A
<

COMMENTARY * Expanding the Boundaries of Palliative Care

2

Journal of Palliative Care 21:3/2005; 190-19
2005 Centre for Bioethics, IRCM

COMMENTARY e Expanding the
Boundaries of
Palliative Care: an

Australian Perspective

LINDA J KRISTJANSON, School of Nursing, Midwifery & Postgraduate Medicine, Edith Cowan University,

Churchlands, Western Australia, Austraiia

In Australia, over the past three decades, inter-
est in improving the care of dying patients has
progressed from being the concern of a few
health care professionals to being a widespread
social concern. Until recently, palliative care
services had focused on the needs of cancer pa-
tients and their families. The number of cancer
patients requiring palliative care will not dimin-
ish and cancer is likely to remain the most com-
mon cause of premature death (before the age of
65) and the sccond most common cause of death
overall (1). However, of late, palliative care has
been called upon to engage with the care of in-
dividuals with other progressive, terminal con-
ditions. Provision of palliative care to individu-
als with a wider range of illnesses has prompted
palliative care providers and health policy lead-
ers to distinguish between:

* a pallialive care approach;
* specialist palliative care services; and
* end-of-life (terminal) care (2).

A Palliative Care Approach. The person’s condi-
tion is not amenable to cure and the symptoms
of the disease require effective symptom man-
agement. Provision of active treatment for the
person’s disease may still be important and may
be provided concurrently with a palliative ap-
proach. However, the primary goal of a pallia-
tive care approach is to improve the ill person’s
level of comfort and level of function.

Specialist Palliative Care Services. This form of
palliative care involves referral to a specialist
palliative care team or health professional. This
form of palliative care does not replace a pallia-
tive approach. Rather, involvement of a special-
ized palliative care service augments a palliative
approach with focused, specific input, as re-
quired, usually in two ways: assessment and
treatment of complex symptoms experienced by

the person; or information and advice to staff
about complex issues (e.g., ethical dilemmas, fam-
ily issues, or psychological or existential distress).

End-of-life (Terminal) Care. End-of-life care is
appropriate when the individual is in the final
days or weeks of life and care decisions and
goals are focused on the dying person’s physi-
cal, emotional and spiritual comfort, and on sup-
port for the family.

The distinctions between these three types of
palliative care are helpful in exploring ways in
which palliative care might be provided to dif-
ferent groups, in particular, individuals with
nonmalignant diseases. Within the framework
of individuals with nonmalignant diseases, two
groups warrant specific attention: individuals
living with neurological conditions and the aged
care population.

People living with neurological discases such
as amyotrophic lateral sclerosis (ALS), multiple
sclerosis (MS), Huntington’s disease, and Par-
kinson’s disease face long-term, physical and
psychological challenges. Neurodegenerative
diseases usually evoke, in many health profes-
stonals, the most negative and despondent re-
sponses, which are then conveyed to patients
and their families (3). The fact that we cannot
significantly alter disease progression is some-
times interpreted to mean thal there is nothing
more to be done. This is incorrect and regretta-
ble. Tt is specifically because we cannot reverse
or even retard the disease process that we must
do everything possible to alleviate symptoms,
and offer appropriate psychological and spir-
itual support (4). The course of illness may be
years or decades and may involve lengthy peri-
ods of dependency. A range of technologies and
health care options may be used to ensure ad-
equate nutrition, communication, cardiac and




respiratory functioning, bowel molility, and skin
inteyrity. All of these care interventions require
learning and adjustment on the part of the patient
and family (5). The psychological and social fac-
tors assoctated with a neurodegenerative disease
are as important as physical care, and healthy re-
covery of family members after their eventual
bereavement is also essential. This is where a
palliative approach has much to offer (4).

An Australian study was recently completed
that examined the needs of these groups of pa-
tients and their families with the aim of identify-
ing approaches to care that might be helpful in
meeling the unique needs of these populations
(6). Qualilative inlerviews with 130 patients,
family members, and health professionals were
undertaken. Patients had been diagnosed with
one of four neurodegeneratlive conditions stud-
icd—ALS, MS, Huntington’s disease, Parkin-
son’s discase—and were recruited from three
Australian states. Family participants were iden-
lified by the patient as primary carers and health
professionals were selected for their clinical ex-
perlise with one of each of the four disease
groups. An additional national sample of 503
patients and 373 of their family carers completed
a survey about their needs for care and support.
Results indicated that these patients and family
members need various forms of palliative sup-
port, but also require access to rehabilitative
services, penetic counselling, and financial as-
sislance to help them cope with the long-term
needs of the illnesses. Health professionals
working with these groups of patients require
experlise in management of these unique dis-
case symptoms, advanced skills in family coun-
selling, and sensitive interpersonal skills to help
patients and families navigate the rehabilitation-
palliative care pathway. Development and test-
ing of a hybrid “package” of care, with the cor-
rect mixture of rehabilitation care, respite, and
palliative care, was recommended. The ability to
lailor a flexible package of care that could follow
the patient to a range of care settings was also
recommended. Further research is needed to
better articulate the palliative care needs of these
populations. o

In Australia, over the last two decades, re-
scarch has indicated that the proportion of peo-
ple dying in residential aged care facilities
(RACFs) has steadily increased (7). The in-
creased number of residents dying in RACFs has
led to the recognition that a palliative approach
enhances the care already provided to both resi-
dents and the families (8,9). The particular set-
ting of RACFs and the diverse profile of their
residents create marked difficulties in using a

palliative approach. Not only do the majority of
residents have dementia, they generally have
comorbidities that involve physical, psychologi-
cal, emotional, and social boundaries. The resi-
dents are generally highly dependent and re-
quire many medications, further complicating
the provision of a palliative approach.

Recently, the Australian Department of
Health & Aged Care funded the Australian Pal-
liative Residential Aged Care (APRAC) Project
to examine how a palliative approach to care
might be incorporated into residential aged care
(10). This project involved the development of
evidence-based guidelines for a palliative ap-
proach in residential aged care facilities, develop-
ment of competencies for all aged care stalf, and
educational programs to provide these competen-
cies. Funding has now been provided to Palliative
Care Australia (USD 2.5 million) to implement the
guidelines and educational programs. More than
10,000 copies of the guidelines have been distrib-
uted to the aged care sector. This project has fos-
tered broadreaching expectations within the pub-
lic about the importance of a palliative approach
at the end of life and has stimulated new research
about how to apply a palliative approach in aged
care (4).

In summary, two new directions for palliative
care are being explored within the Australian
health care context:

* a rchabilitative model of palliative care for
individuals with neurodegenerative condi-
tions; and

* a hybrid subspecialty that combines palliative
care and aged care appropriate to the aged
care sector.

Both of these new directions call upon the
expertise of different care specialists, multidisci-
plinary teams, and flexible and responsive serv-
ices. These new directions in palliative care
challenge health providers to construct care
models that are patient/family-centred, and pli-
able and resilient enough to respond to changes
in the individual’s condition and the family’s
diminishing resources over time. In many in-
stances, these new models must be embedded
within the community, allowing individuals
challenged by neurodegenerative disorders or
illnesses associated with aging to live and dic at
home. However, the models of care for these
populations must also accommodate the needs
of patients who will require “home substitutes”
or residential care settings. Care providers who
are knowledgeable about how to provide a pal-
liative approach to care and quality end-of-life
care must staff these care seltings. The hcalth
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and aged care systems must also be well linked
to ensure that care providers have access to
specialized palliative care teams, who can aug-
ment the care provided with focused advice
and fturther training.
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