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Abstract

Background: Bereavement support is a key component of palliative care, with different types of support recommended according to
need. Previous reviews have typically focused on specialised interventions and have not considered more generic forms of support,
drawing on different research methodologies.

Aim: To review the quantitative and qualitative evidence on the effectiveness and impact of interventions and services providing
support for adults bereaved through advanced illness.

Design: A mixed-methods systematic review was conducted, with narrative synthesis of quantitative results and thematic synthesis of
qualitative results. The review protocol is published in PROSPERO (www.crd.york.ac.uk/prospero, CRD42016043530).

Data sources: The databases MEDLINE, Embase, PsycINFO, CINAHL and Social Policy and Practice were searched from 1990 to March
2019. Studies were included which reported evaluation results of bereavement interventions, following screening by two independent
researchers. Study quality was assessed using GATE checklists.

Results: A total of 31 studies were included, reporting on bereavement support groups, psychological and counselling interventions
and a mix of other forms of support. Improvements in study outcomes were commonly reported, but the quality of the quantitative
evidence was generally poor or mixed. Three main impacts were identified in the qualitative evidence, which also varied in quality:
‘loss and grief resolution’, ‘sense of mastery and moving ahead’ and ‘social support’.

Conclusion: Conclusions on effectiveness are limited by small sample sizes and heterogeneity in study populations, models of care and
outcomes. The qualitative evidence suggests several cross-cutting benefits and helps explain the impact mechanisms and contextual
factors that are integral to the support.
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What is already known about the topic?

e The support needs of people experiencing bereavement vary significantly.
e Bereavement support in palliative care involves different types and levels of provision to accommodate these needs.
e Specialist grief therapy is known to be effective for those with high-level risk and needs.
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What this paper adds?

tially effective.

Implications for practice, theory or policy

e Bereavement interventions were wide ranging and included bereavement support and social groups, psychological and
counselling interventions and other types of support such as arts-based, befriending and relaxation interventions.

e Good quality randomised controlled trial evidence was only available for targeted family therapy and a non-targeted
group—based therapy intervention, both of which were introduced during the caregiving period and found to be par-

e The synthesis of qualitative evidence identified three core impacts which were common across interventions: ‘loss and
grief resolution’, ‘sense of mastery and moving ahead’ and ‘social support’.

e The qualitative evidence suggests the value of peer support alongside opportunities for reflection, emotional expression
and restoration-focused activities for those with moderate-level needs.
e These findings suggest the relevance of resilience and public health—based approaches to bereavement care.

Background

Grieving is a natural process, in which most people learn to
adjust without a need for formal support.>2 However, the
relationship between grief and poor mental and physical
health is well established.3* It is estimated that between
6% and 20% of adults experiencing a loss develop compli-
cated grief symptoms,%>~7 which have been described as
painful and persistent reactions associated with impaired
psychological, social and daily functioning.®82° Estimates of
complicated grief in bereaved caregivers also vary, with
between 8% and 30% prevalence reported.?10

Palliative care has an important role to play in support-
ing caregivers and families of patients’ with advanced dis-
ease,"14 with recommendations that their bereavement
needs are assessed and addressed with appropriate psy-
chosocial supports.1213 NICE recommends a three-com-
ponent model which recognises different levels and type
of support,’3 and which maps closely to wider calls for a
need-based three-tiered public health approach:%13

e Component 1 (universal) where information is
offered regarding the experience of bereavement
and locally available support. Support is based
within informal social networks, including family
and friends.

e Component 2 (selective) which makes provision for
people with moderate needs to reflect upon their
grief through counselling and other forms of sup-
port. Support may be provided individually or in a
group environment.

e Component 3 (indicated) which encompasses spe-
cialist interventions for those with complex needs
and at high risk of prolonged grief disorder (PGD),
including specialist counselling and mental health
services.

Palliative care providers typically offer different types
of support which cut across these three components.

Examples range from drop-in events and information eve-
nings, telephone support, mutually supportive groups,
individual and group counselling and specialist counsel-
ling for those with more complex needs.121516 However,
the evidence base for bereavement support in palliative
care is limited, and comprehensive evidence synthesis
around component one and two support has not previ-
ously been conducted. Reviews of supportive interven-
tions for family caregivers have either excluded
bereavement interventions,” or due to the low number
of well conducted, relevant studies have been unable to
draw conclusions on effectiveness.!®1° Meta-analyses and
systematic reviews of bereavement interventions are
available that are not specific to bereaved caregivers with
mixed results reported.2>-2> Some have shown positive
effects,242> while others have reported inconclusive
results and limited effects.20-22,26,27 Some have also
indicated that bereavement interventions may only be
effective for those with more severe grief symp-
toms.20:22.27-31 However, the poor quality of many of these
studies has been noted,?3 including self-selecting and het-
erogeneous samples, absence of usual care control
groups? and inconsistent and inappropriate outcome
measurement.2021.26 Previous reviews have also not con-
sidered the qualitative or mixed-methods evidence for
the wider range of support that is delivered in palliative
care settings, which includes but is not limited to grief
counselling.

This mixed-methods systematic review primarily consid-
ers the evidence on what could be considered NICE compo-
nent two support, with only a small minority of studies
reporting on component three type interventions targeted
at high-risk groups. Evidence for component one type sup-
port (e.g. information leaflets, memorial events) is not
included as these were considered too different in their
purpose and content to enable meaningful comparison
with the more sustained models of support considered in
this review. A mixed-methods design was chosen not only
to access evidence on models of support which are less
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Table 1. Inclusion and exclusion criteria.

Inclusion criteria

Exclusion criteria

e Primary studies with a study population of adults bereaved
through advanced illness.

e Written in English and published in peer-reviewed journals
between 1990 and 2019.

e From the United Kingdom or comparable countries where
the research is likely to be applicable to the UK setting
(North America, Western Europe and Australia/New
Zealand).

e Bereaved parents of children under 18 years of age and
adults bereaved through unexpected deaths.

e Mixed populations (e.g. current and bereaved caregivers)
where it was not possible to identify the impact of the
intervention on the target population.

e Purely information-based support (e.g. leaflets about grief
and anniversary cards) or ‘one-time’ forms of support (e.g.
memorial services, information evenings and post-death
bereavement contact by medical/nursing staff).

likely to have been evaluated in randomised controlled tri-
als (RCTs), but also because these types of interventions
represent ‘complex interventions’. This means that they
have multiple interacting components and outcomes, and
associated challenges when it comes to evaluation.3233 In
recognising this complexity and the importance of under-
standing participant experiences, this review is informed by
the epistemological and ontological commitments of criti-
cal realism3435 and the methodological endeavours of real-
ist and process evaluation.36-38 |t considers evidence from
all study designs, aiming to unpack the relationships
between context, mechanisms and outcome,3¢-38 while
also assessing the evidence for effectiveness.

Methods

A narrative systematic review was conducted3® which
aimed to identify bereavement interventions and services
reflective of NICE component two and three support for
adults bereaved through advanced illness. It considers
both the quantitative and qualitative evidence for their
effectiveness and impact and the key features of their
effective delivery.

Searches

Following development of a review protocol (www.crd.
york.ac.uk/prospero, CRD42016043530), a comprehensive
search was conducted on 15 April 2016. The databases
Ovid MEDLINE and MEDLINE In-Process, Ovid Embase, Ovid
PsycINFO and Ebsco CINAHL were searched for studies pub-
lished from 1 January 1990. This search was updated in
March 2019 and included an additional database — Social
Policy and Practice that was not previously available.
Reference list checking, citation tracking and contacting
authors of included papers were conducted to avoid miss-
ing relevant studies. Relevant systematic reviews were also
examined to identify eligible primary research.

Databases were searched using index terms and key-
words. A set of bereavement/grief terms were identified
and combined with a set of palliative care/advanced ill-
ness/caregiver terms. The Ovid MEDLINE search strategy is

detailed in Supplementary File One. Results from the
searches were imported into EndNote and duplicate refer-
ences were removed.

Study selection

This mixed-methods review included evaluations of
bereavement interventions reflective of NICE component
two and three support, which reported results on effec-
tiveness, impact and the key features of their successful
delivery. Predefined inclusion and exclusion criteria were
used to select studies (Table 1).

Relevant papers were identified by two independent
reviewers, following a process of title, abstract and full-
paper screening. Any disagreements were resolved by dis-
cussion between the reviewers.

Data extraction and quality assessment

Data were extracted using a standardised Excel spread-
sheet which was developed by the research team to sum-
marise the included study characteristics and their results
(Supplementary File Two). Quality assessment was con-
ducted on all included studies using the appropriate GATE
checklists.®® These were completed by four researchers
and 20% were assessed by a second reviewer. Studies
were rated as ‘good’ quality when all or almost all the
critical appraisal criteria were scored as good, none of the
criteria were rated as poor and none of the unfulfilled cri-
teria were of high relevance (i.e. blinding of trial arm).
Papers of mixed quality had many of the criteria rated as
‘good’ or ‘mixed’ and low-quality studies were those with
a few criteria rated ‘good’ or ‘mixed’, meaning that study
conclusions would have high risk of bias.

Data analysis and synthesis

Due to heterogeneity in intervention design and study out-
comes, meta-analysis of quantitative results was not possi-
ble and a narrative synthesis was used instead. For
qualitative studies, a further thematic synthesis of results
was undertaken, following a three-stage process: coding
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Figure 1. PRISMA 2009 flow diagram.

text; development of descriptive themes; and analytical
theme generation.*! PDF copies of included qualitative stud-
ies were uploaded into QSR NVivo V.10. Descriptive codes
were inductively generated by three researchers through
line-by-line coding of the relevant sections of results of each
study. The data were re-reviewed by the main author to cre-
ate a coding framework, and descriptive themes were
organised into sets of analytical thematic hierarchies. These
were reviewed and discussed by two researchers (E.H. and
H.S.) to ensure rigour and reliability and to ensure that the
themes reflected the results of the studies.

Results

Study characteristics and methodological
quality

Following a process of title, abstract and full-paper screen-
ing, 31 studies (39 articles) were identified which met the

inclusion criteria for this mixed-methods review (Figure 1).
These included 15 effectiveness studies (combined
n=1893), and eight of which used randomised desi
gns.*2%% The remainder of these 15 effectiveness studies
used either uncontrolled before and after designs>°->* or
included self-selecting comparison groups.>>°¢ Seven of
these studies had very small samples sizes. The overall
quality of many of these studies was therefore considered
low.4447,51-55 The three mixed-quality studies were limited
by lack of random allocation®® or insufficient reporting on
some methodological criteria.*3434° Only three trials were
assessed as being of ‘good’ quality.*24546

Twenty-one studies collected qualitative data to
explore participant views or experiences of interventions,
and one quantitative feedback survey was also included
(combined n =391). Six of these formed parts of the effec-
tiveness studies cited above.*2444647,50,51 The overall qual-
ity of these studies or study components varied, with six
assessed as ‘good’ quality,>%>7-61 10 studies (11 articles) as
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‘mixed’ quality**>162-70 gand six studies considered as ‘low’
quality.”2776 Study characteristics and quality scores are
detailed in Table 2.

Types of interventions and services

A wide variety of interventions are included in this review.
Most common were bereavement support and social
groups (n=12) and psychological and counselling inter-
ventions (n = 10). Other types included creative arts, writ-
ing and music interventions (n=3), befriending and
home-visiting support (n = 4) and relaxation and massage
interventions (n=2). These interventions represented a
mix of individual (n =12), family (n=2) and group-based
(n =19) support and varied in the number of sessions and
length of time over which they ran. Most commonly, they
were delivered by professionals (n = 25), but some were
led by volunteers, which included trained volunteer coun-
sellors as well as members of the public in ‘befriending’
roles (n=5). Three interventions were peer- or self-led.
The study populations included bereaved relatives of spe-
cific patient groups (cancer n=13, dementia n=2 and
HIV/AIDS n=3), as well as general bereaved caregiver
populations (n = 13). Almost all studies reported on what
could be considered NICE component two support
(n=27). Only two interventions (four studies) provided
specialist (component three) support to those pre-identi-
fied as ‘at risk’4>4658,75 and two studies evaluated hospice
services which provided a mix of support.5370 A matrix
detailing the different approaches is presented in Table 3.

Evidence for effectiveness

A total of 15 effectiveness studies (18 papers) were
included in this section, and seven of which were RCTs.
Three ‘good-quality’ RCTs introduced support for caregiv-
ers during the end-of-life period, continuing into bereave-
ment.*24546 The Existential Behaviour Therapy (EBT)
intervention was delivered to groups of current and
bereaved caregivers over six weekly sessions.*2 The Family
Focused Grief Therapy (FFGT) intervention was evaluated
in two RCTs*>4¢ and delivered to families identified as at
risk of poor social outcomes. The first FFGT trial was con-
ducted in Australia and involved four to eight support ses-
sions spread over 9—18 months, depending on individual
family needs.*> The second study was a three-arm trial
conducted in the United States, with six or 10 sessions
provided over 7 months.4¢

In the EBT trial, significant between-group differences
were reported in self-reported anxiety and all three qual-
ity of life measures post-intervention, and in depression
and one quality of life measures at 1-year follow-up.*2 In
the first FFGT trial, a significant reduction in distress was
identified at 13-month follow-up. No effects were found
on social adjustment and depression overall, but for the

10% of families treated with FFGT who were most trou-
bled at baseline, significant improvements in depression
occurred. There were also differences by ‘type’ of family,
with some family types benefitting more than others.*>
When conducted in the United States, using a measure of
complicated grief, significant treatment effects were
found for low-communicating and high-conflict families,
but not for low-involvement families. No significant treat-
ment effects were found for depression.*6

Three ‘mixed-quality’ RCTs*34849 and one ‘mixed-qual-
ity’ controlled before and after study®® evaluated group-
based interventions delivered to bereaved partners or
spouses of HIV/AIDS*38 and cancer patients.*9:56
Participants in the HIV/AIDS-specific groups had also been
diagnosed as HIV positive*3#8 or were at increased risk of
such diagnosis.*® The support was delivered over five,56
six,%9 10%3 and 1248 sessions. One of the AIDS interventions
used the Cognitive Behavioural Therapy (CBT),*8 and one
of the cancer-specific group involved psychotherapy.*?
Significant between-group differences were reported in
distress, healthcare utilisation and immunological/biolog-
ical measures in the HIV/AIDS bereavement support group
trial*377 and in distress and quality of life in the CBT
trial.*87? No significant overall differences were found on
measures of grief or depression in either trial,*®77 but par-
ticipants with higher levels of distress in the CBT group
were found to have significantly lower grief severity scores
than distressed participants in the comparison group who
were accessing individual therapy.”8 In the psychotherapy
group trial for spouses of cancer patients, significant
between-group differences were found on measures of
self-esteem and role strain, but not on grief, depression or
other health and well-being outcomes.*® In contrast with
the CBT trial,”® improvements were not found to be
greater for at risk individuals receiving psychotherapy
compared with at risk controls.*® No benefits of the sup-
port group for bereaved cancer caregivers were found on
measures of grief, anxiety or depression compared with
non-participant controls.>6

Of the eight ‘low-quality’ effectiveness studies, seven
had 20 participants or fewer making their results at best
indicative. Of these, two used randomly assigned com-
parison groups.**4” Apart from significant between-group
differences in self-reported coping for a creative writing
intervention,** differences were non-significant for all
other outcomes. The other five studies were uncontrolled
before and after studies, further limiting their evidence.
Statistically significant improvements in study outcomes
pre- and post-intervention were reported for Bereavement
Life Review>* and a bereavement support group for peo-
ple bereaved through AIDS.>* Non-significant self-reported
improvements were reported for a CBT insomnia inter-
vention,53 relaxation training® and an online support
group.’® In a cross-sectional study comparing the effec-
tiveness of two self-selecting groups (a Christian-oriented
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Table 3. Types of bereavement support interventions.

One-to-one/family setting

Group setting

Professional led Psychological and counselling:

Family Focused Grief Therapy (FFGT)245,46.75

Supportive counselling?63,7°

Cognitive Behavioural Therapy (CBT) for chronic

insomnia®>3

Bereavement Life Review>*
Others:

Relaxation training>?
Home support®’

Soft tissue massage®®

Volunteer led Supportive counselling®370

Informal home visits”3

Volunteer bereavement support/befriending

services’071

Peer/self-led Finding Balance writing tool**

Bereavement support groups*3:51,55,56,57,59,62,70,76
Psychological and counselling:

Psychodynamic therapy with supportive educational
techniques’?

Complicated Grief Group Therapy?28

Existential Behaviour Therapy (EBT)*?

CBT#®

Group psychotherapy?*?

Others:

Creative arts therapy*’

Music therapy®®

Relaxation training>?

Social groups (face to face)’*
Social groups (online)°

2Included targeted support for high-risk groups.

approach with a psychological-oriented one), no signifi-
cant differences were found between groups in measures
of coping or hopelessness.>

Evidence on the impact of interventions

Twenty-one studies used qualitative or mixed-methods
and one study used a quantitative survey design. Six of
these (eight papers) collected qualitative data as part of
the effectiveness studies reported above.4447:50,51,61,64,68,69
Through thematic synthesis, many positive impacts for
participants were identified. The results of the quantita-
tive survey are also reported in relation to these themes.”?
The impact-related themes are described under the head-
ings: ‘loss and grief resolution’, ‘sense of mastery and
moving ahead’ and ‘social support’.

Loss and grief resolution. Three studies described how
individual counselling helped service users gain insight
and perspective and facilitated the normalisation of the
grief process.63.70.71 Positive relationships with counsellors
enabled clients to open up, feel ‘listened to’ and facili-
tated their expression of emotions.6370.71 Participants in
these studies also noted the importance of being able to
talk to those other than friends and family®3.7071 and hav-
ing a safe ‘space’ to grieve:’!

“Talking helped to make sense of it” (client); “It showed all
her low times were during school holiday . .. something
she’d known but had not acknowledged. It’s much clearer
particularly about the low times”. (Volunteer)®3

Similar therapeutic impacts were observed in 11 stud-
ies which evaluated group-based interventions?447.5051%,
58,60,61,6472,7476 and a self-led writing intervention.** In a

Complicated Grief Group Therapy intervention, it was
observed how participant interpretations of the death tran-
sitioned from negative to positive over the course of the
treatment.58 More generally, the sharing of experiences
helped service users to understand their grief experiences
as normal*+%61.7276 and as a process or journey.**4” These
understandings in turn helped them to accept these experi-
ences®! and ‘not fear’ their feelings.#” Groups in five studies
were found to be helpful for enabling self-disclosure and the
expression of grief, emotions and the ‘venting’ of experi-
ence,>1,6061,6474 35 well as pleasant memories.>8 In the music
therapy group, participants described how the spiritual con-
nection to the deceased that they experienced helped to
resolve their grief.?? In an AIDS-specific support group,
members became able to see the positive impact of their
loved one in their present life, as they transitioned from
feelings of hopelessness to hopefulness.5! The importance
of being able to speak to ‘strangers’ about their experiences,
without risk of alienating family and friends, was also
observed.*”7072 |t was noted, however, that some partici-
pants had trouble revealing their emotions:*’

Everybody has cried at least once. One doesn’t have to hide
it, that’s the nice thing. And we shared this with each other.
(Participant)®?

Sense of mastery and moving ahead. Twelve studies
described benefits relating to coping, mastery and
moving ahead. The massage intervention was recog-
nised as having provided participants with the ‘space’
to focus on their grief during the session. This enabled
them to focus on other areas of life at other times,
while also helping them to start forming new routines
and structure in their daily lives. By accessing help,
they experienced a sense of mastery and personal
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development, which gave them hope for the future.¢
The “finding balance’ writing intervention was similarly
identified as helping participants identify new ways of
achieving balance in their lives.** Counselling services
in two hospice-based studies were also seen to have
enabled participants to explore options and engage in
decision-making and looking ahead, again supporting
feelings of hope and reassurance:3.70

. . . it helps me in talking over things but it actually picks me
up and puts me back on another set of rails so that | can go
forwards. (Service user)70

Similar benefits were identified in group support
interventions. Eight studies positively described the
learning and sharing of coping strategies within the
groups.>0.51,59,61,70,72,74,76 |n the EBT group, such strate-
gies included self-regulation, focusing on the positives,
mindfulness and avoiding preoccupation with negative
thoughts.®! Participants in the online group shared
examples of ‘turning points’ in their own coping and
restorative processes, as well as practical strategies for
dealing with loss-related stressors.>® Positive gains in
the domain of ‘moving on with life’ were similarly
observed in the complicated grief therapy group.>®
Bereaved participants in the writing intervention and
group for current and bereaved dementia caregivers
were reported to achieve a sense of purpose and altru-
istic fulfilment by helping others through sharing their
experiences and stories:4459

It (mindfulness) is like meditating. And the important thing is
not to hold on to these bad thoughts or things, but rather to
know that they are there and that that is okay, but that one
will get out of this again. (Participant)®!

In the group for bereaved fathers, the guidance and
support shared between members helped with doubts
and concerns relating to parenting.”®

Social support. Social benefits of group-based support
were identified in 11 studies, including one online com-
munity.>° These included benefits such as emotional sup-
port, sharing and feeling understood by others in similar
situations,#7:50,51,59,61,62,65,70,74,76 feelings of belonging, com-
munity and connectedness0°1,59,60616476 gnd comfort
from not being alone.*”7476 Continuing contact and
improvements to social lives after the groups had finished
were also noted:7076

| don’t feel so alone and lost, it has made me feel stronger
and | feel we have united like friends when you most need a
friend. (Participant)®*

Interpersonal benefits were also identified for four indi-
vidual-level interventions®®707173 and one family-based

intervention.”® It was noted how support from volunteers
provided ‘companionship’,’3 practical and social support
and a ‘listening ear’.7%71 In the massage intervention, par-
ticipants valued having their feelings recognised and took
comfort and hope from these relationships.%¢ In a qualita-
tive study used to develop the family grief therapy inter-
vention, social benefits were reported relating to family
functioning and dynamics. These included improved
cohesion, support, understanding and sharing within the
family.”®

Features of effective delivery

Several themes were identified in relation to the contexts
and processes underpinning effective intervention deliv-
ery. Interpersonal factors such as positive relationships
between group members, clients and counsellors were
seen as critical to the success of the support,1,63,71,73,76,80
as was the need for therapists and volunteers to possess
appropriate cultural and experiential knowledge of com-
munity grief processes and norms.%7-¢° The importance of
continuity between pre- and post-bereavement support
for families was also widely acknowledged, seen as lead-
ing to better bereavement care, either by provision of
information about bereaved relatives or by the rapport
and trust that was needed to support families after
death.6167.73,80 However, potential difficulties associated
with service users becoming dependent on the support,
and related ‘boundary’ issues for volunteers were identi-
fied in two studies.®7.70

In terms of group content and composition, the need
for groups to be informal, but with an explicit purpose and
structure was identified.®2 The value of inclusive and het-
erogeneous groups for optimising shared learning oppor-
tunities was also recognised.®1.62 With regard to the timing
of support, participant preferences varied within and
between studies suggesting that there is no ‘right time’ to
offer support.4457.63

Discussion
Main findings of the review

This mixed-methods systematic review has considered
the evidence on a wide range of interventions for people
bereaved through advanced disease. Lack of high-quality
RCTs and heterogeneity in study outcomes, intervention
design and populations meant that the conclusions that
can be drawn on effectiveness are limited. The thematic
synthesis of qualitative results, however, identified con-
sistent benefits for participants across studies and inter-
vention types, and helps illuminate the mechanisms
through which this support impacts upon participant
experiences. Although the interventions varied consider-
ably, three core impacts are identified which connect with
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the concepts of resilience and public health approaches
to bereavement care.

What this review adds

Small sample sizes and uncontrolled study designs
meant that just over half of the effectiveness studies
included in this review were graded as low quality and
their results were of limited value. Results from the
larger, better quality studies varied, but almost all
reported significant positive effects on some study out-
comes. Among the four ‘mixed-quality’ studies of group-
based interventions, significant effects were found on
measures of distress,*877 quality of life,*® immunological
function and health*? for the two HIV/AIDS-specific
groups, but not grief or depression.*377 Evaluations of
group psychotherapy*® and a bereavement support
group® for bereaved cancer caregivers also found no
effects of the interventions on grief or depression,2:5¢
although significant effects were reported on measures
of self-esteem and role strain for the psychotherapy
intervention.*?

Only three good-quality RCTs were included. Two of
these evaluated FFGT interventions delivered to ‘at-risk’
families in Australia and the United States.*>#¢ There
was a significant reduction in distress reported in the
Australian study#® and significant improvements in com-
plicated grief symptoms in the American study.*®
Variations by type of family were also observed,*>4¢ and
for families most troubled at baseline, significant
improvements in depression occurred.*> These results
suggest that FFGT can improve psychological and grief
outcomes for some at-risk families. This fits with find-
ings of other reviews on the enhanced benefits of grief
therapyformostatrisk/symptomatic groups.2022,24,27,28,31
The other good-quality trial was of a group-based EBT
intervention for family caregivers conducted in Germany.
This reported significant intervention effects on anxiety,
depression and quality of life,*2 with benefits also iden-
tified in the associated qualitative evaluation.®! Both
interventions were introduced to family caregivers in
the end-of-life period, indicating the value of such
approaches. The qualitative evidence reported in this
review,>9.61,67.73,80 and other studies®! also suggests the
benefits of continuity between pre- and post-death sup-
port and is in-line with guidance recommending that
bereavement risk assessment and targeted support
begins in the pre-death period.1213

In the thematic synthesis, three core impacts and
mechanisms of impact were identified which cut across
the different types of support. These are described as
‘loss and grief resolution’, ‘sense of mastery and moving
ahead’ and ‘social support’. Only three of the 21 studies
included in the synthesis were targeted at populations
categorised as ‘high risk’.>8686975 Therapeutic benefits

relating to loss and grief resolution were apparent in
many individual counselling and group-based programmes
of support. By facilitating emotional expression, the dis-
cussion of troubling concerns and the normalisation of
grief, service users gained insight and perspective on their
experiences and became more accepting of their grief.
Through mastery of specific coping techniques such as
channelling, mindfulness and positive thinking, as well as
more general decision-making capabilities, participants
experienced enhanced feelings of control, hopefulness
and an ability to look ahead and move forwards. These
apparent impact pathways fit well with the Dual Process
Model (DPM) of grief adaptation,82 as well as conceptuali-
sations of ‘balanced’ responses to the emotional and
practical consequences of loss.83 The DPM model posits
that bereaved people oscillate between dealing with the
loss of the deceased person (loss-orientated coping) and
negotiating the practical and psychosocial changes to
their lives that occur as a result of the bereavement (res-
toration-orientated coping). These two processes both
appear to be positively enhanced by interventions
included in the synthesis through the mechanisms
described above. These findings also suggest the critical
role of meaning reconstruction848> within this loss-ori-
ented grief work, as bereaved people strive to make sense
of and come to terms with their loss.

For group-based programmes, various social support—
related benefits were also widely reported, including feel-
ings of connectedness, belonging and comfort. These
were linked with the sharing of experiences and sense of
understanding developed between those in similar situa-
tions. The benefits of companionship with volunteer
‘befrienders’ and the comfort derived from empathetic
relationships with professional counsellors were also
observed for some individual-level interventions. The
opportunity to confide in those outside of existing net-
works was valued for individual- and group-based models.
Although perceived lack of social support is recognised as
a risk factor for problematic grief experiences,3687 social
support is often overlooked in quantitative evaluations of
bereavement care.8 However, as this synthesis suggests,
this type of impact is widely valued and of high perceived
importance to service users. This fits with public health
approaches which recognise the importance of existing
social networks for all bereaved people, but also advocate
for a second tier of non-specialist, community—based sup-
port for those at moderate risk of complex grief, and who
may lack adequate social support.t2

Taken together these three main types of impacts (loss
resolution, moving ahead and social support) also fit with
broader resilience and meaning-based coping frameworks
in public health research. Such frameworks converge over
their identification of individual, family and community
level resources which facilitate coping and adaptation to
adversity.8 The role of meaning making, comprehensibility
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and feelings of manageability in maintaining one’s ‘sense of
coherence’ is also theorised in salutogenic approaches to
maintaining health and well-being, thus again resonating
with some of the mechanistic themes identified here.82%°
The concept of resilience has been used by some bereave-
ment researchers and practitioners to theorise healthy
adaptations to grief,1>839192 with calls for further work to
explore strategies which promote resilience in bereave-
ment.’592 This synthesis suggests the value of such
approaches for conceptualising and targeting the mecha-
nisms through which bereavement support can improve
the resilience and coping capabilities of service users.

Strengths and limitations of the review

By focusing on support for people bereaved through
advancedillness, and adopting a mixed-methods approach,
this review has addressed some of the gaps in the review-
level evidence relating to bereavement support in pallia-
tive care. Through the thematic synthesis of qualitative
results, it has identified several core mechanisms through
which this support benefits participants, and which can
help inform future service design. However, by restricting
to these population groups, it is likely that we missed
potentially relevant specialist counselling and grief therapy
interventions. These are not typically restricted in this way,
but have been the subject of previously discussed reviews.
By defining our population in this way, our final set of
interventions included those involving general palliative
care populations as well as disease-specific populations
such as HIV/AIDS and dementia. The distinctive emotional
and psychosocial issues associated with loss through
dementia®®>? and loss through/living with HIV/AIDS*3:4851
may also mean that these study results do not fully gener-
alise beyond those specific populations. A further limita-
tion is that the review only included research which was
published in English and based in the United Kingdom and
countries considered most comparable in terms of cul-
tures, economic and social and healthcare systems. As
such we may have missed out on potentially informative
studies from the wider international literature.

Implications for further research

A key finding of this review, in common with others, has
been the poor quality of many of the included studies.
Only a small number of RCTs were identified, while small
sample sizes and heterogeneity in populations, models of
care and study outcomes further compromised the use-
fulness of the quantitative evidence. The apparent con-
trast between the pathological outcomes most commonly
used in the quantitative studies (e.g. depression and dis-
tress) and the coping and support-oriented impacts that
were identified in the thematic synthesis also raises ques-
tions over the appropriateness of some of these out-
comes for evaluating bereavement care.2688 The recent

stakeholder-based identification of two core outcomes
for evaluating bereavement support in palliative care
(‘ability to cope with grief’ and ‘quality of life and mental
well-being’) outlines a more consistent and seemingly
appropriate way forward for outcome measurement in
this area of research,3® with potential to improve the
comparability and relevance of study results.

More generally, there is a need for more high-quality
quantitative and qualitative evaluations of these types of
bereavement support. Given the difficulties associated
with conducting RCTs of complex interventions generally,32
and in palliative care specifically,®3>?* we adopt a critical
position which challenges traditional evidence hierarchies?
in favour of more inclusive approaches to public health evi-
dence production and utilisation. Further consideration
should be given not just to improving trial design through
embedded qualitative studies and process evaluations,3238
but also the contribution that alternative practice-based
evaluation methods might make.?®¢ The value of thematic
synthesis for exploring causal mechanisms and contextual
factors was well-demonstrated in this review and should be
further utilised for evidence reviews of these types of com-
plex interventions, along with more theory-driven, mixed-
methods approaches such as realist synthesis.3336

Conclusion

A variety of bereavement interventions were considered
in this review; however, the overall conclusions that may
be drawn on their effectiveness are limited by the quality
and comparability of the quantitative evidence. Good-
quality trial evidence was only available for targeted
Family Grief Therapy and a non-targeted group—based
therapy intervention, both of which were introduced dur-
ing the caregiving period and found to be at least partially
effective. The thematic synthesis identified several core
benefits that were common across a range of individual-
and group-level interventions, most of which were not
targeted at high-risk groups. These benefits related to loss
resolution, moving ahead and social support. The synthe-
sis identified key mechanisms which produce these
impacts, and in doing so suggests the value of peer sup-
port alongside opportunities for reflection, emotional
expression and restoration-focused activities for those
with moderate-level needs. These findings reiterate the
importance of tiered public health approaches to bereave-
ment care, with different types of support available and
accessed appropriately according to need. High-quality,
mixed-methods evaluations are needed to further deter-
mine and explain the relative value of such support for
different groups of bereaved populations.
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