatic cancer,
were longer among PHCT patients compared with the controls. Before referral to a PHCT,
or a matched time in controls, both groups spent about 15% of days in hospital. After
admission to a PHCT, the percentages of days in hospital increased in both groups as death
approached, but it was much higher in the control group {30.3%; 95% confidence interval
(Cl): 26-34) than in the PHCT group {19.0%; 95% CI: 15-23). The difference between
groups was most marked in the last month of life, and disappeared among those patients
who were in care for more than 120 days {throughout the course of thsir illness).
Woe conclude that a PHCT appears to reduce days in hospital and allows patients to.spend
more time at home. Differences in time in care between groups reqmres further
lnvestlgatlons Palliative Medicine 2003; 17: 315-321

Key words: cancer; effectiveness; evaluation; home care; palliative care

Introduction mental design supported this."'"'® However, a multi-

centre randomized controlled trial of home care support

One benefit of palliative home care teams (PHCTs) is
that they enable patients to remain at home for longer, by
controlling symptoms and other problems and support-

- ing the patient, family and professionals. This more

closely meets the wishes of many patients and families,
and may be more cost effective,” However, contradictory
or limited evidence has been shown by randomized
controlled trials and quasi-experimental studies,® ¢
except for a meta~analysis of home care that included a
range of services.”

The first trial of a PCHT by Zimmer ef al.,> later
rephcated by Hughes ef al.,'% in the USA found a
reduction in time in hospital and an associated reduction
in costs for patients in the care of home care teams, Data
from the National Hospice Study, using a quasi-experi-

© Arnold 2003
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in the USA found a reduction in hospital readmission at
six months but not at 12 months, and higher costs. 14

American PHCTs and hospice programmes, uvnlike
European palliative services, provide all components of
patient and family care. Thus, findings from American
services may not be relevant to other countries.”” Early
work by Parkes in the UK found an eightfold reduction
in hospital days and costs following the introduction of a
PCHT.'® Other results were more equivocal.'’~ ! Some
did not assess multiprofessional PHCTs, but rather other
models of care. Comparative evaluations of PHCTs in
Buropean countries outside the UK are rare!'5202!
However, differences in culture and healthcare organiza-
tion between countries means that such evaluation is
urgently needed to understand the best ways to develop
palliative care in Europe. A recent evaluation in Catalo-
nia found that a PHCT reduced hospitalization and costs
in the last month of life, but recommended that further
work was needed to assess its effects on hospitalization
over a longer period, ideally from the onset of palliative
treatment to death.*

- 10.119100269216303pm7440a
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Comparing Hospice and Nonhospice Patient
Survival Among Patients Who Die
Within a Three-Year Window

Stephen R. Connor, PhD), Bruce Pyenson, FSA, MAAA,

Kathryn Fitch, RN, MA, MEd, Carol Spence, RN, MS,

and Kosuke Iwasaki, FIAJ, MAAA '

National Hospice and Palliative Care Organization (S.R.C.,, C.8.), Alexandria, Virginia;
and Milliman, Inc, (B.F,, K.F, K.I}, New York, New York, USA

Abstract

There is o widespread belief by some health care providers and the wider communily thal
medications used to alleviate sympioms may hasten death in hospice patients. Conversely,
there is a clinical imprression among hospice providers that hospice might extend some patienis’
tives. We studied the difference of survival periods of terminally il patients between those
using hospices and not using hospices. We performed retrospecitve statistical analysis on
selected cohorts from large paid claim databases of Medicare beneficiaries for five types of
cancer and congestive heart fuilure (CHF) patients. We analyzed the survival of 4493
patients from a sample of 5% of the entire Medicare beneficiary population for 1998— 2002
associated with six narrowly defined indicative markers. For the six patient populations
combined, the mean survival was 29 days longer for hospice patients than for nonhosprice
patients. The mean survival period was also significantly longer for the hospice patients with
CHE lung cancer, pancreatic cancer, and marginally significant for colon cancer (P = 0.08).
Mean survival was not significantly different (statistically) for hospice vs. nonhospice
patiends with breast or prrostate cancer. Across groups studied, hospice envollment is not
significantly associated with shorter survival, but for ceriain terminally ill patients, hospice is
associated with longer survival times. The claims-based method used death within three years
as ¢ surrogale for a clinical judgment to recommend hosprice, which means our findings apply
to cases where a clinician is very sure the patient will die within three years, and it points to the
need to validate these findings. ] Pain Symptom Manage 2007;33:238--246, © 2007
U.S. Ganeer Pain Relief Commilice. Published by Elsevier Inc. All rights reserved,

Key Words ‘ :
Survival, hospice, palliative care, cancer, congestive heart failure

Introduction
The purpose of hospice is to effectively pro-

This study was sponsored by the National Hospice
and Palliative Care Organization.

Adelress reprind requesis (o: Stephen R. Connor, PhD,
National Hospice and Palliative Care Organization,
1700 Diagonal Road, Suite 625, Alexandria, VA
22314, TUSA. Eamail: sconnor@nhpco.org

Aceepied for publication: October 13, 2006,

@ 2007 U.S, Cancer Pain Relief Committee
Published by Elsevier Inc. All rights reserved,

vide palliative care to terminally ill patients
and their families, which includes meeting pa-
tients’ physical, social, 'spiritual, and emotional
needs. The goal of hospice is neither to pro-
long life nor to hasten the dying process, but

0885-3924,/07/%—sce front matter
doi:10,1016/] jpainsyinrnan. 2006.10.010
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Special Article

Using National Health Policies to Improve
Access to Palliative Care Med1cat1ons
in the Commumty

Debra Rowett, B Pharm, Peter |. Ravenscroft, MD, FRACP, ]anet Hardy, FRACP
and David C. Currow, MPH, FRACP

Drug and Therapeutic Information Service (D.R.), Repatriation General Hospzml Daw Park, Svuth
Australia; Department of Palliative Care (PJ.R.), Calvary Mater Hospital and University of
Newcastle, Waraiah, New South Wales; Department of Palliative Medicine (J.H.), Mater Health
Services and Cenire for Palliaiive Care Research and Education, Brisbane, Queensland, and
Department of Palliative and Suprportive Services (D.C.C.), Fiinders University, Bedford Park, South
Australia, Austmlgia

Absiract
Access to affordable priovity palliative care medicines needs to be informed by good clinical
data from well-conducted clinical trials designed to address efficacy, cost-effectiveness, and
safety. Availability of priovity palliative care symptom control medicines improves the
provision of palliation in the place of patient’s choice including the community. Within
Australia, @ National Medicines Policy and a Palfiative Care Sirategy endorsed by Federal
and State and Terrilory health ministers have facilitaled a process to imprrove the evidence for
palliative clinical practice and, through this, improve community availability of key
medications for people at the end of life. The initiative, coordinated by a working party under
government auspices, has brought logether medicine regulators, the pharmaceutical industry,
government, policy makers, and clinicians. The brief was to improve auailability of key
palliative care medications within the current national drug regulatory and Sunding
Sframeworks. The results to date include: a palliative care section within the Pharmaceutical
Benefits Scheme generating the first ever patieni-defined section; medicines not previously
fisted now available; commitment of AUF9.46 M for a national multisite collaborative
clinical study mefwork to improve the evidence for clinical interventions in the palliative care
selting through systematic investigation with rigorous Phase I and IV studies to inform
regisiration and subsidy applications; and establishing ¢ national Communication Network
of the Palliative Care Medications Working Group for the health workforce and community lo
improve the qualily use where improved access has been achieved. ] Pain Symptom
Manage 2009;37:395—402. © 2009 U.S. Cancer Pain Relief Committee. Published by

. Llsevier Inc. All vights reserved.

The Palliative Care Clinical Studies Collaborative is
generously funded bi the Palliative Care Branch of
the Chronic Diseasel and Palliative Care Section
of ihe Australian Govermment's Department of .
Health and Ageing. This paper presents original re-
search of the authors, All authors contributed to the
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The Australian Palliative Care Outcomes Collaboration
(PCOC) —~ measuring the quality and outcomes of palliative
care on a routlne bas:s
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}Centre for Health Service Development, University of Wollongong, Waollongong, NSW 2522, Australia.
2Department of Palliative and Supportive Services, Flinders University, Adelaide, SA 5001, Australia.
*Western Australian Centre for Cancer and Palliative Care, Curtin University of Technology,

Perth, WA 6845, Australia.
*Institute of Health and Biomedical Innovation, Queensland University of Technology, Brisbane,

QLD 4059, Australia, '
*Corresponding author, Email: keagar@uow.edu.au

Abstract, Australia is leading the way in establishing a national system (the Palliative Care Outcomes Collaboration —
PCOC) to measure the outcomes and quality of specialist palliative care setvices and to benchmark services across the
country. This article reports on analysis of data collecied routinely at pomtmofmmre on 5939 patlents treated by the first fifty
one setvices that voluntmﬂy joined PCOC. By March 2009, 111 services have agreed to join PCOC, representing more
than 70% of services and more than 80% of specialist palllatwc care patients nationally, All states and territories are
involved in this unique process that has involved extensive consultation and infrastructure and close collaboration
between health services and regearchers.

“The chal lmgas. of dealing with wide variation it outcomes and practlcu and thc progress. achleved to date are described.
PCOC is aiming to improve understandmg of the reasons for variations in clinical outcomes between spe(.mhbt palliative
care patients and differences in service outcomes as a critical step in an ongoing process to 1mpmve both service quality and
patient cutcomes.

What i§ kniown about the topic‘? Govemments internationally are grapplmg with how best to prowde care f01 people_
with [ife limiting lllnesqes and how best to measure the outcomes and qualify of that care. There is htﬁe 1nternat10nal

_ evidenice on how to measure the quality and putcomes of palliative ¢are on a routifie basts, '
Wht does this paper add? .- The Palliative Cate Outcomes Collaboration (PCOC) {s the first «effort internationally to.-
mepsure the outcomes 4nd quality of bpcclahst paﬂmtlve care scmces dnd ter benchmmk bGWICE‘.b oha natlonal bams _

- through an indépendent third party. _
What are¢ the implications forr practltwnel s? If outcomes ahd quahty are to bb measmed o & bOt‘l&lhtBllt mtmnal .
iwus, st'mdard clmlcal assossmont toals that are used as pal’c of eva,ryday Clllllc‘ti practlw are necessary o

1Y

Governments across the developed world are increasingly
grappling with how bcst to provide health care for people with
life limiting illnesses' and how best to measure the quality and
outcomes of that care.? Palliative care evolved as a speciality in
Australia in the last three decades in response to the needs of
people at thie end of life and their families. Within health care,
sub-specialization was first offered by the Royal Australasian
College of Physicians in 1987 and Ausiralian Government
funding of palliative care was included in the 1988 Australian

© AHHA 2010

Health Care Agreement® In Qctober 2000, the Australian
Government released the National Palliative Care Sirategy:
A National Framework for Palliative Care Service
Development," an important milestone as it was a consensus
document signed by all states and territories. Funding to support
the Strategy was provided through the Ausiralion Health Care
Agreements 2003-2008.7 Ministerial agreeinent was reached
to improve the provision of palliative care service and to
report national minimum data-to the Department of Health

10.1071/AHOBT18 0156-5788/10/020186
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. Abstract

_ Context
Improving the effeciiveness of cancer care delivery has become & major focus of research.
. Obfectives

s study assessed the uptake and impact of the Palliative Care Needs Assessment Guidelines and Needs Assessment Tool:

. Progressive Disease-—Cancer (NAT: PD-C) on the outcomes of paople with advanced canger.

" Methods

. Glven widely varying survival in paople with advanced cancer, an Intereupted lime series design was used, with data on unmet

" needs, depression, anxiety, and gualily of life collected from 195 patients using telephone Inierviews every two months, for up to
18 months. Patlents completed at least two baseline interviews bafora health prafessionals were acadermically detailed In the use

* of the Palliative Care Needs Assessment Guidelines and NAT: PD-C, Haalth professlonals completed the NAT: PD-C wilh
palients approximately menthly for the remainder of the study. Changes in patlents’ outcomes were compared prior to and

- following the introduction of the NAT: PD-C using general estimating equations, .

Tesults

- Moderate to high noeds across all domatns ware frequently seen in the preintervention phasa. The use of the NAT: PD-C was
associaled with a significant reduction In health system and information and patieat care and support needs.

- Conghasion

These resources have the potential as an efficient and acceptable strategy for supporting neads-based cancer care. Further
- work Is required o daterming their unique contribution to improvements In patlent outcomes.

@ 2012 U4, Gancer Palin Reflsf Commitiee. Published by Elsevior Inc. Al righte reserved.
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Gaps in the Bvidence Base of Oploids for Refractory Breathlessness. A Fuiure Work Plan?

: Milam.J. Jdohasen, MB ChE (Hons), MO, MRCGP, FROPE

Ay B Abarathy, MD, David G, Guirow, Bhed MPH, FRAGP

 Agcentod 2T Aprit 20 11, published online 80 fanuaey 2012,

Abstract

- Sraalhlessness or “shoriness of breath," medically termed dyspnea, remalns a devastating problem for many peopie and thosa who care
for them. As a treatment intarvention, administration of oplolds to relieve breathlessness is an area where progress has baen made wiih the

; development of an avidance base. As evidence in support of opioids has accumutated, 6o has our collective undorstanding abou triak
methadalogy, research collaboration, and infrastructure that is cruclal to generate reliable research rasulls for paliiative care clinlcal
setiings, Analysls of achlevemants to date and what it takes to accomplish these studies provides Important insights info knowdedge gaps

i needing further rescarch and practical insight Into deslgn of pharmacological end nonpharmacelogical Intervantion Wials in breathlessness
and paliiatives care. This article presents the current understanding of oplelds for treating breathlessness, whatis sfill unknown as pricrities

. Tor fulure regearch, and highlights methodological issues for consideration In planned studles,

S22 US, (;ancer Paln Ralief Commidtas. Published by Elsevier ing., AR nghts reserved.
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Abstract

Background: Needs assessment is a valuable approach for determiming the way health and
social services allocate resources to people with cancer and their caregivers,

Aim: To assess the reliability, validity and acceptability of a Needs Assessment Tool (NAT)
in a palliative care clinical setting,

Methods: Psychometric properties of the NAT were initially explored in a pilot study invalving
filmed simulated advanced cancer patient and caregivex consultations, Further testing was undertaken
in a clinical setting to determine the inter-rater reliability, validity and feasibility of the NAT.

Resunits: The results of the pilot -study suggested good reliability and acceptability in a
simulated setting, Further testing indicated that the patient daily living item was positively
correlated with the Resource Utilisation Groups—Activities of Daily Living (r = 0,74) and
negatively correlated with the Australian Karnofsky Performance Scale (r=—0.84),
Prevalence- and bias-adjusted kappa values also indicated adequate agreement between
Palliative Care Problem Severity Score items and the patient physical item (0.48),

“psychological item (0.45) and caregiver well-being item (0.42),

Conelusions: Needs assessment not only facilitates the identification of people who have
specnﬁc concerns or are dissatisfied with some aspeci of their care, but also determines the
person’s desire for assistance and involvement with services. The NAT is a highly acceptable
and.efficient tool that can be used by health professionals with a range of clinical expertise to
identify individuals’ needs, thereby enabling a better match of interventions of specialist
services more closely linked to needs.

Copyright © 2009 John Wiley & Sons, Ltd.

Keywords: cancer; palliative care; needs assessment; paticat; caregiver

Introduction

including how to define need and how and when to
assess need, Therefore, the accurate assessment of

Understanding the individual experiences and
needs of people with cancer and their caregivers

is essential to providing care that is explicitly and -

individually tailored. Articulated benefils of needs
assessment include not only its potential for
identifying issues that are not being addressed,
but also to determine whether the petson perceives
these issues as a problem for which they require
further assistance and the level of assistance they
require {1-3]. A needs based approach to the
delivery of cancer care has become an important
focus, to ensure people receive care according to
the complexity and severity of their needs, inde-
pendent of diagnosis or prognosis [4]. However, as
Carslon [5] suggests, implementing care based on
the assessment of needs has its own challenges,

Copyright © 2009 John Wiley & Sons, Ltd.

these experiences and needs within the clinical
setting continues to be a challenge,

Capturing information pertaining to a person’s
needs in an accurate and efficient manner has led to
the development of a variety of needs assessment
tools. Using a structured tool can prompt the
discussion of issues between patients, families and
health professionals [6,7], while providing a strategy
for triaging people according to the degree of burden
they experience as a result of their perceived unmet
needs [2,8-10]. Tools can also assist institutions in
prioritising resources and identifying areas that
require improvement [7,8]. Unfortunately, many of
the existing needs assessment tools have psycho-
metric problems, including inadequate reliability,
validity and responsiveness [7,9,11].
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Palliative care in undergraduate curricula:
Results of a national scoping study

M. Hegarty'!, D. Currow’, D. Parker®, B. Turnbull®, K. Devery’,
D. Canning®®, R. Nash?, G. Mitchell®, C. Grbich! & P Yates**

Abstract

Background: We wished to explote the
ways in which palliative care is included
in undergraduate health services
curricula in Australia and the barriets to,
and opportunities for, such inclusion.

Methods: A scoping study of current
Australian undergraduate health care
curricula, using an email survey of
deans (or equivalent) of health faculties
was designed utilising all Australian
undergraduate courses that prepare
medicine, nursing and allied health
professionals for entry to practice.
Participants were deans or faculty
heads from health and related faculties
which offered courses relevant to the
project, identified from the Australian
Government Department of Education,
Science and Training website. Sixty-two
deans (or equivalent) from 41 Australiari
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2 Queensland University of Technology

3 Charles Darwin University, Northern Territory

4 Centre for Palliative Care Research and Education,
Queensland

5 The University of Queensland
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universities were surveyed. A total of 42
completed surveys were returned (68%
of deans).

Main cutcome measures were total
hours, content, teaching and learning
strategies and resources for palliative

- care education in undergraduate

curricula; perceived gaps, barriers,

and opportunities to support the
inclusion of palliative care education in
undergraduate curricula.

Results: Forty-five percent of

respondents reported the content of
current curricufa reflected the palliative
approach to a large degree. More

than half of the respondents reported
that their course had palliative care
components integrated to a minor
degree and a further third to a moderate
degree. The number of hours dedicated
to palliative care and teaching and
learning strategies varied across all
respondents, although there was a high
degree of commonality in content areas
taught,

Conclusion: Current Australian
undergraduate courses vary widely in the
nature and extent to which they provide
education in palliative care.

Keywords: palliative care, palliative

. approach, undergraduate education,
curriculum.
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Abstract

PURPOSE: To objectively quantify the literature and the clinical trial basls for
palliative and hospice practice given a perception that its evidence base is not
well developed. ' :

METHODS: Using Ovid Medling, the study looked at cumulative and absolute
numbers of articles in the general medical literature and the palliative and hospice
care literature. The, same comparisons were made exploring clinical trials from
1802 to 2005. Data were collated in five year groups from 1970 onward using a
highly specific search phrase.

RESULTS: The proportion of all Ovid Medline publications relating to palliative
and hospice care rose from 0.08% in 1970 to 0.38% of the literature in 2005. In
the same time, clinical trials increased from 0.96% to 7.22% of the palliative care
literature published. By- 2005, one in every 122 clinical trials published in the
literature as a whole was in palliative or hospice care. The rate of growth in
palliative care clinical trials as a proportion of all palliative and hospice publications
was on average 1.4 times greater than in the corresponding general litarature.
More than one half of these studies were reported in just 43 journals, most of
which were not specialist palliative and hospice care journals.

DISCUSSION: Given the diversity of journals in which clinical studies related to
hospice and palliative care appear, thers is a key challenge for clinicians in finding
ways that will allow currency of practice in a broad and rapidly changing field.

PMID: 19001326 [PubMed - indexed for MEDLINE]
Publication Types, MeSH Terms

LinkOut - more resources

http://www.ncbi.nlm.nih.gov/pubmed/19001326 ~ 02/03/2012
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Abstract

Context ,
Although research activity in palliative care is rapidly increasing, the composition of
published studies—in terms of significant research characteristics—has not yet been well
described. :

Methods

This sub-study of a larger bibliographic study descrlbes the topics of, and funding for
palliative care studies reported in the three hospice and palliative care journals with the
highest impact factor (Journal of Pain and Symptom Management, Palliative Medicine,
Journal of Palliative Medicine). The targeted journals were searched for 2007 using a
previously validated OVID Medline filter for palliative care. All empirical palliative care
studies were included. Papers were classified according to topics (palliative care patient,
caregiver/family, health professional, service provision, tool development, healthy volunteer,

. medication compatibility, community), study type (intervention, non-intervention), country of

origin and funding source (pharmaceutlcal company, other funder, unfunded).

Results

Of 409 citations identified, the search ylelded 189 eligible papers. The majority of papers
were descriptive/observational. 'Approximately half were unfunded. Caregivers, healthy
volunteers and health service research were the least frequent topics for research. Only five
randornlsed controlled trials were reported.

Discussion

While there is a broad range of research undertaken in palliative care, few studies generate
high-level evidence with data showing a relative lack of funding for hospice and palliative
care studies. :
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Abstract : :

Patients with advanced cancer often have complex care needs requiring collaboration between medical oncology and
palliative care providers, Little is known about how effective and acceptable such collaboration is to medical oncologists.
Attitudes of Australian medical oncologists toward collaboration with specialist palliative care services were investigated
using a Web-based survey. Descriptive statistics and attitude indices were calculated and a thematic content analysis
performed. One hundred and fifteen respondents (78 medical oncologists, 37 trainees) completed the survey (response
rate 30.3%). Positive attitudes toward specialist palliative care involvement were expressed with most respondents
preferring concurrent rather than sequential models of care (94.8%, n=109). Reported barriers to collaboration
included reluctance for referral by patients {minor 60.9%, n=70; major 8.7%, n = 10) or families {minor 67%, n="77,
major 7%, n=8), a lack of inpatient beds (minor 27%, n=31; major 34.8%, n=40} and inadequate resources for
specialist palliative care to take some referrals {minor 30.4%, n == 35; major 30.4%, n==35). There was no difference
in attitude indices for those who had completed a palliative care rotation during their training (33%, n = 38) and those
who had not. Suggestions for improvement in collaboration focused around four areas — improved resources, improved
multidisciplinary links, mutual respect and understanding, and consistency in service provision. This study is the first to
specifically investigate the views of Australian medical oncologists toward collaboration with specialist palliative care.
While positive attitudes have been expressed, identified barriers to collaboration need attention.

Keywords .
medical oncology, palliative care, collaboration, health care survey, attitudes of health personnel

Introductlon explored, less is known about the attitudes of medical

Specialist palliative care (SPC) in Australia provides
consultative andfor direct care for patients with a life-
limiting illness, and support for their caregivers.
It builds on the palliative approach of primary care
providers, and provides a higher level of expertise in
complex symptorh control, grief and bereavement.'?
Successful integration of SPC into the management of
" patients with advanced cancer is dependent on effective
collaboration with cancer specialisis,
While the attitudes of Australian general practi-
tioners™*

and haematologists® to SPC have been

oncologists toward collaboration with SPC despite the
fact that approximately 85% of current referrals to SPC
services in Australia are for patients with cancer.®
A survey.of a diverse range of Australian sub-specialists
caring for cancer patients (18.2% medical oncologists) *
revealed positive views about the involvement of SPC.’
Individual results, however, were not provided for the
medical oncology group. ' S :

‘There have been three surveys exploring the attitudes
of American Society of Medical Oncology (ASCO}) mem-
bers toward provision of and training in end of life
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- palliative care
conferencing

BACKGROUND

{3PCS)?
METHODS

AESULTS

30(80: 13] vs. 44 (S0 18] minutes, p=0.158),
DISCUSSION

What ara the characterlstics of case conferences hetwesn generst pracimunnrs and spacitised palliativa care o saMvices

Study participants warg adults (Nﬂﬁrﬁﬂ w1th pain in the preceding 3 months who wera refarred to 4 S%’ES and their GPs -
- {N=230}. Patiants were randomised o case confarsnees or ot ting cars by SPCS.

{ne hundred and sixty-seven conferences were helth 4 patients withdrew and 147 disd bafore the conferenes cowld be
conducted. Madicars paymont was reguested for 72 {43%) confarencas, Madian time from randomisation to case confarence
was 52 days (50 55}, and from case conference to desih/end of study was 79 days {SD: 165). Twenty-five percent of
confergnees had over three health professionals participant; patients and/or their caregivars participated in 91%. Average
canfsrenes duration was 3 minutas (S 13, Maan conference length did not increase whan morg haalth professionals ware
present {3vs, >3, 38 [50: 14] vs. 2 [SD 11] minutes, p=0.274), nor when patients/caregivers wera prasent fprosant vs. ahsent,

Case conferancing invalving SPCS, the GF, other haalth profassionals and the patiant can be an efficient part of routing cara.

Palliative care focuses on- optimising funstion and
comfort for people with progressive life limiting
iliness.! It incorporates nursing, medical and allied
health staff, therefore making the coordination of
services crucial. When communication hetween health
care providefs is poor, effort may be duplicated.2?
Multiprofessicnal teams provide better palliative care
than practitioners working in isolation,*® and better

coordination of existing services can decrease resource '

utilisation while still maintaining quality.?

Medicare Benefits Schedule {MBS) rebates for case
conferencing were intreduced in Australia in 1999 with
the goal of shifting from short term episadic care to
longitudinal planning for contingsncies.” Uptake of these
case conference rebates has however been poor®

Case conferencing can provide a funded machanism to -

enhance coordination between a person with advanced life
limiting illness, their general practitioner and the palliaiive
care team. This was demonstrated in The Palliative Care
Trial, a randomised controlled trial (RCT) conducted in
Adelaide, South Australia.

Methods

The study design and methodology were reported
previously.? Recruitment was conducted between Agpril
2002 and May 2004. The case conferencing randomisation
was 3:1. Participants were followed until death or the study
end (November 2004}, Main outcomes were integrated
performance status, symptom control, palliative phase,”
and resource utilisation.

Study setting

Trial participants were recruited through a regional
muliidisciplinary specialised palliative care service (SPCS)
with more than 1100 referrals per year, 85% with cancer.
The SPCS supports GPs providing primary palliative care
in the region, The median time from referral to death for
alt patients referred to the service was 49 days mean
121 days.

Study pasticipants

Adult patients referred to the SPCS with any form of pain
in the preceding 3 months were eligible; patiants who

did not five within the region, who were expected to die -
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