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Submission in response to “Palliative care in NSW: Palliative Care 
NSW policy statement discussion paper.” 

 
 

 
Background of Cancer Council NSW and LifeCircle 

Both LifeCircle and Cancer Council NSW provide services for people with a terminal illness 
and their carers. While LifeCircle specifically focuses on end of life issues, the Cancer 
Council’s mission is to defeat cancer, and therefore focuses more broadly on prevention, 
research, patient support and advocacy for the cancer cause.  One of the strategic 
priorities of Cancer Council is to ensure that no one faces a cancer diagnosis alone, which 
strongly relates to the focus of the Palliative Care NSW policy statement. 
 
LifeCircle 

LifeCircle’s primary role is to support carers of people who are terminally ill and to more 
broadly support the family and community of people with terminal illness. Specific services 
include a mentoring program, telephone counselling, information events and an annual 
conference.  
 
LifeCircle conducts a mentoring program, in which volunteer mentors provide support 
exclusively to primary carers. LifeCircle has a dedicated staff of nine based in Melbourne, 
Sydney and the Australian Capital Territory who work with over 100 volunteers supporting 
families who are caring for a loved one at home. In NSW, two part-time co-ordinators 
recruit, train and currently support about 32 mentors. Each mentor provides support to two 
to three carers during the course of the terminal illness and one year post bereavement. 
 
LifeCircle mentors are usually locally based and offer an enhancement to services 
provided by palliative care staff. LifeCircle relies on organisational and private 
donations/funding to conduct its programs and services, including its mentoring program. 
LifeCircle’s ability to expand this program is limited by the availability of funding for co-
ordinators and for mentor training and support.  
 
LifeCircle provides a nation-wide telephone counselling service from 9am-9pm for people 
affected by a serious or potentially terminal illness. It is staffed by professionally trained 
volunteers, who have either been carers for someone with a terminal illness or who have 
been through a life-threatening illness themselves. 
 
In addition, LifeCircle conducts “Life Matters” information sessions that provide information 
about preparing for the future to seniors living at home, in residential communities and with 
their families. LifeCircle’s annual conference, “Live Talk Die,” aims to promote 
conversations in the wider community about dying and death. LifeCircle has also 
developed help sheets which it distributes at its “Life Matters” events and through its 
website. These provide information about what to expect at end of life and how to address 
end of life issues. 
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Cancer Council NSW 
 
Cancer Council NSW provides a wide range of services that can be accessed by people 
with cancer and their carers, including information, practical, financial, legal and emotional 
support. Support is provided via different mechanisms including: online and telephone; 
through support groups (online, telephone and face-to-face); peer support; and online 
discussion forums.  
 
In 2010-11, 8092 patients and carers accessed the Cancer Council NSW Helpline, and 223 
telephone support group sessions were held. Through the Financial Assistance Scheme, 
Cancer Council NSW assisted 1573 cancer patients and carers with emergency financial 
support.  Over 1000 cancer patients and carers were provided with pro bono legal or 
financial advice through the Legal Referral Service and the Financial Planning Referral 
Service.1    
 
In some geographic locations in NSW, Cancer Council NSW is involved in fostering 
regional networks around palliative care, as well as joint practical support projects. Cancer 
Council NSW also undertakes advocacy around palliative care. 
 
Other services specifically provided by Cancer Council NSW for people with more 
advanced cancers include telephone support groups. Publications and multi-media 
resources have been developed about cancers with high mortality rates. 
 
 

Responses to sections of the Discussion Paper 
 
 

Section 2.3 Health promoting palliative care 
 
Cancer Council NSW and LifeCircle consider that health promoting palliative care is an 
appropriate construct to underpin the development of the policy statement of Palliative 
Care NSW.  The policy statement could be strengthened by showing the clear links 
between palliative care and the “Ottawa Charter for Health Promotion” which underpins 
health promotion practice. Authors such as Rosenberg and Yates have undertaken work in 
this area.2  
 
 
Section 6.1.1. Advance care planning 
 
Feedback through the Cancer Council Legal Referral Service suggests that confusion 
exists amongst community members and hospital staff about enduring guardianship and 
advance care directives. For example, hospital staff may not know how to deal with 
advance care directives due to uncertainty about the legal status of these documents. The 
number of pro-forma documents available for advance care directives adds to this 
confusion.  
 
Initiatives have been undertaken at a local level to address confusion associated with 
advance care planning. For example, on the Central Coast, the carer support unit attached 
to the regional hospital has provided education to hospital staff about advance care 
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planning. In addition, “Life Matters Workshops” conducted by LifeCircle in partnership with 
Cancer Council NSW and the Carer Support Unit, Gosford Hospital, have been held over 
the last eighteen months in the region, with 50-100 participants attending at a time. These 
workshops have provided information about advance care planning and have been 
promoted through nursing homes, general practitioners, pharmacists and other appropriate 
networks.  
 
The “National Palliative Care Strategy 2010” supports the roll-out of advance care 
directives across all sectors, including addressing any barriers to uptake.3 A multi-strategic 
approach such as that implemented on the Central Coast involving both hospital staff and 
community members will assist in reducing confusion about advance care planning.   
 
The policy statement from Palliative Care NSW should include strategies to encourage 
NSW Health and private hospitals to develop initiatives at a local level so that hospital staff 
members are able to understand and comply with advance care directives. 
 
 
Section 6.1.3 Carers and volunteers 
 
Issues for carers 
 
Carers of people with a terminal illness may face a number of challenges. Often carers feel 
quite disenfranchised. This can be the result of a number of factors including not being 
acknowledged by health professionals as part of the care team. Privacy issues relating to 
the disclosure of information about medical care can add complexity. Complex dynamics 
can also occur between the carer and the person with a terminal illness that may contribute 
to the carer feeling marginalised. 
 
Because the focus of care is primarily on the patient, carers may be reluctant to express 
their own needs.4 The needs of carers may also be overlooked by health professionals. 
Carers are often not seen as their own person, but rather are linked to the person with a 
terminal illness – and that is often how carers perceive themselves. As carers frequently do 
not identify themselves as “carers,” this can be a barrier to accessing services.  
 
Services  
 
Studies have shown that carers of people with a terminal illness need: psychological 
support (emotional, social, bereavement and spiritual); information; help with personal, 
nursing and medical care for the patient; out-of-hours and night support; respite care; and 
financial support.5 
 
While there are a range of service models available to carers in NSW, the provision of 
support to carers, particularly those of people with life-limiting diseases, is patchy. It is 
critical that services be mapped to identify availability and gaps.  This would assist in 
ensuring appropriate referrals and service planning.  
 
A range of different service models are required for carers of people with a terminal or life 
threatening illness. These include: access to respite care for carers; access to 24 hour 
telephone support (that includes medical advice); group and individual support (such as 
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online or telephone support); peer support; and bereavement support. Models of service 
delivery need to take into account the constraints on carers associated with their caring 
roles, as well as cultural preferences about the mode of service delivery and ways of 
dealing with death and dying. 
 
Access to 24 hour support (including medical advice) is vital for carers.6 Carers of patients 
with end stage disease are particularly vulnerable at night and at any time that normal 
healthcare services are not available. Strategies to deal with queries and forward planning 
may help to avoid crisis situations and unnecessary transfers to hospital emergency 
departments. This means that services should design mechanisms to provide support day 
and night, for example dedicated telephone lines.7 
 
Cancer Council NSW and LifeCircle support Palliative Care Australia’s position regarding 
the provision of access to residential and flexible at-home respite arrangements to assist 
carers to sustain their role in caring for someone approaching the end of life.8 As carers 
often do not want to leave the dying person, a diversity of types of respite care (in home 
and in institutions) is required.9  
 
In relation to the provision of respite care for carers through the Commonwealth, there is 
some confusion about the eligibility for respite services of carers of people aged under 65 
with a terminal illness. Anecdotally, within one region of NSW, access to these services for 
terminally ill people has been denied because they were not receiving a disability pension.  
 
Palliative Care NSW’s policy statement should strongly reflect the need to provide 
comprehensive support, including bereavement support, access to respite care and access 
to 24 hour support for carers of people with a terminal or life threatening illness. 
 
Volunteers 

 

The involvement of volunteers is integral to the ability of Cancer Council NSW and 
LifeCircle to achieve their objectives.  Based on the experience of our organisations, 
appropriate volunteer support and matching of volunteers to roles is essential. For those 
involved in offering emotional/practical support to people who are terminally ill or their 
carers, this includes regular debriefing and training. 
 
Some palliative care teams within local health districts also involve volunteers in a range of 
activities to support their clients, providing services such as transport, respite and 
emotional support.10 Appropriate staff time and local health district volunteer policies are 
required to support these volunteers. Volunteer policies within local health districts have 
usually been developed to cover hospital-based volunteering, not volunteering within the 
community, which can include a much wider range of roles. 
 
Volunteers can bring unique skills to a situation. For example, the LifeCircle telephone 
service for people affected by a serious or potentially terminal illness is staffed by 
professionally trained volunteers, who have either been carers for someone with a terminal 
illness or who have been through a life-threatening illness themselves. 
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Palliative Care NSW’s policy statement should emphasise the essential role and skills of 
volunteers in relation to palliative care and the importance of adequate training, support 
and recognition of volunteers.  
 
Section 6.1.4. Culturally appropriate care 

 

There is a need for training and education within the health/aged care sector and amongst 
volunteers that encourages cultural competence. Strategies to recruit staff and volunteers 
from a diverse range of backgrounds and language competencies are required. When 
developing services, consulting with and involving a diverse range of potential users/user 
organisations can assist in the development of appropriate service models. 
 
Cultural preferences for the delivery of palliative care should be reflected in service models 
and the layout of facilities.  For example, within a palliative care facility, access to outdoor 
areas may be important for Aboriginal and Torres Strait Islanders. The physical layout of 
palliative care facilities should allow for the presence of large family groups as visitors. In 
addition, the provision of private space and double beds may allow for expressions of 
intimacy.  
 
Cancer Council NSW and LifeCircle support the call for a palliative care system that is 
culturally competent, appropriate and safe.11 
 
 
Section 6.2.1 Community awareness 
 
There is a substantial need for increased community education and forums for discussion 
about death and dying. Many people find it difficult to talk about dying and are reluctant to 
have these discussions.12  Different cultural perspectives influence how death and dying 
are discussed. 
 
Strategies to increase community understanding of palliative care are required. A common 
myth is the belief that palliative care is only for people with a few months left to live. This 
affects the willingness of people to access services early on for pain management and 
enhanced quality of life.  In the United Kingdom the terminology “supportive and palliative 
care” is used by some organisations to address this misconception. This approach should 
be further explored. 
 
In order to address community awareness, LifeCircle actively promotes community 
discussion of death and dying. It’s “Life Matters” information sessions provide information 
about preparing for the future to seniors living at home, in residential communities and with 
their families. These sessions frequently attract audiences of 50-100 people and provide 
information about a range of matters including advance care planning, guardianship, 
palliative and respite care, as well as lighter topics such as laughter therapy.   Expanding 
programs conducted by organisations such as LifeCircle will assist in building the capacity 
of the community to deal with death and dying. 
 
At a local level, understanding of palliative care, as well as issues relating to death and 
dying could be enhanced through the resourcing of community development/health 
promotion positions within local health district palliative care services. These positions 
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could have a role in promoting communication between services, community and service 
provider education, volunteer support, as well as assisting in the adoption of a health 
promoting approach to palliative care. 
 
Palliative Care Week provides an opportunity to raise awareness of palliative care services.  
However, there appears to be minimal community awareness of Palliative Care Week. 
Broader community education strategies with greater reach are therefore required.  
 
The Ottawa Charter for Health Promotion emphasises the importance of community action 
and creating supportive environments in relation to health. Palliative Care NSW’s policy 
statement should emphasise the importance of both local and broad-based strategies to 
inform and empower communities to deal with end of life matters. This is in line with the 
goals of the National Palliative Care Strategy 2010.13 

 
 
Section 6.3.1 Co-ordinated integrated care 
 
There is a range of existing palliative care services across NSW. A variety of factors 
influence access to these services including the availability of specialised palliative care 
services and barriers to early referral to palliative care. The availability of appropriate 
support services impacts on the ability of people with a life threatening or terminal illness to 
die at home.  
 
Existing services 
 
The type and extent of palliative care services varies from region to region across NSW. 
There are differences in models of care, access to after-hours services and the availability 
of specialist and primary health providers.14 Current service models include: dedicated 
palliative care beds within hospitals; hospices; peer support; 24 hour telephone support for 
those linked to palliative care services; and community nursing support.  In addition, 
LifeCircle provides telephone counselling for those affected by a serious or potentially 
terminal illness nation-wide.  
 
Early referral 
 
Mechanisms are required to promote earlier referral to palliative care services so that 
services can be put in place to improve quality of life.  A number of factors may contribute 
to late referral including community members, specialists and general practitioners being 
unaware of the role of palliative care services in enhancing quality of life prior to the final 
stages of a terminal illness.15 In some cases, people with a terminal illness and/or their 
health practitioners may experience denial about the severity of the illness and the need for 
specialised care.  
 
The experiences of those who have accessed palliative care at an earlier stage may be 
useful in allaying some of these concerns that contribute to delayed referral to palliative 
care. In some of the support groups that Cancer Council NSW has conducted, the 
testimony of group members who have accessed palliative care services early has 
encouraged other group members to access services at an earlier stage. 
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Adequate and appropriate service provision 

 
Appropriate services are required to support those who wish to die at home, regardless of 
their geographic location. This includes access to community palliative care services and 
support for carers. 
 
Several studies have found that most Australians, when asked where they would prefer to 
die, nominated their home as their preference.16 A 2011 study found that of those 
Australians surveyed who had thought about where they would like to die, 74% said that 
they wanted to die at home.17  
 
While many people express a preference for dying at home, in reality only 16 percent die at 
home, with 20 percent dying in hospices, 10 percent in nursing homes and the remainder 
in hospitals.18   Even though many people may wish to die at home, a health incident can 
result in some people ending up dying in hospital. On the part of carers, there may be fear 
associated with knowing how to deal with death and dying. Much of this may be associated 
with lack of knowledge about what may happen and what action to take.  
 
Services such as community palliative care are essential to assist in situations where 
people are dying at home. Access to 24 hour support and medical advice (for example 
through telephone support) for people with a terminal illness and their carers can assist in 
allaying such fears and can help to reduce unnecessary admissions to emergency 
departments and intensive care units.19 It is essential that such services are available in all 
rural areas, as well as in urban areas. Other mechanisms may also need to be put in place 
to reduce unnecessary hospital admissions. Establishing protocols with the ambulance 
service and emergency departments in hospitals can assist in avoiding unnecessary 
hospital admissions. 
 
Community palliative care can be cost-effective. Enhancing community palliative care 
service provision can assist in reducing hospital costs. Hearn and Higginson have 
demonstrated improved patient and carer satisfaction when specialist palliative care teams 
are involved. More patient and family needs are identified and dealt with, time in acute 
hospitals is reduced and costs of overall care are reduced.20 
 
In some areas of NSW there is a need for additional resourcing of palliative care services. 
For example, within the Central Coast area there are no specialised hospital palliative care 
beds. While there are now 5-6 specialised palliative care nurses for the Central Coast, 
some of these positions have only recently been established and there is still insufficient 
capacity. Cancer Council NSW staff on the Central Cost report that the shortage of 
resources for palliative care on the Central Coast has resulted in people being referred to 
palliative care services at a later stage of their illness.  
 
Palliative Care NSW’s policy statement should have an emphasis on adequate resourcing 
of palliative care services across all regions of NSW. This should include provision for 
access to 24 hour advice and support (including medical advice) for people with a terminal 
illness and their carers. Cancer Council NSW and LifeCircle support the expansion of 
integrated models of care that support the ability of people with a terminal illness to stay in 
their home. 
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Section 6.3.2 Workforce 
 
General practitioners often provide ongoing support for a person with cancer.  Education 
for general practitioners is required to address gaps in understanding about palliative care, 
barriers to referring to palliative care, conducting palliative care assessments, as well as 
advance care planning. Continuing professional education in relation to palliative care 
should also be provided for specialist and other health professionals who interface with end 
of life care.  
 
Cancer Council NSW and LifeCircle support the recommendations in domain 10 of 
Palliative Care Australia’s publication “Health system reform and care at the end of life: a 
guidance document”21 relating to core competencies and training for health care and aged 
care workforces and consider that these recommendations should be reflected in the 
Palliative Care NSW Position Paper. 
 
Conclusion 
 
Cancer Council NSW and LifeCircle consider that health promoting palliative care is an 
appropriate construct to underpin the development of the policy statement of Palliative 
Care NSW.  The policy statement should emphasise the importance of adequate training, 
support and recognition of volunteers, as well as the need for both local and broad-based 
strategies to inform and empower communities to deal with end of life matters. 
 
The policy statement should also strongly reflect the need to provide comprehensive 
support for carers of people with a terminal or life-threatening illness, including 
bereavement support and access to respite care. It should also reflect the need for 
adequate resourcing of palliative care services across NSW, including access to 24 hour 
support and advice (including medical advice) for people with a terminal or life threatening 
illness and their carers.  
 
Cancer Council NSW and LifeCircle support the call for a palliative care system that is 
culturally competent, appropriate and safe.22 In addition, within the Palliative Care NSW 
policy statement, an emphasis is required on developing core competencies and training 
for health care and aged care workforces, as well as initiatives directed at ensuring that 
hospital staff members are able to understand and comply with advance care directives.  
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