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3 Factors influencing
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The key to providing culturally appropriate palliative care to Aboriginal and
Torres Strait Islander people is to acknowledge the diversity of cultural needs
within this group and to work in collaboration with the patient, their family, the
Aboriginal and Torres Strait Islander community, and local Aboriginal and Torres
Strait Islander organisations in all aspects of the care process.

This approach supports the concept of cultural safety and minimises stereotyping.
The following pages contain important background information to assist in
implementing the principles. The information has been structured to provide:

e an overview of the issue

e insights into the potential impact of the issue on palliative care provision

e some ideas on addressing the issue.

Where possible, stories and case studies from consultation with Aboriginal and

Torres Strait Islander peoples, health workers and palliative care providers have
been included.
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-Fd&ors influencing the involvement of
- Aboriginal and Torres Strait Islander people

Cultural factors

Cultural factors may include:
e recognising cultural diversity

e acknowledging and valuing Aboriginal and Torres Strait Islander peoples’
identity

e choice of place of death

e family and kinship relationships

e who provides care

e  culturally appropriate consent

e ceremonies and practices

e treatment environment

e models of care provision

e post-death requirements and support
e loss and grief support

e funerals.




Factors influencing implementation

Recognising cultural diversity

Al Aboriginal culture in Australia is not homogenous. It comprises a broad
range of distinct cultural groups with distinct cultural practices,
%2 traditions and laws. Torres Strait Islander culture is distinct again, having

links with Papuan and Pacific Island cultures. Additionally, Aboriginal
and Torres Strait Islander people in rural, regional and urban areas may
have a mixture of traditional and mainstream needs.

Impact on palliative care provision

The diversity of Aboriginal cultures and the distinct Torres Strait Islander culture
means assumptions cannot be made about the requirements of a patient and/or
their family. What may be culturally appropriate for some people may be
offensive to others. ‘Cultural stereotyping’ can cause stress for patients and their
families. It can also lead to assumptions about the patient’s needs, and the ability
of the family to provide care.

Case study ...

An Aboriginal man living in a public housing area in a regional town in

Victoria was diagnosed with liver cancer and his condition was
deteriorating rapidly. The area in which he lived had a reputation for
vandalism, crime and alcohol abuse. He wished to remain at home for
what time he had left. Palliative care staff were concerned that he did not
have a carer living with him. His brother offered to come and care for
him in the terminal phase of his illness. Staff of the palliative care service
were concerned that the brother would be an unreliable carer, based on
their assumptions about the patient’s neighbourhood. When the man’s
brother arrived, staff discovered he was a company executive who had
arranged to work from his brother’s residence. His supportive care
enabled the man to die at home as he wished.

(Palliative care nurse, regional Victoria)
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-A-l:)"_o'ri-g_inal and Torres Strait Islander communities in regional and urban areas
got __oft'e'n include people from a wide range of geographical areas. There may be
: ré&}uiremenié specific to the birth/ancestral area of the person not shared, or
~-known, by others in the community.

Addressing this issue

2 tl o e Ensure that admission information gathered includes the specific cultural
. needs and preferences of the patient and their family. It may be necessary to
request assistance from local Aboriginal and Torres Strait Islander
organisations and Aboriginal Liaison Officers/Health Workers to source
information about cultural requirements which may impact on palliative care
provision.

e If the local area is not the person’s place of birth, Aboriginal and Torres Strait
Islander communities/ organisations will have contacts with other
communities throughout Australia to assist with gathering the relevant
information. This allows enquiries to be made quickly and effectively.

e  Establish information dissemination protocols which support security of
information to assist the smooth sharing of information and effective

continuity of care.
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| Acknowledging Aboriginal and Torres Strait Islander
peoples’ identity (disclosure/non-disclosure of
4 Aboriginal and Torres Strait Islander status)

“0 Data collection is a key tool in compiling evidence on the health and

wellness of Aboriginal and Torres Strait Islander people. Asking
Aboriginal and Torres Strait Islander status contributes to information
gathering and improves the status and priority of Aboriginal and Torres
Strait Islander peoples’ health in determining service provision and
funding. It also helps inform the future planning and development of
palliative care provision for Aboriginal and Torres Strait Islander people.

Impact on palliative care provision

A significant percentage of Aboriginal and Torres Strait Islander people have a
mixed heritage. The patient/family may not look Aboriginal and Torres Strait
Islander but still identify as such, and may be offended if they are not asked
about their status. Where it is considered by the patient/family to be ‘shameful’ to
request special considerations (for example, in meeting cultural needs), they may
not make their needs known.

On identifying Aboriginal and Torres Strait Islander people, it cannot be assumed
that they and/or their families will have cultural support requirements. Some
people may not wish their Aboriginal and Torres Strait Islander status to be
known and may be offended if they are treated differently to other people (this
may include people who have distinct Aboriginal and Torres Strait Islander
features).

* Case study ...

#§ When my mother was dying, she was particular in insisting that she
i didn’t receive care that was any different from other patients in the

hospital. She didn’t want to be treated like an Aboriginal person, even
though it was very obvious that she was.

(Aboriginal Elder, regional centre,
about her mother who had lived in a capital city for most of her life)
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-ms'mﬁé ‘instances the patient’s family is Aboriginal and Torres Strait Islander and

#a A

- .. will have cultural requirements and preferences to be addressed.

¢ e Establish standardised admission protocols to enquire as to the Aboriginal
and Torres Strait Islander status of all patients.
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Choice of place of death

Being able to ‘finish up’ in the place of their choice is very important to
many Aboriginal and Torres Strait Islander people with strong
connections to traditional lands playing an important cultural role.

Impact on palliative care provision

Cultural practices and requirements will vary from community to community, and
even within communities (particularly in urban areas). If a patient wishes to
return to their homeland to die, transfer arrangements will need to be planned
and supported. This may involve liaising with Aboriginal and Torres Strait
I[slander organisations and/or government departments to access funding,
organising transfer of equipment, disseminating information to other health
services and ensuring the required medication is available in the patient’s
community of birth.

Where specific ceremonies must be performed at the place of death before that
place can be used again (for example, a smoking ceremony) they need to be
identified in the planning process. Policies need to be flexible to accommodate a
range of specific cultural requirements. Special variations may be needed to some
policies and procedures to allow specific ceremonies to occur.

In some communities the place of death may need to be avoided for a certain
length of time before it can be used again. This can have major implications
where a facility is multi-purpose (for example, in acute care/aged care facilities).

Addressing this issue

e  Ask about the preferred place of death early in the process so that any wish to
return to traditional lands to die can be planned for and to support continuity
of care.
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& My father was a very important Torres Strait Islander man. It was
§ important that he went home. I gave up my job to build a traditional

o , fishing house in front of the fish traps. My father was a traditional man
e C and he needed to come back and die in a traditional house. He rested on
2 his place before leaving. It was preparation for the next journey.

(Torres Strait Islander Elder)

e Enlist the support of Aboriginal Health Workers and Aboriginal and Torres
Strait Islander organisations to explain the progression of the illness to the
community and arrange appropriate cultural support when the person returns

to their land.
e Include the family in planning for choice of place of death to help them
manage any potential dislocation caused if the patient chooses to pass away

in the family home.

- Case study ...

® [n the community [ work with it is important to work with the family.
& Most of our people choose to pass away in their community. Often the
family will build a special shelter so that the person can pass away in
their traditional land, but the family doesn’t have to vacate their house.

(Aged care coordinator, isolated Aboriginal community)
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Family and kinship relationships

Family/kinship rules may mean that certain people who would in the
mainstream system be regarded as distant relatives have strong cultural
responsibilities to the patient or members of the patient’s family.

How families respond to illness of a family member may also be significantly
affected by their place in the family structure.

Impact on palliative care provision

The position of the patient within their family (or extended family) may affect
their ability to meet appointments, access family resources and make decisions
relating to their care, as well as their choices about care. Some family decisions
may be different to mainstream notions of care of ill family members.

Kinship obligations can result in large numbers of relatives wishing to visit the
patient during the palliative period. This may also extend to viewing the body
and/or participating in post-death practices. Where this occurs, it can be very
distressing for family members to be subject to policies that specify a maximum
number of visitors.

Where the patient is an Elder or community leader, their condition has particular
implications for the community and the passing on of the cultural knowledge they
hold. Other members of the community (in addition to the family and extended
family) may need to pay their respects during the palliative process. Specific
ceremonies/practices related to the patient’s position as Elder/community leader
may also need to be carried out.

Addressing this issue

e Discuss cultural requirements and preferences early in the palliative process
so that the impact of family and kinship relationships can be managed.

e  Enlist the support of Aboriginal and Torres Strait Islander organisations as
required to assist with transport for appointments, home and community care
and personal care services.

e Consider room and bed placement where there is the possibility of large
numbers of visitors at any given time. A room/position near an entrance to
the external environment allows visitors to come and go as the need arises. It
may be necessary to relax visitor number policies.

e For care in the home, work with Aboriginal and Torres Strait Islander
organisations to support the family to cope with a large number of visitors (for
example, finding accommodation, sourcing funding for travel and identifying
and planning for family and kinship issues).
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: \ I Caregivers

Faﬁiily. and kinship relationships can dictate who is most appropriate to
provide care for the person. In some communities a person may have an
‘avoidance relationship” with the patient or their family, and for cultural
reasons cannot provide care. There may also be gender and/or age issues
to take into account. In some communities care may fall under the
restrictions of ‘women’s business’ or ‘men’s business’.

It may not be appropriate for a man to be cared for by female personnel (or a
woman by male personnel), or for a woman to be seen without clothing by male
medical personnel.

Impact on palliative care provision

Avoidance relationships and kinship relationships can determine whether
Aboriginal and Torres Strait Islander staff are able to provide care for a particular
patient.

‘We are Aboriginal and Torres Strait Islander peoples before we are nurses.
We are first nation people and intend to maintain our cultural heritage.’

(Abstract of Recommendations, Aboriginal and Torres Strait Islanders Nursing Forum, Sydney,
1997)

Addressing this issue

e  Consult the patient and family early in the process to identify the most
appropriate people to provide care and identify anyone culturally
inappropriate. Seek clarification as required from Aboriginal and Torres Strait
Islander staff, Elders, community leaders or Aboriginal and Torres Strait
I[slander people organisations.

e  (Check with Aboriginal and Torres Strait Islander staff about any avoidance
relationships which affect them. Explore alternative support mechanisms
where necessary (for example, Aboriginal and Torres Strait Islander staff
advising mainstream staff or supporting appropriate family/community
members to provide direct care).
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Culturally appropriate consent

For some Aboriginal and Torres Strait Islander peoples the mainstream
notion of ‘next of kin” may not be appropriate. A member of the
extended family, not the immediate family, may be the proper person to

give permission about care options. There may be different people who
must give consent at different stages in the palliative period, and
following death. In some communities a group of people may collectively
give consent on behalf of the family and the community.

The culturally appropriate person, or people, will vary depending on the specific
cultural group of the patient.

Impact on palliative care provision

In some communities failure to gain consent from the appropriate person can
have serious cultural repercussions. This may have ‘blame’ and ‘payback’
implications for the family. This can also involve the community holding the
provider and/or service to account over the treatment provided and the death of
the patient. This can impact on Aboriginal and Torres Strait Islander staff and also
affect the credibility of the palliative care service and future accessing of palliative
care support by community members.

Addressing this issue

e Identify early in the planning stages who is the culturally appropriate person,
or people, to give consent for treatment and develop strategies for obtaining
this consent. Services may need to consider liaising with health services in
the patient’s home country.

e  Where consent needs to be given by a specific person or group of people,
obtain ‘cultural consent’ for proposed treatment and enquire as to the
appropriate person/people to arrange transfer of the body for burial.

e  Where English is not the main language of the person and/or their family,
use an interpreter to seek consent and/or explain treatment/care issues so
that informed choices are made.
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I Ceremonies and practices

Dei:)'ending on the person’s cultural background and the strength of their
ties to cultural tradition, there may be specific ceremonies and practices
around death and dying (for example, blame and/or payback practices,

‘sorry business’, singing rituals and dances) which need to be addressed
during palliative care provision.

Some families may not have specific ceremonies but may have cultural practices
which they would like supported.

Impact on palliative care provision

These requirements can have a significant impact on palliative care provision,
palliative care personnel, and the reputation of the service. Some practices (and
consequences) may cause a conflict between cultural considerations and
professional duty of care for Aboriginal and Torres Strait Islander staff —
particularly when the patient dies unexpectedly.

! Case study ...

& A person was referred late to a palliative care service in a rural

community. The person was an Aboriginal Elder who was dying of end-
stage diabetes. When visited by the palliative care nurse, the person
appeared to be experiencing pain. Recognising that the person was close
to death, the nurse commenced a sub-cutaneous infusion of narcotic to
relieve the pain. She assumed the family recognised that the person
would most likely die in the next few hours. The person subsequently
died within an hour. The family blamed the nurse for the person’s death
although this was not the case. As a result, she and her family needed
police protection until a solution was negotiated by community leaders
and the palliative care service. After this incident there was very little use
of the palliative care service by the local Indigenous Australian
community.

) (Registered nurse, rural palliative care service)
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Families may not be willing to have the person ‘finish up’ at home (despite the
person’s express wish to do so) because of potential consequences.

Aboriginal and Torres Strait Islander staff in some areas may have cultural
responsibilities as part of ‘sorry business” which may affect their attendance at

work.

Addressing this issue

e Seek information from the patient and/or their family early in the planning
process, as cultural ceremonies and practices are specific to each community.
Seek clarification as required from the local community through Elders,
community leaders, Aboriginal and Torres Strait Islander Health Workers and
Aboriginal and Torres Strait Islander organisations.

e  Where the person has strong traditional ties to their community of birth, seek
information through Aboriginal and Torres Strait Islander staff or the local

community from the person’s community of birth.
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I Treatment environments

Soﬁie Aboriginal and Torres Strait Islander peoples may not feel
comfortable in a mainstream style hospital/hospice/aged care
environment. A person who has been used to spending significant time
outside (for example, an older person from a remote area), may find
mainstream style facilities with rooms, beds and routines confining.
Other people may be comfortable in the physical environment but find
the facility routines, or sharing a room with people of other cultural
backgrounds, uncomfortable.

For some Aboriginal and Torres Strait Islander communities it is an important
family responsibility for extended family members to visit the person. A person
can, and often does, have many visitors at a time — especially if they are a
community leader or Elder. This may cause problems where the patient is sharing
a room with others.

Impact on the provision of palliative care

Early self-discharge, unauthorised absences, withdrawal and/or aggressive
behaviour can indicate that an Aboriginal and Torres Strait Islander patient is
uncomfortable in the treatment environment. Early self-discharge disrupts
treatment routines, compounding the illness of the person. Valuable staff
resources, and time, can be wasted trying to track people who have ‘gone home’
or ‘gone with friends/relatives’.

Withdrawal may result in non-compliance with medication schedules, withdrawal
from food and/or lack of communication about pain and discomfort, and any
needs that the patient and their family may have.

Aggressive behaviour may be directed at staff members, particularly when the
patient is also in pain. The patient may deliberately not comply with medication
schedules.
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Addressing this issue

e Consult with the patient and family as cultural needs will differ, depending
on the cultural background of the person and the strength of their ties with
traditional ways of life. Clarify as required with local Elders, community
leaders, Aboriginal and Torres Strait Islander staff and/or Aboriginal and
Torres Strait Islander organisations.

e (Consider what modifications can be made to make the physical environment
more culturally appropriate (for example, using a room close to an external
exit, purchasing Indigenous artwork, allowing personal items).

e Consider whether such cultural requirements as traditional healers and/or
medicines, traditional food, and the support of Aboriginal and Torres Strait
Islander personal care services would provide comfort to the patient and
make the care environment feel more culturally safe.

Cultural safety: Valuing differences, avoiding assumptions, communication a
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f Models of care provision

In ébme instances the patient may wish to be cared for at home or in

{ their own community. For some Aboriginal and Torres Strait Islander
people, cultural requirements may be more important than treatment or
meeting physical needs. The medical model of care provision may not be
the most appropriate in providing support.

Past experiences with mainstream services (particularly for older Aboriginal and
Torres Strait Islander people) may have left a legacy of distrust. This can result in
some people not wishing to be cared for in an acute care hospital environment,
even though their treatment requirements may involve acute care hospital
equipment. Misunderstanding of the use of morphine and other aspects of care

can also be an issue.

Some Aboriginal and Torres Strait Islander people may prefer to be cared for by
Aboriginal and Torres Strait Islander personnel only. They may feel
uncomfortable having a palliative care service staff member in their home or a
clearly marked palliative care service vehicle at their home.

Some people may request traditional healers, traditional food and/or other
traditional practices as part of their care.

Impact on palliative care provision

The wishes of the patient and/or their family about care provision, environmental
and social conditions may necessitate flexible models of care.

Palliative care services may need to consider working with Aboriginal and Torres
Strait Islander organisations in auspicing care provision or supporting and training

family members to provide care.

A range of environmental and social conditions, particularly in remote areas
where some services are not readily available (or reliable), may necessitate
creative solutions to sourcing equipment and medication.



Factors influencing implementation

_,:1‘- Case study ...

ik & A very traditional lady was dying in a metropolitan city. She wished to

¥ remain at home with her family caring for her. The family provided all
the care. The palliative care service was really just there in the
background supporting the family with equipment and advice as
required.

This enabled the family to provide traditional care, knowing they were
supported by the mainstream health service and that their mother’s
desire for traditional care was being met.

The palliative care service was unsure whether there was more they
could have done to support the family. They were unsure of where to get
advice without asking the family too many questions — they didn’t want
to impinge on the privacy of the family. However, the family seemed
happy with the support provided.

(Metropolitan palliative care service)

Addressing this issue

e  Where the patient prefers to be cared for at home, support the family to
provide the palliative care. This may involve training in bathing, feeding,

toileting and administering medication, as well as organising respite care.

e Palliative care services/personnel may play a role in educating community
members in how they can support the patient and their family, thus helping
to meet the person’s choice of place to ‘finish up’, and helping
family/community members feel they have appropriately supported the
person in the ‘finishing up’ process.

e The family may need to be supported in providing care until the final time
when the person may need to be moved to hospice care, or to a special
‘shelter’, so that they do not die in the family home.
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ssg s ® @

oy i -Where the person and/or family prefer care to be provided by Aboriginal and
n-.:To-lzres Strait Islander personnel, support Aboriginal and Torres Strait Islander
_p.eople ‘orgamsatlons to provide direct care by providing training in care
procedures ‘observing the progress of the disease and supporting family
members.

Consider the role that Aboriginal Health Workers (or a trusted Aboriginal and
Torres Strait Islander community member) can play in helping the patient
and/or their family feel more comfortable with palliative care personnel by

accompanying them on home visits.

e  Where there are legal and/or ethical issues in supporting the palliative care
choices of the patient and/or their family, consult Elders and/or community
leaders about ways of minimising the impact of the issues.
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| Post-death requirements and support

For some Aboriginal and Torres Strait Islander communities it is
& particularly important to meet specific post-death requirements to fulfil
i cultural obligations.

In other communities it is important that the body is returned to the
community within a certain time so that specific rituals may be
commenced according to cultural law.

Case study ...

In our area it is really important for a lock of hair and piece of clothing to

¥ be returned to the community to prove that the person has passed away.

(Palliative care nurse, remote area)

In my culture, it would be really offensive for a lock of hair or piece of
clothing to come to the family. We don’t have this practice.

(Torres Strait Islander Elder)

Post-death practices/requirements will differ in different communities. For this
reason, it is important to enquire about them early in care planning.

For some Aboriginal and Torres Strait Islander peoples, post-death practices and
requirements may not differ markedly from those of mainstream people.
However, it is important not to assume this. For example, some urban Aboriginal
and Torres Strait Islander people have strong links to cultural traditions and may
have particular post-death requirements they wish fulfilled. The family of the
patient may need support to fully understand what mainstream official post-death
requirements need to be complied with (for example, which
authorities/government departments need to be notified, what information must
be provided et cetera).

Impact on palliative care provision

Where these post-death requirements are not met, there can be significant
cultural consequences for the family or considerable distress caused to the
family/extended family and community.

Cultural safety: Valuing differences, avoiding assumptions, communication a5
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IB:e-img_ denied access to viewing the body may mean family members (or culturally
iin-péft"ant community members, for example, Elders) cannot fulfil their
'r_esp'.onsibilities. This results in stress for the family and community. In some
'L__in'stance_s therelmay be consequences for the family and a loss of credibility of the
~“palliative care service with the community.

.:_: Case study ...

5__; A young man from a remote community died of leukaemia in a regional

: hospital. The Elder from the community arrived to view the body, to
ascertain death and carry out certain post-death practices which were
cultural requirements of that community. The Elder was denied access to
the body by hospital staff because he was not close blood kin to the
deceased person. This caused offence to the Elder who was an important
leader in the community, and considerable distress to the family.

(Aboriginal Health Worker, regional/remote area)

Other cultural requirements such as vacating or smoking premises after a death
and wailing/self-harm can impact on the operations of a palliative care facility. A
death on the premises can result in self-discharge of all Aboriginal and Torres
Strait Islander patients until the cultural requirements have been carried out.

Addressing this issue

e  Make sensitive enquiries early in the process about any specific post-death
requirements. Policies and procedures may need to be modified to
accommodate some practices.

e Palliative care services may act as brokers of information for the patient
and/or their family. Information needed may include details of services that
can be accessed and the requirements of government departments during
illness and after deaths. Aboriginal and Torres Strait Islander organisations
may be able to assist the patient and/or their family to access services during
the illness (for example, carer payments) and afterwards (for example,
funeral support funds).
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Loss and grief support

Research has shown that there is a large burden of unresolved grief in
Aboriginal and Torres Strait Islander people communities and this can
¢ influence reactions by the patient, their family and community to the

news of impending death and the death itself.

Forced relocation and the stolen generations, decimation of culture, past clashes
and the subsequent disempowerment of Aboriginal and Torres Strait Islander
people are still very close to some Aboriginal and Torres Strait Islander
communities — both urban and traditional. Older Aboriginal and Torres Strait
I[slander people particularly may have been part of the stolen generation; families
may have had stories handed down from their relatives. An outcome of these
factors has been the loss of culture.

Statistics show high rates of death in Aboriginal and Torres Strait Islander
communities and significantly lower average age of death. The mortality rate in
some communities can result in multiple experiences of grief, leading to
cumulative grief. The community may not have time to come to terms with
deaths before more occur.

Grief reactions may vary considerably depending on the extent of remaining
traditional culture and the amount of unresolved grief in the community.
Traditional grief reactions can vary from extended periods of wailing to physical
self-harm to withdrawal and extended periods of absence.

Case study ...

A lady from a remote area died in a (capital city) hospital. The family
members had come to (the city) to be with her. The Aboriginal staff from

the Aboriginal Medical Service told the ward staff when she was near
death that they should remove solid, moveable objects from the room
before she died. They ignored the advice. When she died, the waiting
relatives began wailing and started hitting themselves with all sorts of
dangerous objects that were in the room. The staff had not listened, had
not removed the objects and had not found a better room for the lady
where the family could be with her safely.

(Aboriginal Health Worker,
Sullivan 2003, Reproduced with permission of the

Cultural safety: Valuing differences, avoiding assumptions, communication a7
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E -'[Ilﬁ‘:ﬁ.'a'gt;(')h palliative care provision

w

5 '&‘;iﬁéc':iﬁ‘c,-'cpltflral_practices, such as wailing, may impact on other people in a

~“*hospice or hospital environment. Grief reactions may be also more extreme due to
.- previous unresolved grief.

There are few Aboriginal and Torres Strait Islander loss and grief counselling
services available. Aboriginal and Torres Strait Islander people and/or their

o families may not feel comfortable accessing mainstream services. It cannot be
assumed that Aboriginal and Torres Strait Islander families will access a grief and
loss service even if it is available.

Addressing this issue

e Consult Elders/community leaders/Aboriginal organisations or Aboriginal
Liaison Officers/Health Workers for advice on, and planning for, possible
grief reactions.
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Funerals

Funerals are significant events for Aboriginal and Torres Strait Islander
peoples. They are a critical part of the mourning and healing process for
2 the family, extended family and community, and cannot be hurried.

Attending a funeral (and in some instances participating in post-funeral
arrangements) is regarded as an important responsibility.

In some instances extended family will need to travel across several states to
attend a funeral, and may have to stay with the family for an extended period.
This can result in financial strain on the family they are staying with.

Impact on palliative care provision

Aboriginal and Torres Strait Islander families may request support in managing
funeral requirements from palliative care services.

Addressing this issue

e  Where possible, assist in identifying sources for financial assistance to meet
funeral costs, travel to return the body for a homeland burial, or for
important relatives to attend the funeral. Aboriginal and Torres Strait Islander
organisations may play a key role in these areas.
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2, _I'hc'l'd'ding Aboriginal and Torres Strait Islander

50

organisations and/or personnel

~“Inclusion of Aboriginal and Torres Strait Islander people and/or organisations can

cover:
e Aboriginal and Torres Strait Islander peoples advocacy

e inclusion at each stage of care (planning, provision and monitoring)
e consideration of shared care models of care provision

e supporting the Aboriginal and Torres Strait Islander family

e development of support strategies for Aboriginal and Torres Strait Islander
staff

e Aboriginal and Torres Strait Islander participation at policy development
level.

Elders, Aboriginal and Torres Strait Islander community leaders, Aboriginal
organisations and Aboriginal Liaison Officers/Health Workers can provide
valuable support in sourcing cultural information. Elders/community leaders may
not be able to share information about specific practices, requirements or
ceremonies, but may be able to advise about the implications of cultural
requirements for palliative care provision.

There are often specific protocols/courtesies to be followed when asking for
cultural information. Aboriginal Liaison Officers/Health Workers or Aboriginal
and Torres Strait Islander organisations may be able to advise about these
protocols.
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E Advocacy by an Aboriginal and Torres Strait Islander
& person

Some patients and/or families may wish an Aboriginal and Torres Strait
@ Islander support person to assist them during the palliative term. This

person can help ensure needs are identified and cultural safety is
supported. The support person could be an Aboriginal Health Worker (or
Liaison Officer), an Elder or community leader, a trusted friend or a
community member.

Advocacy by Aboriginal and Torres Strait Islander advocacy can be extremely
important to some patients, while other Aboriginal and Torres Strait Islander
people may not require it. Some people may feel quite confident in
communicating directly with mainstream staff, while some patients will not wish
their Aboriginal and Torres Strait Islander status to be known or acknowledged,
choosing to receive mainstream support services.

In some instances it may not be possible for an Aboriginal Health Worker (or
Liaison Officer) to offer advocacy because of avoidance relationships. Where this
happens, the Aboriginal Health Worker (or Liaison Officer) may be able to advise
on alternatives.

Impact on palliative care provision

Advocacy by an Aboriginal and Torres Strait Islander person (or trusted friend of
the patient/family) helps ensure cultural needs are identified and communicated
to palliative care providers. Cultural safety is supported and the advocate can
seek clarification on behalf of the patient/family.

If the patient and/or their family does not feel comfortable with mainstream
palliative care providers and there is no Aboriginal and Torres Strait Islander
advocate (or trusted friend to act as advocate), cultural needs may not be
effectively communicated to the providers and cultural safety may be
compromised by assumptions on the part of providers about the needs of the
patient and their family.

Where care is being provided in the home, the patient and/or family may wish for
a support person to be present during treatment discussions or home visits. This
may mean palliative care providers working closely with Aboriginal Health
Workers or support personnel. It may be more appropriate for the Aboriginal and
Torres Strait Islander person to lead discussion about symptoms, needs and
choices, with the palliative care provider taking a supporting role.
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o+_Ask 'gife‘ patient and/or their family if they would like an Aboriginal and

- -"féffés, Strait Islander person to provide advocacy at any stage during
palliative care (from explanation of prognosis to post-death arrangements) to
ensure needs are identified and appropriately met.

e If so, have the Aboriginal and Torres Strait Islander advocate present during

explanations of palliative care provision, pain or symptom management to
- help ensure the explanations are understood. If the patient, or their family,
has questions they are unwilling to ask medical staff, they may ask their
advocate after the medical staff depart.
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Inclusion at each stage of care

| Aboriginal and Torres Strait Islander organisations — particularly health
and medical services — may be a preferred avenue of care for some
4 people or their families. They can also be an invaluable source of advice

and provide advocacy for the patient with other agencies.

Aboriginal and Torres Strait Islander organisations may provide indirect support
through supporting the family or may provide direct support where mainstream
support is not accessed (for example, direct care may be provided by home and
community care staff).

Impact on palliative care provision

Aboriginal and Torres Strait Islander people are generally not accessing palliative
care services despite having a mortality rate higher than average. Anecdotal
evidence suggests that cultural inappropriateness is a contributing factor to the
low access rates (Sullivan 2003). Including Aboriginal and Torres Strait Islander
representatives in all stages of the care process (from planning to discharge/post
death arrangements) allows Aboriginal and Torres Strait Islander perspectives to
be considered throughout the development of the care plan.

It can also be important in creating ‘bridges’ between palliative care services and
local Aboriginal and Torres Strait Islander communities.

Addressing this issue

Forming partnerships with local Aboriginal and Torres Strait Islander providers of
primary health and community care services can help provide culturally
appropriate palliative care support, raise the profile (and acceptability) of the
palliative care service in the Aboriginal and Torres Strait Islander community, and
complement the service provision of both parties.

e Seeking information about Aboriginal and Torres Strait Islander organisations

Information about Aboriginal and Torres Strait Islander organisations, their
role and environment, and the extent of their service provision, can be
obtained from government departments, bodies such as National Aboriginal
Community Controlled Health Organisations (NACCHO), state and regional
councils of ATSIC (Aboriginal and Torres Strait Islander Commission) and the
Aboriginal and Torres Strait Islander organisations themselves.
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¢ -Making contact and establishing links

‘Contactanay be initiated formally (for example, with the CEO) or informally
through individual personnel who have contacts within Aboriginal and
Torres Strait Islander organisations. Both formal links through Memorandums
of Understanding or formal partnerships, and informal links between staff are
important.

Informal networks with health workers can be a valuable mechanism for
sharing of ideas, knowledge and skills, as well as providing professional
support and links to the local Aboriginal and Torres Strait Islander
community.

Protocols may be developed for:

— establishing relationships with Aboriginal and Torres Strait Islander
doctors and nurses®

— establishing relationships with Aboriginal and Torres Strait Islander
medical services and health organisations

— non-medical referral by Aboriginal Health Workers and/or Aboriginal
organisations

— sharing information with Aboriginal and Torres Strait Islander
organisations.

Some Aboriginal and Torres Strait Islander organisations provide a wide
range of services and may therefore not respond initially or quickly to
requests for advice/assistance.

Documenting the formal relationship can provide an efficient framework and
shared understanding for personnel from both organisations to work together
in supporting patients and their families. Holistic models of care, based on a
team approach which recognises the importance of the cultural contribution
of Aboriginal and Torres Strait Islander organisations, may be more
appropriate for some patients than models of care where the main focus is
medical support. A team approach can help ensure palliative support is
provided even if direct care is not provided by the palliative care service.

3 Where possible, check details of Aboriginal Medical Services located in the area, or seek to
establish a relationship with a larger service that has Indigenous Australian medical/nursing
personnel who may be able to provide advice.
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e Diagnosis communication

Aboriginal and Torres Strait Islander advice should be sought about culturally
appropriate ways of communicating the diagnosis to the patient/family. The
patient, and/or their family, may feel more comfortable with an Aboriginal
Liaison Officer/Health Worker or a trusted friend present to act as an
advocate, to ask questions, or request clarification.

The offer to have an Aboriginal and Torres Strait Islander advocate present
during the discussion needs to be made prior to the discussion commencing.

e Admission

All care recipients should be asked about Aboriginal and Torres Strait Islander
status and whether they wish to have this publicly acknowledged. This
supports cultural safety and allows cultural needs to be addressed in care
plans. Involving Aboriginal Health Workers/Liaison Officers in admission
procedures for Indigenous Australians, or those with Aboriginal and Torres
Strait Islander family, can help in identifying cultural requirements.

Aboriginal and Torres Strait Islander personnel should be included in
reviewing admission processes to ensure they are culturally appropriate.

Aboriginal and Torres Strait Islander people -specific literature about
palliative care can be a valuable support to verbal information. Involving
Aboriginal and Torres Strait Islander staff, community representatives and
Aboriginal and Torres Strait Islander organisations in developing the
literature will help ensure it meets the needs of patients and their families.

e Developing care plans

For some Aboriginal and Torres Strait Islander patients, ensuring their
cultural needs are met is a higher priority than ensuring physical or pain
relief needs are met. A care plan can address:

— how the family and community are to be involved in care
— cultural preferences/requirements during care
— post-death preferences and requirements

— the culturally appropriate person or people to notify for treatment/
medication consent and when the person deteriorates/‘finishes up’

— how the family would like to be supported following the ‘finishing up’.
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; jTh_is helps to determine appropriate resourcing of care for the person, and
‘enables individual personnel to adjust their practice to incorporate the

cultural requirements of the patient and/or their family.

Some cultural practices have significant impact on the lives of the family and
carers of the patient, so it is important that the family is included in
developing the care plan.

In some instances, Aboriginal and Torres Strait Islander people may have
preferences for traditional healing services, food or other support services.
Traditional healers can provide significant emotional and spiritual support for
the patient and their family. Elders, Aboriginal and Torres Strait Islander
people community leaders and organisations will know if there are traditional
healers or people who know traditional healing practices in the area.
Traditional medicines may be used in conjunction with other treatments, and
incorporated into the care plan.

Aboriginal and Torres Strait Islander personnel can discuss cultural needs
with the patient and/or their family and identify how these needs can be
supported through the palliative care process. They can also identify where
cultural factors (which the family may not wish to discuss openly) may
impact on palliative care provision.

Case management

Assigning responsibility for advocacy and liaison can help ensure cultural
needs are consistently met, particularly where many people or organisations

are providing care.
Timely communication and discharge planning

Contact with local health care providers prior to the patient returning from
treatment helps ensure continuity of care and a smooth transition for the
patient back to their community. Local health services may need information
about treatment details, preferences for care and implications of the progress
of the condition, so that they can support the patient’s needs.

Aboriginal and Torres Strait Islander health organisations can play a valuable
role in transfer arrangements, ensuring that cultural needs are met and
planned for. Where appropriate (for example, where specialist medical
equipment is needed and not available in the local community), regional
Aboriginal and Torres Strait Islander health services may be involved to assist
in continuity of care.
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e Networking across borders and regions

Aboriginal and Torres Strait Islander networks and regions may differ from
palliative care/health care provision regions. Access to palliative care services
for Aboriginal and Torres Strait Islander people can be increased through
establishing and maintaining a network model of provision, allowing palliative
care services to support people to remain close to their communities.

Networks could include:

— Aboriginal and Torres Strait Islander health organisations (particularly
Aboriginal Medical Services)

— Aboriginal and Torres Strait Islander community organisations (for
example, home and community care services)

— professional networks (for example, Aboriginal Health Workers)

— informal Aboriginal and Torres Strait Islander community groups.
Providing information to Aboriginal and Torres Strait Islander organisations
can help raise awareness of palliative care and enable Aboriginal Health
Workers to answer queries that Aboriginal and Torres Strait Islander people

may feel uncomfortable asking mainstream health workers or palliative care
providers.

"B Consideration of shared care models of care provision

This approach has been covered earlier in this document (see Models of
care provision under Factors influencing involving Aboriginal and Torres
% Strait Islander peoples).
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§ Supporting the Aboriginal and Torres Strait Islander
i family

Moving the patient away from family and community for treatment may

cause considerable distress to the person, family and community. It may

be extremely important for them to have frequent and/or extended visits
from family members. The family will need accommodation if they are to
be close by.

Family members who are providing care (at home or in a facility setting) will
have specific support needs related to care provision in addition to emotional and
spiritual support needs around grief and loss.

Impact on palliative care provision

Some Aboriginal and Torres Strait Islander people may display aggressive
behaviours when visiting the patient. Family members experiencing difficulty in
finding suitable accommodation or accessing required support services may direct
their frustrations towards staff.

In some circumstances there may be misunderstanding of the treatment being
undertaken by the patient. Misunderstanding can arise for a range of reasons,
including:

e lack of understanding of medical terminology

e lack of understanding of English because it is not the main language of the
family

e being unable to concentrate on explanations because of worry (about the
patient, accommodation, finance et cetera)

e being unable to concentrate on explanations because of discomfort with the
treatment facility environment.

For some Aboriginal and Torres Strait Islander families, particularly those from
more traditional communities, ‘payback’ and ‘blame’ issues may arise if family
members are held accountable for the patient’s death or the manner in which
they died. (Further information on these issues is contained in the accompanying
resource ‘Providing culturally appropriate palliative care to Aboriginal and Torres
Strait Islander peoples — Resource’.)
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Addressing this issue
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The palliative care service can play a valuable support role in assisting the
family to source accommodation. Aboriginal and Torres Strait Islander
organisations may also be able to assist in accessing funding support, or
finding accommodation support within the local community.

Case study ...

[ know of this one lady whose daughter had cancer. She had to move to
Adelaide for treatment and her mother went with her. The Aboriginal
housing service found her a nice house in Adelaide where she could stay
— she couldn’t afford the unit at the hospital because she was on a
pension. When her daughter got really ill, she brought her home here to
finish up. She was really glad she could be with her daughter in Adelaide
because it would have cost too much to visit. Being on an old person’s
pension she couldn’t afford that.

(Indigenous Australian Health Worker, rural town, SA)
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| Developing support strategies for
& Aboriginal and Torres Strait Islander staff

Aboriginal Liaison Officers/Health Workers can play a key role in
@ providing support to Aboriginal and Torres Strait Islander people and

acting as a ‘bridge’ or ‘cultural interpreter’ for mainstream staff. They
may be seen by the Aboriginal and Torres Strait Islander community as
‘the spokesperson’ for the palliative care service/medical service and
may be the preferred contact.

Impact on palliative care provision

Aboriginal Liaison Officers and/or Health Workers are critical in reaching into
Aboriginal and Torres Strait Islander communities but are often overworked
because they are the single Aboriginal and Torres Strait Islander face of the
organisation. Anecdotal evidence (Sullivan 2003) suggests that this results in
‘burnout’ and frequent turnover of staff.

Addressing this issue

e Acknowledging and valuing the role of Aboriginal Liaison Officers/Health
Workers

Case study ...

: When he passed away [ was supporting the brothers and sisters. Because

there were so many relatives coming they ran out of food. I had to
organise food, and to have the phone connected so they could let family
members know. [ provided family support, helped write the eulogy,
sourced funding for the funeral, sourced accommodation for relatives and
put other family members in touch with support services. I also met
relatives coming in by bus and train and helped access other agencies to
assist with phone expenses et cetera. Oh, that’s right, I also liaised with
Centrelink about bereavement payments.

It was really hard. I was dying inside, underneath. I had to talk through
the treatment with the family because they were blaming the hospital for
him getting sick.

(Aboriginal Health Worker, regional Victoria)
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Community expectations mean that Aboriginal Liaison Officers or Health
Workers may be informally taking on a range of roles because they are the
people patients and/or their families feel most comfortable with. They may
be providing informal counselling, explaining diagnoses, treatment choices
and medication requirements, as well as notifying relatives, finding
accommodation, arranging transport et cetera. It is important to acknowledge
and value Aboriginal Liaison Officers/Health Workers for their knowledge of
Aboriginal and Torres Strait Islander networks, resources and politics, the
diversity of tasks they carry out and their importance in the planning and
provision of palliative care to terminally ill people and support to families.
This role needs to be acknowledged as integral to the palliative care team’s
provision of care to the terminally ill and their families.

e Formal recognition of liaison work

i Case study ...

¢ We live in the community. We get phone calls at night and on the
B weekend from people because they don’t know who else to call. I talk to

them. It’s not a nine to five job. You can’t be anonymous. There’s an
expectation that you’ll be available. My husband gets really angry
sometimes.

(Aboriginal Health Worker, Central Victoria)

The prevention of burnout among Aboriginal Liaison Officers/Health Workers
would be helped by a recognition by palliative care services of the extensive
community liaison role they play, and the importance of them being
supported to meet community/cultural obligations such as attending funerals,
as well as developing strategies to support these roles.

Opportunities for de-briefing/discussion with sympathetic colleagues can be
an important source of support and assistance in managing a complex and
demanding role.

Aboriginal and Torres Strait Islander staff may be taking on liaison work well
beyond their formal job role. Community expectations and demands don’t
follow normal working hours or job descriptions. They may be contacted in
response to all needs before mainstream staff will be accessed, so liaison takes
up a large part of their time. To avoid staff burnout, this needs to be
acknowledged and factored into formal assessments of their workload.
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_-fl;:.":ﬁb';;_qi.gi'naliand Torres Strait Islander communities are usually small in size
. -a'fld';'most cdmmunity members know one another well. Where the patient
comes from the local community, Aboriginal and Torres Strait Islander staff
members may be related or know the person well. This can result in
significant emotional stress as the Aboriginal Health Worker/Liaison Officer
may be the main support for the family and community whilst also dealing
with their own grief. Access to appropriate counselling and support is

important to avoid burnout and reduce stress.
e  (Cultural obligations

In some communities, Aboriginal and Torres Strait Islander staff may have
cultural obligations and responsibilities (for example, ‘sorry business’/‘sorry
camps’) after a death. Leave may be required for these obligations and
responsibilities to be carried out.
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I Aboriginal and Torres Strait Islander participation at
& Dolicy development level

Aboriginal and Torres Strait Islander representation at board or
. executive decision-making level enhances consideration of cultural safety

in policy development and planning directions for the organisation.

Impact on palliative care provision

Aboriginal and Torres Strait Islander participation at board or policy development
level can be valuable in guiding palliative care services to establish culturally safe
policies and procedures and develop a relationship with the local Aboriginal and
Torres Strait Islander community and organisations. It can also increase
knowledge of palliative care support services available to local Aboriginal and
Torres Strait Islander people and their access to these services.

Addressing this issue

e Seek input to policy development from Aboriginal and Torres Strait Islander
staff to identify any unintended barriers and to ensure policies are culturally
appropriate. Community feedback on policies can be sought via Aboriginal
and Torres Strait Islander organisations.

e Approach local Aboriginal and Torres Strait Islander communities to
nominate a member to represent Aboriginal and Torres Strait Islander views
on the board or at policy development level.
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Cultural sensitivity

Cultural sensitivity includes:

e using appropriate language

- e appropriate non-verbal communication and attire
e considering gender issues

e considering the location or environment

e the presence of a support person

e using appropriate communication strategies

e providing sufficient information to the patient and their family to make
informed decisions

e incorporating the needs of the extended family and the community

e avoiding cultural stereotypes.
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| Using appropriate language

Some Aboriginal and Torres Strait Islander people are uncomfortable
with the terms ‘death’ and ‘dying’, preferring phrases such as ‘not going
& 10 get better’, ‘unwell’, ‘very sick’ or ‘finishing up’. Referring to the

terminally ill person as ‘the sick person’ is common. For some Aboriginal
and Torres Strait Islander people these alternative terms reflect the desire
to maintain hope, which can be important.

Impact on the provision of palliative care

Use of the terms ‘death” and ‘dying’ may contribute to a culturally unsafe care
environment for the patient and/or their family. The resulting ‘cultural barriers’
may impede communication about needs and choices.

Addressing this issue

e Seek advice from Aboriginal and Torres Strait Islander staff, personnel from
Aboriginal and Torres Strait Islander organisations, or the local community if
in doubt about asking the Aboriginal and Torres Strait Islander patient and
their family about culturally inappropriate language.
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"B Appropriate non-verbal communication and attire

Cuifural safety for some Aboriginal and Torres Strait Islander people may
be compromised by unconscious ‘messages’ sent through non-verbal
communication, and attire that may be associated with past (or
historical) negative experiences.

Factors such as persistent questioning, direct questions, prolonged eye contact,
loud voices, being too close, rigid following of routines, ignoring visitors and
talking whilst writing may cause cultural discomfort.

Uniforms may be associated with past (or historical) negative experiences of
health services/bureaucracy.

Impact on palliative care provision

Palliative care providers may be compromising cultural safety in the care
environment by behaviours/body language they are unaware of. This may then
impact on the care patient/carer relationship and the patient’s confidence to make
their needs and choices known.

Addressing this issue

e Consider how your own culture and values are reflected in behaviour, and
seek information from Aboriginal and Torres Strait Islander staff or personnel
about how this behaviour is perceived by Aboriginal and Torres Strait
Islander people.

e Consider training in cultural safety to help raise awareness of the impact of a
dominant culture (usually the culture of the provider). The impact can be
compounded by the power relationship between patient and provider (for
example, the person has little knowledge and needs care; the provider has
extensive knowledge and provides care).

‘The philosophy that promotes peoples as equal, or to be treated in the
same way, denies difference and cultural identity.’

(Abstract of Recommendations, Aboriginal and Torres Strait Islanders Nursing Forum 1997)
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Considering gender issues, location and environment

| These issues have been covered earlier in this document.
(See Caregivers and Treatment environments under Factors influencing
involving Aboriginal and Torres Strait Islander peoples).

Presence of a support person

| This issue has been covered earlier in this document.
(See Advocacy by an Aboriginal and Torres Strait Islander person under
4 Factors influencing involving Aboriginal and Torres Strait Islander

peoples).
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! Using appropriate communication strategies

Culfural differences can result in the communication strategies usually

used by palliative care providers being inappropriate for Aboriginal and
Torres Strait Islander people. Some communication strategies normally
encouraged in palliative care provision (for example, direct questioning
and direct mention of death and dying) may be culturally inappropriate
for some Aboriginal and Torres Strait Islander people.

Communication strategies commonly used by mainstream people dominant culture)
may be culturally unsafe for some Aboriginal and Torres Strait Islander people.

Impact on palliative care provision

If the patient and/or family has not understood the information provided they may
make ill-informed choices or provide uninformed consent. This presents ethical
problems and, for some Aboriginal and Torres Strait Islander families, potential
issues of blame and/or payback. The result can be a loss in credibility of palliative
care providers in the community and a consequent lack of use of services.

Addressing this issue

It is important to seek information about appropriate and inappropriate
communication strategies as these will differ depending on the cultural
background of the patient and/or family and the strength of their ties to their
culture. Information can be sought from the patient and their family (some people
prefer to be asked directly), Aboriginal and Torres Strait Islander staff, Aboriginal
and Torres Strait Islander people organisations, Elders, community leaders or the
patient’s chosen advocate.

Where English is not the main language of the patient and/or their family,
assistance can be sought from interpreters. Interpreters may be sourced from the
patient’s own family, Aboriginal and Torres Strait Islander organisations in that
community or through government departments. Where the patient’s home
community is some distance away, local Aboriginal and Torres Strait Islander
organisations may be able to facilitate contact and organise an interpreter.

The initial diagnosis is a time of great vulnerability for any terminally ill person.
When communicating the diagnosis to Aboriginal and Torres Strait Islander
patients, personal discussion is often more effective than written communication,
particularly when the information comes from another Aboriginal and Torres

Strait Islander person.
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Having an Aboriginal and Torres Strait Islander advocate present can assist in
communication of prognosis, treatment options and care choices.

Appropriate communication strategies to use at the time of communication of
diagnosis can include:

e an Aboriginal and Torres Strait Islander advocate or trusted friend of the
patient/family acting as an intermediary

e speaking softly

e including questions about cultural needs, pain and any other issues, as part
of a general conversation

e where sustained eye contact is uncomfortable for the person/family,
acknowledging the person being spoken to, but not holding eye contact for a
prolonged period of time.

Communication strategies for providing information during the palliative term can
include:

e Identifying who is the most appropriate person to assist in keeping the
extended family and the community informed, which is important to
maintain a flow of communication about the patient. Distance and lack of
transport can hinder family visits, so regular communication is critical to
maintaining the links between the patient, their family and community.

e  Written information in straightforward terms, supported by verbal
explanations. This can be particularly important for medication schedules
where the patient/family may understand the initial explanation but need to
refer to clear, written instructions later on.

To disseminate palliative care information to Aboriginal and Torres Strait Islander
people more generally consider:

e  Written information specifically for Aboriginal and Torres Strait Islander
patients available on admission to palliative care services, hospitals, hospices
and aged care facilities. Any literature about palliative care should support
verbal information given. In this way, family members are able to discuss
treatment and care with extended family and their community.

e Contracting local artists to illustrate brochures, posters and information
leaflets so that the local community can identify with the material.

e Information provided through posters, video, audiotapes, CDs, radio
segments et cetera. These can be very useful in terms of raising awareness in
communities of palliative care services and providing answers to frequently
asked general questions about palliative care.
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E Providing sufficient information to the person
i and their family to make informed choices

It cannot be assumed that the patient, their family and/or significant
others understand the terminal nature of the illness, the implications of
the diagnosis and the care choices they have. The extent of understanding
may be affected by:

the patient having no family or community person with them

being in an unfamiliar environment

feeling uncomfortable with medical personnel and medical organisations
not understanding medical terminology

English being a second, third or even fourth language

discomfort with mainstream communication strategies (for example, direct
talk, eye contact, formal language structure)

insufficient time being allowed to digest the information given and/or to seek
clarification

culturally appropriate people not being present

information being given by a person who is culturally inappropriate.

Impact on palliative care provision

Some Aboriginal and Torres Strait Islander people may not indicate that they have

not understood the information given. This can result in choices being made

which do not address their needs and/or compromising cultural safety.

Addressing this issue

Seek information about the patient’s cultural background so that culturally
appropriate communication strategies can be adopted. Consult Aboriginal and
Torres Strait Islander staff, Elders, community leaders and advocates.
Communication strategies, such as the examples given above, could be
considered to ensure information is given in a culturally appropriate manner.

Discuss the diagnosis, implications and care choices — preferably in plain
English, taking particular care that the person/family understands the
terminal nature of the illness. It may be necessary to have an Aboriginal and
Torres Strait Islander advocate or trusted friend present and allow extra time
for discussion.
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e Thoroughly discuss and demonstrate treatment instructions. Written
instructions may not be followed (but should be provided upon request).

e Provide opportunities for discussion throughout the progression of the
disease to help the patient/family increase their understanding of the nature
of the disease. This can also help in disseminating accurate information to
the patient’s community, thus building up trust in the palliative care provider
and lessening the possibility of blame/payback consequences if the patient
‘finishes up’ unexpectedly.
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“Training

Training includes:

training in ensuring cultural safety for Aboriginal and Torres Strait Islander
people (including an orientation to the local Aboriginal and Torres Strait
Islander people community and services offered) for palliative care personnel

principles and concepts of palliative care for Aboriginal and Torres Strait
Islander people personnel.

Participants

Participants in training include:

general practitioners and medical specialists
nursing and allied health professionals
ancillary personnel

volunteers

personnel from associated agencies (for example, interpreters, flying doctor
personnel)

Aboriginal Liaison Officers and Health Workers
Aboriginal medical and health service personnel
Aboriginal and Torres Strait Islander community members and organisations

family members and significant others involved in the care of the terminally
ill person.
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§ Aboriginal and Torres Strait Islander cultural safety
& training

Cultural safety training focuses on the notion of the self as a cultural
% Dbearer. It includes the historical, social and political influences on

palliative care and Aboriginal and Torres Strait Islander attitudes to
palliative care services. It supports the development of relationships that
build trust. Such training supports palliative care providers to recognise
diversity and enables safe care to be defined by those receiving it.

In the context of these Practice Principles, cultural safety training includes an
orientation to local Aboriginal and Torres Strait Islander communities as the
context for providing palliative care.

Impact on palliative care provision

Provision of cultural safety training to staff in palliative care services will support
each person to reflect on their own practice and the organisation to reflect on its
overall provision of palliative care to terminally ill people and their families.

A knowledge of cultural safety principles allows palliative care providers to
continually monitor provision, and adapt provision to the patient’s/family’s specific
cultural background.

Addressing this issue

e [t is recommended that all staff undertake cultural safety training. Culturally
unsafe care, even from someone with a minimal influence in the care
environment, can leave a lasting impact on the family of the patient and

cause unnecessary stress.

e  Where possible, training should also be provided to staff from associated
services, particularly where they have direct contact with the patient and/or
their family. This includes interpreters, flying doctor communications staff,
staff in oncology clinics and dialysis clinics, mental health workers et cetera.

e It is recommended that training be delivered by a team consisting of a
palliative care educator and Aboriginal and Torres Strait Islander trainer.
Where required, this model could be supported by special presentations by
local Elders/community leaders. Bringing together palliative care and local
Aboriginal and Torres Strait Islander peoples’ perspectives allows participants
to examine cultural safety concepts within a local provision and local

community context.
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i Principles and concepts of palliative care training

Thé' Practice Principles recognise the important role undertaken by
Aboriginal personnel (health workers, liaison officers, home and
community carers, aged care staff, staff of Aboriginal and Torres Strait
Islander organisations, volunteers with Aboriginal and Torres Strait
[slander organisations and community members). The importance of
working with Aboriginal and Torres Strait Islander personnel and
organisations is also recognised.

Impact on palliative care provision

Personnel within the community and from Aboriginal and Torres Strait Islander
organisations who understand the principles and practice of palliative care
support can provide an important bridge between palliative care services and
Aboriginal and Torres Strait Islander communities. They are able to disseminate
information, act as an initial point of contact, provide palliative care service
information to community members who would not approach the service directly,
and provide cultural advice to palliative care services.

Aboriginal and Torres Strait Islander staff who have had no training in palliative
care awareness (particularly hospital liaison officers) are often intimately involved
in the provision of palliative support to the Aboriginal and Torres Strait Islander
patient. Palliative care awareness training, or specific palliative care training, can
improve the skills of Aboriginal and Torres Strait Islander staff and increase their
understanding of the support available to Aboriginal and Torres Strait Islander
people. Training in medical terminology can help Aboriginal and Torres Strait
Islander staff support the person/family to understand medical terms involved in
diagnosis, treatment and pain management. Written material needs to be
available to support this training.

This knowledge also assists Aboriginal Health Workers and Liaison Officers in
their community liaison and support roles, increasing understanding in
communities, and in some instances lessening the possibility of negative
consequences when the person ‘finishes up’.

Training in palliative care concepts and practices can also increase the knowledge
of medical personnel and allied health workers and contribute to all stakeholders
supporting holistic models of care provision.



Factors influencing implementation

Addressing this issue

Palliative care organisations have an educative role with mainstream health
workers, professionals and organisations. This includes general practitioners,
medical specialists, aged care and nursing home staff, government department
staff involved in community health and Aboriginal and Torres Strait Islander

organisations.

Health workers, professionals and organisations may have a low level of
awareness of the range of supports palliative care services offer, the role of
palliative care in treatment and how palliative care can increase choices for
terminally ill people. This is particularly relevant to Aboriginal and Torres Strait
Islander people where high rates of renal failure, diabetes and other non-cancer
conditions are the main causes of death and late referral limits care choices.

Palliative care awareness training needs to be provided to Aboriginal Liaison
Officers, Health Workers, home and community care workers and other personnel
who provide direct support to Aboriginal and Torres Strait Islander people and
their families.

Work placement opportunities for Aboriginal Health Workers

Work placement for Aboriginal Health Workers with palliative care service
providers provides a valuable opportunity for raising local Aboriginal Health
Workers” awareness of the palliative services available. They can support local
Aboriginal and Torres Strait Islander people in making more informed care
choices and in accessing care for their needs.
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