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ABSTRACT

Objective: Provision of bereavement support is an essential component of palliative care service
delivery. While bereavement support is integral to palliative care, it is typically insufficiently
resourced, under-researched, and not systematically applied. Our aim was to develop bereavement
standards to assist palliative care services to provide targeted support to family caregivers.

Method: We employed a multiple-methods design for our study, which included: (1) a literature
review, (2) a survey of palliative care service providers in Australia, (3) interviews with national
(Australian) and international experts, (4) key stakeholder workshops, and (5) a modified Delphi-
type survey.

Results: A total of 10 standards were developed along with a pragmatic care pathway to assist
palliative care services with implementation of the standards.

Significance of results: The bereavement standards and care pathway constitute a key initiative
in the evolution of bereavement support provided by palliative care services. Future endeavors
should refine and examine the impact of these standards. Additional research is required to
enhance systematic approaches to quality bereavement care.
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INTRODUCTION et al., 2014; Guldin et al., 2015; Stroebe & Boerner,
2015; Waller et al., 2016). It may therefore be consid-

Provision of bereavement support is an essential com- ; e -
ered “the forgotten child” of the palliative care family.

ponent of palliative care service delivery, which is ex- -~ ’ )
plicitly acknowledged in several seminal national and Tradlt.lonal views of bereavement are belng chal-
international publications (National Institute for lenged In contemporary thanat'ology (Nelm'eye‘r,
Clinical Excellence, 2004; World Health Organiza- 2914). Grief following bereavement is not a'psychlatmc
tion, 2004; National Consensus Project for Quality disorder but a normal emotional reaction to loss

Palliative Care, 2009; De Lima et al., 2012). Whilebe- ~ (Stroebe & Boerner, 2015). However, while loss and
; i ‘ grief are fundamental to human life, the course and

consequences of bereavement will vary for each
individual. For highly resilient individuals, acute grief
may be limited to a few weeks, and for most people their

] grief subsides over time (Bonanno & Kaltman, 2001).
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reavement support is integral to palliative care, it is
typically insufficiently resourced, under-researched,
and not systematically applied (Hudson, 2013; Lynes
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family member or friend are more intense and persis-
tent (Prigerson et al., 1996, 2009; Latham & Priger-
son, 2004). Known variously as “complicated grief”
(Prigerson et al., 1996; Shear et al., 2011) or “pro-
longed grief disorder” (Boelen & Prigerson, 2007),
this condition can be associated with severe mental
and physical health problems such as insomnia, sub-
stance misuse, depression, depressed immune func-
tion, hypertension, cardiac problems, cancer,
suicide, and work and social impairment. Bereaved
individuals in this cohort report higher utilization
of medical services and more frequent hospitaliza-
tions than people with similar losses whose grief is
less intense and of shorter duration. These effects
have been observed to last for as long as 4—9 years af-
ter the death (Neimeyer & Burke, 2012). In a sum-
mary of the clinical literature on pre-loss risk
factors for the development of complicated grief, Nei-
meyer & Burke (2012) identified a range of key risk
factors, which are outlined in Box 1.

In the palliative care setting, bereaved persons have
frequently undertaken caregiving roles that can have
both positive and negative features, with caregivers
prone to physical and psychological morbidity, finan-
cial disadvantage, and social isolation (Hudson et al.,
2011). Depression rates between 12 and 59% (Hudson
et al., 2011) and anxiety rates between 30 and 50%
have been reported (Grunfeld et al., 2004; Hudson
et al., 2011). Alarmingly, almost half of family caregiv-
ers (n = 300) in one study (Hudson et al., 2013) met the
criteria for psychological distress when measured at
the commencement of palliative care provision.

For all bereaved individuals, grief is experienced
in the context of their “whole being,” including their
physical, emotional, cognitive, behavioral, and spiri-
tual manifestations. When grief is complicated and
prolonged, evidence suggests that intervention is
both indicated and effective (Currier et al., 2008).
However, providing universal bereavement services
is unnecessary, and offering therapy to resilient indi-
viduals is known to be of limited utility (Schut &
Stroebe, 2005; Wittouck et al., 2011).

Therefore, targeting scarce resources for people
who will benefit most is important. A tiered or
layered approach to bereavement care has been
advocated based on metaanalyses of clinical trials
(Schut & Stroebe, 2005). However, there appears to
be a dearth of contemporary practice standards
that explicitly articulate what resources palliative
care services should allocate, when they should
allocate them, how, and by whom. Findings from
the United States and Australia indicate that be-
reavement coordinators and counselors are not
available in the majority of hospice or palliative
care services, bereavement support is highly
variable, and there is insufficient evidence-based
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Box 1. Key risk factors for complicated grief

Background factors

B Close kinship to the dying person (especially
loss of spouse or child).

Female gender (especially mothers).
Minority ethnic status.
Insecure attachment style.

High pre-loss marital dependence.

Religion and spiritual beliefs and practices
(for some, religious/spiritual belief results
in lower levels of grief, and for others a stron-
ger faith can lead to more severe experiences
of grief).

Treatment-related factors

B Aggressive medical intervention (e.g., inten-
sive care, ventilation, resuscitation).

B Ambivalence regarding treatment.
B Family conflict regarding treatment.
B Economic hardship created by treatment.

B Caregiver burden.

Death-related factors

B Bereavement overload (multiple losses in
quick succession).

B Low acceptance of impending death.
B Violent death (suicide, homicide, accident).

B Finding or viewing the loved one’s body after
a violent death.

B Death in the hospital (rather than at home).

B Dissatisfaction with death notification.

guidance (Demmer, 2003; Mather et al., 2008). An-
other study highlighted that less than 5% of the pal-
liative care budget is directed toward bereavement
services (Breen & O’Connor, 2007). Recent data
from Europe also indicate a lack of guidance on be-
reavement support and a reliance on intuition over
evidence when responding to bereavement care
needs in palliative care (Guldin et al., 2015). Alarm-
ingly, almost a fifth of palliative care services provide
no bereavement support (Guldin et al., 2015).
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Furthermore, services may not formally recognize
family caregivers as “clients,” so that bereavement
support needs for many may go unmet.

Given this background, we developed bereave-
ment support standards to assist palliative care ser-
vices to provide targeted support to family
caregivers. The bereavement support standards
were developed for use in all Victorian (Australia)
adult specialist palliative care services, including
community, inpatient, acute, and consultancy ser-
vices. They were also designed for potential applica-
tion to international palliative care services.

DEVELOPMENT PROCESS

These standards were developed using five phases of
data collection. Approval was obtained from the insti-
tution’s ethical review board. A summary of the data
collection methods and main results relevant to in-
forming the content of the standards is provided be-
low. A comprehensive project report is also accessible
by visiting www.centreforpallcare.org.

Phase 1

This phase involved a scoping review of international
evidence based on systematic reviews, seminal re-
ports, and guidelines (e.g., Australian Centre for Grief
and Bereavement, 2001; Northern Ireland Health &
Social Care Services, 2009; National Institute for
Health and Clinical Excellence, 2011; Hudson et al.,
2012; Bereavement Services Association and Cruse
Bereavement Care, 2013; Waller et al., 2016) con-
ducted over the previous 10 years. As part of this pro-
cess, the PubMed databases were utilized to search
for systematic reviews and guidelines related to
bereavement care. The research team reviewed titles
and abstracts for those deemed relevant to the
palliative care setting. Key reports referenced in the
aforementioned were then sourced and reviewed
by the research team. Those that were considered
“seminal” had a robust developmental process.

Some selective salient findings from this review to
assist in formulating the content of our standards in-
cluded:

B While it is important to try and identify the
group of people who are most likely to develop
complicated bereavement and therefore benefit
from specialist bereavement interventions, the
research regarding the most appropriate re-
sponses is not conclusive. There is insufficient
empirical evidence to definitely support the va-
lidity of one particular tool to screen for risk of
poor bereavement outcome prior to the person’s
death (Sealey et al., 2015).

https://doi.org/10.1017/51478951517000451 Published online by Cambridge University Press

377

B Further work is required to explore strategies to
promote resilience, which includes factors and
mechanisms that impact on an individual’s level
of protection against adversities. Resilience is
not only a result of an individual’s personal at-
tributes, but it can be impacted by a variety of
community and cultural factors. The key attri-
butes of resilient individuals (Boerner & Man-
cini, 2013) are outlined in Box 2.

Box 2. Key attributes of resilient individuals

B Draw upon past experiences of loss survival.

B Connect with their family and community of
care.

B Draw upon religious and spiritual beliefs and
practices.

B Identify internal and external strengths and
resources.

B Reconstruct a world of meaning and personal
identity following the loss.

B Draw upon the experience and support of
other bereaved people.

B Have higher levels of practical support.

B Hold a beliefin a just world and acceptance of
death.

B Gain comfort from talking or thinking about
the deceased.

B Given the variability in the adaptation to be-
reavement, it is difficult to make safe predic-
tions in terms of longer-term functioning of
bereaved individuals before a minimum of 6
months post-death. At this point, tools such as
the PG-13 (Prigerson et al., 2008; 1995) have
been found to have effective predictive validity
and reliability for identifying a prolonged and
complicated grief disorder.

B Pre-bereavement levels of psychological dis-
tress are predictive of post-bereavement malad-
justment (Stroebe & Boerner, 2015), and
preexisting conditions seem to be most impor-
tant in explaining the occurrence of compli-
cated grief (Bruinsma et al., 2015).

B In relation to actually predicting which family
caregivers will meet the criteria for prolonged
grief disorder (PGD) (as opposed to those report-
ing high levels of PGD symptoms) at 13 months
post-death, the pre-death PGD symptoms appear
to be a strong predictor (Thomas et al., 2014).
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B Further research into the components and
meanings of “anticipatory grief” and how these
may affect bereavement adaptation is required
(Stroebe & Boerner, 2015):

B More sophisticated methods to screen and then
target interventions are required, along with ex-
ploring patterns of resilience versus risk
(Stroebe & Boerner, 2015).

B Therapy is effective in mitigating the suffering of
“at-risk” groups suffering traumatic loss (e.g., be-
reavement following the death of a child or violent
death), and is particularly efficacious when it is
offered to those persons with clinically significant
symptomatology (Kissane et al., 2006).

B A variety of experiential, cognitive-behavioral,
and narrative methods are being developed,
showing promising results in the treatment of
bereavement-related distress (Neimeyer, 2014).

B A systematic review of grief-counseling inter-
ventions highlighted that many studies had
methodological limitations but recommended
that complicated grief therapy (Shear et al.,
2005) and family-focused grief therapy (Kissane
et al., 2006) show potential as effective inter-
ventions that warrant further empirical
investigation (Waller et al., 2016). Establishing
feasibility and cost effectiveness of these types
of interventions is important.

B Meeting the needs of bereaved persons with
complicated grief can be seen as a complex and
specialized task requiring input from suitably
trained staff (Guldin, et al., 2015).

B Provision of bereavement support for culturally
and linguistically diverse groups is a priority
(Arthur et al., 2011).

Phase 2

This phase involved a survey of all publicly funded
Victorian palliative care services (in patient and
home care). The survey was developed by the project
team and sought to obtain a descriptive overview of
bereavement provision. It was sent to the manager
of all Victorian palliative care services (in patient
and home care). Questions (mixture of open and
closed) focused on overviews of the bereavement ser-
vices offered, including by whom and to whom. Palli-
ative care services were also asked about the ways in
which family caregivers were screened for risk and
their key challenges and priorities related to bereave-
ment care. The survey was completed by 46 of 60
palliative care services, a response rate of 77%.
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The majority of palliative care services were using
some form of formal or informal bereavement risk
assessment and were offering some sort of bereave-
ment support to clients, although there was little con-
sistency regarding the assessment tools being used,
staff training, and who was offered bereavement sup-
port. The cumulative results of this survey also high-
lighted the variability of resources for the provision of
bereavement support within a palliative care context.

Phase 3

During this phase, a first draft of the standards was
prepared by the research team based on phase 1 and
2 and presented to a project advisory group for feed-
back and refinement. The expert advisory group was
selected in partnership with the Department of Health
and comprised the following: a Victoria Department of
Health palliative care department representative, a
bereavement counselor, a consumer representative,
and an interstate bereavement academic. Selection of
these advisors was sought via the Victoria Department
of Health palliative care department. The advisory
group highlighted that standards be adapted to con-
centrate more explicitly on three areas:

1. Strategies for screening and assessment for psy-
chosocial distress and risk of complicated.

2. Clarity and direction around training require-
ments and the roles of staff and volunteers to
be required.

3. Clarity regarding the specific expectations of
palliative care bereavement services.

4. Inclusion of a ‘care pathway’ to accompany the
standards to foster uptake and implementation.

Phase 4

In phase 4, the next draft of the bereavement standards
were presented at twoworkshops and then refined. The
first workshop (n = 22) comprised a range of multidis-
ciplinary palliative care and bereavement health pro-
fessionals, academics, and service managers from
rural, regional, and metropolitan palliative care ser-
vices. A second workshop (n = 17) was convened by
Palliative Care Victoria (PCV) (the peak body for palli-
ative care) and comprised members of its psychosocial,
spiritual, and bereavement special interest groups.

Phase 5

In this phase, the penultimate version of the stan-
dards and bereavement care pathway were circulated
to a group of expert Australian (n = 8) and interna-
tional (n = 4) bereavement experts (selected by the
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project advisory committee). The purpose of this ap-
proach using a modified Delphi technique was to
gain consensus about the specific content, applicabil-
ity, and evidence underpinning the standards. Only
one round of review was required, as all participants
confirmed the credibility of the standards and agreed
that all key information had been included.

THE BEREAVEMENT SUPPORT
STANDARDS FOR PALLIATIVE CARE
SERVICES

These standards are recommended as a minimum
level of bereavement support to be provided to pri-
mary caregivers and bereaved individuals by special-
ist palliative care services. This section outlines each
of the standards, The criteria for meeting the stan-
dards are outlined in the final report (Hall et al.,
2012). The guiding principles underpinning these
standards are conveyed in Box 3.

Box 3. Principles of bereavement support

Bereavement support is delivered:

B In atargeted way with those who would ben-
efit most from specialist interventions being
identified through structured screening and
assessment.

B With a focus on identification of the bereaved
person’s own resources and capacity that will
enhance their resilience.

B Over a period from pre-death to several
months post-death and beyond when required.

B With a focus on the primary caregiver but ex-
tending to other caregivers/family where re-
sources allow.

B In a way which supports palliative care staff
through processes such as death reviews,
professional development, and professional
supervision.

More detail about the factors to consider when im-
plementing the standards at different points in the
bereavement trajectory are contained in the bereave-
ment care pathway (see Table 1).

Standard 1: Access

All primary caregivers of clients cared for by a
specialist palliative care service are eligible to access
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palliative care bereavement services regardless of
age, gender, culture, sexual orientation, socioeco-
nomic status, religious beliefs, physical or other
disability, or ability to pay.

Standard 2: Coordination of Bereavement
Services

Bereavement programs in palliative care services
should provide coordinated services.

Standard 3: Training and Support

All staffin a palliative care service, including admin-
istrative staff, will come into contact with bereaved
people and will therefore require training and sup-
port in dealing with bereaved individuals. Staff and
volunteers who have contact with bereaved individu-
als are required to achieve appropriate competencies
in delivering bereavement support.

Standard 4: Screening and Assessment

Screening and assessment for the presence of psycho-
social and spiritual distress and risk of complicated
grief constitute a continuous process undertaken
from the time the client enters the palliative care ser-
vice to many months after the client’s death (where
pertinent). These assessments are multidisciplinary
and interdisciplinary, as clients may disclose differ-
ent information to different staff at different times.

Pre-Death Screening and Assessment

Several tools are recommended for screening for psy-
chosocial distress, including the Distress Thermome-
ter (National Comprehensive Cancer Network, 2013)
and the General Health Questionnaire (McCabe
et al., 1996; Goldberg et al., 1997). The PG-13 (Pri-
gerson et al., 2008; 1995) has been found to have effec-
tive predictive validity and reliability for identifying
problematic bereavement experiences.

Where pertinent, the screening should be followed
up with a comprehensive holistic assessment and/or
referral to a suitably qualified professional. However,
there is insufficient empirical evidence to support the
validity of one particular tool to screen for risk of
complicated bereavement prior to a person’s death.
For this reason, in addition to the use of a tool, a
structured assessment should be undertaken
through a conversational exploration of risk factors
and strength /resilience factors, as outlined earlier.

Post-Death Screening and Assessment

Due to the variability in the adaptation to bereave-
ment, it is difficult to make safe predictions in terms
of longer-term functioning of bereaved individuals
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Table 1. Bereavement support care pathway

Point on grief
trajectory

Actions

Relevant
standards

Factors to consider

Between intake and
the client’s death

Imminent death

As part of a comprehensive biopsychosocial spiritual
assessment, the team undertakes assessment of
caregiver’s risk of complicated grief

If elevated risk of self-harm or current high levels of
psychosocial distress, refer for specialist intervention

If the caregiver meets the criteria (based on the
multidisciplinary team assessment) for bereavement risk,
the team identifies the person as potentially vulnerable
and monitors accordingly

Provision of information and psychoeducational materials

Information provision

Discussions regarding death decisions

For those at risk of complicated grief, provision of more
comprehensive support

Standard 4

Standard 5

Standard 5

Standard 5

Standard 5

Standard 5

Standard 5

Multidisciplinary/interdisciplinary process
Ongoing conversational examination of risk and resilience
factors

Urgent referral may be required if risk assessed as high
May need to refer to external agency if expertise does not
exist within palliative care service

With the person’s consent, if risks are identified, an
appropriate staff member is notified to offer support
The identified caregiver/family member is provided with
support that addresses assessed needs

Psychoeducation should be provided via a variety of means
such as information sessions, books, and DVDs, and
should focus on:
B Preparing the primary carer for the typical role of

supporting a relative/friend

B Outlining the palliative care services and external
services available

B Assisting the primary caregiver to support their
relative (e.g., symptom management and psychosocial
support)

B Self-care strategies for the primary caregiver
(including respite services, if pertinent)

B Information on death and bereavement

Ensure that the family is aware that death is imminent
(where possible)
Assess family preparedness for death
Provide practical information, such as signs of imminent
death, how to arrange a funeral, and the role of the funeral
director
Information about wills and financial matters

Who do the client and family wish to be present?
Where would the client and family like the death to occur?
Who is to be notified?
Funeral arrangements

Assessment of separation distress and traumatic distress

08€
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At death (as soon as
practicable following

the death)

At 12 weeks after
death

Assessment of level of trauma family experienced as a
result of the death

Information provision

Specialist bereavement interventions

Death review by multidisciplinary team members
If elevated risk of self-harm or current high levels of
psychosocial distress, refer for specialist intervention

Information provision

Follow-up phone call for all primary carers

Specialist bereavement interventions

Standard 4

Standard 5

Standard 5

Standard 5

Standard 5

Standard 5

Standard 5

Standard 5

Bereavement overload (multiple losses in quick succession,
including non-death losses)
The level of trauma caused to the bereaved by the death,
which may be influenced by the experience of suddenness,
unexpectedness, or trauma
Place of death (e.g., hospital or home)
Who was present at the time of death?
Any difficult aspects of the death for family and caregivers
Dissatisfaction with death notification
Incongruity between client/families expressed pre-death
wishes and actual death experience
Important to differentiate between the family’s and the
health professionals’ perceptions of the death. as these
may differ markedly

Practical information
Typical grief responses and ways of managing these
Seeking assistance for distress, including pertinent
bereavement and emergency services
The role of the palliative care team and other support
services and how to access them

For people with high levels of psychosocial or spiritual
distress or manifesting significant symptoms of
separation distress and trauma

Each palliative care team member is provided with an
opportunity to reflect on the experience of the client’s
death and its impact on them
Encourage the use of professional supervision and support

Urgent referral to crisis mental health services may be
required if risk assessed as high
May need to refer to external agency if expertise does not
sit within palliative care service

Information may be provided via follow-up contact
(telephone/home visit) or by mail
Information includes supports available, such as social/
support groups

Explore issues, including insomnia, social support, return to
work, contact with their GP, exacerbation of previously
existing psychological, or physical conditions. How have
things changed for the person over the previous three
months?
If symptoms related to bereavement are unremitting, this
may be a sign that further assessment or support is
required

May require referral for specialist bereavement
interventions based on findings of follow-up phone call/
home visit
Consider a range of interventions, including clinical
options, counselling, GP referral

Continued
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Table 1. Continued

443

Point on grief Actions Relevant Factors to consider
trajectory standards
Around 6 months after Undertake formal bereavement assessment of those who Standard 4  Symptoms have been present for at least 6 months after the
death have previously been identified as being at high risk for client’s death
prolonged or complicated grief Symptoms include a sense of disbelief regarding the
death, persistent intense longing, yearning and
preoccupation with the deceased, recurrent intrusive
images of the dying person and avoidance of painful
reminders of death (Prigerson et al., 2008)
Individuals identified as being at elevated risk of
developing prolonged or complicated grief are offered
comprehensive bereavement assessment using a
validated tool such as the PG-13
For those who meet criteria for prolonged grief, refer to Standard 5  Referral to an experienced bereavement worker within the
specialist bereavement services organisation or to an external organisation
For bereaved individuals assessed as having moderate Standard 5 May involve referral to support or social groups

psychosocial distress or moderate risk of prolonged or
complicated grief, more formal opportunities to review
and reflect on their grief may be required

Around 12 months
after death an anniversary card or memorial service invitation that
includes information regarding self-assessment and

referral if needed

Around 12 months post-death, palliative care services send Standard 5

Support may be provided by unpaid staff, such as trained
volunteers

The support of family and friends remains important
throughout the grief trajectory

There is no “cutoff time” for provision of bereavement

support—a caregiver may present it at any time for
bereavement support

Information provided may include useful contacts, and
facts about grief and bereavement

Handwritten bereavement cards may be considered more
personal

Ensure that a single agency takes responsibility for
follow-up to reduce duplication

‘10 70 UOSPNE]
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before a minimum of 6 months post-death. There are
several different tools available to screen for risk
(Sealey et al., 2015). Such tools as the PG—-13 (Priger-
son et al., 1995) appear to have predictive validity
and reliability for identifying a prolonged and com-
plicated grief disorder.

Standard 5: Bereavement Support Strategies

The recommended bereavement supports include
two types of strategies:

1. Universal strategies that are targeted at all
caregivers and bereaved individuals.

2. Specialist bereavement support strategies tar-
geted at those with elevated risk of developing
prolonged or complicated grief or with current
psychosocial and/or spiritual distress.

The universal strategies include:

1. Screening and risk assessment as detailed in
standard 4.

2. Best-practice symptom management of the ter-
minally ill client to reduce the impact of trau-
matic death on caregivers as well as the clients
themselves.

3. Provision of structured information and support
at various points along the grief trajectory, in-
cluding:

B at admission to the palliative care service
B when death is imminent
B immediately following the death

B at regular intervals following the death,
such as 3, 6, and around 12 months (and be-
yond if appropriate).

4. Provision of access to such support strategies as:

B Participation in a bereavement information
session and opportunities to review and re-
flect on the experience of loss.

B Activity-based programs, such as walking,
meditation, music, and art groups.

Specialist bereavement support strategies may in-
clude bereavement counseling and psychotherapy
using evidence-informed specialist interventions for
complicated grief, such as:

B cognitive behavioral therapy (CBT) for compli-
cated grief (Boelen et al., 2006)

B focused family grief therapy (Kissane, 2002)
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B complicated grief treatment (Shear et al., 2005)

B meaning reconstruction approaches to grief
therapy (Neimeyer, 2000)

B online support (Wagner, 2009)

B bereavement support groups

In general, the more complicated the grief process,
the greater the efficacy of specialist bereavement in-
terventions. The empirical evidence underpinning
these interventions should be explored comprehen-
sively prior to implementation.

Standard 6: Clinical Handover and Referral
to Specialist Services

Where provision of bereavement support falls outside
the skills and competencies of the palliative care
staff, referral to external specialist agencies or prac-
titioners is undertaken.

Standard 7: Community Education and
Health Promotion

The importance of promoting community awareness
of bereavement issues and acceptance of the be-
reaved is recognized and acted upon. Information re-
garding grief and bereavement is available for
general practitioners, employers, and other groups.

Standard 8: Privacy, Confidentiality and
Consent

The palliative care bereavement program ensures the
privacy and confidentiality of its bereaved clients.

Standard 9: Integration with the Health and
Support System

The bereavement support program is part of a gene-
ral health and support system working to promote
the health and well-being of bereaved individuals
and the wider community.

Standard 10: Resource Allocation

Resources are allocated in a systematic manner that al-
lows the palliative care service’s bereavement program
to respond to the changing needs of clients and staff.

Bereavement Support Care Pathway

Table 1 outlines the recommendations for implemen-
tation of the standards along the grief trajectory.
While all of the standards apply at each point on
the grief trajectory, the table highlights where a spe-
cific standard applies to different actions along the
bereavement support pathway.
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Formal Endorsement and Implementation

The final version of the standards was formally en-
dorsed by the Victorian Department of Health’s Palli-
ative Care Clinical Network, which provides clinical
leadership in the implementation of policy directions
and program initiatives in Victoria.

A series of training workshops were subsequently
conducted throughout Victoria for palliative care ser-
vice providers. These offered information about the
theoretical rationale for the standards, an update
on contemporary bereavement research, and an op-
portunity to apply the standards to clinical examples,
and to develop services and an implementation strat-
egy. Pre and post questionnaires (developed by the
project team) were administered to the multidisci-
plinary attendees (n = 21). In addition to significant
improvements in participants’ knowledge of the Be-
reavement Support Standards, improvements were
also observed in their knowledge of the underpinning
theoretical and clinical rationale for the standards,
and their knowledge of support strategies across
three levels of need, and their progress in identifying
implementation strategies, a number of other posi-
tive outcomes were identified. Participants valued
the opportunity to meet together and work methodi-
cally through the standards and their implications
for practice.

Following an audit of palliative care services con-
ducted by the Victorian State Auditor (Victorian Gov-
ernment, 2015) the Auditor General advocated that
these bereavement standards be utilized to screen in-
dividuals at risk of complicated grief and provide ap-
propriate bereavement support. As a result of this,
the Department of Health is exploring the use of
these standards as performance measures for pallia-
tive care agencies.

DISCUSSION

A key measure of quality palliative care should be the
well-being of family caregivers in the years after re-
linquishing that role (Hudson, 2013). Accordingly,
bereavement support should be targeted, evidence-
based, and systematically applied. However, the
development of bereavement services has lagged
behind other palliative care initiatives (Morris &
Block, 2015), and scientific inquiry into meeting the
needs of bereaved family caregivers has received
insufficient attention (Stroebe & Boerner, 2015).
Given the inconsistency in the delivery of bereave-
ment services by palliative care teams, we set out to
develop standards for the provision of bereavement
support to be utilized by palliative care services via
a multistage process incorporating the best available
evidence and expert opinion. The standards were
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augmented with the development of a bereavement
care pathway.

There were several limitations with the standards.
They were not specifically targeted for culturally and
linguistically diverse populations or for children and
other groups with special needs. Caring for the needs
of these groups may require enhanced knowledge,
skills, and strategies that are not detailed in these
standards but are nonetheless critical for provision of
best-practice bereavement care. Future attention
also needs to be given to how to address the needs of
people who have elevated distress but are not part of
the small percentage of people who meet the criteria
for PGD or have severe complications of grief. While
the standards were underpinned by systematic re-
views of the literature, a formal evaluation of the levels
of evidence was not undertaken. We did explore the im-
pact of training healthcare professionals to implement
the standards, but we acknowledge that the sample
size was relatively small. We therefore recommend
that subsequent research is needed to more compre-
hensively explore the benefits of training in order to
foster successful uptake and implementation.

Given these limitations, we advocate that imple-
mentation of the standards should be coupled with
a comprehensive evaluation, and we welcome subse-
quent empirical investigation of the impact of the
standards in terms of clinical, resource, and ser-
vice-delivery outcomes. Direct involvement with be-
reaved caregivers is essential in the evolution of
evidence-based bereavement support. We must dis-
miss the myth that we need to wait for several
months before approaching caregivers for potential
research involvement. Data are emerging that family
caregivers are willing to be approached sooner rather
than later after the death of a relative (Bentley &
O’Connor, 2015), and they can gain rewards from re-
search participation (Hudson, 2004).

The public health model of bereavement support
whereby the bereaved are categorized into three
risk groups (high, moderate, and low) (Aoun et al.,
2015) makes conceptual sense. However, more empir-
ical data are needed to support this approach. The
process for determining the scope of a bereavement
service has recently been advocated by Morris and
Block (2015), and this appears to be a useful guide.
It is also vital that future initiatives focus on attempt-
ing to minimize the propensity for prolonged grief.

High-quality evidence shows that preparing family
caregivers for the role of supporting a person with ad-
vanced disease has valuable psychological and social
sequelae, including lessening the propensity for dis-
tress during bereavement (Hudson et al., 2015).
This preparation can comprise such components as:
the typical role of being a caregiver, how to support
a person with advanced disease, self-care, support
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services, and considerations for impending death and
bereavement. These preventative approaches seem to
have merit, and more systematic approaches to imple-
mentation of such initiatives are warranted.

Developments in bereavement theory are begin-
ning to change our understanding of what constitutes
a common response to loss and, by association, our
view of what constitutes pathological grief. This shift
toward a refined understanding of the heterogeneity
of the grief response is particularly important for
how we discern who may need more formalized ther-
apeutic intervention (Neimeyer, 2014). Posttraumatic
stress disorder, anxiety, and depression, for example,
have long been included in the Diagnostic and Statis-
tical Manual of Mental Disorders (see Stroebe &
Boerner, 2015), while persistent complex bereave-
ment disorder is considered a condition for further
study. Service providers need to be clear about what
they should screen for and what the priority is for
formal therapeutic intervention.

CONCLUSIONS

While the birth of the modern hospice and palliative
care movement is about half a century old, unfortu-
nately, the bereavement support scorecard reveals a
“fail.” Bereavement support is supposedly core to pal-
liative care, yet the rhetoric is not matched by the
reality. Bereavement care, with seemingly few excep-
tions, is haphazard, under-resourced, and lacking a
sound evidence base. The standards and care path-
way described herewith are an attempt to help
enhance the bereavement care agenda. They are not
perfect, and we advocate further refinement and test-
ing. Other initiatives, including more research activ-
ity (Waller et al., 2016), are beginning to surface, so
that with sustained and collective efforts the land-
scape of bereavement support will show significant
signs of improvement.
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