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Introduction
Background

Patterns in the continuum of life, dying and
death in Australia have shifted rapidly in the
last 50 years. A combination of longer life
expectancies, increased incidence of chronic
disease, and advances in health care have
contributed to more people requiring
palliative care to ensure quality of life and
wellbeing is maintained during the last years
of life (1).

In line with these trends, demand for
palliative care services has increased
dramatically over recent years (2). While
Australia is a global leader in the provision of
palliative care (3), inequalities remain for a
number of population sub-groups (1).

For some populations, experiences of
palliative care can vary considerably (4),
services can be difficult to access (5), and life
circumstances can result in exclusion from
services (6).

In 2017-2018 the Australian Government
Department of Health (the Department)
engaged Australian Healthcare Associates
(AHA) to undertake nine separate policy
development activities through an
exploratory analysis of barriers to accessing
quality palliative care for under-served
populations in Australia (the project). The
following populations were identified by the
Department:

e Aboriginal and Torres Strait Islander
peoples

e Care leavers (including Forgotten
Australians, Former Child Migrants
and Stolen Generations) and people
affected by forced adoption

e People from culturally and
linguistically diverse (CALD)
backgrounds

e People with disabilities
e People experiencing homelessness
e People who are incarcerated

e People who identify as Lesbian, Gay,
Bisexual, Transgender or Intersex
(LGBTI)

e Refugees

e \eterans.

This document

To gain a better understanding of the barriers
to and enablers of access to palliative care for
these populations, AHA has conducted nine
literature reviews focusing on the specified
under-served populations. The purpose of the
literature reviews is twofold:

e Toinform understandings of current
barriers and enablers of access to
quality palliative care for each under-
served population group

e To inform the development of
effective stakeholder engagement
strategies for each under-served
population group to be explored
through the project.

The methodology utilised for the reviews is
outlined in 10/Appendix A.

This document represents a summary of the
literature reviews which were originally
conducted in March—April 2018 and updated
in January 2019, with minor final
amendments made in July 2019. It is part of a
suite of documents developed through the
project, as shown in Figure 1-1.
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What is palliative care?

Palliative care is a person- and family-centred
approach to care. Palliative care services are
provided for a person with an active,
progressive, advanced disease, who has little or
no prospect of cure and who is expected to die,
and for whom the primary treatment goal is to
optimise quality of life (7). It improves quality of
life for individuals and families through the
prevention and relief of suffering by means of
early identification and correct assessment and
treatment of pain and other physical,
psychosocial or spiritual problems (2).

Palliative care:

e Should be strongly responsive to the needs,
preferences and values of people, their
families and carers

e Should be available to all people with an
active, progressive, advanced disease,
regardless of diagnosis

o Affirms life while recognising that dying is an
inevitable part of life.

This means that palliative care is provided during
the time that the person is living with a life-
limiting illness, but it is not directed at either
bringing forward or delaying death.

Palliative care can be provided in a range of
settings, including:

e At home

e At a hospital

e In a hospice

e In an aged care facility

e In an institutional setting (such as a
correctional facility or accommodation for
people living with a disability).

Palliative care involves a range of clinical and
other supports delivered by different providers,

including volunteers, depending on the patient's
needs. These may include:

e General practice and primary care

e Other specialist medical, nursing and allied
health practitioners

e Community, disability, aged and social services
e Grief and bereavement services

e Specialist palliative care services (comprising
multidisciplinary teams with specialised skills,
competencies, experience and training in
palliative care), for patients with complex
needs.

This project adopts a broad view of palliative
care, as outlined above, and is not limited to the
provision of specialist palliative care services.

Therefore the term ‘palliative care provider’ is
used in this document to refer to all health and
social care providers involved in the delivery of
palliative care.

Where relevant, the term ‘specialist palliative
care provider’ is used to differentiate this group
of professionals. More broadly, the term ‘health
and social care providers’ is used to represent
those within this category for whom palliative
care is not considered core business.

Health and social
care providers

Specialist
palliative
care providers



Advance care
planning

Advance care planning is a process of
planning for future health and personal
care, whereby an individual’s values and
preferences are made known to guide
decision-making at a future time when the
person cannot make or communicate their
decisions. Formal advance care planning
programs usually operate within a health,
institutional or aged care setting after a life-
limiting condition has been diagnosed, and
frequently require the assistance of trained
professionals to develop. However, people
can choose to discuss their advance care
plans in an informal family setting (8).

Formal components of advance care
planning include appointing a substitute
decision-maker and completing an Advance
Care Directive (9). It should be noted that
legislation concerning advance care
planning and medical power of attorney
varies between jurisdictions.

Australian policy
and service delivery
context

The provision of palliative care services is
undertaken primarily in the context of state
and territory health systems (1) and service
delivery frameworks. Patterns of use vary
between states and territories (10). In
addition, different state and territory
legislation applies to legal elements of
advance care planning in each jurisdiction
(11). These issues contribute to the
complexities of care provision across the
country (12).

Despite differences, national approaches to
palliative care are supported by the
National Palliative Care Strategy (the
Strategy) and a number of Australian
Government-funded programs and projects
(13).

The National Palliative Care Strategy
provides an overarching vision that ‘people
affected by life-limiting illness get the care
they need to live well’ (14: p.5). A guiding
principle of the Strategy is that ‘all
Australians will be able to access quality
palliative care’ (p.11), recognising that a
number of populations are under-served
and the needs of these population groups
should be identified and respected. Person-
centred care and a public health approach
(in which ‘everyone has a role to play in
palliative care’) are also guiding principles.

These principles are echoed in other
documents that guide current delivery of
palliative care services in Australia, such as
Palliative Care Australia’s National Palliative
Care Standards (14) and Service
Development Guidelines (15) and the 2015
National Consensus Statement on Essential
Elements for Safe and High-Quality End-of-
Life Care developed by the Australian
Commission on Safety and Quality in Health
Care (8).

|ldentified
populations

As highlighted earlier, access to and
experiences of palliative care can vary
considerably for specific populations.

The under-served populations identified for
this project, and their definitions, are
detailed in Table 1-1.



Table 1-1: Population group definitions

Population

Definition

Aboriginal and Torres
Strait Islander peoples

People from culturally
and linguistically
diverse (CALD)
backgrounds

Care leavers and people
affected by forced
adoption

People with disabilities

According to the National Aboriginal Community-Controlled Health
Organisation, the following definition (used by the federal
government, state legislation and the High Court) should be ‘the
only acceptable definition of Aboriginality’. The definition requires
three conditions to be established:

e Descent (i.e. a parent is of Aboriginal or Torres Strait
Islander descent)

e Self-identification (i.e. the individual identifies as an
Aboriginal or Torres Strait Islander)

e Community recognition (i.e. the individual is accepted as
such by the Aboriginal or Torres Strait Islander community
in which he/she lives) (16).

The term ‘culturally and linguistically diverse’ (CALD) is a broad and
inclusive descriptor for communities with diverse language, ethnic
background, nationality, dress, traditions, food, societal structures,
art and religion characteristics (17).

More specifically, CALD may be used to refer to people from non-
English speaking backgrounds (18).

A care leaver is ‘a person who was in institutional care or another
form of out-of-home care, including foster care, as a child or youth
during the 20th century’, including:

e Forgotten Australians
e Former Child Migrants
e Stolen Generations (19).

Forced adoption refers to ‘adoption where a child’s natural parent,
or parents, were compelled to relinquish a child for adoption’ (21:

p.6).

Disability is an umbrella term that encompasses any or all of the
following components (all of which also may be influenced by
environmental and personal factors):

e Impairment—problems in body function or structure
e Activity limitation—difficulties in executing activities

e Participation restriction—problems an individual may
experience in life situations (21).




Population

Definition

People experiencing
homelessness

People who are
incarcerated

People who identify as

LGBTI

Refugees

Veterans

A person is defined as homeless if they are living in either:
e Non-conventional accommodation or ‘sleeping rough’, or

e Short-term or emergency accommodation due to a lack of
other options (22).

All persons remanded or sentenced to adult custodial corrective
services agencies in each state and territory in Australia (23).

Including individuals who are lesbian, gay, bisexual, transgender or
intersex, the umbrella term LGBTI refers to those of diverse sexual
orientation, sex or gender identity (24).

Any person who, owing to a well-founded fear of being persecuted
for reasons of race, religion, nationality, membership of a
particular social group or political opinion, is outside the country of
his/her nationality and is unable, or owing to such fear is unwilling,
to avail him or herself of the protection of that country (25).

All former members of the Australian Defence Force (ADF),
irrespective of whether they were deployed or undertook war or
warlike service (26).




Of these groups, Aboriginal and Torres
Strait Islander peoples, people from CALD
backgrounds, people who are experiencing
homelessness, LGBTI people, veterans, and
care leavers and those affected by forced
adoption are designated in the Aged Care

Act 1997 as ‘people with special needs’ (27).

Two other special needs groups—people
who live in rural and remote areas and
people who are financially or socially
disadvantaged—are not explicitly captured
in the scope of this project. It is
acknowledged, however, that these
characteristics ‘cut across’ all nine
populations highlighted within the project’s
scope.

Similarities, diversity and
crossover

Some of the potential barriers to access and
uptake of palliative care services may be
common to more than one under-served
population. For example, language and
communication issues are likely to
contribute to access barriers for groups
including Aboriginal and Torres Strait
Islander peoples and those from CALD
backgrounds (including refugees) (28).

Of particular note, the nominated under-
served populations are at increased risk of
historical trauma and associated or
independent mental health issues (29-32).

However, it is also important to
acknowledge that there is significant
diversity both between groups and within
each population, and that many individuals
are likely to belong to more than one of the
identified under-served populations.

These complexities illustrate the
importance of a person-centred approach
to palliative care service delivery.
Contemporary palliative care recognises
that life experiences, including those
related to culture and ethnicity, influence
people’s preferences for end-of-life care
(14).



Aboriginal and Torres Strait

Islander peoples

According to the National Aboriginal
Community-Controlled Health
Organisation, the following definition
(used by the federal government, state
legislation and the High Court) should
be ‘the only acceptable definition of
Aboriginality’. The definition requires
three conditions to be established:

e Descent (i.e. a parent is of Aboriginal
or Torres Strait Islander descent)

e Self-identification (i.e. the individual
identifies as an Aboriginal or Torres
Strait Islander)

e Community recognition (i.e. the
individual is accepted as such by the
Aboriginal or Torres Strait Islander
community in which he/she lives)
(16).

Introduction

Aboriginal and Torres Strait Islander people
over the age of 50 are considered ‘aged’,
compared with 75 years and older for the
non-Indigenous community, and life
expectancy within the Indigenous
community is considerably less (33). The
mortality rate among Aboriginal and Torres
Strait Islander peoples is 1.6 times that of
non-Indigenous Australians, and
cardiovascular disease and cancer are the
leading causes of death (34).

While cancer diagnosis rates are overall
lower than for the general population,
Aboriginal and Torres Strait Islander people
are less likely to participate in cancer
screening, are less likely to receive
adequate treatment for cancer, and have a
higher age-standardised mortality rate from
cancer that is increasing (35).

More broadly, given the gap in mortality
rates, Aboriginal and Torres Strait Islander
people experience the death of family,
friends and community members far more
frequently than the general population (36),
and for some communities, death is so
frequent that they ‘are in either acute or
chronic shock from constant bereavement’
(38: p.48).

In a broader sense and through complex
mechanisms, Aboriginal and Torres Strait
Islander communities’ history of
dispossession, racism and systemic
discrimination has contributed to barriers to
health care access and significant health
disparities (38).

The rate of palliative care-related
hospitalisations across public hospitals in
Australia is about twice as high for
Aboriginal and Torres Strait Islander people
as for other Australians (39), but only 1.3%
of palliative care-related encounters in
general practice were recorded as being
provided to Indigenous people. Given that
Aboriginal and Torres Strait Islander
peoples comprise 3.3% of the Australian
population, this suggests that these
populations are under-represented in
general practice-based palliative care (40).



Literature review
findings

For this review, international literature
relating to Indigenous populations was
excluded (given cultural differences and
availability of Australian literature), as were
articles relating to broader care
considerations for Aboriginal and Torres
Strait Islander peoples (e.g. aged care,
cancer care).

Although conducted some time ago (2003),
a specific National Indigenous Palliative
Care Needs study is of particular relevance
to this review (41). The study found very
few Indigenous-specific services or
initiatives in the palliative care area at that
time, and suggested that key barriers
included referral issues, shame, fear, lack of
knowledge and eligibility issues for non-
cancer clients (41).

Key findings from the literature review are
summarised below.

Barriers to palliative care

Individual and family barriers

At a broad level, a lack of understanding
and awareness regarding palliative care,
and/or fear of Western medicine and
healthcare providers and services may be a
common barrier to accessing palliative care
for Aboriginal and Torres Strait Islander
people (42—-47). This may include a
misconception that palliative care only
relates to the last few days of life (48).

Other individual and family-related barriers
are summarised below.

Language and communication

Among Aboriginal and Torres Strait Islander
people, English language skills range from
zero to full proficiency (49). Although
language is only one factor in
communication, it is of obvious importance.
In the Northern Territory, for example,
more than 40 Indigenous languages are
known to exist and, while 70% of Aboriginal
people (in 2000) spoke a language other
than English at home, limited availability
and use of interpreters in health service
delivery has been reported (37,50). Where
interpreters are available, there may be
little or no understanding of palliative care
(and no education regarding these
concepts) among those individuals (51).

Even for Aboriginal and Torres Strait
Islander people fluent in English,
communication difficulties can result from
different understandings of health and
disease, and a lack of direct translation:
Western ‘clinical talk’ can be seen as a
foreign language (49,52). As often
highlighted in the literature, there is no
Aboriginal word for ‘cancer’, and biomedical
explanations regarding the development
and progression of disease are often not
congruent with Aboriginal cultural
understandings (see Community/cultural
barriers). In addition, ‘cultural shyness’ may
mean Aboriginal and Torres Strait Islander
people do not speak openly and/or
assertively (49), and conversations
regarding death and dying may be
considered ‘bad talk’ by some people and
communities (48).

A lack of effective communication,
particularly between mainstream service
staff and Aboriginal and Torres Strait
Islander people and their families, can be a
significant issue in the provision of effective
and appropriate palliative care, fostering
fear for individuals and families and



creating problems such as obtaining
informed consent (48,52). While Aboriginal
and Torres Strait Islander people may
consider communication sub-optimal in
palliative care delivery (37), language and
communication barriers also represent a
source of frustration for non-Indigenous
healthcare practitioners (48,49,52). Health
professionals who may find it stressful to
speak to any family about death may find it
even more difficult when language and
cultural barriers exist (53).

While language and communication issues
present key challenges in the provision of
palliative care, for many Indigenous people
native language has strong emotional and
spiritual value, especially at the end-of-life.
As noted by O’Brien et al. (2013), ‘the
inability of clinicians and patients to be able
to speak the same language, particularly at
the [end-of-life] is another limitation to
providing appropriate, culturally competent
and person-centred care’ (55: p.5).

Kinship and caring

Relative to a Western model of palliative
care, kinship and the extended family
network are elements of increased
importance in effective palliative care
delivery for Aboriginal and Torres Strait
Islander peoples (43). Caring for unwell and
dying family members is considered an
important family responsibility (55).
Aboriginal families’ care for dying family
members might include the preparation of
bush food and music and singing (56).
Traditionally, kinship rules may determine
who is the right person to provide care
(56), and care by a person of the opposite
sex may bring shame or embarrassment
(48). These and other factors may have an
impact on palliative care providers’ ability
to deliver appropriate services.

However, caring for a dying loved one has
been described as ‘hard work not suited to
some individuals’ (57: p.5) and the
experience can be ‘fraught with challenges
of distance, social isolation, poverty, and
overcrowding, as well as different cultural
needs’ (p. 1). Family members (as well as
patients) may feel ‘stuck at home’ in
settings where there is no access to respite
services (43,57), and may be unwilling to
administer end-of-life medicines for fear of
poisoning (and associated blame and
payback) or because interfering with
suffering might be considered inappropriate
for a culturally-determined sickness (58).

In some cases, social breakdown and
substance abuse can adversely affect the
way families and communities look after
the dying, and the introduction of services
(where available) can have a negative
impact by interrupting traditional kinship
roles (37).

Cost

Finally, financial cost is also referred to in
the literature as a barrier, particularly
relating to logistical issues for those living in
rural or remote communities, with
expenses relating to cost of visits, palliative
care staff time, provision of equipment,
transport and power (43,59). Although
clearly not universal, McGrath (2000) noted
in the context of palliative care that ‘the
lack of publicly-funded health services is
compounded by the material poverty of
Aboriginal people’ (44: p.60).

Community and cultural barriers

O’Brien & Bloomer (2012) highlighted that
‘while there is no doubt Aboriginal people
have taken on aspects of the non-Aboriginal
culture in the last 200 years, their
expectations and rituals around end-of-
life...still arguably extend from their



connection to the land, culture and
tradition’ (61: p.39).

There are many significant cultural
differences between the dominant Anglo-
Australian culture and that of Aboriginal
and Torres Strait Islander peoples (61,62).
While it is outside the scope of this
literature review to describe all such
differences, it is clear that these can create
barriers to access to palliative care for
Indigenous populations.

Such barriers include differences in
fundamental understandings of health,
disease and dying—e.g. beliefs such as
‘cancer is contagious’ (63), and illness and
dying being embedded in beliefs about
curses and payback for past misdeeds (43).
It was reported that individuals sometimes
held both traditional Indigenous and

Western belief systems simultaneously (53).

While acknowledging wide variation among
Aboriginal communities and individuals,
O’Brien et al. (2013) noted that Aboriginal
perspectives on death and dying commonly
incorporate:

e A whole-of-life outlook which not
only focuses on the social,
emotional, spiritual and cultural
wellbeing of the individual, but also
of the entire community

e A cyclical life-death-life concept, so
that death is not feared but seen as
the time when a person’s spirit
leaves their body and returns to the
Dreaming to await reincarnation

e Mourning and grieving customs.

e Ceremonies that assist the spirit to
leave the physical body and return
to its sacred place (55).

There may be a perception that non-
Indigenous health professionals are not
aware of the importance of an Indigenous

person’s spiritual beliefs in their end-of-life
care, and patients may therefore be
reluctant to talk with them about such
things. In other cases, health professionals
may not be aware of the prevalence of
Christian beliefs among Aboriginal and
Torres Strait Islander people, which
sometimes coexist with traditional
spirituality and understandings (62).

A preference for traditional healing (63)
and the importance of ‘dying on country’
for Aboriginal and Torres Strait Islander
people is clearly a key consideration for
palliative care services (see below).
However, this is balanced in some instances
by the fact that, if a person dies in the
family home, the family may not be willing
to live there for some time following the
death (64).

Health professional barriers

Referral issues

A 2003 report noted that ‘probably the
most significant factor influencing access (or
lack of access) to palliative care services is
the question of referral’—finding that
Aboriginal and Torres Strait Islander people
were either not referred at all to palliative
care, or were referred ‘late’ (42: p.4).

A recent study found that there was a
greater likelihood of delayed
commencement of specialist palliative care
for Aboriginal and Torres Strait Islander
people, particularly for younger individuals,
those presenting for a first episode of
palliative care, and those living outside
major urban centres (65). Late referral
presents a number of complications and
added difficulties and can make
relationship-building and discussion of
palliative care issues and practices even
more difficult for non-Indigenous health
professionals (48).



Lack of palliative care/cultural
awareness

In some cases, a lack of knowledge and
awareness about palliative care among
Aboriginal and Torres Strait Islander health
service providers (e.g. Aboriginal Health
Workers (AHWs) and those serving remote
communities), as well as communities more
generally (41,43,54) may contribute to
access issues.

Many contributors to the 2012 Senate
inquiry into palliative care in Australia
‘attributed the relatively poor engagement
by Aboriginal Australians with palliative care
services to health professionals' lack of
cultural knowledge around death and dying’
(11: p.153). Within mainstream services,
even well-meaning health professionals
‘may be so afraid of doing the wrong thing
that they are struck by... “cultural paralysis”
when confronted by unfamiliar cultural
circumstances’ (38: p.48). While ‘cultural
brokerage’ is required, it can be particularly
difficult when service providers from
outside the community are working with
people from cultures in which not all
knowledge can be shared with all people
(37).

The 2003 National Indigenous Palliative
Care Needs Study highlighted that
‘generalist cultural awareness training of
the kind that many health professionals
receive is not adequate for the sort of cross
cultural practice required of palliative care
workers’ (42:p.13).

As well as individual healthcare providers, a
lack of cultural awareness and sensitivity
can apply to organisations and services
more broadly (see below).

Organisation/service-side barriers

Lack of available services where
Aboriginal and Torres Strait
Islander people live

While the majority of Aboriginal and Torres
Strait Islander people are based in
Australian cities and towns, a significant
proportion of the published literature
relates to the difficulties in providing care to
remote Aboriginal communities. For
example, one paper noted that ‘palliative
care and respite services in central Australia
are vastly complex, with issues of
remoteness, a high proportion of
Indigenous people in the population, high
levels of chronic diseases, and high levels of
poor living conditions needing to be
factored into the development of a service’
(58: p.7).

Particularly in remote areas, palliative care
services simply may not exist—either for
Aboriginal and Torres Strait Islander or non-
Indigenous people—with geographical
distance and isolation a major challenge in
providing home-based palliative care
(45,57). In such cases, Aboriginal people
may have to rely on acute and other care
settings (hospital accident and emergency
wards, health clinics, community nurses,
general practitioners, respite care, and care
for the aged) for palliative care services
(43).

This brings about a particular issue for
Aboriginal and Torres Strait Islander people
in remote areas who are often committed
to ‘dying on country’ (56,66). Many
practical barriers to dying on country exist,
including issues relating to equipment,
facilities, transport, telephone service,
access to medicines, carer supports and
access to specialised care (37,45,58).



While many Indigenous people living in
remote communities must travel to a
metropolitan hospital to access specialist
palliative care services or respite, such
relocation is fraught with fears about a
broad range of factors including leaving
their home, family and community, the
mainstream hospital environment, cultural
alienation, communication barriers,
disempowerment, and financial issues.
Patient escorts may experience similar
distress (43,57).

Although geographical distances may
present major challenges in delivering
home-based palliative care in remote areas
(45), White et al. suggested that ‘an over
reliance on a simplistic and binary view of
remote cultures, has shifted attention away
from an examination of the real capacity of
remote communities to aid in developing
their own palliative care service’ (68: p.29).
It was suggested throughout the literature
that building community capacity to deliver
local palliative care services is essential to
ensuring appropriate care (60).

Beyond the broad cultural considerations
highlighted above, there was a lack of
literature retrieved through this review
relating to specific barriers for urban
populations of Aboriginal and Torres Strait
Islander peoples.

Appropriateness of palliative care
services

‘Mainstream’ palliative care services are
often not suited to care for Aboriginal and
Torres Strait Islander people either
culturally, geographically or logistically (55).

Even when appropriately located to allow a
person to die within their own community
(see above), services may not be able to

facilitate an appropriate death. For
example:

e Room size or hospital policies and
regulations may not allow for large
family gatherings (60), or for ritual
cleansing (smoking ceremonies) to
take place (45)

e Alack of privacy may not facilitate
the cultural practice of passing on
sacred information to family
members (45)

e There may not be access to outside
areas and seating, or cultural
artwork (55).

Workforce issues

Both a lack of Aboriginal and Torres Strait
Islander people trained to provide
community-based palliative care (60) and a
lack of education and cultural awareness
or respect among non-Indigenous staff
were mentioned in the literature as limiting
services’ ability to provide culturally-
appropriate palliative care. While ‘the
inclusion in a palliative care team of an
Indigenous health worker will usually be of
great value in facilitating team and personal
interactions with Indigenous people’ (69:
p.S19), elsewhere it was noted that in some
cases AHWs (and others) were reluctant to
became involved in the care of a dying
person, for fear of blame or association
with that death (37,53,69).

Staffing issues also included inadequately
staffed health clinics (particularly in remote
areas) where acute issues may take priority
and a lack of palliative care trained people
to undertake care of the terminally ill in
these settings. Staff turnover was also
identified as an issue for Aboriginal and
Torres Strait Islander people and their
families, for whom a trusting relationship
was vital to care provision (57).



Enablers of access to
palliative care

Given the number of barriers described
above, it is unsurprising that there are a
vast number of recommendations in the
peer-reviewed and grey literature to
support improvement in access to palliative
care for Aboriginal and Torres Strait Islander
peoples. While addressing each barrier
individually should presumably lead to
improved access, it is perhaps most useful
to consider them together to re-imagine
services that are acceptable and
appropriate for Aboriginal and Torres Strait
Islander individuals, families and
communities—although a number of key
individual factors are addressed briefly
below.

Holistic models

McGrath et al. (43,61) described the
development of a model for Aboriginal
palliative care service delivery based on
consultations with a variety of stakeholders
in the Northern Territory and review by a
national panel of experts. Importantly, the
model summarised and addressed many of
the barriers highlighted in the literature.
The model was based on key principles of
equity, autonomy and empowerment, trust,
humane, non-judgemental and seamless
care, an emphasis on living and cultural
respect (61).

In a more practical sense, the model
addressed many of the barriers to access
highlighted above by recommending:

e Employing AHWSs

e Ensuring effective
communication/respect for
language

e Addressing psychosocial and
practical problems

e Building services in the
communities

e Encouraging family meetings

e Organising consumer and
professional educational activities

e Addressing relocation issues, with a
focus on staying at home

e Understanding and supporting
cultural practices

e Developing culturally-appropriate
healthcare facilities

e Offering carer and escort support

e Providing respite (43).

Similarly, the 2003 National Indigenous
Palliative Care Needs Study identified a
large number of issues affecting the
accessibility of palliative care for Aboriginal
and Torres Strait Islander peoples, and the
literature published since suggests that
many of these remain priorities. Elements
of ‘good practice’ articulated in the report
included:

e Early referral
e Cultural advocacy and brokerage

e Good communication and
relationship development

e C(Clear coordination

e Regular case management
meetings, including cultural
advocates

e Continuity of care

e Flexibility and responsiveness which
recognises individual needs (41).

The associated practice principles
highlighted a number of factors affecting—
and organisational and personal strategies
for addressing—the principles of
involvement of Aboriginal and Torres Strait
Islander people, communication and
training.



Queensland Health’s ‘Sad news sorry
business’ resource provides practical
guidance to clinicians around developing
cultural capability (including cultural respect
and recognition, communication,
relationships and partnerships and capacity
building) and providing appropriate care for
Aboriginal and Torres Strait Islander people
in the final stages of life (50).

Though not palliative care-specific, the
National Safety and Quality Health Service
(NSQHS) Standards include six actions
specifically relating to Aboriginal and Torres
Strait Islander peoples, including
partnership with communities, safety and
quality priorities that address the specific
health needs of Indigenous people,
improving cultural awareness and
competence within the workforce,
providing a welcoming environment and
routinely asking about and recording
Aboriginal and/or Torres Strait Islander
identity (70).

In its position statement, Palliative Care
Australia noted the disparities in service
provision between urban and remote areas,
and that ‘the heterogeneity of Aboriginal
and Torres Strait Islander culture means
models of care need to be flexible to
address the specific needs of different
culture groups’ (71).

A number of jurisdictions have developed
specific guidelines or frameworks to
promote the delivery of appropriate
palliative care services to Aboriginal and
Torres Strait Islander people and
communities—e.g. Queensland (72),
Victoria (73), NSW (74) and the ACT (75)—
and a national guideline has been
developed by the Program of Experience in
the Palliative Approach (PEPA) (76). These
have been further explored with
jurisdictional representatives as a part of
the broader project.

Responsive, dedicated local
service design

O’Brien & Bloomer (2012) suggested that
‘providing patient care in the community
rather than in mainstream facilities is
essential to ensuring appropriate care:
when embedded in mainstream services
there is some concern culture and
community are not addressed’ (61: p.39).

An example of a service developed
according to local need is reported in Alice
Springs, where a flexible, community-based,
and culturally-appropriate respite house
was developed. Importantly, staff provided
transport to and from the facility. An
evaluation of the service (after ten months
of operation) suggested the service brought
improvements in daily living for respite
patients and their carers and improved case
management of patients with chronic and
complex issues (57). Flexibility, as well as a
whole-of-service approach, was noted in a
2018 review as a feature of models
attempting to reduce barriers to palliative
care for Indigenous populations In New
Zealand, Canada and the US, as well as
Australia (77).

Cultural respect

Across the literature, the centrality of
cultural respect is clear.

Maddocks & Rayner (2003) noted that the
word ‘respect’ encompassed ‘many aspects
of the appropriate approach to health care
and palliative care for Indigenous
Australians: respect for the terrible history
of displacement, dispossession and violence
that characterised white-black relations
over generations; respect for different
meanings of “family”; respect for the
suspicion and discomfort commonly felt by
Indigenous people required to enter major
healthcare institutions, and the need for



Indigenous ownership, management and
staffing of more acceptable healthcare
facilities; and respect for the need to “sit
down” with patients and family members,
giving enough time and space to hear how
needs are expressed and to bring family-
based decisions into professional-led care
plans’ (69: p.S19).

Respecting the importance of dying on
country is perhaps ‘the most important
issue to be taken into consideration when
developing palliative care for Indigenous
communities’ (47: p.190).

Effective and appropriate
communication

In some cases, it was suggested that an
interpreter or advocate may be necessary
for effective communication with an
Indigenous patient in the palliative care
setting, particularly for ‘difficult’ end-of-life
situations, although finding one (in
particular with the right kinship relationship
to the patient) can be a difficult process
(49,52).

Beyond ‘pure’ language considerations,
communication with Indigenous patients,
their families and communities must be
undertaken in a culturally-sensitive way.
Persistent or direct questioning, reflection,
sharing perceptions, eye contact and touch,
and use of particular terms such as ‘death’
and ‘dying’ may not be appropriate for all
Aboriginal and Torres Strait Islander people
(47).

More broadly, ‘the central concept
informing communication with Aboriginal
people is that the right story must be told to
the right person: that is, full and culturally
appropriate information (properly
translated, with the opportunity given for
feedback to ensure comprehension) must
be communicated to a person selected in

recognition of the importance of family and
community relationships’ (44: p.2).

Workforce development:
Aboriginal healthcare
professionals and workers and
cross-cultural teams

To ensure appropriate palliative care
delivery to Aboriginal and Torres Strait
Islander peoples, the literature suggested a
‘compelling need to build the Aboriginal
community capacity to train and sustain
Aboriginal palliative care Indigenous
clinicians’ (61: p.39). Indigenous Liaison
Officers and AHWSs within community
palliative care services can advise the
palliative care team on culturally-
appropriate care for Aboriginal and Torres
Strait Islander individuals and play a
significant role in community liaison (58). In
presenting a case for AHWs in palliative
care, McGrath et al. (2007) noted that
‘Aboriginal people can interpret not only
the spoken but also the non-verbal
language of Indigenous people’ (79: p.433).

Relevant education and training for both
Indigenous workers in communities and
non-Indigenous palliative care providers
was recommended as a high priority
(58,66), as improving access to palliative
care for Aboriginal and Torres Strait Islander
peoples requires a workforce with the
relevant knowledge and skills (42), including
knowledge of Aboriginal spiritual beliefs
relating to death and dying (62).

In the Northern Territory, a Rural
Community Palliative Team (including a
clinical nurse manager, Indigenous Liaison
Officer/AHW and palliative care doctor)
visits patients and supports primary care
professionals in remote community clinics,
and PEPA provides remote workshops for
community health staff as well as



facilitating visits to the Darwin-based
palliative care team for rural and remote
clinic staff (42,58,66). This type of ‘two-way’
cross-cultural education can help medical
and nursing staff to improve their
understanding of Indigenous peoples’
views, and Indigenous people to learn more
about prevention and treatment of cancer
from a biomedical perspective (69).

Consistency of staffing is an enabler of
access to palliative care for Aboriginal and
Torres Strait Islander peoples, as trusting
relationships help communities engage with
services (57).

Community engagement

The literature suggests that while there may
be a lack of knowledge of the role of
palliative care and the services available,
once this is addressed—and communities
gain some experience of palliative care
services—there is often a positive reaction
from Aboriginal and Torres Strait Islander
individuals and communities (37,43,46).

Meaningful engagement with communities
and families has been highlighted as a
fundamental prerequisite for progress in
the design and implementation of
improvement strategies (77).

Partnerships

Partnerships between service providers,
consumers and communities are considered
a key element of quality healthcare
provision, with the user guide for Aboriginal
and Torres Strait Islander health associated
with the NSQHS Standards recommending
that health service organisations discuss
customs and practices with the local
community, to determine strategies that
can be used to meet local and individual
needs (70). For example, cancer services
across Australia highlighted the importance
of working with local health networks (e.g.

Aboriginal Community Controlled Health
Services and Primary Health Networks as
well as palliative care services and
Indigenous community members) in
delivering best-practice care (79).

Other partnerships (e.g. between
state/territory health departments and
palliative care services and relevant media
channels) are also considered important in
engaging Aboriginal and Torres Strait
Islander communities in discussions and
initiatives relating to palliative care (48).

Advance care planning

Not a great deal of information regarding
use of advance care planning by Aboriginal
and Torres Strait Islander people was
uncovered by this review, perhaps simply
because it is not common practice for most
of this population (80). As noted by a
Tasmanian project, ‘experience of death is
widespread, but preparation for it is
uncommon’ (82: p.9). However, Waran et
al. (2017) noted that early discussion of
end-of-life preferences, with the use of
advance care directives, ‘could play an
important part in preventing unnecessary
displacement of patients by allowing those
who wish to die in their community to do
so’ (83: p.377).

Sajiv (2013) noted that ‘challenges in
creating advance directives include factors
involving trust, uncertainty, hope, presence
of multiple clinicians, communication issues
including adequacy of communication, the
willingness of clinicians to follow patient
preferences, patient and family
misunderstandings about the process, [and]
documents not available when needed’ (81:
p.4). As for more general aspects of
palliative care, the inclusion of (the right)
family members and effective
communication are considered paramount



(80,83). Other potential barriers to advance
care planning include taboos surrounding
talk of death, the involvement of multiple
clinicians (but none singly responsible for
advance care planning), uncertainty around
an individual’s prognosis, the availability of
family locally, the scarcity of Aboriginal
Health Practitioners (AHPs) and the formal,
structured nature of (in particular) advance
care directives (82). Waran et al. (2017)
noted that in the Northern Territory,
despite the high proportion of Aboriginal
and Torres Strait Islander people in the
population, training in advance care
directives is not part of the curriculum in
AHP training, even though these
practitioners are the ones asked to help
Aboriginal people prepare the
documentation. It was suggested that less
formal discussions and processes, along
with educational efforts, may be key
strategies for overcoming the barriers (82).

In a study from Western Australia,
Aboriginal and Torres Strait Islander
community members were given
information about advance care planning by
an AHW and a palliative care researcher at
community events or home visits. The study
found that the role of the AHW was
important in this context, and that a whole-
of-community approach was useful in
promoting the use of advance care planning
(83).

A 2015 scan of Australian online resources
found five palliative care resources that
specifically referred to advance care
planning for Aboriginal and Torres Strait
Islander peoples (84), such as that produced
by Austin Health, which includes a step-by-
step guide for advance care planning (85). A
number of other resources have been
developed across Australia for this purpose
in recent years, including a brochure from

the Department of Health (86) and an app
developed in Queensland (87).
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Care leavers and those
affected by forced adoption

A care leaver is ‘a person who was in
institutional care or another form of
out-of-home care, including foster care,
as a child or youth during the

20th century’, including:

e Forgotten Australians
e Former Child Migrants
e Stolen Generations (19).

Forced adoption refers to ‘adoption
where a child’s natural parent, or
parents, were compelled to relinquish a
child for adoption’(21: p.6).

Introduction

Care leavers and those affected by forced
adoption (as defined above) have been
identified as special needs groups in the
Aged Care Act 1997 (88), and may also face
considerable barriers in accessing palliative
care.

It is estimated that, throughout the 1990s,
more than half a million children in
Australia (Forgotten Australians) were
placed in institutional and out-of-home care
under various arrangements (89). Also in
the mid-20th century, more than

7,000 children from the UK and Malta were
sent to Australia as Child Migrants (90).

Between the late 1800s and the 1970s,
many Aboriginal and Torres Strait Islander
children were forcibly removed from their
families—so many that ‘almost every
Aboriginal family today can identify one or
more family members lost’ as part of the
‘Stolen Generations’ (91: p2).

While it is not possible to enumerate the
number of people affected by forced
adoptions, ‘tens of thousands’ of people
have been affected, and the associated
trauma can be inter-generational (91).

Literature review
findings

No relevant literature was found using the
search methodology outlined in Appendix A,
with palliAGED noting on its website (in
April 2018) in relation to care leavers that
‘there is limited published research or
supports in Australia to inform aged care
and palliative care practice in this evolving
area’ (92).

However, information of relevance to this
project includes:

e There is some evidence that care
leavers may have higher rates of
chronic health conditions than the
general population (93).

e Many care leavers were physically
or sexually abused in their settings
of ‘care’.
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e Homelessness, drug and alcohol
misuse and mental health issues are
more prevalent in this group than
among the Australian population
overall (90).

e Those affected by forced adoption
may have complex mental health
issues including depression, anxiety,
complex and/or pathological grief
and loss, post-traumatic stress
disorder (PTSD), abandonment,
identity and attachment disorders,
and personality disorders (94).

Barriers to access to health
care

Fear and mistrust of government agencies
and services—along with a history of
trauma—may be key barriers to access to
care (in general) for many care leavers and
people affected by forced adoption
(89,90,93). Shahid et al. (2013) noted that
mainstream palliative care providers may
have ‘little understanding that many
Aboriginal people do not want non-
Aboriginal people coming to their homes for
reasons which may include memories of the
past when Aboriginal children were
removed’ (49: p.4). Fear and mistrust of
professionals and agencies associated with
former forced adoption practices was also
noted among the affected cohort (95).

A lack of family support may also be an
issue for Forgotten Australians, with
relationship difficulties and isolation at least
in part attributed to their childhood
experiences (93). Many have lived alone all
their lives, have broken marriages, and/or
have chosen not to have children (89).

Research involving around 700 Australian
care leavers suggested that barriers to
accessing services in general also included
cost, a lack of services or information
about them, stigma, and lack of transport
(93).

Enablers of access to
health care

Although not specifically relating to
provision of palliative (or even aged) care, it
has been recommended that service
providers utilise trauma-informed
approaches for care leavers and those with
a forced adoption experience (93,94).
Training of health professionals across the
healthcare sector was recommended to
help the workforce identify and meet the
needs of those with histories of complex
trauma, as well as mitigate the risks of
vicarious trauma (93).



oackgrounds

The term ‘culturally and linguistically
diverse’ (CALD) is a broad and inclusive
descriptor for communities with diverse
language, ethnic background,
nationality, dress, traditions, food,
societal structures, art and religion
characteristics (17).

More specifically, CALD may be used to
refer to people from non-English
speaking backgrounds (18).

Introduction

More than one-third of people in Australia
aged 65 and over were born overseas, and
most of these (61%) were born in non-
English speaking countries. People from
CALD backgrounds may experience a range
of barriers to accessing and engaging in a
range of health and community support
services (96).

Almost half of the Australian population is
either first or second generation Australian,
and more than 20% speak a language other
than English at home: most commonly
Mandarin (2.5% of the population), Arabic
(1.4%), Cantonese (1.2%) and Vietnamese
(1.2%) (97).

It is unsurprising that CALD patients and
their families report greater communication
problems than non-CALD patients, but

People from culturally and
inguistically diverse

international and Australian research also
suggested that they often receive less
adequate palliative care (98). International
research suggests that they might, at least,
have different experiences of care
compared with other patients. For example,
some populations may experience different
rates of more aggressive end-of-life care
compared with comfort-focused treatment,
or be more or less likely to have an advance
directive documented (99).

Huang et al. (2009) noted that ‘culture plays
a critical role in the different perceptions of
end-of-life needs by patients, their families
and healthcare providers’, affecting
people’s beliefs about health and iliness and
death and dying, their health-seeking
behaviour in general, and their emotional
responses to life-limiting illness and
palliative care (101: p.E13).

Literature review
findings

Barriers to palliative care

Individual and family barriers

Language and communication

Given the diversity in first languages of
CALD populations and English-language
proficiency between individuals,

communication is an obvious barrier to
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access to palliative care for CALD
populations (101-103), compounded by a
lack of non-English information and
interpreting and advocacy services
(104,105).

In some cases, the words used in the area of
palliative care do not translate well: as an
example, for Spanish-speaking people in the
US, ‘hospice’ may be taken to mean an
orphanage, a nursing home, or a mental
institution (106). Similarly, Western terms
related to death and dying might not be
compatible with diverse cultural beliefs and
practices (107). In a number of cultures,
however, the whole subject of death or
dying is considered uncomfortable or even
taboo (102). In cultures with Chinese-based
roots, there is little agreement on what
‘palliative care’ means (108).

Preferences and beliefs

Crawley (2005) noted that ‘patient and
family beliefs, values, customs, languages,
and immigration status may influence end-
of-life decision making, preferences for
treatment (including alternative and
complementary medicine), communication
with providers, trust, and satisfaction with
care’ (110: p.S-64).

Again noting the heterogeneity within
cultures and individuals, individual and
family-related barriers might include a focus
on curative care with maximal medical
treatment (110) or conversely a preference
for ‘less aggressive’ end-of-life care (111),
negative views or mistrust of palliative
care services (104,111,112), a preference
for dying at home (104), and for being
cared for by family members (113). This is
especially evident in Confucian philosophy,
which forms the basis of behaviours and
transitions in Chinese-based cultures, where
filial piety (respect for and obedience to
parents, elders and ancestors) is much

valued (114). However, the burden of
caring borne by family members may be
great. If the family cannot cope, unwanted
hospital admissions and death in the
hospital may result (102,115). There may
also be reluctance on behalf of an individual
to burden their family, despite a preference
to die at home (116), and some cultures do
not support dying at home (117).

Religious and spiritual beliefs may also
affect individuals’ palliative care
preferences. For example, concepts and
understandings regarding pain and suffering
(e.g. viewing these as a ‘test of faith’ that
should not be interfered with) may be
incongruent with symptom management in
palliative care (105,118), or faith may
provide hope in the context of ‘medical
futility’ (119).

Lack of awareness/knowledge

As with other under-served populations,
there may be a lack of knowledge or
understanding of palliative care in general
or available services in particular, especially
among more recent arrivals
(102,104,111,120). In some cases, palliative
care (as it is understood in Australia) may
not exist in a person’s country of origin (98),
and a lack of information in appropriate
languages and formats (104) may
contribute to the issue.

Community and cultural barriers

As for each of the under-served populations
addressed in this review, there is great
diversity among CALD populations and
individuals, and no consistent set of values
or beliefs (98,109,111). Interestingly, it has
been suggested that understandings and
experiences of palliative care across CALD
and non-CALD populations are
characterised by more similarities than
differences (98,102). Nyatanga (2018) noted



that while there may be a significant degree
of ‘acculturation’ throughout life, rituals at
birth and death tend to remain largely
unaffected, passing on from one generation
to the next (103). Similarly, Bray et al.
(2018) described migrants’ ‘dual possession
of a new hybrid identity developed in their
adoptive country, and an inner ethnic and
cultural identity, in varying degrees of
harmony with each other’ that may require
some degree of resolution at the end-of-life
(123: p.2647). Among Sudanese
communities in Australia, different
preferences around death and dying may be
expressed by older and younger members
(123).

In addition, there may be a variety of
understandings about palliative care and
attitudes and beliefs about illness,
suffering and dying between patients and
their families and healthcare professionals
(111), and such differences can translate to
a barrier to access palliative care services
(116). Common differences may include:

e A desire to carry the burden
collectively

e Reluctance to speak about death
and dying

e A preference to be cared for and die
at home

e Use of traditional medicines or
healers (98).

A recent Australian study found that CALD
families were often concerned by their
loved one’s lack of food consumption, while
providers were in turn concerned about
families ‘force feeding’ patients—although
there was no comparison to other patients’
families (124).

When differing world views (e.g. those
related to health and health care) are not
understood or respected, ‘tension arises in

the relationship with the minority culture
feeling disempowered and vulnerable’ (126:
p.111).

Despite these issues, traditional cultural
beliefs and traditions are not necessarily
incompatible with Western medical theory
and practices, as noted for Chinese-
Australian people utilising both Western
and Chinese medicine (116).

As with Aboriginal and Torres Strait Islander
populations, an increased emphasis on
family involvement in care is described in
the literature for CALD populations (126),
and exclusion of family in decision-making
processes is highlighted as a barrier to
culturally-sensitive care (111).

In some cultures there may also be
ingrained values of denial or secrecy—for
example a tendency among families to not
share a serious diagnosis or poor prognosis
with the patient themselves, limiting the
palliative care options that are possible
without alerting the patient to the truth
(101,102,127). Some communities may
prefer to withhold bad news until
community supports can be ‘wrapped
around’ individuals and families (123). A
2005 review noted that despite this, most
people of Chinese origin living in a number
of major cities around the world (including
Sydney) indicated that they wanted to be
informed about their diagnosis, prognosis
and treatment options at the same time as
their families (128). Green et al. (2018)
noted that ‘the role of family members as
intermediaries between patients and
providers may be in conflict with the
Western medical emphasis on patient
autonomy’ (125: p.7). Understanding the
‘rules of engagement’ with patients and
families around diagnosis as well as
navigating the important role of family
members while prioritising patient
preferences represent key issues for



providers providing palliative care to CALD
individuals (129).

Different issues around truth-telling may be
apparent in paediatric palliative care.
Wiener et al. (2013) noted that in many
cultures nondisclosure of life-threatening
diagnoses to children is acceptable, but a
cultural reluctance to discuss death with a
child (in an age-appropriate manner) may
interfere with access to palliative care and
cause conflict between health professionals
and family members (130).

Health professional barriers

A key barrier to palliative care may be a lack
of understanding among health
professionals about the cultural and
spiritual needs of CALD individuals, and how
to address these (111).

As with Aboriginal and Torres Strait Islander
populations, evidence from Australia and
the UK suggests that referrals to palliative
care for CALD individuals may not be made
(102) or may not be ‘timely’, sometimes
because of a lack of awareness of services
and referral processes among healthcare
professionals who are not palliative care or
cancer specialists (104). In other situations,
referral may not be made (or be made late)
if referring professionals did not think their
patients would receive culturally-
appropriate care (101). Racial stereotyping
and assumptions (e.g. regarding a
preference for family care, or the
availability of services from within a
minority community) may lead clinicians to
provide inappropriately differential
treatment and effectively create a barrier to
palliative care (117,123,129,131).

A recent systematic review suggested that
intensive care unit clinicians ‘lack the
knowledge to enable effective interaction
with culturally diverse patients and families

at the end-of-life’ (133: p.1), and experience
from a Queensland project led to a
recommendation that hospital doctors and
local GPs be targeted and ‘convinced’ of the
importance of providing information
regarding a local culturally-sensitive in-
home hospice service—and referrals—to
CALD families (102).

Organisation/service-side barriers

In the UK (with particular reference to end-
of-life care for minority groups), it was
noted that services were
‘disproportionately needed in areas of
social deprivation [with higher proportions
of minority populations], and
disproportionately present in areas of social
affluence’ (105: p.5). Similarly, a focus on
palliative care for cancer patients observed
in Australia and other countries may be less
relevant for other communities or put
patients with other diagnoses at risk of sub-
optimal care, as cancer rates may be lower
among migrant populations (101,133).

Some of individual and family barriers noted
earlier affect professional interpreters as
well as patients in the palliative care setting.
Kirby et al. (2017) noted the challenges of
translating the meaning of ‘palliative care’,
interpreting in the presence of family
members, communicating sensitively while
maintaining professionalism and the
emotional burden of difficult clinic
encounters (134).

In some cases, palliative care facilities may
find it difficult to accommodate cultural
practices (e.g. cultural rituals, burning of
oils or candles (100,111).

It was noted that in some contexts,
healthcare funding models did not support
the provision of culturally-appropriate
palliative care, for example by not allowing
primary care doctors to claim remuneration



for in-depth discussions regarding a
person’s faith-based practices (111). In the
UsS, at least, cost, finance and insurance
issues were often reported to present
barriers to palliative care for CALD
populations (99,135).

At the broadest level, institutional racism
may be a key barrier to access (128,136).

Enablers of access to
palliative care

As summarised by Crawley (2005),
‘understanding and serving the needs of
specific populations requires us to apply a
framework of equity and to consider
strategies to eliminate disparities. These
include identifying sources of bias and
discrimination in health care; enhancing the
collection of racial, ethnic, and other
demographic data; and increasing the
representation of a range of diverse
population groups in well-designed
qualitative and quantitative research’ (110:
p.S58).

In a 2011 appraisal of literature reviews
related to end-of-life care in the UK, the
authors noted ‘the complexity and
interrelatedness of factors leading to low
service use was recognised and reflected in
reviews’ recommendations for service
improvement’ (104).

Fang et al. (2016) suggested that ‘guidelines
and recommendations can proceed from
our academic understandings as a first step
towards improved and more equitable
practices' (p. 11), especially where they
promote person- and family-centred end-
of-life care as a process that engages with
the experiences of all persons in receipt of
care (111).

Individual enablers of note are summarised
below.

Cultural competence

Cultural sensitivity and cross-cultural
communication strategies are described as
important features of cultural care
(100,126). Cultural competence ‘is an
amalgam of skills, abilities, capabilities, and
competencies necessary for the
establishment of respectful and culturally
appropriate relationships’ (127: p.211), and
cultural awareness and sensitivity can help
individual healthcare providers ‘to actively
recognise and meet their patients’ cultural
needs’ (101: p.E16).

It was noted that ‘in contrast to the
frequent recognition that services need to
provide culturally competent care, few
reviews provided recommendations about
how to achieve this’ (105: p.7), and the
concept is complex and ambiguously
expressed (137). Interpretation of
‘culturally-appropriate care’ often ‘views
culture as static and unchanging’, “fails to
account for diversity within groups’, and
leads to ‘stereotyping and a failure to
identify the needs of the individual
receiving care’ (139: p.761). In addition,
there is ‘a paucity of research that involves
service users as experts in defining their
own needs and assessing their experiences
related to cultural care’ (138: p.220).

Provider education is one strategy for
improving the cultural competence of
palliative care services (105). As an example
of assisting health professional cross-
cultural understanding, the Migrant
Information Centre in Melbourne has
published a resource to assist providers in
caring for people from CALD backgrounds
by highlighting key cultural issues for local
Cambodian, Chinese, Indian, Iranian, Sri
Lankan and Vietnamese communities (112).



Similarly (and more specifically), Partners in
Culturally Appropriate Care (PICAC)
NSW/ACT provides a summary of cultural
attitudes towards palliative care and end-
of-life considerations for a large number of
cultural groups (139).

At the same time, Nyatanga (2018) notes
that ‘although cultural competence will
remain a noble aspiration for community
nurses, this should be placed in the context
of the changing cultural world of mass
immigration, cross-cultural fertilisation and
inter-racial marriages’ (104: p.307).
Therefore culturally-appropriate care
requires consideration of the patient as an
individual, rather than a ‘cultural being’. As
noted by Brown et al. (2018), ‘cultural care
should be integral to holistic patient care,
irrespective of a person’s race or ethnicity’
(138: p.220). Fostering trust may be a key
tenet of providing quality end-of-life care,
including to elderly people from culturally
diverse backgrounds (140), and
conversations about end-of-life conducted
with ‘humility and openness’ may be more
constructive than cultural competence per
se (118).

Clark & Phillips (2010) outlined key
guestions GPs might use to explore
patients’ cultural beliefs relating to end-of-
life, relating to communication preferences
and comprehension, cultural values and
customs, concluding that ‘taking the time to
understand each patient’s unique cultural
needs, values and beliefs is the most
respectful way of delivering palliative care
and facilitating a dignified death’ (127:
p.213).

Incorporating culturally-dictated needs and
preferences into treatment plans may be a
way of ensuring culturally-appropriate end-
of-life care (105) and, at the organisation
level, accommodating the needs of CALD
palliative care patients may include

consideration of culturally-determined daily
living practices (e.g. relating to diet and
hygiene) or the use of alternative therapies
(100).

Creating a culturally-sensitive
workforce

Workforce development initiatives, in
particular training, could help to bolster the
cultural awareness and capabilities of
palliative care providers (104). Flexible
training, aligned with the particular needs
of staff, may be helpful (141), although it
has been suggested that both education
and training and positive experiences
caring for individuals in a particular
community, as well as support in the
everyday context, are important in
determining health professionals’
confidence in their cultural competence
(115,142,143).

While ‘even the best training cannot cover
all aspects of care nor deal with the myriad
of ways in which values and norms interact
and adapt before finally being enacted in
the hospital, surgery, or home’ (p. 177),
understanding various cultures’ attitudes to
death and dying and cultural rituals is
important for palliative care providers
(144).

Training could occur at a number of levels
across the spectrum of palliative care
provision—from training at undergraduate
and postgraduate levels for generalist and
specialist medical staff to training in
palliative care for interpreters and
advocates (104). Inter-professional
educational programs incorporating critical
reflection and dialogue could promote
understanding of diverse needs for CALD
populations (111).

Recruitment of staff from different cultural
backgrounds (i.e. those matching patients’



cultural backgrounds and speaking their
native language) is also a key enabler of
culturally-appropriate care and promoter of
linkages between other health services and
palliative care (117,118,145). A small study
of doctors in the UK found that the majority
felt palliative care services could not be
sensitive to religion and culture without this
(101).

Language and communication

In a number of cases, the importance of
good communication was emphasised
above all other factors (104), and it was
suggested that identifying the key decision-
maker in the family may be helpful in
identifying patient and family needs (100).

Translation and interpretation have
obvious roles in overcoming language
barriers, and professional interpreters can
improve discussions about and provision of
end-of-life care (146). However, the
availability and capability of interpreters
may be variable, and concepts can quite
literally be ‘lost in translation’, complicating
clinical work. Patients from small
communities may also be reluctant to use
an interpreter known to them or their
families (98). Even where available and
utilised, interpreters and clinicians face
challenges such as balancing accuracy and
understanding, pure translation and cultural
advocacy, and professionalism and support
(147,148). Meetings between clinicians and
interpreters before patient discussions may
be helpful (146).

In some cases, the involvement of English-
speaking family members may be useful in
connecting and communicating with
patients (98,100), although this can also
carry risks—in particular uncertainty about
how much information is being provided to
the patient (101,104,149).

Aside from the use of interpreters, other
techniques for overcoming language
barriers include learning some of a patient’s
language, use of other staff from different
cultural backgrounds, and the use of non-
verbal cues (informal sign language, facial
expressions and symbols) (100). Abunafeesa
& Elsayem (2017) described end-of-life care
discussions as a critical component of
physician training to facilitate the
conversation in a culturally-appropriate
manner (150).

Awareness

Information about terminal illnesses and
the types of palliative care services offered
in local communities may increase social
acceptance of palliative care for CALD
communities (115).

Fang et al. (2016) noted the need for
‘intercollaboration, community cooperation
[and] experiential knowledge synthesis in
order to drive effective [end-of-life] care for
ethnocultural groups’ (p.5), involving
mobilisation initiatives, public agencies,
grassroots organisations and healthcare
professionals (111). Engaging community
organisations and religious leaders and
church communities may be an effective
strategy for improving awareness (117,151),
and ‘patient navigators’ could also have a
role in facilitating community engagement
through outreach and education activities
(see ‘other’ below) (106).

The availability of culturally-appropriate
resources (e.g. online, in print) for those
approaching end-of-life and their families
may be useful to support planning and
decision-making about palliative care (111),
although elsewhere the potential lack of
literacy in an individual’s own language was
noted as a challenge (101). Ethnic media,
including radio and newspapers, may be



useful in communicating about palliative
care to broader CALD communities (102).

Other

An article from the US described the
potential use of ‘patient navigators’ to
improve end-of-life outcomes for Latino
people. While the role of patient navigators
is not consistent across the literature, in
general they ‘build trust with the
community they serve to provide one-on-
one, culturally appropriate, patient
empowering interventions’ (107: p.2014).

A more ‘grassroots’ intervention, delivered
through partnering with African American
churches, involved an education program
for church leadership, an intensive
education and training program for church-
based lay companions, and messages and
materials targeting the general
congregation (151). Providing education
using non-threatening language in face-to-
face discussions with patients and family
members in their homes, and using
personal testimonials, are examples of
culturally competent intervention strategies
a navigator could use to address cultural
barriers and increase palliative care access.
Once care has been accessed, a navigator
may continue to assist with practical and
other barriers to care that might arise
throughout the patient journey.

Similarly, McGrath et al. (2001) suggested
services create links with volunteer or
community organisations to access
volunteers with relevant ethnic language
skills, and highlighted the importance of
(positive) community experience with
services and communication with the
younger generation to engage the broader
community (102).

In the US, a screening tool applied in the
setting of ageing services providers (with

largely African American and Latino clients)
found that more than a third of participants
might benefit from palliative care services,
with most accepting referrals to outpatient
palliative care clinics. The authors noted
that the tool ‘has the potential to increase
palliative care utilisation among
underserved community-dwelling older
adults and may improve their quality of life,
potentially in communities worldwide’ (153:
p.929).

An evaluation of the Culturally Appropriate
Palliative Care Strategy (2013—2015) in
Victoria highlighted the importance of
collaborative efforts from both CALD
communities and palliative care services in
promoting and providing culturally-
appropriate care, including community
engagement and long-term, committed
relationships and partnerships (153).

Advance care planning

A 2009 review found that, while published
evidence is limited, what is available
suggests that people belonging to minority
cultural and linguistic groups are less likely
to be involved in advance care planning
than the ‘mainstream’ population (and may
reject the concept outright) (154). However,
those with any type of illness may be more
likely to engage in advance care planning
than other members of their community,
and increasing age, income and education
may be sociodemographic factors that
contribute to awareness and/or completion
of advance care planning among some CALD
groups, at least in the US (155).

Cultural barriers to advance care planning
may be similar to those for palliative care,
such as religiosity, preferences for curative
therapy, family (rather than individual)
decision-making and mistrust of the
healthcare system (154-157). However,



these views are not universal, as
demonstrated in an Australian study that
found while first-generation Italian migrants
preferred family decision-making, the
opposite was true for Dutch migrants (158).

Again, as with general aspects of palliative
care, barriers such as awareness and
language are relevant to advance care
planning (155), and cultural understanding
and sensitivity were considered key in
promoting and facilitating advance care
planning among CALD communities (159).
While for some individuals and
communities advance care planning may
not fit with their cultural understandings
and beliefs around death and dying
(160,161), others may experience barriers
to access through distance, language or
discrimination (160).

Awareness of advance care planning may be
low among CALD communities, and some
groups may be less supportive
(154,161,162), but in other cases interest in
and acceptance of the principles may be
high (160,161,163). Education and
culturally-appropriate community
engagement about advance care planning
may be needed to increase knowledge and
awareness and ‘serve and empower’
patients (81,155,164), rather than
representing ‘an imposition of directives by
(usually white) healthcare professionals’
(156: p.1286). Despite this, a 2015 scan of
Australian online resources found no
palliative care resources for CALD groups
that specifically referred to advance care
planning (84). A lack of assistance in
preparing medical directives may be a
significant barrier for CALD populations
(135).

1 www.acptalk.com.au

Improving the cultural competence of
healthcare professionals may be an enabler
of advance care planning among CALD
populations (157,165). The ACPTalk
website?, funded by the Australian
Government Department of Health,
provides ‘informational support for health
professionals conducting advance care
planning with people from different
religious and cultural backgrounds’ and may
also be used by community members. It
provides information about advance care
planning in the context of Buddhist,
Christian, Hindu, Islamic, Jewish, Sikh and
secular communities. Within the first nine
months, ACPTalk received 12,957 page
views in 4260 sessions (primarily from
Australia), and the website has been
received positively by healthcare
professionals (166).

Sudore et al. (2018) suggested that the right
resources can overcome literacy, language
and cultural barriers to assist CALD (and
mainstream) populations in progressing
their own advance care planning (i.e.
without clinician or system-level
intervention) (167), and McDermott &
Selman (2018) advocated more informal,
communication-based approaches to meet
the needs of culturally diverse populations
(157). Indeed, there is some suggestion that
certain ethnicities (e.g. African Americans)
may prefer less formal methods of advance
care planning, rather than formal legal
directives (118).

In a recent US review, Hong et al. (2018)
suggested that efforts to engage diverse
communities in advance care planning may
be assisted by recruiting more CALD
healthcare professionals who are well-
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informed about advance care planning
(155).
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Refugees

The 1951 Convention Relating to the
Status of Refugees (and its 1967
Protocol)—to which Australia is a
signatory—defines a refugee as ‘any
person who owing to a well-founded
fear of being persecuted for reasons of
race, religion, nationality, membership
of a particular social group or political
opinion, is outside the country of
his/her nationality and is unable, or
owing to such fear, is unwilling to avail
himself/herself of the protection of that
country’ (25).

Introduction

According to the United Nations High
Commissioner for Refugees (UNHCR),
approximately 68.5 million people
worldwide were forcibly displaced at the
end of 2017—the highest level in the post-
World War Il (WWII) era (168).
Approximately 25.4 million of those forcibly
displaced were considered to be refugees
(defined above). Refugees may be forced to
leave their home or country for a range of
reasons, including exposure to conflict,
violence, war, persecution, natural disasters
or serious environmental changes (169).

Every refugee is initially an asylum seeker—
a person whose claim for international
protection is yet to be accepted by the
country to which it has been submitted
(170).

Australia’s population includes refugees
from post-WWII Europe, Central and South
America, Lebanon, Laos, Cambodia, the

former Yugoslavia and Africa, with a recent
pattern of refugees originating from Asia
and the Middle East (171). Approximately
750,000 people have been accepted under
Australia’s Humanitarian Program since
WWII, with refugees in the country at the
end of 2017 numbering almost 50,000
(172). In addition to those recognised as
refugees, there are substantial numbers of
people seeking asylum in Australia, either
on bridging visas in the community, in
community-based detention, or in
detention facilities located offshore (on
Nauru or Manus Island, Papua New Guinea)
(173).

Refugees often face a range of health and
social challenges as a result of the ‘interplay
of language and cultural issues, the
disruption associated with the refugee and
resettlement experiences and adverse
conditions in the community’ (175: p.11).
Refugees in Australia may have relatively
poor health and complex needs (174) and
have higher rates of mental health
problems, some infectious diseases, and
disabilities compared with the general
population (175).
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Literature review
findings

Very little information regarding the
delivery of palliative care services to
refugees (outside emergency humanitarian
contexts) was found in the current review.
As noted by CareSearch, ‘the literature on
the health of asylum seekers and refugees
may not be easy to find. The relevant
literature may be found using terms such as
“multicultural” rather than their
immigration status’ (176). A 2018 review
noted that ‘research on end-of-life
experiences among refugees is sorely
lacking in the global literature’ (178: p.4).

Barriers to access to health
care

While more general considerations for CALD
populations are somewhat relevant (see
Chapter 4/), refugee populations in
particular face ‘considerable’ barriers to
accessing health care in general (173).
Beyond language barriers and cultural
differences, refugees also have:

e Experiences of trauma and torture
that may have ongoing impacts on
access to care

e Limited access to transport and
other geographical barriers in
accessing health care, particularly in
rural and regional areas and for
people with low or no income

e Varying access to Medicare (for
asylum seekers rather than
refugees) and other financial
barriers (including financial
disincentives for service providers)

e Alack of familiarity with Australian
healthcare systems and difficulty
accessing complex service pathways
and appointment systems
(174,175).

Similarly, a systematic review of the
literature relating to barriers to access to
medication and pharmacy services found
that communication and language barriers,
navigating healthcare systems, different
cultural beliefs (including use of traditional
medicine) and issues of trust were common
barriers to access described in the literature
(178).

Hiruy & Mwanri (2014) describe the life
experiences of African refugees and
associated disadvantages—including mental
disorders and stigma along with limited
education, poor health, low English
language proficiency and employment
skills—as barriers to access to palliative care
for this population in the Australian context
(179).

Healthcare professionals can find caring for
refugees challenging (175), and have
identified a number of needs including
multilingual information on health topics
and conditions, education about available
services and Medicare eligibilities, and
cultural awareness and knowledge of an
individual’s experiences before arriving in
Australia (180).

A 2013 review found that permanently
settled refugees in Australia have
inadequate access to primary health care,
and that there is limited availability of
refugee-focused health services as well as a
lack of coordination between services (175).



Enablers of access to
health care

Again, although little specific literature was
identified relating to palliative care for
refugees, some of the enablers of access to
palliative care for CALD populations will be
relevant to refugees.

Madi et al. (2018) noted that what
literature was available stressed ‘the
importance of integrating cultural aspects in
the delivery of medical and palliative care
services to refugees’ (178: p.4).

A recent study seeking to improve the care
of refugees in the hospital setting (not
palliative care related) suggested that those
providing care for this population required
greater support, information and education
and access to interpreting services in order
to overcome barriers to care (180). To
improve refugees’ access to primary care,
Russell et al. (2013) noted that ‘improved
integration is needed between
Commonwealth and state-supported
services, refugee focused and mainstream
health services, health and non-health
sectors, and with consumers and carers,
supported by robust research and
evaluation’ (176: p.16).

A 2018 workshop in Italy involving health
professionals and government
representatives (from Italy and countries of
origin for refugees in Italy) suggested that
an approach based on palliative care
models, with its holistic focus, may be
particularly helpful in improving the health
care of refugees (in a far broader sense than
end-of-life care), as it encompasses relief of
suffering and management of cultural and
emotional stress (181).

Cultural mediators—individuals who
understand refugees’ faiths, traditions and

beliefs and speak refugees’ own language as
well as that of the host country—conduct
group awareness and education sessions to
familiarise refugees with their host
country’s health services. Through
‘innovative styles in communication and
cultural products that involve the refugee
community...host communities may share
the task of integration’ of refugees (182:

p.1).

Advance care planning

No literature relating to advance care
planning among refugee populations was
found in the current search. Again, many
considerations for CALD groups are likely to

apply.
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People with disabilities

Disability is an umbrella term that
encompasses any or all of the following
components (all of which also may be
influenced by environmental and
personal factors):

e Impairment—problems in body
function or structure

e Activity limitation—difficulties in
executing activities

e Participation restriction—problems
an individual may experience in life
situations (21).

Disability is diverse and can be
understood as a continuum from no
impairment or limitation, to the
complete loss or absence of functioning
or ability to complete a task. Almost one
in five Australians is living with a
disability, and of these, one in three will
have severe or profound limitation
(182).

Causes of disability include genetic
disorders, illnesses, accidents and
ageing, or any combination thereof.

Introduction

Almost one in five Australians is living with a
disability—and over half of those are aged
65 years and over.

While there is significant diversity among
those living with a disability, the literature
concerning palliative care barriers primarily
focused on the following conditions:

e Neurodegenerative diseases
(dementia, Alzheimer’s disease,
Motor Neurone Disease)

e Intellectual disability.

For both of these foci, unique barriers to
access were uncovered. Further, the
literature relating to palliative care for
those living with an intellectual disability
also comprised paediatric settings,
introducing greater complexity to service
provision (in particular concerning
communication between the child and
healthcare provider).

In Australia, resource use related to
dementia is expected to increase markedly
(183,184), and health professionals will
therefore require a more sophisticated
understanding of palliative care needs for
this population.
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Literature review
findings

It is well established that those living with a
disability are at a significant disadvantage
when trying to access high-quality palliative
care services (185—-187). Barriers primarily
relate to individual, family, organisational
and healthcare professional characteristics
(188).

Barriers to palliative care

Individual barriers

Individual barriers to accessing quality
palliative care were considerable for those
living with a disability. The primary barrier
faced by those living with a disability was
difficulties in communicating with health
professionals and family members during
end-of-life care. In some cases, access to
palliative care may be delayed because of
communication problems between the
patient and clinician, especially in the case
of palliative care for children with an
intellectual disability (189,190). However,
the primary concern revolves around the
inability of the clinician to understand the
patient’s needs, the ‘patient’s ability to
articulate symptoms and concerns, and the
care provider’s ability to communicate’
(192: pp.513-4) to the patient. Further
challenges in communication may include:

e A person not fully understanding
his/her condition

e Cognitive and motor deficits
impeding a person’s ability to
express his/her needs

e Individuals being unable to

communicate their levels of pain or
discomfort (192-196).

A second key individual-specific barrier
described is that of ‘overshadowing’.
Overshadowing can be defined as ‘a
phenomenon in which a person’s
presentation is attributed to their
underlying condition, thereby potentially
delaying identification of other problems
and referral to hospice and/or palliative
care’ (192: p.514). In the case of those living
with a disability, their presentation to
health services may be attributed to the
disability they have, rather than recognising
the individual may be at the end-of-life and
subsequently needing palliative care
(191,194,197). In particular, overshadowing
is a contributing factor in the premature
mortality and high rates of avoidable death
among people with intellectual disabilities
(198).

Many people with a disability who are
facing end-of-life also have complex mental
and physical health comorbidities (199).
Still, it has been reported that few
individuals receive multidisciplinary care at
end-of-life such as appointments with
geriatricians, psychiatrists, or community
psychiatric nurses (199).

Family barriers

Family members and caregivers may display
a degree of avoidance of the topic of death
and dying that may be unwanted by those
living with disability and unhelpful in the
context of person-centred palliative care
service delivery (200).

Families often lack adequate support from
health professionals and associated service
providers during the end-of-life stage when
caring for someone with a disability. This is
particularly the case for those families
caring for a loved one with dementia, as the
prognostication of the disease can be
extremely difficult (191,201). In a white
paper detailing what optimal palliative care



for those living with dementia looks like,
van der Steen et al. (2014) detail several
factors to consider when supporting
families, including:

e Families may suffer from caregiver
burden

e  Families will need continued
support, from diagnosis through to
major decline in health status

e Education should be provided to
families regarding disease
progression and palliative care
options

e Families should be encouraged if
they wish to take part in the care of
a loved one

o  Families will need support from
clinicians as to their role in future
decision making

e C(linicians should be cognisant of
the effects of sustained grief felt by
families when caring for someone
with dementia

e Bereavement support should be
explored

e When the person dies, families and
fellow residents (if in care) should
be given time to adjust to life
without the person they have been
caring for (202).

The role of families as decision-making
surrogates, and advocates for quality
palliative care for those living with a
disability, is significant. This is particularly
the case for parents of children living with
disabilities, whereby parents and primary
caregivers may take on the role of decision
making concerning end-of-life care
(189,191). In these cases, ensuring the
individual has adequate input into the type
of care received is important. In a Dutch
study of 47 people with intellectual
disability in a residential facility, 27 had

decisions made for them by healthcare staff
about end-of-life care, with half of those
not having any family involvement to
advocate on their behalf (191). It has also
been highlighted that there is a need to
support decision-making
surrogates/substitute decision
markers/caregivers due to the stress and
struggle that is often associated with
navigating end-of-life decisions and care
(203,204).

A lack of knowledge among families
concerning disease trajectories and
available palliative care options may be
another barrier for those living with
disabilities. Hertogh (2006) noted that
‘family members often experience a lack of
information not only with regard to the
specific decisions to be made but also with
regard to the natural course of the disease’
(188: p.553). With greater knowledge and
education for carers of people with
dementia comes increased likelihood that
they will choose ‘comfort care’ over more
invasive, unnecessary life-sustaining
medical intervention (186). Finally, in a
qualitative study, people with dementia
emphasised it was important to be cared
for ‘in place’, stay at home for as long as
possible, and be comfortable at end-of-life
(205).

Health professional barriers

Barriers associated with health
professionals revolved around a lack of
knowledge in how to provide palliative care
to those living with a disability, difficulties in
prognostication regarding
neurodegenerative diseases, and beliefs
held by staff, particularly concerning
neurodegenerative diseases.

In defining optimal palliative care for people
with dementia, van der Steen et al. (2014)
stressed that healthcare teams should be



adequately trained to provide care (202).
Education and upskilling of staff, including
volunteers, is necessary for providing
quality palliative care to those living with a
disability (206). In many cases, health
professionals exhibited little experience in
working with people with an intellectual
disability.

The difficulties concerning prognoses,
particularly for neurodegenerative diseases,
present significant barriers to accessing
palliative care for those living with such
conditions. For example, the disease
trajectory of dementia is often
unpredictable, making it difficult for health
professionals to determine an accurate
prognosis, and by extension, determine
when palliative care is appropriate
(201,202,207,208). Furthermore, healthcare
professionals working in nursing homes may
experience emotional distress while caring
for residents with dementia, due to a lack of
knowledge and understanding of how to
cope with behavioural changes, as well as
difficulties coordinating care with family
members (209).

Health professional beliefs concerning the
terminal nature of dementia were also cited
as barriers to accessing palliative care for
those with the condition. A number of
published papers raised concerns that
health professionals may not view dementia
as a terminal illness that requires access to
palliative care (186,192,210). Similarly,
others report that the symptom burden of
Alzheimer’s and other types of dementia
are comparable to those of cancer, yet
people with dementia tended to receive
poorer quality end-of-life care, based on a
range of clinical indicators (prescription of
medications, bereavement support offered
to next of kin, assessment for pain, and
specialist palliative care consultations)
(211).

Organisation/service-side barriers

Barriers at the organisation/service level
include a lack of planning about where
people with intellectual disabilities will live
at the end of their lives, including the
transitions from family to agency care
settings (196). Wark et al. (2017)
investigated barriers to providing end-of-life
care for people with an intellectual
disability in Australia by interviewing direct
care staff from a sample of metropolitan
and rural locations (212). The following
qualitative themes were reported:

e Perceived staff isolation

e Frustration experienced by staff due
to awareness of available supports
and services but a perceived
inability to gain consistent access to
them

e Potential isolation from medical
services/doctors

e lack of access to generalist health
support

e Internal staffing issues/attracting
and retaining suitable staff

e lack of available funding to support
individuals with other healthcare
needs (212).

In the setting of group homes, O’Hehir
(2018) found that palliative care services
reported a lack of referral from group
homes to palliative care services, while
group home staff reported a need to
identify residents who would benefit from
palliative care in a more timely manner and
difficulty advocating for their residents in
acute and primary healthcare settings in the
context of (changing) healthcare needs
(213).

Finally, O’Hehir (2018) briefly discussed the
impact of the National Disability Insurance
Scheme (NDIS) on funding models for
palliative care in group homes, noting that



‘the line between what is funded by the
NDIS and what is supposed to be funded by
the health system is not yet fully clear’ (214:
p.10).

Enablers of access to
palliative care

Individual/family enablers

Enablers of access to quality palliative care
for those living with a disability revolved
around the type of support provided by
families, characteristics of the individual,
and the ability of service providers to
collaborate effectively in providing holistic
care. The most important enabler of access
was the presence of family to assist with
decision making at the end-of-life.

In the case of a person living with an
intellectual disability, ‘assisted capacity’ has
been proposed as a method of ensuring an
individual’s wishes are effectively
communicated and they receive the
palliative care they desire (214). Assisted
capacity involves support being provided
from multiple people involved in the
individual’s life which may include
immediate family members, friends, health
advocates and healthcare providers (214).
Further to assisted capacity is the process of
‘best respect’, whereby those closest to the
person and those involved in their health
care engage in an informed dialogue about
how to proceed with end-of-life care (215).

Whilst not as prominent in the literature as
the support of families, characteristics of
the individual themselves may determine
whether they are able to easily access
palliative care. Lindley et al. (2017) detailed
that children with intellectual disabilities
with complex comorbid health conditions
were more likely than other children with

intellectual disability to enrol in palliative
care (189).

Organisation/service-side enablers

Collaboration between services to provide
care can enable quality palliative care—e.g.
disability services and group homes
collaborating with specialist palliative care
providers—although such collaboration are
not without their difficulties (200,208,213).
In Tasmania, a service provider has
identified ‘a clear need for a sector-specific
strategy which strives to enhance services’
understanding of the role, availability and
pathways for accessing palliative care and
best practice principles for supporting
people at end of life stage’ (201: p.3).

In a mixed-methods study of end-of-life
care being delivered in disability community
living services in Victoria, Grindrod &
Rumbold (2017) found that organisational
structure and culture both influenced end-
of-life practices in community supported
living (216). The authors found that
collaboration between disability and
palliative care professionals was important
in enabling greater access to palliative care
for those living with a disability. Similarly,
McCleary et al. (2018) expressed that the
establishment and continuation of
meaningful interrelationships are vital for
providing quality end-of-life care for people
with dementia in long-term care home
settings (217). For people with dementia, a
new palliative care model was trialled and
evaluated (in the UK), which drew on
partnerships between a peak body
(Alzheimer’s Society) and a hospice (South
Wales) to deliver services by a specialist
community palliative care nurse and
dementia support worker (218). Education
and training sessions were also delivered to
health professionals, volunteers and
members of the community. The program
reportedly enabled support and coping for



carers, as well as allowing a greater number
of people to be cared in their place of
choice (218). In Tasmania, a ‘community of
practice’ has arisen to ‘strengthen the
community sector by offering opportunities
for organisations to share knowledge,
resources and support each other as we
strive to enhance the life and death
experiences for people with disability’ (201:

p.6).

Others have suggested strategic and
interdisciplinary research is needed to
advance and translate palliative care into
practice, specifically in the context of
dementia (219).

In relation to people growing older with
learning disabilities, NICE guidelines (UK)
recommend that ‘mainstream’ end-of-life
or palliative care services should, wherever
practical, make reasonable adjustments to
support people/family/friends/carers and
other people they live with, throughout
palliative care and bereavement phases
(220). Tuffrey & Davidson (2018) reviewed
best practice initiatives in end-of-life care
for people with an intellectual disability
(UK). Key themes included:

e Individual and organisational
commitment is required

e Good practice is dependent on
‘champions’, and being supported
by committed
organisations/managers

e Collaboration is essential, including
continuing relationships between
those who provide care at home
and the palliative care team

e The individual’s story must be at
the heart of care —i.e. person-
centred care (195).

A tool for identifying palliative care needs
among people with intellectual disabilities
has been developed in the Netherlands (the

PALLI) (221). While it was reported that the
tool was considered to be feasible and
useful, further research is needed, including
in the Australian healthcare context.
However, O’Hehir (2018) noted that signals
such as changes in a group home resident’s
behaviour or repeated access of acute
services may be indicative of a need for
palliative care assessment (213).

A study from the UK adapted a palliative
care program and resource to enable
identification, assessment, and
management of the psychosocial needs of
people living and dying in a care home
(222). Staff demonstrated improvements in
the identification of, and response to,
patients’ physical health needs and planning
for declines in their illness trajectory
(including initiating advance care planning)
as a result of the program (222).

For people with severe physical disabilities
such as amyotrophic lateral sclerosis,
emerging technology such as high-tech
augmented and alternative communication
(HT-AAC)—i.e. eye tracking computer
systems to enable communication)—may
be useful as part of routine palliative care
(223). Such technology may help overcome
communication barriers as speech
deteriorates, enable and enhance decision-
making capacity, and maintain social
supports and quality of life (223), but
further research is needed.

In Australia, Wark et al. (2017) provided
recommendations to improve end-of-life
care for people with an intellectual
disability, including consideration of:

e The roles and responsibilities of
state and commonwealth
healthcare services, and the role of
the NDIS



e The need for further
education/training for doctors and
other healthcare staff to better
understand the needs of people
with an intellectual disability during
end-of-life

e The need for disability services to
establish links within the local
palliative care nursing teams and
wider health system

e The need for increased external
funding

e Establishing realistic/flexible
management plans for people with
an intellectual disability during end-
of-life, including the allocation and
utilisation of additional support
hours and access to specialist
healthcare services (212).

Also in Australia, the Talking End of Life
...with people with intellectual disability
online toolkit has been developed to assist
disability support workers (and others) in
talking to people with intellectual
disabilities about end-of-life issues (224).

Advance care planning

Several themes emerged regarding advance
care planning by those living with a
disability, including:

e Lower rates of advance care
planning

e Individual/family characteristics

e Health professional characteristics

e Organisational/service-side factors.

Lohiya et al. (2002) identified that, in a
developmental centre that provided care
for 850 residents with intellectual disability,
only two had an advance care directive, a
rate significantly lower than the general
population (225). Similar low rates have

been observed in males with Duchenne
muscular dystrophy (226). Relatively low
uptake of advance care planning has also
been reported among people with
dementia and/or their families and
caregivers (187,207,227,228).

Various individual characteristics affected
whether people were likely to have an
advance care plan in place, including their
prior life experiences and communication
styles. Chen & Habermann (2013) found
that those with employment backgrounds in
healthcare professions may be more likely
to have an advance care plan in place (229).
Also, the communication styles between
individuals and their families might
influence how they make advance care
planning decisions (205,230-233). Poole et
al. (2018) found that although many people
with dementia felt confident that their
families could express their wishes on their
behalf, many had not communicated their
preferences regarding their care at end-of-
life (205). Rather, there was a tendency to
discuss practical arrangements such as
organising a funeral and making financial
decisions. Another study reported that
decisions about how to plan and manage
end-of-life situations commonly emerged
from ‘ordinary/everyday’ conversations
between people with dementia and their
families (231) or ‘emergent planning’ (232).

For those with an intellectual disability,
poor health literacy and cognitive capacity
made it difficult for them to complete an
advance care plan (189). For those with
dementia, van der Steen et al. (2014)
detailed a number of options to assist with
end-of-life care planning, including:

e Prioritising explicit global care goals

e Anticipating progression of disease,
and completing advance care
planning at point of diagnosis



e Providing flexible formats of
advance care plans, tied to available
resources for the individual

e Revisiting care plans over time
(individual and family or caregivers)

e Storing care plans and ensuring
they are accessible to all providers
of care (202).

Finally, health professionals may have an
element of influence over whether a person
with a disability completes an advance care
directive. Robinson et al. (2013) detailed
that health professionals involved in
primary and acute care, and volunteer and
legal institutions in the UK, had doubts
about putting advance care directives into
practice, in particular relating to:

e Who should be responsible for
implementing an advance care plan:
a number of health professionals
that did not identify as palliative
care specialists felt ill-equipped to
take on board advance care
planning as part of their
professional responsibility, which
was primarily attributed to a lack of
time and resources

e What documentation was to be
used: healthcare providers were
often overwhelmed by the amount
of and variation in documentation
required to implement an advance
care plan, often putting them off
initiating one with a patient

e When to enact the advance care
plan: delays in initiating a care plan,
due to a lack of clarity around who
should be responsible and the
required paperwork, would often
result in advance care plans being
considered too late in the
progression of disease, when the
patient was no longer capable of
contributing to its development
(234).

Whilst reservations about advance care
planning in these service groups was
evident, the small sample size may not be
representative of the broader health, legal
and volunteering sectors.

Other studies highlight the aforementioned
issues including uncertainty about when to
initiate advance care planning—for example
in relation to prognosis and cognitive
capacity, particularly for people with
dementia (230,235-238). In the primary
care setting, there may be a ‘disconnect’
between GP attitudes regarding the
importance of advance care planning, and
the levels of actually completed documents
among patients with dementia (239).
Perceived barriers were reported to include
lack of time, lack of GP/patient/family
knowledge and awareness, discomfort
concerning having the discussion, and lack
of available resources (239).

The literature also describes enablers and
‘practice points’ addressing advance care
planning among people with dementia.
These include:

e Educating family members
regarding morbidity and mortality
associated with dementia

e Summarising psychiatric and
medical treatments to date



e Enhancing conversations/effective
communication

— Consulting about whether family
members (if any) should be involved in
discussions

— Finding a quiet/private place to have
the discussion

— Using open-ended questioning to
inquire about family knowledge
regarding disease process, and identify
any unhelpful coping behaviours
(patient and/or family)

— Providing clear explanations and options

— Avoiding burden/judgment-laden
statements that put pressure on
decision making; rather, using empathy
and comfort statements (e.g. ‘we will
hope for the best but plan for the
worst’)

— Avoiding medical jargon

e Collaborating with other
specialists/teams to develop
comprehensive and shared assessments
of illness trajectory (239,240).

Still, Piers et al. (2018) conducted a review
of existing guidelines for advance care
planning with people with dementia (in
Belgium), and suggested there are no ‘high
quality’ guidelines available for advance
care planning in dementia care in the
literature (241).

Others emphasise the importance of
initiating advance care planning discussions
early in illness trajectories (242), with a
recent review synthesising and compiling
informational resources that may be helpful
in supporting advance care planning
conversations for people with early-stage
dementia and the people close to them
(237). Systematic reviews and randomised
controlled trials examining the effectiveness
of advance care planning among people
with dementia in various care settings have

also been published and described
elsewhere (243-246).

McGinley & Knoke (2018) developed a
conceptual framework that describes a
range of barriers to advance care planning
that people with an intellectual disability
may face at end-of-life (247). The authors
propose that in order to facilitate person-
centred advance care planning, people with
intellectual disabilities should not be
excluded from discussions about values,
wishes, and care. Of relevance, the
ADVANCE toolkit has been developed to
support health professionals in having
conversations with young people with a
learning disability and their
families/friends/professional caregivers to
plan for end-of-life care, including strategies
to involve the young person in the
discussion (i.e. person-centred dialogue)
(248).

Finally, a systematic review examining the
effectiveness of advance care planning to
improve end-of-life care for people with a
disability and their carers reported that
overall, most forms of advance planning are
generally associated with improved
outcomes. Still, elucidating the active or
effective components/elements of advance
care planning are not well understood, and
further research is needed (243). There also
may be challenges associated with the
intersection between law, ethics, and
practice across different jurisdictions (249).



People experiencing

homelessness

A person is defined as homeless if they
are living in either:

e Non-conventional accommodation or
‘sleeping rough’, or

e Short-term or emergency
accommodation due to a lack of other
options (22).

Introduction

Homeless populations exhibit complex
barriers to health care in general (and
particularly primary care) (250), and by
extension, access to palliative care is
challenging.

People experiencing homelessness face
significant multi-morbidity in chronic health
concerns, and in some cases the proportion
of homeless persons living with complex and
numerous chronic diseases has increased in
the previous decade (251). People who are
homeless ‘often have lives characterised by
complex trauma, adverse childhood
experiences and tri-morbidity; the
combination of physical ill-health, addiction
and mental health issues’ (253: p.433). This
population is diverse, with significant cross-
over with other under-served populations
including Aboriginal and Torres Strait Islander
peoples (251), LGBTI people (253) and
veterans (254). This diversity can compound
the barriers faced in accessing quality
palliative care for an already under-served
population.

Literature review
findings

The literature review uncovered significant
barriers to palliative care access for the
homeless population. Unlike the prison and
veteran populations, literature originating
from countries outside of the US was more
prevalent. Significant barriers were observed
across individual and family domains, at the
organisational level, among health
professionals and the health system more
broadly.

Barriers to palliative care

Individual barriers

The primary barrier to accessing palliative
care services for homeless populations
related to the characteristics of individuals,
including mental health issues and
experiences of death and loss (255). Of most
concern was current use and/or abuse of
alcohol and drugs by people who are
homeless and needing access to palliative
care (256-258). Mental health and substance
use issues may lead to avoidance of medical
care, and those affected may lack insight into
their condition, be less able to navigate the
health system and have difficulty
communicating their needs (255).

The use and/or abuse of alcohol and drugs
may also result in palliative care providers
refusing to administer drugs for pain relief,
resulting in some of those who are homeless
self-medicating during end-of-life (256). In
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other circumstances, palliative care providers
may have policies in place requiring
individuals to be alcohol and drug free, which
may prevent some who are homeless from
accessing services, or the drug and alcohol
use itself may reduce motivation to access
services (259-261). On the other hand,
homeless individuals themselves may have
concerns about the use of narcotics,
addiction and relapse in the context of
palliative care (255).

Much like prisoners, homeless populations
often exhibit a lack of trust in the healthcare
system more broadly, which may prevent
them from seeking out palliative care services
(258). Krakowsky et al. (2013) found in their
study that those experiencing homelessness
did not trust health professionals to respect
their wishes (262). Similar concerns were
reported by Webb (2015) when discussing
palliative care barriers for homeless persons
with emergency hostel accommodation staff
(263). While not universal (264), this lack of
trust may also present as fear and anxiety of
accessing health services, particularly as the
circumstances those who are homeless find
themselves in at the end-of-life may be
traumatic and lonely (257,258,260).

A lack of trust may stem from the
discrimination experienced by homeless
persons when accessing services and the
stigma felt by this population in relation to
their personal circumstances. This
discrimination and stigma may arise from
their socioeconomic status, race, HIV-positive
status or substance use (255,265,266).

More broadly, homeless populations may
exhibit a lack of compliance with
recommended care and a de-prioritisation of
healthcare needs relative to more immediate
concerns such as food and shelter (255,267).
A tendency towards not seeking treatment
and/or lack of knowledge about the palliative

care services may also contribute to poorer
access (268).

There are obvious practical barriers to
providing palliative care to homeless
individuals, including the lack of a stable
environment, lack of transport, and concerns
around loss or theft of belongings (255), and
a lack of available finances may present a
significant barrier to palliative care access for
homeless populations (255,261).

Finally, aggressive or challenging behaviour
may make accessing health services
(including palliative care) more difficult, and
inhibit development of long-term
relationships with services and health
professionals (267,269).

Family barriers

One major barrier existed in the family
domain for people experiencing
homelessness: many no longer have contact
with their immediate family, and as a result,
lack support to access appropriate palliative
care (257,259,270). Lack of family to provide
support and substitute decision making
becomes particularly problematic as a
homeless person’s health deteriorates, or if
they are experiencing significant mental
health issues (261). While some individuals
may desire reconciliation with estranged
family members before dying, others remain
strongly opposed to family being contacted in
the event of serious illness or death
(255,264).

Organisation/service-side barriers

The incongruity of current models of
palliative care with the realities of
homelessness has been noted throughout the
literature (255). Giesbrecht et al. (2018)
noted that ‘those experiencing structural
vulnerability at the end-of-life simply do not
‘fit’ into public/formal healthcare
environments, yet have no place else to go to



access needed care’ (272: p.49). ‘Mainstream’
clinical guidelines may not account for the
specific challenges that affect access to care
or the ability to participate in a care plan. This
has prompted clinicians in the US to develop
specific guidelines for end-of-life care for
those experiencing homelessness (272).
Conversely, for organisations that provide
assistance to people experiencing
homelessness, palliative care does not readily
fit into their service provision structure and
capabilities (81).

Attitudes to death and dying, the general
focus of many homelessness services (e.g. on
access to mental health and/or addiction
services, working towards independent
living), and uncertainty regarding prognoses
and illness trajectories can all affect palliative
care access for homeless populations by
inhibiting the relevant conversations between
those who are homeless and those who
provide care to them (260).

Specific organisational barriers identified
include:

e The policies held by organisations
(e.g. concerning providing palliative
care to those with alcohol or
substance use histories)

e Alack of specialists embedded in or
engaged with homelessness services

e Alack of planning to provide
appropriate palliative care.

Restrictive organisational policies

McNeil et al. (2012) report that some
organisations held anti-drug policies that
disproportionately exclude homeless persons
from accessing palliative care, finding that
these policies prioritised ‘privileged
normative patients’ (260: p.4). In some cases,
these policies stemmed from genuine safety
concerns, and in others, arose from
discriminatory behaviours (265). These policy

barriers were not just faced in homeless
organisations, but across healthcare
providers more generally (259,261,273).

More broadly, risk management policies may
prevent the delivery of palliative care in
settings such as hostels, supportive housing
or shelters, denying homeless populations
the option of ‘dying in place’ (274).

Lack of specialist resources

In other cases, a lack of specialist resources,
or the ability to link up with specialists,
created barriers to accessing palliative care
for homeless persons. In their systematic
review of qualitative research, Hudson et al.
(2016) highlighted that some homelessness
organisations found it difficult to access
specialised support services, especially given
organisations had limitations on what prior
medical history they could ascertain from
homeless persons (257). This was most
apparent in homeless hostels, where the
environment was not conducive to providing
care at end-of-life (e.g. having a lack of
private spaces for palliative care to be
provided, and a lack of resources to dedicate
toward linking up with external services)
(257,275).

In a Canadian study, while health and social
care service providers reported offering
palliative care services, most had not received
any formal training in the area (268).

Lack of planning

Finally, a lack of planning for palliative care
provision is a major organisational barrier
faced by homeless populations. In an in-
depth case study of a homeless person in
Melbourne, MacWilliams et al. (2014)
detailed the significant lack of planning for
multi-disciplinary care between service
providers, resulting in multiple late-stage
hospitalisations rather than appropriate



palliative care (256). It was noted elsewhere
that poor communication between health
providers resulted in a lack of continuity of
care for individuals, including poor discharge
planning from hospitals (259), and that late
referral and access also presented key
challenges (269). Contributing to the lack of
planning may be the prioritisation of the most
immediate needs, not only by those
experiencing homelessness but also the
services that support them, and the
‘unexpected’ nature of death from life-
limiting conditions (as opposed to drug
overdose, accidents, or other causes of
sudden death) (274).

Health professional barriers

Key health professional-related barriers to
accessing palliative care for homeless
populations included a lack of knowledge,
experience and/or training in providing care
for homeless persons, and negative provider
attitudes and behaviours (258,276). For many
health professionals, the extent of training in
respect to working with homeless and
marginalised populations is minimal (258).
Further, as homeless persons access primary
care at a much lower rate and at later stages
of ill-health than the general population,
many primary care providers have little
experience in working with this population
(257).

This lack of experience or knowledge of the
complex health issues associated with
homelessness may result in health
professionals not recognising the need for
palliative care in a homeless person.
Difficulties in providing accurate diagnoses
and prognoses in this population may also
contribute (255,269).

Health professionals may lack knowledge in
two specific areas: not knowing how to talk
about death and dying comfortably, and not

being knowledgeable about the unique issues
facing homeless populations (256,262).

Cagle (2009) detailed that discrimination
experienced by homeless persons when
accessing palliative care services often
originates from health professionals
themselves, particularly those who may be ill-
equipped to deal with significant mental
health issues and drug dependence in
homeless populations (261).

Finally, health providers may experience
significant ‘ethical and jurisdictional’
challenges in caring for and making decisions
affecting those who are homeless and
approaching end-of-life. These might include
decision-making for those without a formal
substitute decision-maker, and determining
and upholding professional role-boundaries.
West et al. (2018) noted that the emotional
burden of such issues may be significant
(276).

Enablers of access to
palliative care

The literature review uncovered a number of
ways in which access to palliative care for
homeless populations could be improved.
The principles of shelter-based care provision
were highlighted as key enablers of access
(266). Collier (2011) detailed that up-skilling
shelter-based staff in provision of palliative
care can be a cost-effective way of increasing
access for the homeless (258). Providing care
within shelters is also beneficial for homeless
persons in terms of their comfort, as they
may be more trusting of service providers in
this environment, as opposed to a
mainstream healthcare environment
(261,277). Indeed, trusting relationships were
highlighted throughout the literature as key
enablers of access to palliative care in this
context (278) and provision of flexible, quality
care (279). Henry et al. (2017) noted that



‘caring communities can be created from
supports currently in place: shelters, soup
kitchens, out-of-the-cold programs...needle
exchanges, drop-ins, emergency
departments, street-involved agencies and
supports, and religious groups’ (281: p.190).

However, the current discourse on place-of-
choice for providing palliative care for people
who are homeless may be based more on
assumptions and practicalities than the
wishes of individuals in this population group
(281).

Other options noted in the literature include
‘home-like’ facilities, outreach initiatives (to
streets as well as shelters), relaxing admission
requirements for hospices, and providing
long-term residential beds with 24-hour
nursing care (255).

Recent work in the US and Canada has
provided recommendations and guidelines to
support end-of-life care for homeless and
vulnerable populations (268,272,274).

Greater multidisciplinary and collaborative
approaches to palliative care for the
homeless may enable access to services
(255,274,278,279). Shulman et al. (2018)
suggest that in-reach of palliative care
services into homeless shelters and hostels
(i.e. external specialist services working
within homeless organisations to provide
early intervention) will assist in building trust
with healthcare providers (282). Similarly,
Klop et al. (2018) found that reciprocal
consultations between social and palliative
care workers had the potential to better link
the disciplines, support professionals and
enable the provision of appropriate palliative
care to homeless populations (283).

Regardless of the model of palliative care
delivery, increased support and training for
relevant staff—including healthcare
providers, shelter staff and social workers—

was highlighted in the literature as an enabler
of access to, and delivery of, more
appropriate services (278,282,284), as well as
improved knowledge and confidence (285).
De Veer et al. (2018) recommended
developing a network of palliative care
specialists for those experiencing
homelessness (269). Education for service
users may also enable access to palliative
care (268).

Hakanson et al. (2016) suggested that a
service delivery model based on person-
centred care is able to overcome some of the
barriers faced by homeless persons accessing
palliative care (286). This person-centred care
is based on four key principles which are
illustrated in



Table 7-1, along with the specific barriers
they overcome.



Table 7-1: Key principles of person-centred palliative care

Key principle

Barrier addressed

Building trustful and family-like
relationships

Re-dignifying the person

Reconsidering communication about illness
and dying

Re-defining flexible and pragmatic care
solutions

A homeless person’s lack of trust of health
providers

The stigma felt by homeless persons when
accessing services

Low levels of health literacy among homeless
persons

The transient nature of homeless persons

Source: Hdkanson et al. 2016 (286)

A harm reduction approach to providing
palliative care was also seen as a way to
decrease access barriers for homeless
populations (259,287,288). Such an approach
involves not denying services based upon the
individual’s alcohol or drug use, and instead
taking that initial contact with a health
service as an opportunity to provide
information, advice and support in reducing
alcohol or drug dependence (259). Harm
reduction approaches can also assist in
developing trusting relationships with those
experiencing homelessness, and express ‘a
commitment to serving homeless persons
and awareness of this population’s life
circumstances’ (260: p.5).

Finally, innovative practice by the Footprints
organisation in Brisbane North describes a
model for enabling access to palliative care
for those experiencing homelessness (and
other vulnerable population groups). The
Footprints model drew on several key
initiatives including:

e Creating a new position within the
organisation, a designated ‘Linkage
Worker’, to collaborate with external
organisations

e Creating relationships with local
hospice services to link Footprints
clients with these services toward the
end-of-life

e Creating linkages with local hospital
and health services

e Promoting knowledge exchange
between services

e Developing staff training and
guidelines to drive patient-centred
care (289).

To address the physical barriers to home-
based palliative care for homeless
populations, a ‘housing first’ approach may
be particularly useful to provide prioritised
and holistic support to those requiring
palliative care (268). Recognition and support
of ‘families of choice’ (e.g. street families,
homeless support workers) are also relevant
in the context of those experiencing
homelessness (274).

Advance care planning

Key issues regarding advance care planning
among those experiencing homelessness
related primarily to the characteristics, beliefs
and attitudes of the homeless person
themselves. This included prior thoughts
about death, and sociodemographic
characteristics.
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Leung et al. (2015) found that those
experiencing homelessness who had
completed an advance care plan were more
likely to have thought about death and dying,
and believe that thinking about family was
important (290). Ko & Nelson-Becker (2014)
reported that some homeless persons felt
that what was spoken about in everyday life
reflected what would actually happen,
preventing them from discussing or thinking
about death (291). Song et al. (2008)
reported that females and those with a
higher level of education evidenced a higher
completion rate of advance care planning
(270).

A study of homeless veterans in the US found
that although most (70%) reported they had
thought about end-of-life care, less than half
had discussed these issues with a trusted
person or identified a substitute decision
maker, and only one-quarter (26%) had an

advance directive in the medical record (292).

Similar patterns were reflected in a recent
study in which people who were homeless
who had potential ‘confidants’, those with
three or more chronic conditions, and those
with a recent primary care visit were more
likely to have advance care planning
documentation, as were those with adequate
(rather than ‘limited’) literacy. Greater
duration of homelessness and illicit drug use
were associated with lower likelihood of
documented advance care planning (293).

A lack of access to primary care may be a
barrier to advance care planning if this is the
setting in which it is most likely to occur
(rather than acute/emergency healthcare
settings) (264,294). A lack of continuity of
care, mistrust of providers, and resource
limitations within settings and organisations
providing care to homeless populations are
also likely to contribute. It is also possible
that healthcare providers may assume those
who are homeless are not interested in
advance care planning, and subsequently fail

to initiate the relevant conversations.
However, clinician-guided interventions (and
even self-guided interventions) to assist
people who are homeless with advance care
planning have led to completion rates that
are similar to or greater than those in the
general population, and may provide some
comfort and peace of mind for members of
this population group (255,264). A review of
the literature suggested that public health
nurses may be well-placed to support
advance care planning among homeless
populations by providing information,
engaging in conversations and assisting with
completion of advance directives in settings
such as respite care, transitional housing
facilities, shelters, and day programs (264).

Fear of loss of autonomy, a perception of
advance directives as paternalistic and
controlling, distrust of healthcare
professionals, feeling misunderstood by
family, and discomfort with the topic of end-
of-life care may all present barriers to
advance care planning (255).

Those experiencing homelessness may prefer
to talk about end-of-life issues outside of
formal healthcare settings (255).
Collaborations between health services and
community organisations working with
homeless populations may show promise in
engaging these groups and facilitating
advance care planning discussions and
documentation in familiar and supportive
settings. Challenges may remain, however, in
ensuring the resulting information is available
to all relevant agencies (294).

Recent US guidelines recommend that
opportunities for advance care planning be
identified across the healthcare spectrum,
and assistance for completing advance
directives be provided. Education materials
and ‘easily executed’ forms should be
developed to support these activities, and
optimal storage should be considered (272).
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People who are incarcerated

People who are incarcerated are those
remanded or sentenced to adult custodial
corrective services agencies in each state
and territory in Australia (23).

Introduction

The purpose of incarceration of an individual
for criminal offences is to punish, which
primarily involves separating that individual
from their family, community and society
(295). The withholding of health care, or
provision of sub-standard health care, is not
the punishment, and this view has persisted
across judicial rulings, medical ethicists and
healthcare providers (296,297). Therefore,
quality palliative care should be accessible for
incarcerated populations, just as the
community would expect to access such care
at the end-of-life (298).

Internationally, research on palliative care in
the prison setting ‘is still emerging and largely
absent in Australia’ (300: p.29). The origin of

literature related to palliative care service
delivery for incarcerated persons was
overwhelmingly from the United States (US).
This is unsurprising given that the US has the
second highest rate of incarceration in the
world behind Seychelles (300), and one
significantly higher than Australia, the UK and
Canada (see Figure 8-1).

Literature was also sourced from the UK and
New Zealand, with limited peer-reviewed
information originating from Australia. It has
been identified in the grey literature that
more research on ageing prisoner issues is
needed in Australia, as international
literature is currently relied upon to inform
prison health care for the aged in Australia
(301-303). This is particularly important as
the prison population across Australia
continues to age—e.g. in NSW, a third of the
prison population is projected to be older
than 65 by 2036 (304). Older prisoners are
now the group most frequently dying in
custody, with death from natural causes
overtaking self-inflicted deaths since 2000
(299).

Figure 8-1: Comparative rates of incarceration (per 100,000 people)

USA o8
Australia m
UK 148

Canada 108

Source: Walmsley 2016 (300)
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A high incarceration rate has placed heavy
demands on the US correctional system, with
significant healthcare costs associated with
an ageing prison population (305,306).
Similarly, in France, it was estimated that the
annual prevalence of prisoners requiring end-
of-life care was higher than expected, at
approximately 15.2 per 10,000 prisoners
(307).

As discussed later, the high incarceration rate
and ageing prison population has resulted in
the development of sophisticated and
innovative palliative care service delivery for
prisoners in the US, both within and outside
the prison walls (306). These prisoner-specific
services have been designed to overcome
significant barriers faced in accessing
palliative care by this population.

Another major challenge in providing
palliative care for prisoners is the significant
health challenges this population faces when
compared with the general population. In the
US, prisoners are considered to be of old age
at 50 years due to the various deficiencies in
health faced by this population (308).

There is an age differential at death between
those who are incarcerated and the general
public of approximately 10 years (309). At
one US prison, average age of death was just
56 years (310). An ageing population within
the prison system means a population that
will on average die sooner than the general
community, and face significant co-morbid
medical conditions, requiring sophisticated
and responsive palliative care services (310).

Literature review
findings

Barriers to palliative care

A number of barriers prisoners face in
accessing palliative care were identified in the
literature. These include characteristics and
past behaviours of the individual, staff
reluctance to provide or facilitate access,
poor access for families and the high security
nature of the prison system. These barriers
are presented below, separated into
individual, family and organisational barriers.

Individual barriers

One of the major individual-related barriers
to quality palliative care described in the
literature was a lack of knowledge about
end-of-life care. The literature highlighted
that it was common for prisoners to have low
levels of health literacy in general, which can
result in misunderstandings between
prisoners and health professionals/staff
(311). Prisoners often lacked knowledge of
what hospice services were, and did not know
about end-of-life care and the treatment
options available to them (312). Similar
concerns were observed in a female prison,
with a lack of information creating barriers to
palliative care (306).

Distrust in staff and health professionals was
also a significant barrier to palliative care
access (313—315). It has been reported that
prisoners do not feel health professionals are
acting in their best interests, and at times
guestioned a health professional’s decision to
stop treatment (308). This distrust may be
exacerbated in prisoners of minority
backgrounds, due to prior history of breaches
of human rights of those incarcerated (308).



In other cases, a prisoner’s prior drug use
may cause health professionals to be
apprehensive about providing opioids for
pain relief, or the prisoner themselves may
resist delivery of pain relief medications for
fear of relapsing (296,316). Still, reasons for
palliative care consultations and
interventions for prisoners have been shown
to be similar to “free-living’ individuals in the
community, which include recommending
opiates for pain/dyspnoea (317).

High levels of frailty, multimorbidity,
vulnerability, and fear are reported to be
experienced by older prisoners facing end-of-
life in prison (299,318), as well as perceived
lack of control and agency (308), and grief
and loss (319)—all of which have implications
for palliative care in the prison setting.

Family barriers

Two major family-related barriers were
evident within the literature: the restrictions
placed upon family visiting prisoners at the
end-of-life, and the absence of family to
provide support to prisoners at end-of-life.

The restrictions placed on family access to
their loved ones may be based around risk
involved, restrictive visitation hours, and the
‘cold bureaucratic response’ of staff to grief
experienced by family members at the end of
a prisoner’s life (306,311,320). Further,
prisoners may be located within a prison a
considerable distance away from their family,
making transportation and accommodation
costs prohibitive for families desiring to be
there at a prisoner’s end-of-life (296,311).

The absence of family or the unwillingness of
family to provide support at end-of-life is
another key barrier to accessing quality
palliative care. Loeb et al. (2014) detailed that
‘quality of care depends on whether anyone
on the outside is showing any love and
concern’ (313: p.7). In some cases, prisoners

may be estranged from family, given their
criminal past (296). Older prisoners may fear
the prospect of dying following release, in
part due to a lack of adaptive social resources
(318).

Organisation/service-side barriers

By far the greatest barriers to quality
palliative care access for prisoners could be
found at the organisational level, with the
prisons themselves being difficult
environments in which to deliver end-of-life
care. Of primary concern were issues of risk
and security in relation to palliative care
service delivery (299,313). Stensland &
Sanders (2016) explain that due to the nature
of many prisoners’ crimes, the prison
environment is heavily steeped in a rigid,
hierarchical structure, inflexible to the
demands of compassion and always mindful
of security measures (308). This focus on risk
and security can have very specific impacts,
for example, withholding of information from
terminally ill prisoners:

‘Due to the prison’s overall priority of
maintaining the highest degree of
security possible, medical staff are not
allowed to inform Jerry if and when he
will be taken to the hospital for his
treatments, as known, pre-planned
exits from the prison compound pose
significant security threats if he or
fellow offenders in his cell unit were
made aware of these trips’ (309:
p.264).

This withholding of information from the
prisoner can cause distress at end-of-life and
engender further distrust between prisoners
and prison staff.

Concerns regarding security and risk also
affect the ability to provide compassionate
palliative care. In some cases where prisoners



are admitted to hospice care outside the
prison, hospice staff have been reluctant to
have prisoners admitted, citing that safety of
the staff, other patients and visitors is of
primary concern (321). Further, the presence
of guards within a palliative care environment
is ‘paradoxical to the hospice image’ (322:
p.135), and the availability of security staff to
supervise palliative care nurses may not align
with the immediate palliative needs of
prisoners (297).

Prison staff attitudes are also clear barriers
to quality palliative care access for those who
are incarcerated. Loeb et al. (2014) described
evidence of staff indifference toward dying
prisoners, whereby they are seen as another
prisoner that will be gone soon, and they will
no longer be the prison’s problem (312).
Negative attitudes toward prisoner health in
general and prisoners at the end-of-life in
particular were also cited by Wright &
Bronstein (2007), detailing that some staff
believed prisoners did not deserve to die with
dignity, and some staff were not in favour of
‘coddling’ prisoners (313).

Finally, the prison setting itself is generally
not conducive to the provision of quality
palliative care. Often prisoners are removed
from the general prison population at end-of-
life, separating them from the people they
may have spent a large proportion of their
lives with (322). Further, the design and
layout of a prison may not be appropriate for
movement or housing of prisoners at the
end-of-life stage (297,323)—for example, the
layout of a building may restrict movement of
a prisoner in a medical bed. Other aspects of
the prison environment that might be
particularly challenging for older and frail
prisoners at end-of-life include the need to
climb stairs, reduced mobility to access toilet
and shower facilities, and inappropriate bed
sizes for fitting pressure mattresses (318).
The transfer of prisoners between prisons, or

to external hospitals for palliative care, has
been viewed as costly and difficult to
coordinate, increasing barriers to quality
palliative care (309).

In Australia, there are provisions for
compassionate release in the event of a
prisoner being diagnosed with an end-of-life
illness, in which case palliative care may be
easier for them to access (324). However,
barriers related to ‘compassionate’ or
‘medical release’ have been identified in the
literature (307,325-327). Many prisoners are
deemed ineligible, often due to the nature of
their offence (i.e. sex/violent offences).
Others who are eligible for
compassionate/medical release do not go on
to submit a request (307,328), and many are
not aware of relevant policies or how to apply
(327). Other structural and organisation-level
barriers reported by an Australian study
include restrictions on the provision and
place of care (limited access to palliative care
unit), suitability/adequacy of pain
management, and late recognition of dying
(329).

Enablers of access to
palliative care

Key enablers of access to palliative care for
incarcerated populations identified in the
predominantly US-based literature included
the development of prison hospice programs,
the involvement of prisoners as palliative care
volunteers, attitudes of staff and partnerships
formed with health providers. In addition, a
review of prison healthcare models (primarily
from the US) provided some insights into the
types and levels of palliative care available in
the prison setting, including hospice care
(330).

A number of agencies have developed
guidelines and recommendations regarding



the provision of palliative and end-of-life care
in correctional settings (299).

Prison hospice programs

Prison hospice programs began to emerge in
the US in the late 1990s, with Louisiana State
Penitentiary opening the first program
delivering palliative care to prisoners at the
end-of-life stage in 1998 (331). Concurrent
work through the Guiding Responsive Actions
in Corrections at End of Life (GRACE) project
provided much-needed momentum in
developing prison hospice programs (332).
Lum (2004) made several recommendations
for the development of hospice programs in
New Zealand, many of which tackle the
aforementioned barriers to accessing quality
palliative care for incarcerated populations
(321). These recommendations are detailed
in the box to the right.

A key and defining characteristic of the
emergence of prison hospice programs in the
US was the engagement of prisoners as peer
supporters for those at end-of-life. The roles
incarcerated volunteers engage in vary from
prison to prison, but primarily involve
providing support to hospice staff and
emotional, non-clinical support to those
prisoners at the end-of-life (309,333). The
effect on the prison volunteers themselves
was seen to be transformative, helping the
incarcerated to ‘feel compassion and to
consider the feelings of others’ (p. 402) and
providing ‘important opportunities to reflect
on their own lives’ (p. 396), with subsequent
therapeutic benefits (313).

Information regarding what motivated
prisoners to volunteer in prison hospice
programs was scarce, however Loeb et al.
(2013) reported that a prisoner’s past
experience with formal or informal caregiving
prior to incarceration contributed to
decisions to engage in volunteering roles in
prison hospice environments (333). It was

also reported that prisoners commonly felt
motivated to participate in a prison-based
end-of-life program as a means to help
others, give back/make amends, and to find
meaning or purpose in life (334).

Recommendations for prison
hospice programs (New Zealand)

e Prison medical unit personnel will receive
training in basic palliative care, and will
liaise closely with existing community
providers

e Aninterdisciplinary team approach will be
adopted, including medical, nursing,
chaplaincy, and corrections staff as a
minimum

e Strategies will include effective symptom
control, allowance for high drug tolerance
where there has been previous drug
abuse, and extreme care in the
administration of drugs with abuse
potential

e Resuscitation policies will be reviewed
when a terminal illness is diagnosed, and
may be amended to ‘allow natural death’

e Visiting rules will maximize access by
families, including significant others from
both inside and outside the prison

e Consideration may be given to training
long-term inmate volunteers to assist with
non-clinical aspects of care

e Where compassionate early release is a
feasible option, this process will be
streamlined to minimise delays. Some
prisoners, for whom release is not an
option, may elect to remain in the place
that has become ‘home’.

e The provision of bereavement care for
custodial staff and other prisoners must
be addressed; prison chaplains may be
instrumental in this (321).



Staff education and attitudes

Staff education and staff attitudes also
contributed to enabling greater access to
high-quality palliative care in prisons. An
interdisciplinary approach to prison palliative
care was seen as an essential ingredient for
success (306,316). For prison staff,
appropriate training around end-of-life care,
and training in the delivery of hospice care in
the correctional setting were seen to improve
prison staff attitudes toward caring for
prisoner health (320).

Other approaches, such as computer-assisted
technology, may enable delivery of training in
geriatric and end-of-life care to staff in
correctional settings (335).

Partnerships

Partnerships were the final major theme
arising from the literature describing enablers
of access to palliative care for incarcerated
populations. Brostein & Wright (2006) stated
that prison staff found partnerships with
external organisations were important to the
success of prison hospice programs (336).
These partnerships may involve collaboration
with community hospice programs,
workshops with other prisons and
connections with local healthcare providers
(306,336,337). Evidence of the effectiveness
of partnerships between Australian
correctional facilities and other health
providers was not found in the peer-reviewed
literature.

Compassionate/medical release

For those that are eligible, compassionate
release of prisoners with a life-limiting illness
may make palliative care easier to access. For
those who may not have eligibility for
compassionate/medical release, the ‘Dying
Well in Custody Charter’ was developed in
the UK to guide and support staff who are

involved in the end-of-life care of people in
prisons (338).

Advance care planning

Barriers to effective advance care planning
for prisoners followed similar themes as
barriers to palliative care, with slight
differences. These included low health
literacy levels and a lack of substitute
decision makers, and lack of knowledge
among healthcare providers and correctional
staff, as outlined below.

Prisoner knowledge and health
literacy

Stone et al. (2012) found that low health
literacy levels among prisoners contributed to
a lack of effective advance care planning
(339). As prisoners had little understanding of
medical terminology and what was normal
and abnormal regarding health states, they
were limited in the questions they could ask
health professionals. This lack of knowledge
caused concerns among health professionals,
as some lacked confidence in a prisoner’s
ability to make sound decisions about their
care at the end-of-life (296).

A recent study examined the differences
between incarcerated and non-incarcerated
individuals who died in community hospitals
in the US (340). Incarcerated individuals had a
greater number of chronic health conditions
but fewer hospitalisations and were less likely
to have completed an advance directive than
non-incarcerated individuals (340). It was
highlighted that further research is needed to
examine and understand palliative care needs
of incarcerated people according the diverse
range of demographic profiles of those in the
prison system (340).



Lack of substitute decision makers

Just as prisoners may lack family to advocate
for access to quality palliative care, a lack of
family to act as a surrogate decision maker
for the prisoner at end-of-life impedes
processes of advance care planning. Sanders
et al. (2014) noted that a lack of desire of the
family or even the prisoner to involve family
as a surrogate decision maker in advance care
planning was a key challenge (320).
Regardless of prisoner age or health status,
engaging an appropriate surrogate decision
maker was a considerable barrier.

Lack of correctional/health
professional knowledge

A lack of knowledge about advance care
planning among correctional and health
professionals, and questions about the legal
validity of advance care planning
documentation within the prison setting have
been reported as barriers (341). Other
barriers include a lack of understanding about
prisoners’ end-of-life wishes and how they
view their dying process (342). Dying inmates
reportedly feel reduced personal agency
when engaging in advance care planning,
which may be associated with perceived lack
of control regarding their ‘fate’ of death in
prison, as well as mistrust of prison staff
(342).

To overcome barriers, it has been suggested
to include advance care planning in existing
intake protocols in correctional settings,
which may facilitate uptake, particularly if
there are staff who demonstrate a willingness
to learn about the process (343).



People who identify as lesbian,
gay, bisexual, transgender or

Intersex

Including individuals who are lesbian, gay,
bisexual, transgender or intersex, the
umbrella term LGBTI refers to those of
diverse sexual orientation, sex or gender
identity (24).

Introduction

While notably difficult to estimate, it has
been suggested that up to 11% of the
Australian population may be of diverse
sexual orientation, sex or gender identity
(24).

LGBTI people have a higher incidence of life-
limiting disease (including a number of
cancers) and mental illness—at least partially
due to risk behaviours linked to the
experience of homophobic discrimination—
and tend to present to palliative care services
with more advanced disease than other
groups (344,345).

However, ‘there is significant diversity
amongst people who are lesbian, gay,
bisexual, of transgender experience and
people with intersex characteristics’ (347:

p.1).

Literature review
findings

Overall, there was only a small amount of
literature relating specifically to palliative
care for LGBTI people. Some authors noted
that much of the literature available related
to end-of-life and bereavement in the context
of HIV/AIDS (344,345), which may be less
relevant in the modern context. A more
recent review (not dated, but including
references from 2016) identified a need for
better understanding of LGBT people dying
from diseases other than cancer (347).

Although a number of commentaries and
frameworks related to LGBTI people as a
group, the literature reflected a focus on
lesbian and gay (and to a lesser extent
bisexual) people, with very little found
relating specifically to gender diverse
individuals (344,347). Some of the literature
related more specifically to lesbian and gay
(LG), lesbian, gay and bisexual (LGB) or
lesbian, gay, bisexual and transgender (LGBT)
populations. To reflect this, these acronyms
are used as relevant throughout this section.
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Barriers to access

LGBTI people (particularly transgender
people) may have additional or different
palliative care needs (including social support
needs) than other population groups.
However, more basic needs (i.e. comfort and
safety) are universal (345), and LGBTI people
need access to safe and inclusive care (348).

Individual and family barriers

It has been suggested in a recent synthesis
that navigating the transitions involved in
moving from a curative care to a palliative
care setting may invoke particular challenges
for LGBTI people and their families,
particularly around lack of (or poor)
communication, disclosure or non-disclosure
of sexual and/or gender identity, and
perceptions of family and spirituality (349).

A key barrier to access to palliative care for
LGBTI people is a perception that services are
not appropriately sensitive or safe,
specifically relating (at least in part) to fear of
discrimination and lack of recognition of
family of choice. It should be noted, however,
that where these exist, they are clearly
barriers related to health professionals and
service providers/organisations, rather than
LGBTI individuals.

Fear of discrimination and stigma

Many LGBTI people have experienced bias
and discrimination in their lives in healthcare
(and other) settings (345,348). Although
perhaps more prevalent among older LGBTI
people (350), actual experience or fear of
discrimination is a key barrier to access to
services in general (351)—particularly in as
vulnerable a setting as palliative care (352),
and perhaps particularly regarding services
provided by religious or faith-based
organisations (81,344,350).

These ‘internalised’ barriers (345) may affect
not only access but the decision to disclose
sexual orientation or gender identity to
services and healthcare professionals. Non-
disclosure of sexual orientation may result in
an assumption of heterosexuality (344),
which may go unchallenged (345), and some
transgender individuals may not want to be
identified as such (353). However,
withholding this information can:

e Delay or deny the provision of
person-centred care (352)

e Prevent the involvement of ‘family of
choice’ (see below) (354)

e Affect clinical and health care (e.g. by
preventing appropriate sexual health
discussions, denying hormone
therapy for transgender people, and
preventing identification of various
risk factors (352).

Family of choice

LGBTI people are more likely than the general
population to be single, living alone, not have
children, and hold more distant relationships
with biological family in later life (347,348).

For many LGBTI people, ‘family of choice’
includes individuals who are not biologically
related to, but rather designated by, the
individual, recognising that ‘many LGBTI
people have been ostracised or abandoned
by their relatives, and that a strong network
of friends and loved ones are as intrinsic and
equally valid in the life of an LGBTI person
with life-limiting illness’ (349: p.2). However,
non-disclosure of sexual or gender identity
can prevent LGBTI people from being
surrounded and supported by their loved
ones up to and at the time of death (355),
and disenfranchisement for partners (354). It
remains unclear whether the Australian
Marriage Amendment (Definition and



Religious Freedoms) Act 2017 has influenced
these barriers.

In many cases, families defined by marriage
or blood are prioritised in healthcare settings
or at end-of-life generally (352,354) and in
some cases, this may lead to people being
cared for by family members who may not
support their gender identity or sexual
orientation and therefore may make
inappropriate healthcare decisions (352).

On the other hand, Almack et al. (2010) found
that LGB social networks may be more limited
for older LGB people, and that those
dependent on such networks may find that
they may ‘shrink’ as they age (354).

Carer burden

LGBT carers (or carers of LGBT people) may
experience increased pressure and burden if
their loved one does not access palliative care
services, or accesses them late, and
bereavement care for partners has been
identified as a key unmet need (347).

Health professional barriers

LGBTI people report experiencing bias across
a range of healthcare settings and in palliative
care in particular (355), if not clear
discrimination (344,345).

Heterosexual healthcare providers may
display ‘implicit’ preferences for heterosexual
people (345), and may have difficulty
communicating with people about their
sexuality and/or recognising people with
diverse sexual orientations and gender
identities (352).

Organisation/service-side barriers

There may, in general, be a lack of LGBTI
inclusive or supportive support services, or a
lack of awareness of these if available (345).

As mentioned, the fear of discrimination
experienced by many LGBTI people may be, in
many cases, based on past experience or
current knowledge of services. In the UK, a
survey found that ‘although many end-of-life
care providers were confident that there was
no active discrimination against LGBT
people...more active steps are needed to
ensure indirect discrimination is avoided’
(355). For LGB people, heteronormativity
within services is a key issue (356).

A lack of recognition of family of choice can
also be a key barrier to appropriate care for
LGBTI people (see above). For family and
carers, ‘disenfranchised grief’, or
bereavement marked by stigma and a lack of
social recognition of loss, may be experienced
by family and carers if services are seen to be
unsupportive—e.g. communicating
heteronormative assumptions, or using
language, materials and resources that do
not acknowledge and represent LGBTI
experiences (349,355). Compounding this,
partners and caregivers can experience
barriers to accessing bereavement support, if
partners are not recognised (352) or services
are (or are felt to be) non-inclusive or
unsupportive (349).

Enablers

As with many populations highlighted in this
review, cultural competence among
healthcare professionals was considered
necessary to provide appropriate care to
LGBTI people, and ‘clinicians can work to
reduce barriers by maintaining an open and
affirming approach with all patients and
assuring confidentiality, privacy, and high
levels of professionalism in all interactions’
(p. 99) as well as including family of choice in
decision making (350). LGBTI-inclusive
education and training for providers was
suggested to improve outcomes for these
population groups (349,357). Another specific



recommendation was to encourage service
providers to explore their own potential
implicit bias towards population groups other
than their own (357).

Harding et al. (2012) noted that avoiding
assumptions about sexual orientation and
‘providing an open, non-judgemental
environment’ is needed (345: p.608),
requiring an acknowledgement of potential
discrimination among staff and ensuring
sensitive assessment. Promoting disclosure
(e.g. by ensuring services are perceived as
‘safe’) may lead to higher perceived levels of
support (344).

According to the (US) National LGBT Cancer
Network, along with relevant data collection
and further research, ‘best and promising’
practices in palliative care for these
populations include:

e QOpen-access registries with ratings of
hospices' and healthcare
organisations’ cultural competence in
caring for LGBT people

e Creating individualised plans (at initial
encounter) in regard to disclosure or
nondisclosure of sexual orientation
and gender identity to others

e Providing face-to-face or virtual
access to culturally competent and/or
LGBT-specific bereavement programs
for family of choice

e Addressing the increased risk of
mental health problems and unique
psychosocial barriers that exist for
some LGBT people

e Providing ongoing training to all
palliative care providers and staff to
ensure culturally competent care to
LGBT people and families of choice in
all care settings

e Addressing the complex spiritual
needs of LGBTI individuals and
families of choice with awareness of
potential distrust of faith-based
communities experienced by many
LGBT people

e Facilitating dignity at end-of-life
(including ‘unique’ topics such as
continuation of hormone therapy for
transgender people)

e Discussing and formalising surrogate
decision-making during the initial
encounter

e Providing LGBT cultural competence
training for palliative care providers
(358).

These are similar to recent recommendations
by Stevens & Abrahm (2018) and a position
paper from Palliative Care Australia and the
National LGBTI Health Alliance that called for
person-directed care for all people with life-
limiting conditions, including recognition of
partner and family of choice, inclusive service
delivery, efficient case management,
protection from medical abuse and effective
procedures for addressing discrimination and
breaches of privacy (348,353).

Practical changes, such as changing language
and avoiding heteronormative assumptions
may ‘make all the difference’ (350,355).
Similarly, a UK study suggested that asking
about and overtly acknowledging partners
(and their importance) is a simple way to
show respect (345). Asking about gender
identity can be broken down into questions
that avoid assumptions—e.g. asking both the
gender an individual was assigned at birth
and how that individual identifies (359).

At the service level, visible signs of respect
and support for LGBTI communities, including
partnerships with relevant organisations—as
well as a clear position and policy on



discrimination—may facilitate access to care
for these populations (345).

As with other populations with ‘special needs’
(particularly CALD populations), recent
commentary has suggested that rather than
attempting to recognise and respond to the
generalised characteristics of a specific
population, a more person-centred approach
should be adopted. This means that rather
than providing ‘special’ care to LGBTI people,
inclusive and appropriate care should be
provided to all people, including those who
are LGBTI (359).

Advance care planning

Throughout the literature, the particular
importance of advance care planning for
LGBTI people was highlighted (356,360,361),
commonly to protect against the possibility of
family members and health professionals
disregarding their wishes (344). It was noted
that advance care planning can also reduce
the perceived burden on (356) and minimise
the disenfranchisement of (362) partners.
Motivations for planning may include a desire
for a sense of agency, life experiences (e.g.
watching others go through illness and
death), opportunities to learn from
professionals (e.g. lawyers, doctors,
organisations who promote advance care
planning), and reducing conflict and
confusion for loved ones (363).

Although many LGBTI individuals may discuss
their end-of-life preferences with someone,
only a proportion of these will complete
formal components of advance care planning
(350,362,364). For example, in an Australian
sample of LGBT people, 45% preferred their
partner to be their substitute decision maker.
More than half had communicated their end-
of-life preferences to their partner, but only
29% had an enduring power of attorney, 18%
an enduring guardian and 12% an advance

care directive (364). Interestingly, a US survey
(in 2006) found that respondents in a legally-
recognised same-sex relationship were more
likely to have completed an advance care
directive and a power of attorney for health
care than those who were not (360). Gay and
lesbian couples may be more likely than
heterosexual couples to have informal
planning conversations as well as formal end-
of-life plans, perhaps due to differences in
legal protections and concerns about
discrimination from families (365).

This is perhaps validated by a recent
Australian survey of medical specialists most
frequently involved in end-of-life decisions
(e.g. those working in emergency medicine,
geriatrics, intensive care, medical oncology,
palliative care etc.). In a scenario-based
guestion, less than one-third of doctors
surveyed correctly identified an individual’s
same-sex partner as the legally-authorised
decision maker (in the absence of an advance
care directive or appointed substitute
decision maker, where a son had been
appointed attorney for financial matters, and
where the woman had a husband from whom
she had been separated for many years)
(366). In a US study, one-quarter of ‘key nurse
informants’ reported difficulties regarding
advance care planning for LGBTI people,
including identifying who had a legal right to
make decisions on an individual’s behalf
(367).

In a review of international data (including
two surveys from Australia), transgender
people were found to be 50-70% less likely
than lesbian, gay or bisexual people to have a
living will or have appointed a healthcare
proxy (368).

Many of the barriers to palliative care access
described above also related to advance care
planning among LGBTI populations, including
discrimination, stigma and disenfranchised
grief as well as lack of knowledge, lack of



close social connections and a reluctance to
think about issues related to death and dying
(351,362).

Some of the literature suggested that a lack
of knowledge about advance care planning
and relevant processes may contribute to a
lack of uptake (351,364). In Australia,
confusion may be caused by differing options,
processes and terminology used in each
jurisdiction (360,361).

A key issue highlighted in the literature in
relation to advance care planning is the
recognition of an individual’s chosen
substitute decision-maker (often partner) as
opposed to ‘next of kin’—particularly in cases
of discord between the dying person's family
of origin and their same-sex partner (362).
Health professionals—including those in
Australia—may often be uncertain or make
incorrect assumptions regarding who the
legally-authorised decision maker is (366).
Leinert et al. (2010) noted that, especially
‘when relationships have been kept secret
due to fear of discrimination or recrimination,
specialist legal advice is needed to assist GLBT
people to protect rights and property and
assert their end-of-life care wishes’ (352:
p.44).

Greibling (2016) noted that the recent
legalisation of same-sex marriage in the US is
likely to have a positive effect on palliative
care issues for LGBT people (350). In 2014,
Hughes & Cartwright stated that ‘because
same-sex couples cannot be legally married in
Australia, there remains confusion among
some people about their legal status’ (361:
p.546), suggesting that recent marriage
equality legislation is likely to ease this
confusion for same-sex couples who marry.

Another key issue noted in the literature was
the need for individuals and family members
to engage in conversations regarding advance
care planning with healthcare professionals.

Authors of a recent Australian study
highlighted ‘the importance of education
strategies to raise awareness of the end-of-
life care planning options among LGBT
people, as well as strategies for increasing
health providers’ preparedness to discuss
these issues with LGBT patients’ (361: p.545).
Similarly George et al. (2018) recommend
improvements in both clinical education and
clinical practice to promote advance care
planning among same-sex couples, with the
latter including consideration of gender
orientation and relationship status and
registration with LGBTI provider networks
(369).

In the Australian context, Leinert et al. (2010)
highlighted the need for LGBT people to
engage with advance care planning and
recommended:

e |Initiatives to promote better
understanding of current legal rights

e Advocacy for additional legal rights
and recognition for these populations

e Relevant education for service
providers and the wider community

e [nterventions to reduce social
isolation

e Development of appropriate
information resources (351).



10| Veterans

Veterans include all former members of
the Australian Defence Force (ADF),
irrespective of whether they were
deployed or undertook war or warlike
service (26).

Introduction

Veterans face unique circumstances in
relation to palliative care. Barriers to
palliative care access were not prevalent in
the peer-reviewed or grey literature, and it
was evident in the literature that access to
care that was appropriate and tailored to the
unique needs of this population was the
primary concern, as opposed to low rates of
palliative care utilisation.

For ADF veterans there are two major routes
for healthcare compensation as a result of
service. The first involves access to a white
card, which entitles the veteran to health
care for a specific condition. The second is a
gold card, which entitles the veteran to
health care for all medical treatment (370). In
each case, the Department of Veterans’
Affairs (DVA) pays for health care accessed
under a white or gold card scheme. In other
cases, DVA may pay for health care regardless
of whether it is related to the veteran’s
service. This is referred to as ‘non-liability
health care’ (370).

As was the case with palliative care literature
related to incarcerated populations, literature
relating to veteran populations
predominantly originated from the US. This is
not surprising given the significant
involvement of the US in military action over
the last century. In the US approximately
6.3% of the population are veterans (371),

compared with 1.6% of Australians
(approximately 371,000 people as at 2013)
(372).

Literature review
findings

When compared with other under-served
populations, the veteran community in
general had greater access to palliative care.
It is hypothesised that this may be the case
due to the healthcare benefits received by
this population, making pathways to health
care easier than for other under-served
populations. In the one Australian study
comparing a small sample of veterans and
non-veterans, access to DVA benefits reduced
financial stress on veterans accessing
palliative care (373), with the paper indicating
that access may be on par with the general
population. Nevertheless, there were some
barriers faced in accessing quality palliative
care that was specifically tailored to and took
into account the unique experiences of this
population.

Barriers to palliative care

Individual barriers

The primary concern regarding palliative care
access for veterans was the increased
incidence of mental illness as a result of prior
experiences in the armed forces. This
impacted upon the provision of quality
palliative care for this population. In a review
of veteran hospice patient mental health,
Holland et al. (2014) identified one study
(374) in which 88% of the cohort
‘experienced at least one neuropsychiatric
syndrome’ (376: p.708). Ganzini et al. (2010)
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earlier highlighted that quality palliative care
can be impeded by the presence of
schizophrenic symptoms, primarily due to the
difficulties of establishing a therapeutic
relationship between the health professional
and the individual (376).

Further, in a retrospective review of veteran
medical records undertaken in the US,
Garrido et al. (2014) found no association
between reported psychological distress by
veterans in palliative care and subsequent
receipt of mental health care (377). This
suggests that whilst assessment for mental
health concerns took place, action upon any
subsequent mental health reporting was non-
existent.

In Australia, O’Connor et al. (2014) analysed a
number of qualitative palliative care reports
of veterans who had accessed home-based
palliative care. They suggested that palliative
care services would benefit from considering
veteran status and service history, as this may
improve linkages between palliative care and
any mental health care veterans may be
receiving (373).

Homelessness among veteran populations is
also a barrier to accessing quality palliative
care. As was discussed in Chapter 7 there are
significant barriers faced by homeless
populations in accessing palliative care, many
of which would also challenge homeless
veterans (378). In Victoria and NSW, it is
estimated that up to 12% of the homeless
population are veterans (254).

Finally, veteran populations who are LGBTI
may have specific health needs (as discussed
in Chapter 9) that possibly remain under-
recognised in end-of-life care, and health care
more broadly (379).

Family barriers

There was very little information regarding
family-related barriers to accessing quality
palliative care for veteran populations. What
was evident was that, similar to prison
populations, in many cases veterans lacked
family support at the end-of-life, which
resulted in palliative care taking place in
healthcare environments rather than at home
(380). In other cases, where family was
present for palliative care, some families
caring for a veteran at the end-of-life felt they
received inadequate emotional support from
healthcare professionals (375).

Organisational/service-side barriers

At the organisational and health system
levels, veterans in the US faced challenges in
navigating the veterans affairs health system,
finding it too complex and difficult to source
appropriate information (381). This was also
observed in the Veterans Administration
Demonstration Project investigating palliative
care management, with the complexity of
navigating multiple services difficult for both
individuals and health professionals (382).

It has been identified that there is currently a
shortage of specialist palliative care
providers for the veteran population in the
US (383). Other barriers experienced in
accessing quality palliative care included
waiting lists to access Veteran Affairs health
care (381) and a lack of continuity in care
received (382). At present there is little
indication of whether these service shortages
are similar in Australia.



Enablers of access to
palliative care

Three key areas contributed to veterans
receiving high-quality palliative care, and
greater access to palliative care relative to
other under-served populations, and in some
cases, the general population. These enablers
include:

e Legislation and funding
e \eteran healthcare benefits

e A mature model of service delivery.

In the US, significant legislation was enacted
in 2003 mandating ‘universal access to
multidisciplinary palliative care teams
comprising nursing, medicine, social work,
and chaplains involved in end-of-life care’ for
veteran communities (385: p.742). This
legislative push provided the impetus for
heavy investment in veteran access to
palliative care, resulting in greater resources
in the sector (384,385), and ensuring
palliative care for veterans was included in
veteran healthcare benefit packages (386).
This investment has seen the number of
veterans accessing end-of-life care from
veteran health services tripling between 2006
and 2009 (385).

By virtue of this investment, the current
model of service delivery can be considered
‘mature’ in nature, with over a decade of
sustained investment and work in building
visibility and knowledge of palliative services
within the veteran population. This maturity
is exemplified in the Hospice and Palliative
Care program by US Veterans Affairs, which is
detailed in the box on page 67 (387).

Homeless veterans

Hutt et al. (2018) reported on barriers and
recommendations concerning access to
palliative care for homeless veterans in the

US, which emerged from a national
consultation process (388).

In a separate qualitative study, involving in-
depth interviews and focus groups with
homeless veterans, Gruenewald et al. (2018)
identified barriers for homeless veterans. An
overarching sentiment of ‘meet me where |
am’—was described by the authors to reflect
what many homeless veterans felt they
wanted most from their care at end-of-life
(389).

The themes from both of these articles were
largely consistent with the literature
concerning homeless populations presented
in Chapter 7.

Psychosocial programs/approaches

Recent studies demonstrate that
psychosocial-based programs may reduce
physiological stress and mental health
symptoms among veterans with a life-limiting
illness (390-392).

A recent pilot study from the US trialled a
psychological group-based program (the Life
Program) to address mental health symptoms
among veteran populations with a life-
limiting illness (392). The authors reported
that veterans who participated in the pilot
program (which targeted personal values,
mindfulness, and psychological flexibility)
showed meaningful reductions in their
mental health symptoms (392). A separate
study trialled an animal-assisted intervention
(i.e. time spent with a therapy dog), and
reported that when combined with
structured discussions with a palliative care
psychologist (veteran’s choice of topics),
veterans showed reductions in physiological
markers of stress (391).

Finally, the Integrate Multidisciplinary
Palliative Care into the Intensive Care Unit
(IMPACT-ICU) is a communication skills



training program that is designed to integrate
palliative care into intensive care units to
upskill nurses (393). This program was trialled
in a military-based hospital in the US with
acute care registered nurses working with
ageing veterans requiring palliative care
(390). Findings included improvements in
skills and confidence among nurses (having
palliative care conversations with individuals,
families and physicians)—which were
maintained at follow-up (390).

While these studies highlight that
psychosocial approaches might complement
or enhance currently available palliative care
services for veterans with a life-limiting
illness, the findings are preliminary in nature,
and the available evidence in the Australian
context remains sparse.

Hospice and Palliative Care program by
the US Veterans Affairs

The Hospice and Palliative Care (HPC)
program is a highly-integrated network
‘of interdisciplinary palliative care teams
in all 153 Veterans Affairs medical
centres. Each team is guided by regional
palliative care leaders and national
program office staff. The HPC has
transformed the culture of care through
sweeping changes in policy, legislation,
and practice’ (388: p.49).

Key aspects of this model include:

e Measuring quality outcomes

e Education of Veterans Affairs staff and
community organisations

e Partnerships with community hospice
providers and national peak bodies for
palliative care.

Advance care planning

There was very little recent peer-reviewed
literature discussing advance care planning in
veteran populations, despite this population
being identified as having low advance care
planning completion rates (394).

A study by Patel et al. (2016) investigated the
acceptability of advance care planning in
veteran populations (384). The research
found that in a sample of 246 veterans
diagnosed with cancer, 53% had an advance
care plan, with 22% of those being made
before the diagnosis. The rate of advance
care plans within this sample was greater
than the general population rate of advance
care planning, suggesting that veterans may
have more awareness of these processes,
though the higher rate may have been
explained by the veteran sample having a
diagnosis of cancer, and therefore more
imperative to complete an advance care plan
(384).

David et al. (2018) suggest that veterans with
a serious physical illness who have higher
levels of health activation (i.e. levels of taking
an active role in health from being ‘engaged’
to ‘actively maintaining health behaviours’)
had higher levels of engagement in the
advance care planning process (395). Fried et
al. (2018) developed the Sharing and Talking
about My Preferences (STAMP) protocol,
which uses a behavioural approach to
enhance engagement and improve
communication among veterans and their
families/surrogate decision makers (396)—
however results from the trial are not yet
available.



Bekelman et al. (2018) examined the role that
patient navigators (i.e. trained
laypersons/volunteers/health professionals)
may have in improving palliative care
outcomes for veterans with cancer (397). One
component of the trial involved motivating
individuals to pursue advance care planning.
Of the veterans who had not completed an
advance care directive at the start of the trial
period, 45% had completed one by the end of
the study. However, veterans’ levels of
satisfaction with intervention were mixed,
suggesting it is not yet clear whether patient
navigators are appropriate or effective
enablers for advance care planning. Still, it
was suggested that patient navigator models
might be particularly useful when there are
access issues to palliative care or where
service needs are greatest.



Abbreviations

Abbreviation

Definition

AHA

AHMC

AHP

AHWs

CALD

COAG
Department
DVA

GRACE

LGBTI
NDIS
NSQHS
PEPA

PICAC

PTSD

the Strategy
UK

UNHCR

us
Wwili

Australian Healthcare Associates

Australian Health Ministers Conference
Aboriginal Health Practitioner

Aboriginal Health Workers

Culturally and Linguistically Diverse

Council of Australian Governments

Australian Government Department of Health
Department of Veterans’ Affairs

Guiding Responsive Actions in Corrections at
End of Life

Lesbian, gay, bisexual, transgender or intersex
National Disability Insurance Scheme
National Safety and Quality Health Service

Program of Experience in the Palliative
Approach

Partners in Culturally Appropriate Care
Post-Traumatic Stress Disorder
National Palliative Care Strategy
United Kingdom

United Nations High Commissioner for
Refugees

United States of America

World War I
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Glossary

Advance care directive (ACD):

An advance care directive is a type of written
advance care plan recognised by common law
or specific legislation. An ACD can only be
completed and signed by a competent adult.
It may record the person’s values and
preferences for future care, and/or include
the appointment of a substitute decision-
maker to make decisions about health care
and personal life management. Forms and
requirements vary between states and
territories (398).

Advance care planning: The

process of planning for future health and
personal care needs. It provides a way for a
person to make their values and preferences
known in order to guide decision-making at a
future time when they cannot make or
communicate their decisions (398).

Carers: People who provide personal care,

support and assistance to people with a
disability, medical condition, mental illness,
or frailty due to age. Carers may include
family members, friends, relatives, siblings or
neighbours. The term ‘carer’ does not include
people who provide care for payment (such
as a care or support worker), as a volunteer
for an organisation, or as part of the
requirements of a course of education or
training (399).

End of life: the period when a patient is

living with, and impaired by, a fatal condition,
even if the trajectory is ambiguous or
unknown. This period may be years in the
case of patients with chronic or malignant
disease, or very brief in the case of patients
who suffer acute and unexpected illnesses or
events, such as sepsis, stroke or trauma (8).

End-of-life care: includes physical,

spiritual and psychosocial assessment, and
care and treatment delivered by health and
social care providers. It includes the support
of family and carers, and care of the person’s
body after death. People are ‘approaching
the end-of-life’ when they are likely to die
within the next 12 months (2).

Family: Includes people identified by the
person as family and may include people who
are biologically related and people who
joined the family through marriage or other
relationships, as well as family of choice and
friends (7).

Life-limiting illness: bescribes
illnesses where it is expected that death will
be a direct consequence of the specified
illness. The term incorporates the concept
that people are actively living with such
illnesses, not simply dying (7).

Overshadowing: A ‘phenomenon in

which a person’s presentation is attributed to
their underlying condition...potentially
delaying identification of other problems and
referral to hospice and/or palliative care’
(192: p.514).



Palliative care providers: Health
and social care providers involved in the
clinical management and coordination of care
for people living with a life-limiting illness.
Palliative care providers may include general
practitioners (GPs), geriatricians, oncologists,
physicians, paediatricians, renal specialists,
cardiologists and other specialists. Other
team members will include nurses, allied
health professionals and pharmacists (7).

Person-centred care: care thatis

‘respectful of, and responsive to, the
preferences, needs and values of patients and
consumers’ (401: p.7).

Specialist palliative care

services: Multidisciplinary teams with
specialised skills, competencies, experience
and training in palliative care. Care provided
through these services is targeted at people
with more complex needs, and is referred to
as ‘specialist palliative care’ (7).

Substitute decision-maker: A

person appointed or identified by law to
make decisions on behalf of a person whose
decision-making capacity is impaired. A
substitute decision-maker can be:

e Someone chosen (and appointed) by the
person. Depending on the state or territory,
they may be called an enduring guardian, a
medical enduring power of attorney, an
agent or a decision-maker.

e Someone assigned as a decision-maker for
the person by law, in the absence of an
appointed substitute decision-maker. The
hierarchy for appointing a substitute
decision-maker varies by jurisdiction. They
may be a spouse or de facto spouse, carer,
relative or friend.

e A substitute decision-maker appointed for
the person (e.g. a guardian appointed by a
guardianship tribunal) (398).

Trauma-informed care: ‘an

organisational structure and treatment
framework that involves understanding,
recognising and responding to the effects of
all types of trauma’ (402: p.2).
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Appendix A. Literature review method

Conduct of the literature reviews was
standardised to ensure consistency in
approach between the two reviewers. The
original search and review were undertaken
in March-April 2018. Reviewer One
undertook the literature search and coding
process for Aboriginal and Torres Strait
Islander, CALD, care-leavers/forced
adoption, LGBTI and refugee populations,
while Reviewer Two conducted the search
and coding process for incarcerated,
veteran, homeless populations and those
living with a disability.

The literature review process was
conducted as follows:

e Peer-reviewed and grey literature
search

e Compiling and coding of literature

e Analysis and synthesis of coding

e Reporting of findings.

Peer-reviewed and
grey literature
search

Database searches

The peer-reviewed and grey literature
searches were conducted utilising the same
keyword criteria (see Table A-1). Peer-
reviewed literature was searched using
Google Scholar and CareSearch’s
automated PubMed search database. Grey

literature was accessed via a Google search.

Two searches were conducted for both
peer-reviewed and grey literature using the
following key words:

1. ‘Palliative care’ AND ‘Access or needs or
barriers or engagement or strategies or
reach’

2. ‘Advance care planning’

Exclusion criteria

AHA reviewers considered the relevance of
each resource and, when considered
necessary, conferred and jointly decided
whether or not an article was to be
included.

Subjects considered not (or less) relevant
included:

e Evidence relating to disease-specific
palliative care

e Barriers/engagement strategies
relating to socioeconomic
disadvantage (although this may be
covered in introduction/overlap).

Expert advisor and
stakeholder input

In addition to Google Scholar, CareSearch
and Google database searches, AHA's
expert advisors were consulted to ensure
relevant literature had been captured by
the search process.
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Table A-1: Literature search keywords

Population

Keywords

Aboriginal and Torres Strait Islander peoples

Care leavers and people affected by forced adoption

People from CALD backgrounds

People with disabilities

People experiencing homelessness

People who are incarcerated

People who identify as LGBTI

Refugees

Veterans

Aboriginal and Torres
Strait Islander

Aboriginal

Indigenous

Care leavers

Forgotten Australians
Former child Migrants
Stolen Generation

Forced adoption
Culturally and
linguistically diverse/CALD
Migrants

Immigrants

Ethnic
Disability/disabilities
Disabled

Dementia
Homeless

Incarcerated
Prisoners
Inmates

Jail
Detention

Correctional

LGBTI
Each term separately

Gender diverse

Refugees

Asylum seekers

Veterans
Soldiers
Defence force

Ex-serving
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Peer-reviewed literature

Peer-reviewed literature was downloaded
and compiled in Mendeley reference
manager software. Subsequently, full-text
articles were imported into NVivo for
coding. Articles were coded to pre-
determined coding themes which are
illustrated in Table A-2. Codes were pre-
determined based on Bronfenbrenner’s
ecological model of human development

Table A-2: Coding structure and definitions

Codes and themes

(402). In this model, multiple ‘levels’ of an
individual’s life are said to have an impact
upon their development, and these levels
may also interact to shape development. To
understand the barriers to accessing
palliative care for the nine varied
populations, this model affords a general
scaffolding with which to code the literature
review data. Bronfenbrenner’s ecological
model has previously been applied in
health-related research (403,404).

Definition

Barriers and enablers

Individuals

Families

Communities

Health professionals

Services or organisations

Barriers and enablers were coded discretely

Patient related barriers and enablers may
include individual circumstances, personal
health (mental or physical), and
characteristics of the individual that may
impede or promote access to palliative care

Family related barriers and enablers refer to
family specific issues preventing or promoting
access to palliative care, e.g. a lack or absence
of family to assist in service access

Community related barriers and enablers
refer to barriers concerning the broader
‘community’ an individual may be a part of.

In some cases, this also specifically included
cultural factors

Health professional barriers and enablers
refer to characteristics of the health
professional providing health care to the
population group. This may include a health
professionals attitude toward the person
under their care

Service or organisational related barriers and
enablers refer to the organisational context in
which the individual finds themselves within.
A key example for this coding category is the
prison system




Codes and themes Definition

Healthcare system Healthcare system related barriers and
enablers refer to the broader healthcare
system, which may encompass the extent to
which services integrate and work together to
improve palliative care access

Advance care planning Advance care planning was coded at a single
level, and contains any references to
advance care planning barriers and enablers
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The two reviewers coded the literature to the
point of data saturation, e.g. where no new
information was being uncovered in the
collated literature.

Grey literature

Grey literature was analysed independently
of the peer-reviewed literature against the
same coding structure. Information from grey
literature was used to supplement peer-
reviewed findings, and to inform any gaps
identified in the peer-reviewed literature.

Analysis and
synthesis of coding

Once all literature had been coded under the
major and sub-themes, data was exported by
theme into individual documents and printed.
The extracted data was then re-read to
ensure alignment of coding to specified
themes, and to uncover any further detail
that could inform the literature review
findings.

Literature review
update

Given the length of time over which the
project was undertaken, the literature
reviews were updated in January 2019 to
consider evidence published since the original
review. Google Scholar, CareSearch and
Google were again searched for more recent
relevant materials using the original search
strategy, and this document updated
accordingly.

References recommended by stakeholders
throughout the consultation process were
also considered, where they fit into the
specific focus of the review.

Reporting of findings

The literature review findings (including the
amount of information uncovered by the
search and the themes reported) varied
across the identified population groups. As
such, the structure of each chapter differs
depending on the unique barriers and
enablers of palliative care for each under-
served population group. In general,
reporting of findings includes:

e Barriers to access and unmet needs
e Enablers of access to palliative care

e Evidence relating to use/potential use
of advance care planning.

The review was designed to inform the
broader project, rather than a representing a
comprehensive and systematic review of the
evidence. Therefore, analysis continued until
‘thematic saturation” was considered to have
been reached. In many cases, references are
provided to illustrate the themes presented,
rather than provide a complete list of all
relevant literature in every instance.
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