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Submission to the Inquiry into Multiculturalism in Australia

Palliative Care Victoria

Palliative Care Victoria thanks the Committee for the opportunity to make a submission to the
Commonwealth Parliament’s Inquiry into Multiculturalism in Australia.

Palliative Care Victoria is the peak body representing palliative care services, consumers and their
families, and those with an interest in palliative care in Victoria. Our vision is optimal for all
Victorians. Palliative Care Victoria is a member of Palliative Care Australia.

What is Palliative Care?

The World Health Organisation (WHO) defines palliative care as an approach that improves the
quality of life of patients and their families facing the problem associated with life-threatening
illness, through the prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems whether physical, psychosocial
and spiritual.

Palliative Care as it is understood and practised in Australia involves a holistic approach,
including recognising cultural needs.

Palliative Care and Culturally & Linguistically Diverse Communities

Palliative Care Australia and its member organisations have adopted a position statement
regarding Palliative Care and Culturally and Linguistically Diverse Communities. This clearly
outlines importance of respecting and responding to cultural and linguistic diversity in the
provision of high quality palliative care and end of life care for all Australians. It also articulates
actions required to promote this outcome.

We invite the Committee to consider this Position Statement, attached.

This cultural diversity contributes to varying cultural expressions and ways of dealing with death
and dying, as summarised by Paul C Rosenblatt:

“Across cultures, people may differ in what they believe and understand about life and death,
what they feel, what elicits those feelings, the perceived implications of those feelings, the way
they express those feelings, the appropriateness of certain feelings, and the techniques for
dealing with feelings that cannot be directly expressed... To help effectively, we must
overcome our presuppositions and struggle to understand people on their own terms'

" World Health Organisation, WHO definition of Palliative Care, 2008,

http://www.who.int/cancer/palliative/definition/en/ accessed 16 May 2011,

2 Rosenblatt, Paul C, 1993, Cross-Cultural Variation in the Experience, Expression and Understanding of
Grief, In: Irish, Donald P, Lundquist, Kathleen F, Nelsen, Vivian Jenkins (editors), 1993, Ethnic Variations in
Dying, Death and Grief, Taylor & Francis, USA, P18.
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Respecting and responding to this cultural diversity are an everyday Australian reality for service
providers and the broader community when it comes to providing support that recognises the
unique needs of a person living with a terminal illness and their family and carers.

There are thirteen national standards for palliative care that were first developed in 19943 in
consultation with the palliative care sector and broader community. These are used to assess and
promote the quality of palliative care services. The fundamental importance of culturally inclusive
and responsive services provided by culturally competent personnel is reflected throughout the
standards.

In Victoria, around 18,000 people are cared for by palliative care services each year. These
services are closely interlinked with their local communities and work in partnership with culturally
diverse families and volunteers to care for people living with and dying from a terminal illness.

National Policy Commitment to Multiculturalism

Australia is a multicultural society. This factual reality is evidenced in the demographic data
showing that Australian residents come from over 230 different countries, speak over 300
languages (not including the numerous aboriginal languages of our Australia’s first people) and
are affiliated with over 100 religions. Victoria is the most culturally diverse state in Australia.

As the most culturally diverse state in Australia, 23.8% of Victoria's population was born overseas.
43.69% of Victorians were either born overseas, or have a parent who was born overseas.
Victorians come from more than 200 countries, speak more than 230 languages and dialects
and follow more than 120 religious faiths.

The Ethnic Communities Council of Victoria has said in their submission to this inquiry:

“[multiculturalism] recognises that there must be equality of cultural circumstance’ as much
as equality of opportunity. This means that while we may be ‘different’ as individuals,
communities and cultures, we aim to achieve equality without relinquishing difference and
within the legal and social parameters in Australia.”*

We support this statement and a national policy commitment to multiculturalism in Australia.
A national policy commitment to multiculturalism in Australia:

e Recognises our current demographic reality and future demographic destiny;

e Affirms the importance of culture to the health and wellbeing of individuals, families and
communities;

e Acknowledges that cultural and linguistic diversity is part of our rich social capital and
evolving national heritage and identity;

o Affirms socially inclusive rather than discriminatory practices;

3 Palliative Care Australia website Standards for providing gquality palliative care for all Australians
4th edition) accessed 16 May2011

4 ECCV (5 April 2011) Submission to the to the Commonwealth Parliament’s Joint Standing Committee on
Migration Inquiry info Multiculturalism and the Contribution of Migration to Australian Society, pg?2
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e Supports an ethos of a ‘fair go’ for all; and

e Provides an important philosophical underpinning that reflects our vision and values and
informs policies.

When we understand the culturally and linguistic diversity within our multicultural communities,
we are much better able to plan, provide access to, and deliver high quality culturally responsive
and inclusive services. We are also more likely to create an environment and associated
opportunities that promote health and wellbeing, participation in community life and engaged
and productive communities across Australia.

The Rights of all Australians to Live and Die Well

“The consequences of culturally inappropriate care can include psychological distress and
unnecessary suffering for the patient, family, carers and community.” >

Our aim is to provide palliative care services to all Australians, when and where they need it, and
to provide them with holistic care that responds to their unique needs and aspirations. To achieve
these goals we must recognise, respect and respond to the specific cultural and linguistic context
and needs of each person and their family. This requires culturally competent staff and an
associated funding and policy context that is conducive to these outcomes. Service components
that respond to cultural and linguistic diversity must be seen as core elements not discretionary
add-ons. Language services, for example, are crucial in enabling people to make informed
treatment and end of life care decisions, so important in maintaining a sense of autonomy and
dignity.

Culturally responsive services have a major impact on the quality of life of terminally ill people
and their families. It is not possible to assist a person to die well while disregarding their cultural
needs. Failure to provide culturally responsive care can lead to complex grief responses among
family members.

Our culture and language are an integral part of our identity, our experience and our social
interactions. They are as important to us when we are dying.

A policy commitment to multiculturalism protects the rights of all Australians to express their
cultural identity - their languages, religions, cultural beliefs and practices — with equality.

In the context of palliative care services, a policy commitment to multiculturalism endorses the
importance of providing equity of access to people from CALD backgrounds to culturally inclusive
and responsive palliative care services provided by culturally competent staff — thereby ensuring
all Australians not only have the opportunity to live well but to die well.

® Palliative Care Australia website position statement on ‘Palliative Care and Culturally and Linguistically
Diverse Communities’
http://www.palliativecare.org.au/Portals/46/Policy/PCA%20Culturally%20and%20Linguistically%20Diverse%20
Communities%20and%20Palliative%20Care%20Position%20Statement.pdf accessed 16 May 2011
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PALLIATIVE CARE AND CULTURALLY AND
LINGUISTICALLY DIVERSE COMMUNITIES

Palliative
.. Care
Position Statement Australia

Palliative Care Australia is the national peak body established by the collective membership of eight state
and territory palliative care organisations and the Australian and New Zealand Society of Palliative
Medicine. Together the Palliative Care Australia members network to foster, influence and promote local
and national endeavours to realise the vision of quality care at the end of life for all.*

Palliative Care Australia believes

® Quality care at the end of life is realised when it is individualised to meet the person’s needs and
upholds their preferences which are based on many factors, including individual cultural beliefs.

® The process of dying, perhaps more than any other moment in the course of medical care, can
accentuate cultural differences between patients, families, and providers.2

® Quality care at the end of life is realised when strong networks exist between specialist palliative care
providers, primary generalist, primary specialist and support care providers and the community —
working together to meet the needs of all people.

®* The consequences of culturally inappropriate care can include psychological distress and unnecessary
suffering for the patient, family, carers and community.

® As Australia’s cultural diversity increases, cultural misunderstandings resulting in the provision of
inappropriate end-of-life care to people from linguistically and culturally diverse backgrounds has the
potential to grow.

® There can be issues with translators and medical interpreters where they do not feel able to honestly
relay information due to their own cultural beliefs.

® Respecting and being sensitive to people from diverse cultural and linguistic backgrounds and their
community ties is integral to the delivery of quality care at the end of life.

® Cultural practices are not the sole determinants of patient preferences and there may be significant
individual differences within communities.

®* The needs of older people from culturally and linguistically diverse communities and new and emerging
communities raise broad equity and access issues.

® The cultural implications of patient autonomy in regard to decision making, acceptance and utilisation
of advance directives, and truth telling must be understood and respected on a case-by-case basis.

¢ All health professionals must have a proactive engagement in culturally and linguistically diverse
issues, and therefore need a level of cultural competence when caring for people from different cultural
backgrounds and the knowledge of when and how to consult further cultural expertise when required.

* The experience of care and the nature of death have as significant an influence on the subsequent
grieving process of people from culturally and linguistically diverse communities as they do for people
in the mainstream Australian community.

Palliative Care Australia | Suite 4, 37 Geils Court, Deakin ACT 2600 | PO Box 24, Deakin West ACT 2600
t: +612 6232 4433 | f: +612 6232 4434 | e: pcainc@palliativecare.org.au | w: www.palliativecare.org.au

Patron: Her Excellency Ms Quentin Bryce, AC, Governor-General of the Commonwealth of Australia



Palliative Care Australia calls for

® adoption of initiatives that build the cultural awareness and cultural competence of the broad health
care workforce

— a commitment by governments to education and training that builds the cultural competence of
Australia’s health workforce through undergraduate, postgraduate, vocational and continuing
professional education

¢ flexibility in models of end-of-life care to accommodate the care preferences of people from culturally
and linguistically diverse backgrounds

® training, funding and resourcing of cultural liaison officers with the necessary skills, experience and
knowledge

® resourcing and actively utilising community consultation mechanisms to ensure local palliative and end-
of-life care services develop a clear understanding of the needs of the communities they serve and
develop appropriate strategies to meet these needs

® availability of and support for qualified and trained translators and medical interpreters who can ensure
effective, efficient and reliable communication between health professionals and patients, their families
and carers, particularly at the end of life*

— development of protocols for health professionals to guide the use of interpreting and translation
services, including addressing the issue of people not feeling able to honestly relay information due
to their own cultural beliefs

® commitment to community capacity building in relation to palliative and end-of-life care through

— the provision of comprehensive health information in a range of community languages, including
information that specifically addresses concerns communities have about particular health issues
such as privacy and confidentiality

— specifically targeted health promotion programs to develop community capacity to access
appropriate care when required

® systematic research in the Australian context of the cultural implications for quality care at the end of
life to reliably inform policy and funding decisions.

Background

Differences in beliefs, values, and traditional health care practices are of particular relevance at the end of
life.® As noted by Krakauer et al, culture, even for people who do not usually follow traditional practices, is
particularly important in shaping attitudes about dying, death, and preference for end-of-life care. Clinicians
also hold strong culturally determined beliefs about dying and death and these inform their practices in
caring for people who are dying.’

Health care providers must recognise that the basic values, principles, and assumptions of western
medicine and bioethics are themselves culturally determined and may be alien to patients from different
cultural backgrounds. The concept of “good”, of what is beneficial and right for the patient, is influenced by
the cultural framework from which the health professional comes and from their personal and professional
experiences.” These culturally informed actions can be in conflict with the desires of the patient.

However, it is important to realise there can be tremendous diversity within specific ethnic groups manifest
through wide variation of beliefs and behaviours.? It is important to avoid the danger of a ‘cookbook’
approach to diversity which could compound misunderstandings. People may uphold certain cultural
practices, or they may in fact be agents for change within a certain culture, for example, within second
generation immigration populations. Furthermore, cultures change and evolve over time. °

Palliative care and culturally and linguistically diverse communities — Position Statement



Increasing CALD constituency

As a result of profound worldwide demographic change, doctors and other health professionals will
increasingly care for patients from cultural and faith backgrounds other than their own. Australia is one of
the most culturally diverse countries in the world and will remain that way for generations to come. In
Australia, over 300 languages are spoken, more than 100 religions and beliefs are practised and many of
the world’s ethnic groups are represented from over 230 different countries. Further, Australia’s ageing
culturally and linguistically diverse population is experiencing more rapid growth than the general
population and by 2011 it is estimated that over 1 million Australians over 65 will be from culturally and
linguistically backgrounds.™

Individualising care
Whilst there may be cultural specifics broadly applicable to people from similar cultural backgrounds, and

these may guide the delivery of care, ‘patients should never be approached as empty vessels, as the
bearer of particular cultures’."’ Rather, patient care should be individualised, taking into consideration a

range of factors. ‘Care is, in the end, given to a particular individual, here and now, in his or her time and
place and particular circumstances.’*

Patient autonomy and other cultural considerations

The concept of patient autonomy and patient-directed care is a key principle in the Australian health
context. This approach is not equally applicable across cultural groups and can thus cause ethical
dilemmas for health professionals who associate autonomy with the right to know. In some cases,
physician and family based decision-making may be preferred over patient autonomy: family duties and
obligations take precedence. " Diagnosis may be first conveyed to the family and indirect nuances
preferred over truth telling in relation to prognosis. The patient may exercise the right not to know. 1

Furthermore, tools and treatments considered integral to the provision of quality care at the end of life are
not universally accepted. Advance care directives may be seen as prolonging autonomy when autonomy is
not sought. There are also large variations in attitudes towards pain relief.'

Other cultural considerations include:

® care setting — there may be strong resistance to institutionalised care
® Janguage and communication - English language skills not universal
® role of the family in caring

¢ diet and food

® personal care rituals

¢ specific cultural beliefs and religious practices.

Building cultural competencies in health

Quality, appropriate and comprehensive care is culturally sensitive and requires health professionals to
understand each patient’s view of their situation and their expectations of the mode of decision making and
type of care that should follow.®

Lickiss'” identifies cultural competence as constituting more than an awareness of a range of customs.
Cultural competence includes, but is not limited to:

® communication issues, including disclosure and consent

®* modes of decision making — how or when is the patient or family involved, the role of advance care
planning

® concepts of disease, the meaning of pain and other symptoms

® ways of conceptualising death and dying in relation to the rest of life

® customs surrounding death, burial or cremation, and bereavement

® attitudes to medication (especially opioid drugs and sedatives) and to nutrition

® privacy issues

® spiritual matters, as well as religious issues, including rituals.

It is not realistic for health professionals to understand the breadth of cultural beliefs in relation to illness.
However, it is reasonable that they understand this in relation to populations they see often, and have the
skill to identify when they need further assistance and the pathways to access this assistance.

Building community capacity
Culturally and linguistically diverse communities may not have the same approach to health issues as the
western medical system. These differences include:

® individualism versus collectivism
® definition of family

Palliative care and culturally and linguistically diverse communities — Position Statement



® common views on gender roles and care of older adults
® communication patterns — direct versus indirect, nonverbal
® views of physicians, suffering and afterlife.

From the community perspective, the capacity of culturally and linguistically diverse communities to
interact positively with the health care system can be seriously hampered by a number of factors:

® Jack of knowledge about available health and social services

¢ fears the health care system will not understand and respect their health care needs, belief systems,
and patterns of health service use

* |ow levels of literacy in English and first language.®

In partnership with efforts to improve the cultural competence and responsiveness of the health system,

much can be done to improve the capacity of culturally and linguistically diverse communities to interact

positively with the health system through the provision of educational materials in community languages

and the empowering of communities to provide information to the health system on culturally appropriate
approaches to care.

"The following definitions of end of life, end-of-life care and palliative care are used throughout this position paper.

End of life: That part of life where a person is living with, and impaired by, an eventually fatal condition, even if the prognosis is
ambiguous or unknown.

End of life care: End of life care combines the broad set of health and community services that care for the population at the end of their
life. Quality end of life care is realised when strong networks exist between specialist palliative care providers, primary generalist
providers, primary specialists, and support care providers and the community — working together to meet the needs of the people
requiring care.

Palliative care is specialist care provided for all people living with, and dying from an eventually fatal condition and for whom the primary
goals is quality of life.

Palliative Care Australia, Palliative and end-of-life care glossary of terms, Palliative Care Australia, Canberra, 2008.

2 E Krakauer, C Crenner & K Fox, ‘Barriers to optimum end-of-life care for minority patients’, Journal of the American Geriatrics Society,
vol. 50, January, 2002, pp.182-190.

% Palliative Care Australia, Strategic Plan 2008-2011, Palliative Care Australia, Canberra, 2008.

‘L Crawley, P Marshall, B Lo & B Koenig, ‘Strategies for culturally effective end-of-life care’, Annals of Internal Medicine, vol. 136, no.
97, May, 2002, pp. 673-679.

° bid.

® E Krakauer, C Crenner & K Fox, op. cit.

"L Crawley, P Marshall, B Lo & B Koenig, op. cit.

J Lickiss, ‘Approaching death in multicultural Australia’, Medical Journal of Australia, vol. 179, no. 6 supplement, 2003, pp. S14-S16.

8 H Searight & J Gafford, ‘Cultural diversity at the end of life: issues and guidelines for family physicians’, American Family Physician,
vol. 71, no. 3, February, 2005, pp. 515-522.

? Lickiss, op. cit.

'% National Health and Medical Research Council, Cultural competency in health: a guide for policy, partnership and participation, 9
December, Australian Government, Canberra, 2005.

" BA Koenig in J Lickiss, op. cit.

'2J Lickiss, op. cit.

3 F Kanth, Cultural competence in end-of-life care for Asian Indian immigrants, 8 September, research presentation, Dalhousie
University, Canada, 2006.

L Crawley, P Marshall, B Lo & B Koenig, op. cit.

K Chater & C Tsai, ‘Palliative care in a multicultural society: a challenge for western ethics’, Australian Journal of Advanced Nursing, vol.
26, no. 2, December 2008/February 2009, pp. 95-100.

K Chater & C Tsai, op. cit.

® H Searight & J Gafford, op. cit.

'® Lickiss, op. cit.

" ibid.

'® Federation of Ethnic Communities’ Councils of Australia, Improving health and well-being outcomes for Australians from culturally and
linguistically diverse backgrounds, Health policy statement, FECCA, Canberra, 2007.
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