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Abstract

Background: Supporting people after bereavement is a priority area for many health services. Investment in bereavement care must
be supported by a rigorous evidence-base.

Aim: To examine the (1) relative proportion of descriptive, measurement and intervention research in grief counselling and (2)
quality and effectiveness of intervention studies.

Design: Systematic review of studies published in the area of grief counselling.

Data sources: MEDLINE, Embase, Cochrane Library and PsycINFO databases were searched for studies published between 2000 and
201 3. Eligible papers were categorised into descriptive, measurement, review, commentaries and intervention studies. Intervention
studies were assessed against the Cochrane Effective Practice and Organisation of Care methodological criteria, and papers meeting
criteria were assessed for quality. The impact of interventions on grief, psychological morbidity and quality of life was examined.
Results: A total of 126 data-based papers, including 47 descriptive, 3 measurement and 76 grief counselling intervention studies were
included. Only 59% (n=45) of intervention studies met Effective Practice and Organisation of Care design criteria. Overall, study
quality was poor, with the majority of interventions showing a risk of bias in several key areas. The three studies that met all criteria
showed mixed effectiveness.

Conclusion: Grief counselling interventions require a strong rationale for design, and a systematic approach to development and
evaluation. Descriptive research efforts should inform this process, focusing on homogeneity in sample, identification of risk factors
for complicated grief and the impact of extraneous factors on intervention effects. Interventions should include comparisons to usual
care, as well as replication to confirm positive findings.
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What is already known about the topic?

e Bereaved individual experience a range debilitating physical and psychological reactions.

e  Grief counselling is recommended in clinical practice guidelines; however, evidence of benefit is mixed.

e Examining the quality of grief counselling literature helps identify research gaps and ensure that routine practice is sup-
ported by best evidence.
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What this paper adds?

intervention.

Implications for practice, theory and policy

grief reaction.
individuals.

limited health resources.

e The volume and quality of research output has increased; however, methodological quality is still poor.
e Findings from descriptive studies are limited by heterogeneity in sample according to cause of bereavement and timing of

e Interventions should include comparisons to usual care, as well as replication to confirm positive findings.

e Examining the interaction between social and individual factors could help identify those who are at risk of complicated
e Outcomes for current referral policies to bereavement programmes should be compared to referral of at-risk

e We need effective strategies to assist community health providers with supporting bereaved patients, in light of increasingly

Introduction

Grief as a consequence of bereavement

Bereavement is a universal experience, defined as the ‘sit-
uation of having recently lost a significant person through
death’.! People may experience a period of intense grief,
which can negatively impact their physical and psychoso-
cial wellbeing.2 Most bereaved people will experience nor-
mal, uncomplicated grief reactions and will recover from
their loss within a reasonable time period,> without the
need for specific interventions other than support.
However, others may have a long-lasting maladaptive
response to bereavement, which can exacerbate physical,
psychological and social problems.!

This intense, persistent grief is known variously as
‘complicated grief’* or ‘prolonged grief disorder’, and a
number of different sets of diagnostic criteria have been
proposed.*’ For example, Prigerson et al.’ identify yearn-
ing as a unique symptom, whereas Shear et al.* cluster
this symptom with others (i.e. loneliness, suicidal think-
ing/behaviour, preoccupation with deceased) under ‘sep-
aration distress’. Recently, the Diagnostic and Statistical
Manual of Mental Disorders (5th ed.; DSM-5) has pro-
posed the term ‘Persistent Complex Bereavement
Disorder’ which incorporates diagnostic criteria from
both approaches.® For the purpose of this review, we use
the term ‘abnormal grief” to describe this maladaptive
response to bereavement, characterised by continued
intense yearning and longing, frequent pangs of painful
emotions, distressing intrusive thoughts of death, a dis-
turbing sense of disbelief, anger, bitterness and avoid-
ance. Sufferers also tend to show no or limited interest in
ongoing life.” Factors that have been associated with the
development of abnormal grief include perceived lack of
social support, substance abuse, poor coping skills, his-
tory of mental illness, a child’s death and additional life
stressors.?

Bereavement is associated with a high burden
of suffering and increased mortality

The bereavement period can be one of intense suffering and
associated with an increased risk of developing physiologi-
cal and psychological problems.! People may experience
more physical symptoms such as pain, as well as higher
rates of illness and disability than non-bereaved individu-
als.! Physiological and behavioural reactions to bereave-
ment include fatigue, loss of appetite, sleep disturbance and
agitation. Individuals can also experience a range of psy-
chological reactions, such as suicide ideation, anxiety,
depression, guilt and anger.! Major depressive disorder and
post-traumatic stress disorder are present in 10%—-20% and
12%-27% of bereaved people, respectively.” There are
reports of increased mortality in the bereaved especially in
the early weeks and months.! Paradoxically, others have
reported a lower risk of mortality, for example, in a study of
bereaved people exposed to a cancer death.® Consequences
for the health system include increased prescription of anti-
depressants and hypnotic medications, and higher health
care utilisation and costs.?

There is an increased emphasis on providing supportive
care for the dying, as well as supporting their families and
friends in the time leading up to and following the patient’s
death. Palliative care is a driving force behind the develop-
ment of bereavement support, given that the availability of
bereavement support and the provision of access to trained
bereavement counsellors for those deemed to be at risk of
complicated grief forms part of routine clinical practice
guidelines in Australia,!®!! the United Kingdom,!?
Canada!3 and United States.!* Bereavement support varies
from letters to more intensive face-to-face individual or
group sessions.!> Not all bereaved people will access pal-
liative care services, even when death is expected. Other
providers, such as general practitioners (GPs), have an
important role in providing bereavement support.'6
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Interventions are available to reduce the
negative impact of bereavement

Interventions available to providers to target grief
include pharmacotherapy, support groups, counselling and
psychotherapy interventions (e.g. cognitive behavioural
therapy and group therapy).!” Grief interventions show
differential efficacy according to level of need.!® The care
and support required by bereaved individuals may differ
depending on the circumstances surrounding the death.!®
Interventions can be delivered at different levels, including
primary (i.e. for people with uncomplicated bereavement),
secondary (i.e. for people at risk of complications of
bereavement) or tertiary (i.e. for people experiencing
abnormal grief).! Hence, interventions can help to prevent
abnormal grief from developing, or to ameliorate patho-
logical grief responses that have already developed.

Concern about evidence for grief counselling

Given the limited health service resources available, it is
important that bereavement support is evidence-based,
rather than based solely on the intuition of service provid-
ers. While there is a willingness to provide grief counsel-
ling, previous findings regarding the effectiveness of
grief counselling are mixed. One review has reported that
counselling is only minimally or not at all effective for
many people experiencing normal bereavement, and may
actually be associated with increased distress.?® However,
proponents of grief counselling argue that these findings
rely on erroneous meta-analytic results,?! while a more
recent meta-analysis reported a small effect at post-
treatment.?? There is a need to further clarify the quality of
the literature examining the effectiveness of grief counsel-
ling, in order to identify research gaps and ensure that
routine practice is supported by the best evidence available.

Research output as an indicator for gaps in
knowledge

The volume of different types of research gives a broad
indication of the focus and depth of attention centred on a
particular topic. Measurement studies provide evidence
for the quality of tools that facilitate the accurate measure-
ment of clinically relevant outcomes. Once identified,
these tools can be used in descriptive research to quantify
the prevalence and burden of a particular outcome. Data
can inform the development of methodologically rigorous
interventions. Intervention studies are critical to produce
evidence about the most effective strategies for delivering
best practice bereavement support. Intervention studies
must meet minimum standards of scientific quality to
ensure adequate internal and external validity. Kato and
Mann?? suggest that early intervention work in the field
was of poor methodological quality. It was expected that

the number and methodological quality of grief counsel-
ling intervention studies would increase as a consequence
of this finding.

Aims

This review aims to examine:

1. The total number of publications since 2000 that
have examined grief counselling in bereaved
individuals;

2. The number of data-based versus non-data-based
publications examining grief counselling by research
design (descriptive, measurement, intervention);

3. The methodological quality and effectiveness of
grief counselling interventions aimed at improving
patient outcomes.

Methods

Data sources

MEDLINE, Embase, The Cochrane Library and PsycINFO
databases were searched to identify publications concern-
ing grief counselling published during the period from 1
January 2000 to 6 December 2013. The following search
terms were used: bereave* or mourn* or grief or griev* or
complicated grief or pathological grief or prolonged grief
or widowhood or widow* or divorce or spousal loss AND
counseling or counsel* or psychotherap* or psycho* inter-
vention. The search was limited to include only English
language publications and publications with an adult pop-
ulation. The year 2000 was chosen as the start point as two
seminal meta-analyses examining grief counselling effec-
tiveness were published in 1999.23.24

Inclusion and exclusion criteria

All eligible abstracts were examined for relevance follow-
ing removal of duplicates. Papers were eligible for inclu-
sion if they met the following criteria: (1) were published
in a peer-reviewed journal between January 2000 and
December 2013 and (2) a primary component or focus of
the study was grief counselling. Papers reporting on
bereavement support programmes which included grief
counselling were eligible for inclusion.

Studies in which grief counselling was a minor compo-
nent of a larger intervention not focused on grief?> were
excluded. Studies were also excluded if they (1) focused
on theories or cultural conceptions of grief or conceptual-
ised grief in terms of traumatic situations or events such as
assault without a specific focus on the bereaved, (2)
focused on bereaved children, miscarriage or perinatal loss
or bereavement following the death of a pet or (3) were
dissertations, book reviews, editorials, letters to the editor
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or conference proceedings in which the full-text was not
available.

Relevant studies were then classified according to one
of five publication types:

1. Descriptive studies. Which present data or describe
a grief counselling or bereavement support pro-
gramme or clients using a programme, without ref-
erence to a specific intervention study;

2. Case studies and commentaries. In which the
author(s) discuss grief counselling in general, or a
specific issue or patient in relation to grief
counselling;

3. Reviews. Including systematic and narrative
reviews and meta-analyses;

4. Measurement studies. Which propose, discuss and/
or test the psychometric qualities of a measure of
grief;

5. Intervention studies. Which present the results of a
grief counselling intervention, or a multi-faceted
intervention where the primary component was
grief counselling.

Data coding

Paper titles were initially assessed against the eligibility
criteria by H.T. and excluded if the study did not meet
inclusion criteria based on the title screen. A secondary
screen of the abstracts by one of the authors (H.T.) led to
additional studies being excluded, while the remaining
studies were categorised as: descriptive, measurement,
commentary, reviews or intervention. A random subsam-
ple of included studies were categorised by another author
(A.W.), with any discrepancies resolved via discussion.
The full-text of intervention studies were then assessed
according to Effective Practice and Organisation of Care
(EPOC) design criteria.?® For those studies meeting mini-
mum design criteria (randomised controlled trials, non-
randomised controlled trials, controlled before and after
studies or interrupted time series), methodological quality
was assessed using EPOC risk of bias criteria indepen-
dently by two reviewers (H.T. and A.W.). The Cochrane
handbook recommends the use of this tool over scales
based on a scoring matrix for evaluating risk of bias.?’
There was a high level of agreement (79%) with discrep-
ancies resolved through discussion. The quality criteria are
as follows: allocation sequence to group adequately gener-
ated, concealment of allocation to group, baseline outcome
measurements between groups similar, baseline character-
istics between groups similar, incomplete outcome data
adequately addressed, objective measures or blinded
assessment of primary outcomes used throughout study,
protection against contamination, free of selective out-
come reporting and free from other risks of bias. To assess
intervention effectiveness, study data were extracted by

three authors (E.M., H.T. and A.W.) and included: aim of
study, study setting, sample characteristics (sample size,
gender, age and diagnosis), inclusion and exclusion crite-
ria, intervention design; outcome measures, follow-up
periods and study findings.

Results

Search results

A flow diagram of the search strategy is provided in
Figure 1. A total of 1617 publications were identified using
the search strategy. After duplicates were removed, 1092
publications were assessed against the eligibility criteria.
A total of 160 publications met eligibility criteria and were
included in the review.

Number of studies published over time

A total of 126 data-based and 34 non-data-based publica-
tions met eligibility criteria. The most common type of
data-based publications were intervention papers (n=76),
followed by descriptive (n=47) and measurement papers
(n=3). Non-data-based papers included case studies
or commentaries (n=23) or reviews (n=11). Overall,
the number of publications increased over time (see
Figure 2). The number of studies reporting on interven-
tion research peaked in 2006—-2007.

Descriptive publications

A total of 47 descriptive data-based publications were
identified in the search. In all, 10 studies used quantitative
methods such as surveys with bereaved individuals (n=7)
or health care providers (n=3). Sample sizes ranged from
6928 to 369.2° Four studies examined the factors associ-
ated with use, non-use and drop-outs of bereavement ser-
vices. For example, one study showed that one-third of
caregivers of dementia patients used bereavement ser-
vices, with higher levels of depression, anxiety and com-
plicated grief predicting service use.? In cancer caregivers,
being a spouse, younger, having Major Depressive
Disorder, providing more assistance with daily living
activities and discussion of prognosis with a physician all
predicted service use.?! Other studies examined caregiver
satisfaction with support groups3? and reasons for drop-
ping out of psychotherapy.’> Only two studies utilised
longitudinal methods to examine the course and predic-
tors of abnormal grief and psychological morbidity over a
number of years.?#35 Health care provider attitudes and
experiences in providing bereavement care were also
examined.?*3¢ Three studies used retrospective record
reviews to examine berecavement support. One study
examined the need for and provision of bereavement ser-
vices at a medical examiner’s office.’” Two Japanese
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Figure 2. Number of descriptive, review and intervention studies across time.
One intervention study with a publication date of 2014 (published online in 2013) was included with the 2013 studies.
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studies examined the prevalence and predictors of distress
and psychiatric disorders among bereaved families of
deceased cancer patients.333% A total of 19 studies used
qualitative interviews and focus groups with bereaved
individuals (n=38), health care providers (n=10) or both
(n=1). Remainder described the development, implemen-
tation and experiences of bereaved individuals and pro-
viders in relation to specific programmes.

Intervention

Methodological quadlity of intervention studies. Of the 76
intervention publications that were identified in the search,
45 publications met the initial EPOC design criteria. Of
these, 19 presented primary analyses of specific grief
counselling interventions,**-8 while 26 papers presented
secondary analyses of the 19 interventions (listed in Table 1).
These 19 primary publications were assessed against the
EPOC risk of bias criteria (Table 1). Overall, the methodo-
logical quality of studies was low, with the majority of
studies showing susceptibility to bias in a number of areas.
The most poorly met criteria related to differences between
randomised groups in sample characteristics, followed by
concealment of allocation and generation of allocation
sequence. Only three studies’!3%57 were assessed as low
risk on all of the EPOC criteria, while two studies were
assessed as low risk on all but one criteria.*?>3

Sample characteristics. A total of 45 intervention studies
were undertaken with 2685 individuals and 257 families.
The sample sizes for the studies ranged from 2533 to 298.32
The reason for bereavement varied across the studies and
included: death of a partner,*3-46-5052 death of close family
member/friend,’'*? death of a parent,’® HIV/AIDS,*-8
suicide*!#> and Alzheimer’s disease.*’#° Table 2 presents
the outcomes of the primary studies.

Type of therapy tested. The studies examined a range
of therapies, including cognitive behavioural therapy
(n=06),%0:42:4849,58,59 Interpersonal Psychotherapy (IPT)
(n=1),° Supportive Therapy (n=3),%0-%435 compli-
cated grief therapy’’ and family-focused grief therapy
(n=4).42475156 Components of therapies included: psy-
cho-education,*546:4 stress reduction/relaxation skills,*450
cognitive reframing,*># identifying and modifying mala-
daptive behaviours® and enhancing communication and
social support.4>47:48:56 There were approximately equal
numbers of studies comparing one type of grief counsel-
ling to a control group that received usual care (n=9) and
studies comparing two or more different types of therapy
(n=10).

Delivery format. All interventions included face-to-face
sessions. In all, 10 interventions targeted the bereaved
individuals alone;*046:4952-55.58,59 while eight used a group

or family approach;*1:4244.45:48.50.51.56 gnd one intervention
used a combination of individual and group approaches.*’

Timing. The number of sessions and duration of ther-
apy also varied. For the majority, sessions were scheduled
weekly, ranging from 3 weeks* to 4 months*’ duration. The
number of sessions delivered ranged from 345 to 16.535°

Fidelity/adherence. Completion rates ranged from 8%*
to 94%.%9 Adherence and fidelity to interventions were
examined in 13 studies, including development of manu-
als,’! training of counsellors,*46:51,5356,58 audio-taping of
sessions, 0425457 quality assurance worksheets,46:48:51.58
independent ratings of sessions via observation or video-
taping>3-5¢ and regular supervision.#0:41-5356.58 The remain-
ing studies did not describe any approaches to monitoring
adherence.

Effectiveness of interventions in improving
outcomes related to bereavement in high
quality intervention studies

The three studies that met all EPOC risk of bias criteria
examined the impact of grief counselling interventions on
abnormal grief or psychological morbidity. One of these
studies examined the effectiveness of complicated grief
therapy, which integrated cognitive behavioural therapy
with interpersonal psychotherapy, relative to interpersonal
psychotherapy alone. Receipt of complicated grief therapy
resulted in greater improvements in complicated grief and
work and social adjustment compared to interpersonal
psychotherapy.’” A secondary analysis of this intervention
study showed that sleep quality also improved post-treat-
ment in complicated grief therapy responders, but not
interpersonal psychotherapy responders.®®

Two studies were interventions delivered to families,
which showed mixed effectiveness. Sandler et al.>® exam-
ined the effectiveness of a family bereavement programme
relative to provision of self-help materials. The interven-
tion involved separate counselling sessions for family car-
egivers, children and adolescents. Caregiver sessions were
focused on strengthening family relationships and effec-
tive parenting using evidence-based strategies, while child
and adolescent sessions also included exercises to build
positive relationships. The intervention group showed sig-
nificant improvements in individual and family risk and
protective factors at 3 months post-treatment. Follow-up at
11 months revealed continued improvement in outcome
measures for young females and those with greater mental
health problems at baseline.>® In a 6 year follow-up of this
study, Hagan et al.®! found significant improvements in
effective parenting, as well as a decrease in negative events
and youth-rated externalisation of problems. However, in
another study, Kissane et al.’! found no difference in grief
phenomena or social adjustment for participants who
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received family-focused grief therapy compared to usual
care. In a follow-up study, family-focused grief therapy
was only effective in reducing distress and depression at
6months for families who showed high distress at
baseline.3!-62

Discussion

Increasing number of publications reflects
increasing interest in bereavement

While only a small percentage of the population experi-
ence complicated grief, these individuals appear to be at
great risk for adverse health effects. Intervening to reduce
the burden of suffering on bereaved individuals can reduce
long-term health risks; however, the interventions that are
implemented must be evidence-based and beneficial to
improve clinically relevant outcomes. Research output has
been increasing in this field since 2000. Of the 160 publi-
cations identified, more than three-quarters (79%) pro-
vided new empirical data; while 21% of publications were
reviews or summaries of existing observational studies.
Therefore, a significant proportion of the total research
effort has been directed towards empirical work.

Summary of findings and quality for data-based
publications

Most of the empirical publications were intervention stud-
ies, followed by descriptive and measurement studies. The
majority of descriptive studies were qualitative interviews
which can provide important in-depth information about
individuals’ experiences in relation to bereavement.
However, these studies are often limited by small sample
sizes raising the issue of how generalisable the results are.
Some researchers have suggested that interviews may
introduce bias due to the potential therapeutic effect of
interviews.% Quantitative studies identified in this review
were overwhelmingly cross-sectional. Samples also varied
considerably within studies in terms of the timing and the
type of bereavement experienced, potentially confounding
results.

Only 45 of the 76 intervention studies met EPOC design
criteria, and only 19 of these presented primary analyses.
Three studies were assessed as low risk of bias on every
EPOC criteria, the remainder were assessed as unclear or
high risk on at least one criteria. The most common limita-
tion of the included studies was a difference between
groups in terms of study characteristics. Other criteria
which were poorly reported included concealment of allo-
cation and generation of the allocation sequence. All but
one study was free from selective outcome reporting.
Furthermore, there was a prevailing lack of rationale for
the choice of intervention, which may reflect the compara-
tively small volume of descriptive relative to intervention

research. A solid descriptive evidence-base is needed to
identify key areas of concern that require improvement
and help design intervention studies. Details regarding the
process of development, the content and structure of the
programmes were also under-reported. There is a need to
clarify which interventions work and with whom, and
whether the methods used to design the interventions were
appropriate.

Of the studies which were found to be of high methodo-
logical quality, one study examined the effectiveness of
complicated grief therapy relative to interpersonal psycho-
therapy, while two reported on the effectiveness of family-
focused grief counselling. Complicated grief therapy was
found to be more effective than interpersonal psychother-
apy in reducing abnormal grief and work and social adjust-
ment. However, the lack of a usual care control group in
this study limits the strength of this evidence. The effec-
tiveness of the family-focused interventions was mixed,
with only one of these resulting in improved outcomes.
Nevertheless, these findings indicate that both compli-
cated grief therapy and family-focused therapy show
potential as effective interventions for alleviating grief
symptoms and should be further explored and replicated
including usual care groups.

Limitations of studies

There was considerable heterogeneity in the samples
recruited across all studies regarding the relationship
between the bereaved individual and the deceased; the
cause of death and even the timing of bereavement. This
diversity represents a potential shortcoming of this field,
given the associations between these factors and bereave-
ment outcomes. For example, having a close relationship
with the deceased has been found to predict poorer
bereavement outcomes,®*%> as does the quality of the rela-
tionship. Preparedness for death of a partner is known to
be protective against adverse psychological effects. Only
one study assigned participants by the manner of the
death.’” Others did not report on the manner of death.>*
Despite suggestions that the provision of bereavement
interventions too soon after bereavement may interfere
with natural grieving processes, few of the studies con-
trolled for time since death. For example, Foster and
Holden® recruited participants whose bereavement had
occurred as recently in the last 3 months, while others had
experienced berecavement more than 2years ago. The
appropriate time at which particular interventions are more
effective requires further testing.

Often studies relied on the self-selection of participants,
using more passive recruitment methods, such as word of
mouth via providers or self-help groups or media advertis-
ing. People experiencing intense grief may be less likely to
seek help and participate,® so such approaches may be
missing those who are most in need. This represents a
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major barrier in this field. A recent Australian population-
based study highlighted the potential health gains that could
be obtained from focusing on the sub-group of bereaved
people who wished they had sought help but did not.¢’

The absence of a usual care control group in many of
the intervention studies is an important limitation. Having
a control group as a comparator would provide much
stronger evidence that any reductions in grief that are
achieved in these trials are a consequence of the interven-
tion. One study did not measure pre-test differences, fur-
ther limiting findings.>" Also, problems with absence from
sessions or high dropout rates can bias findings of efficacy.
Furthermore, guidance about the most effective dose, tim-
ing and follow-up of interventions is required, given the
considerable variation across studies.

Directions for future research

Identifying those at risk of abnormal grief. A major challenge
for clinicians is how to identify people who may be at risk
of developing abnormal grief. The descriptive work
reviewed represented largely cross-sectional or qualitative
investigations that provided some insight into patterns of
bereavement and attitudes towards services. Few studies
examined the risk factors associated with use of bereave-
ment grief services. Existing studies focus primarily on
individual risk factors. It is recognised that social factors
may also play a role in the development of grief, and there
is a need to build on the preliminary research examining
the role of social support on grief outcomes.! Further work
in this area will determine how social factors interact with
individual factors to contribute to poorer bereavement out-
comes, thereby assisting in identifying people who may be
at risk of developing complicated grief and hence have a
greater need for support.

Complicated grief is divided into anticipatory grief
reactions that occur prior to death and bereavement reac-
tions that occur post-death.%® Anticipatory grief has been
largely unexplored in the literature, including the associa-
tion between anticipatory grief and bereavement reac-
tions.® Intervening with caregivers prior to death may lead
to lower levels of post-death complicated grief.®s However,
there is a lack of well-validated and reliable prognostic
bereavement tools that can be used in the pre-death and
early post-death phases to identify those at risk of compli-
cated grief.’® Limited studies show predictors of anticipa-
tory grief have included female gender, difficulty coping,
younger age, pessimistic thinking and stressful life
events.®7! Further work is needed to identify risk factors,
validate tools that can help to screen for those at risk and
characterise the relationship between pre- and post-death
grief reactions.

How broadly should bereavement programmes be made
available? Currently, most bereavement programmes are

linked with palliative care services. The type of support
offered varies across services and there is a lack of evi-
dence to guide development and allocation of bereavement
programmes, with palliative care services offering referral
to bereavement support regardless of need.!® This is prob-
lematic due to limited health care resources, with less than
5% of the palliative care budget directed to bereavement
services.!8 It is also in direct conflict with evidence that
suggests that intervening with those experiencing ‘normal’
grief is ineffective and potentially harmful. Aoun et al.”?
have recommended an alternative tiered approach to
bereavement support, whereby resources are allocated
based on complexity and severity of need. There is a need
to conduct rigorous studies that compare outcomes for cur-
rent referral policies versus referral of only those individu-
als deemed at-risk.!

Of the 100,000 expected deaths per year in Australia,
only about 30% come to the attention of palliative care
services.” People bereaved from unexpected deaths will
not have access to palliative care services. This leaves a
majority of bereaved Australians without access to such
formal support.®’” Underutilisation of mental health ser-
vices by caregivers with complicated grief has been
reported in the United States.%® Since bereaved people with
the most need for support are less likely to access services,
the opportunity to engage other providers, such as GPs,
and community services is critical.!®7* Lack of education
about supporting and referring to mental health services’
suggests development and testing of effective strategies to
assist with supporting bereaved patients is an important
area for future research.

How can we monitor impact of bereavement pro-
grammes? While palliative care services are funded to
provide bereavement support, the lack of robust evaluation
requires consideration particularly in an environment
where resources are limited. The adaptation of general
health service evaluation frameworks has been suggested
as way of evaluating bereavement support services, how-
ever, how this approach works in practice is unknown.” It
is unclear how to best measure the effectiveness of a
bereavement programme. Providers have traditionally
relied on clinical judgements in identifying grief or inves-
tigator-developed measures which may lack evidence of
psychometric quality. Validated measures for levels of
grief (e.g. the Texas Inventory of Grief, Grief Experience
Inventory, Grief Measurement Scale)’> are available and
could be incorporated into routine practice to screen for
and evaluate the effectiveness of bereavement pro-
grammes. The time involved with collecting and maintain-
ing outcome data for bereavement programmes,
particularly if such data are not routinely collected, may
carry additional burden for staff. Assessments of grief,
depression or anxiety could potentially be supplemented
by more objective measures such as health service usage



Waller et al.

145

by the bereaved or work absenteeism. Development of
robust evaluation strategies which minimise interruption
to existing services will become increasingly important as
health care funding in the future.

Limitations of review

The methodological quality of the measurement and
descriptive studies were not assessed. Although a seemingly
large number of descriptive studies were identified it is
unclear whether or not such research is methodologically
rigorous. The quality of descriptive studies informing inter-
vention development is important given the reliance of
intervention on these studies. The search strategy also lim-
ited results to 2000 onwards, which may mean that some of
the descriptive work informing the interventions reviewed
was excluded. We also did not consider non-published stud-
ies or the grey literature. These restrictions may have
resulted in some relevant publications being missed.

Conclusion

Research must contribute to scientific understanding and
meet the needs of those delivering and receiving this care.
To achieve this, grief counselling interventions require a
strong rationale for design, and a systematic and transpar-
ent approach to evaluation. Descriptive research efforts
should inform this process, focusing on homogeneity in
sample according to cause of bereavement, timing of inter-
vention and the impact of extraneous factors such as social
support on intervention effects. Interventions should
include comparisons to usual care, as well as replication to
confirm positive findings.
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