Palliative and Supportive Care

cambridge.org/pax

Review Article

Cite this article: Areia NP, Gongora JN, Major
S, Oliveira VD, Relvas AP (2020). Support
interventions for families of people with
terminal cancer in palliative care. Palliative
and Supportive Care 18, 580-588. https://
doi.org/10.1017/S1478951520000127

Received: 11 July 2018
Revised: 27 January 2020
Accepted: 27 January 2020

Key words:
Caregiver; Family; Intervention; Palliative care;
Terminal cancer

Author for correspondence:

Neide P. Areia, Centre for Social Studies of the
University of Coimbra, Colégio de S. Jerénimo,
Apartado 3087, 3000-995 Coimbra, Portugal.
E-mail: neideareia@ces.uc.pt

© Cambridge University Press 2020

CAMBRIDGE

UNIVERSITY PRESS

https://doi.org/10.1017/51478951520000127 Published online by Cambridge University Press

Support interventions for families of people
with terminal cancer in palliative care

Neide P. Areia, pH.0.! (3, José N. Gongora, pH.0.2, Sofia Major, pH.0.13,

Vivianne D. Oliveira, m.sc.# and Ana P. Relvas, pH.0.14

ICentre for Social Studies, University of Coimbra, Coimbra, Portugal; 2Faculty of Psychology, University of
Salamanca, Salamanca, Spain; 3Faculty of Social Sciences and Humanities, University of Azores, Azores, Portugal
and “*Faculty of Psychology and Education Sciences, University of Coimbra, Coimbra, Portugal

Abstract

Objective. The terminal phase of cancer represents a major crisis for the family system.
Regardless of the caregiving role they undertake, family members are forced to address mul-
tiple impacts when facing the approaching death of their terminally ill loved one. International
guidelines recognize the importance of integrating the family into a care plan. However, more
needs to be known about how to deliver optimal family support. The purpose of this study is
to review the current state of the art in family/caregiver-focused interventions of people with
terminal cancer in palliative care.

Method. For this purpose, an overview of the literature’s systematic reviews on the topic was
conducted to select Randomized Controlled Trials (RCTs) on family/caregiver-focused
interventions.

Results. Nine interventions were found in the systematic reviews of literature and meta-analysis.
These family/caregiver-focused interventions were then thoroughly and critically analyzed.
Despite the heterogeneity with regard to their characteristics, the interventions commonly
focused on caregiving matters, were brief in duration, and delivered by non-mental health
experts. The efficacy of such interventions was seen as modest.

Significance of results. Family/caregiver-focused interventions in palliative care remain a
matter of concern and more research is needed to identify adequate and effective ways of
helping families that face the crisis of terminal illness in the system.

Introduction

Cancer is considered a “we-disease” (Kayser et al.,, 2007) given that it affects not only the
patient but also the whole family system and its members (Rolland, 2005; Areia et al.,
2017). The terminal phase of a cancer is particularly demanding for the family as a whole
(Walsh and McGoldrick, 2004), and for individual family caregivers in particular, who may
experience an emotional impact, psychological morbidity, and poor social, financial, spiritual,
and physical well-being (Hudson et al,, 2012).

In this field, recent studies show that family members of people with terminal cancer are
susceptible to increased levels of burden, which may be related to a significant deterioration
in quality of life (QoL) (Rha et al, 2015) and to diminished mental health (Chua et al.,
2016). It is also worth noting that family members, regardless of their caregiving role (Areia
et al,, 2019), are likely to show equal or higher levels of psychological morbidity (e.g., depres-
sion) when compared with patients (Nipp et al., 2016), and this may be influenced by poorer
family functioning (Nissen et al., 2016; Areia et al., 2019).

Recognizing the challenges faced by families in the context of end-of-life and palliative care,
the World Health Organization (WHO, 2002) advocates that patient and family should be
considered a unit of care, and thus, a goal of palliative care must be identified as the improve-
ment of QoL for families and its respective members. However, more than a decade after the
establishment of palliative care guidelines (WHO, 2002), how to offer an optimal support to
families in palliative care (Hudson et al., 2012) still remains unclear. Thus, the development
and improvement of family/caregiver-focused interventions has become a research priority
in palliative care (Hudson and Payne, 2011; Hudson et al., 2011).

Based on this evidence, the present study aims to review the current family/caregiver-
focused interventions of people with terminal cancer in palliative care. As a specific goal,
we sought to discover, describe and critically analyze these kinds of interventions as they
are presented in the recent research literature. To attain this goal, systematic reviews of liter-
ature on palliative care psychosocial interventions were conducted, from which we retrieved
the most significant family/caregiver-focused examples based on a pre-established criteria
described in the next section.
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Records identified through database
searching Web of Science core
collection (7 = 8); PsyvcINFO (n = 15);
SocIndex (n = 5); PubMED (3 = 3)

Additional records identified through
other sources

(n=4)

Records after duplicates removed (1 = 28)

First screening (tittle and abstract)

20 records excluded that did not meet

581

Records screened

the broad criteria

(n=128)

Second screening (full-text

retrieval)

Full-text assessed for eligibility

Full-text articles excluded, with reasons

Full text not accessible = 1

(=1

#n=8

Studies included in the qualitative
synthesis

#n=7

Methods

This study contained three main steps: (1) an overview of
systematic reviews of family/caregiver-focused psychosocial
interventions in oncology contexts, (2) selection of family/
caregiver-focused psychosocial interventions on the palliative
care, and (3) analysis of the selected intervention programs.
Each step is described below.

Step 1: Overview of systematic reviews

Step 1 consisted of an overview of systematic reviews of family/
caregiver-focused psychosocial interventions in oncology con-
texts. Specifically, it was conducted systematic reviews of litera-
ture, considering specific guidelines to properly conduct and
report overviews of systematic reviews (see Smith et al., 2011; Li
et al, 2012; Lunny et al, 2016) and the PRISMA statement
(Mobher et al,, 2009) (see Supplementary Material).

The systematic review of literature search was conducted in
four databases: Web of Science core collection, PsycINFO,
SocIndex, and PubMED. The research strategy focused specifi-
cally on systematic reviews of literature of family/caregiver-
focused psychosocial interventions in oncology contexts, through
a combination of the following keywords: [(“systematic review of
literature” OR “systematic review”) AND (“psychosocial interven-
tions” OR “support interventions” OR “intervention programs”)
AND (family OR caregiver) AND (“palliative care” OR
“end-of-life care”)]. Other sources were considered, particularly
additional systematic reviews of literature that were cited in
other studies.
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Fig. 1. Flowchart of the systematic reviews of liter-
ature studies selection process.

Following the database searches, duplicated records were iden-
tified and removed electronically, through EndNote (Thomson
Reuters, USA). A total of 28 non-duplicated records were identi-
fied, of which 20 were excluded as clearly did not follow the broad
goal of this study. The inclusion criteria for the selected studies
were as follows: (a) empirical studies following a systematic review
of literature design, conducted according PRISMA guidelines, (b)
studies focused on family/caregiver-focused interventions, (c)
studies focused on interventions developed for adult-cancer con-
texts, (d) studies that were published between 2008 and 2018, and
(e) studies written in English. From the eight eligible studies for
full-text examination, only one was excluded as its full text was
not accessible. Therefore, seven systematic reviews of literature
were included for further detailed analysis. Figure 1 displays a
flowchart of the studies selection process.

Step 2: Selection of family/caregiver-focused psychosocial
interventions programs in palliative care

The seven selected systematic reviews of literature were examined
in detail to properly identify and select the family/caregiver-
focused psychosocial interventions programs that would be ana-
lyzed in Step 3. The following inclusion criteria for intervention
programs’ selection were taken into account: (1) being a family/
caregiver-focused intervention, (2) being delivered in palliative
care contexts (home-based and/or hospice), (3) being delivered
to caregivers/families of people with advanced/terminal cancer,
and (4) interventions whose efficacy was tested through random-
ized controlled trials.
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Step 3: Analysis of the selected family/caregiver-focused
psychosocial interventions programs

Step 3 consisted of the analysis of the selected family/caregiver-
focused interventions considering the following topics: (1)
framework (e.g., psycho-educational, family-centered); (2) format:
target, dosage, setting, professionals responsible for delivering the
intervention, and the intervention’s key elements (e.g., caregiver
skills education); and (3) efficacy: outcomes, post-intervention
assessment, and overall efficacy.

The topics selected for analysis were defined by two senior
members (J.N.G. and A.P.R.) of the research team with relevant
clinical expertise in the field. Topics more frequently appearing
in the literature which present and evaluate the quality of psycho-
social intervention programs were also addressed.

Each intervention was analyzed based on its author’s original
publication describing the program and evaluating its efficacy.

Results

Overview of systematic reviews and selection of intervention
programs

From the systematic reviews of literature, seven studies were iden-
tified (Hudson et al., 2010; Northouse et al., 2010; Harding et al.,
2011; Applebaum and Breitbart, 2013; Waldron et al., 2013; Chi
et al,, 2016; Fu et al,, 2017) and were indicated by asterisks in
the References section.

Nine intervention models met the inclusion criteria for further
analysis in the third step of this study (Hudson et al., 2005, 2013;
McMillan et al,, 2005; Kissane et al., 2006; Walsh et al., 2007;
McLean et al., 2013; Mitchell et al, 2013; Northouse et al,
2013; Dionne-Odom et al., 2015).

Table 1 displays the main characteristics of the systematic
reviews (e.g., aims, main conclusions) and in which were identi-
fied the family/caregiver-focused interventions intervention
programs.

Analysis of selected intervention programs

A detailed description of the selected psychosocial interventions is
presented in Table 2.

Investigation into the literature yielded the following interven-
tion frameworks: two psycho-educational (Hudson et al., 2005,
2013); one cognitive-behavioral (McMillan et al,, 2005); one
family-centered, Family-Focused Grief Therapy (FFGT)
(Kissane et al, 2006), two dyadic-based, Emotionally Focused
Therapy (EFT) (McLean et al, 2013), and FOCUS (Family
involvement, Optimistic  attitude, Coping effectiveness,
Uncertainty reduction, Symptoms management) (Northouse
et al., 2013); and three undefined (Walsh et al., 2007; Mitchell
et al., 2013; Dionne-Odom et al., 2015).

Regarding the format of the intervention programs, only FFGT
(Kissane et al., 2006) targeted the whole family system, whereas all
other interventions targeted the individual primary caregivers
(Hudson et al., 2005, 2013; McMillan et al., 2005; Walsh et al.,
2007; Mitchell et al.,, 2013; Dionne-Odom et al., 2015) or the
dyad patient-caregiver (McLean et al., 2013; Northouse et al,
2013). Most of the interventions were brief in duration, specifi-
cally less than six sessions (Hudson et al., 2005, 2013; McMillan
et al., 2005; Walsh et al., 2007; Mitchell et al., 2013; Northouse
et al., 2013; Dionne-Odom et al., 2015), home-based (Hudson
et al.,, 2005, 2013; Walsh et al.,, 2007; Northouse et al., 2013)
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and delivered by nurses (Hudson et al., 2005, 2013; McMillan
et al, 2005; Walsh et al, 2007; Northouse et al., 2013;
Dionne-Odom et al., 2015). Key elements of intervention models
were very heterogeneous. Support, in terms of information (e.g.,
education for caregiving) was emphasized by Hudson et al.
(2005) and Hudson et al. (2013). Coping skills training was the
main consideration of McMillan et al. (2005). The intervention
model proposed by Walsh et al. (2007) aimed at offering support
in several areas (e.g., financial and future planning, information
on patient care) without a centralized focus. Mitchell et al.
(2013) offered routinely consultations to address and discuss
unmet needs. The FFGT (Kissane et al., 2006) focused on family
functioning, more specifically, on family cohesion, communica-
tion, and conflict resolution. The EFT (McLean et al., 2013) tar-
geted the couple’s dynamics. The FOCUS (Northouse et al., 2013)
contemplated both information and emotional support. Finally,
the ENABLE (Dionne-Odom et al.,, 2015) privileged problem-
solving, communication, decision-making, and advance care
planning in its telephone sessions.

Regarding the indicators to evaluate the efficacy, the variables
selected to measure the efficacy were not the same across the stud-
ies (Figure 2). Caregiving-related outcomes were more frequently
evaluated in the selected studies.

All studies assessed the outcomes through questionnaires (e.g.,
General Health Questionnaire) that aimed to evaluate the investi-
gated constructs (e.g., psychological distress). The data collection
time was different for each study. For instance, the shortest
follow-up assessment period was one to two weeks of post-
intervention in McMillan et al. (2005). The longest post-
intervention follow-up assessment was the 13-month period
after intervention or patient’s death seen in Kissane et al.
(2006). Other follow-up assessments lasted no longer than 6
months (Hudson et al, 2005, 2013; McMillan et al., 2005;
Walsh et al,, 2007; McLean et al., 2013; Mitchell et al., 2013;
Northouse et al., 2013; Dionne-Odom et al., 2015).

Regarding the results of the efficacy study, the psycho-
educational intervention proposed by Hudson et al. (2005) only
proved to be effective in improving caregivers’ rewards. FFGT
(Kissane et al., 2006) proved to be modestly efficient by reducing
distress and depression. The intervention proposed by McMillan
et al. (2005) was efficient in improving caregiver QoL and reduc-
ing the burden associated with the patient’s symptomatology and
caregiving tasks. The Walsh et al. (2007) intervention was moder-
ately efficient in reducing only the psychological distress. The
psycho-educational intervention proposed by Hudson et al.
(2013) showed itself to be effective in increasing caregivers’
sense of preparedness and competence. The need-based interven-
tion (Mitchell et al., 2013) demonstrated itself as inefficient in
reducing the number and intensity of needs. The EFT showed
efficacy in improving marital functioning (McLean et al,, 2013).
The FOCUS was efficient in improving dyads’ coping, self-
efficacy, and social QoL and in improving caregivers’ emotional
QoL (Northouse et al., 2013). Although failing in improving its
primary outcome (QoL), the ENABLE proved to be efficient in
reducing depression and burden (Dionne-Odom et al., 2015).

Discussion

The terminal phase of a cancer and thus the approaching death of
a relative is a major crisis for the family system and its elements
(Walsh and McGoldrick, 2004; Rolland, 2005), with disturbing
effects on family members (Costa-Requena et al.,, 2012; Nielsen
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Table 1. Summary table of the reviews accounted for the study

583

Authors (year), Journal,
Country

Aim (time frame®?)

Main conclusions

Identified intervention
programs

Applebaum and Breitbart
(2013), Palliative & Supportive
Care, USA

To characterize the state of art of
psychosocial interventions for informal
cancer caregivers (1980-2011)

Integrative, structured, goal-oriented, and
time-limited interventions appear to offer the
greatest benefits for informal caregivers

Kissane et al. (2006), McMillan
et al. (2005), Walsh et al. (2007)

Chi et al. (2016), American
Journal of Hospice and
Palliative Medicine, USA

To synthesize behavioral and
educational interventions that support
family caregivers in end-of-life care
(2004-2014)

More RCTs are needed and more tools to
assess caregivers’ needs. It stresses finding
the most efficient intervention format and
method

Hudson et al. (2005), McMillan
et al. (2005), Hudson et al.
(2013)

Fu et al. (2017), Frontiers in
Psychology, China

To systematically review the effect of
psychosocial interventions on improving
Qol, depression, and anxiety of informal
caregivers (2011-2016)

Interventions targeting self-care and
interpersonal connections of caregivers and
symptom management of patients are
effective in improving QoL and reducing
depression levels in informal caregivers

McLean et al. (2013), Mitchell
et al. (2013), Northouse et al.
(2013), Dionne-Odom et al.
(2015)

Harding et al. (2011),
Palliative Medicine, UK

To update the original review of
literature (Harding and Higginson, 2003)
(2001-2011)

Although an increased number of studies is
seen, they are still narrow in scope, only
regarding caregiver’s needs

Hudson et al. (2005), Walsh
et al. (2007)

Hudson et al. (2010), BMC
Palliative Care, Australia

To identify developments in family carer
support that have occurred in the
previous decade (2000-2009)

Psychosocial interventions slightly increased
in quality and quantity. More research is
required to meet caregivers’ needs

Hudson et al. (2005), McMillan
et al. (2005), Walsh et al. (2007)

Northouse et al. (2010), CA: A
Cancer Journal for Clinicians,
USA

To analyze the types of interventions
offered to family caregivers of cancer
patients (illness phase).

To determine the effect of the
interventions on caregivers’ outcomes
(1983-2009)

Interventions reduced caregiver burden and
improved positive aspects (e.g., QoL).
Clinicians need to deliver valid interventions
to help caregivers/patients to cope and to
maintain QoL

Hudson et al. (2005), Kissane
et al. (2006), McMillan et al.
(2005), Walsh et al. (2007)

Waldron et al. (2013),
Psycho-Oncology, USA

To estimate the effect of psychosocial
interventions on improving QoL of
informal caregivers (1947-2011)

Interventions targeting problem-solving and
communication skills may reduce burdens
and improve caregiver’s QoL

McMillan et al. (2005), Walsh
et al. (2007)

?Period between which studies were selected for systematic/meta-analysis reviews.

et al., 2016; Nipp et al,, 2016; Areia et al., 2019). The importance
of providing support to families who are facing the imminent
death of a family member is unquestionable. Thus, the present
study has desired to carry out a close examination of the current
state of family/caregiver-focused interventions in both oncological
and end-of-life care contexts.

Although international guidelines (WHO, 2002) advocate that
palliative care should be family-centered (Hudson and Payne,
2011; WHO, 2002), results of the present study show that family
support is still an issue that the literature fails to address, as only
nine family/caregiver-focused intervention programs (Hudson
et al., 2005, 2013; McMillan et al., 2005; Kissane et al., 2006;
Walsh et al,, 2007; McLean et al., 2013; Mitchell et al., 2013;
Northouse et al., 2013; Dionne-Odom et al., 2015) met the inclu-
sion criteria (cf. Methods section) for the present critical review.
Noting which countries have developed and tested interventions,
in our study the majority of the interventions were developed and
tested in Australia and USA, it becomes important to expand the
research on this topic to other nations (e.g., Europe, Latin
America), as cultural, racial, and economic diversities
(Northouse et al., 2010) may influence the emergence of different
challenges placed upon the families of individuals in the terminal
stages of cancer.

Although the literature clearly states that cancer and the
impending death of a loved one is indeed a family affair, which
affects not only the patient but also all his/her relatives (Kissane
and Bloch, 2002; Rolland, 2005), from the nine interventions pro-
grams studied, only one third showed a relational perspective
(Kissane et al., 2006; McLean et al., 2013; Northouse et al.,
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2013), while the others were caregiver-focused (Hudson et al.,
2005, 2013; McMillan et al., 2005; Walsh et al., 2007; Mitchell
et al., 2013; Dionne-Odom et al., 2015).

As for the duration of the interventions, most were brief, con-
sisting of few sessions over a specified period of time (Hudson
et al, 2005, 2013; McMillan et al., 2005; Walsh et al., 2007;
Mitchell et al, 2013; Dionne-Odom et al, 2015). Also, they
were delivered by non-mental health experts (Hudson et al,
2005, 2013; McMillan et al., 2005; Walsh et al., 2007; Mitchell
et al., 2013; Northouse et al., 2013; Dionne-Odom et al., 2015)
and were mainly focused on caregiver-specific problems (e.g.,
increasing competences, caregiver education) (Hudson et al.,
2005, 2013; Walsh et al, 2007; Mitchell et al, 2013;
Dionne-Odom et al., 2015). This general panorama may be some-
what sparse. As Walsh and McGoldrick (2004) note, of all human
experiences, the death of a loved one, or its imminent arrival, is
the most painful challenge for both families and their individual
members and may be trauma-producing with manifestations of
psychological morbidity (e.g., post-traumatic stress disorder,
depression) appearing in one or more family members
(Bonanno and Mancini, 2006; Everstine and Everstine, 2006).
The end-of-life context appears too challenging for interventions
that are too restricted in terms of their format (e.g., dosage, goals).
We believe that other neglected issues (e.g., anticipatory grief)
and other formats (e.g., longer interventions, greater involvement
on the part of mental-health professionals) should be considered
in the family intervention equation to address the family’s most
important needs and thus prevent morbid trauma responses
(Romito et al., 2013; Areia et al., 2019).
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Table 2. Characteristics of family or caregiver-focused interventions

Format

Efficacy

Post-intervention

Authors (year), follow-up
Country Framework Target Dosage/Setting/Professionals Key elements Outcomes assessment Overall efficacy?
Hudson et al. Psycho-educational Family caregivers ~ Two home visits + follow-up Supportive/informative-focused: (1) Preparedness Five weeks Effective in increasing
(2005), phone call (between visits); information about aspects for caregiving Eight weeks positive caregiving experience
Australia Complementary caregiver associated with caregiving role; (2) Caregiver post-patient’s (rewards)
guidebook and audiotape/ skills guidance and education; (3) competence death
Home-based/Nurses support; (4) meaning-making of Rewards of
caregiving experience; (5) promotion  caregiving
of caregiver self-care; and (6) future Anxiety
planning (e.g., goals, caregiver rights)  Mastery
Self-efficacy
Kissane et al. Family-centered At-risk families 4-8 sessions (90 min) across Exploration of family cohesion, Distress 6, 13 months Modestly efficient in
(2006), 9-18 months/Hospice and communication and handling of Depression post-intervention decreasing distress and
Australia home care/Family therapists conflict, through three phases: Social or, if occurred, depression
(social workers) (1) assessment: identify issues and adjustment post-patient’s
concerns relevant to the family and Family death
devise a plan to deal with them (one  functioning
to two weekly sessions)
(2) intervention: focused on the
agreed concerns on the previous
phase (2-4 sessions)
(3) termination (1-2 sessions):
consolidates gains
McMillan et al. Cognitive-behavioral ~ Family caregivers ~ Three sessions/Hospice/ Problem-solving (assess and manage QoL One and two Effective in improving
(2005), USA Nurses patient symptoms) and coping Symptom weeks/steps caregiver QoL and reducing
intervention (structured instruction in ~ burden burden both related to
coping skills), derived from Family Caregiving patient’s symptoms and
COPE model that comprises four task burden caregiver’s task
domains: Mastery

(a) creativity, (b) optimism, (c)
planning, and (d) expert

Walsh et al. Not defined

(2007), UK

Family caregivers
(one-to-one)

Six weekly visits/
Home-based/Trained advisor
(nurses and social workers)

Advice, information and emotional
support, regarding

(a) patient care, (b) physical health
needs, (c) need for time away from
the patient in the short- and
longer-term, (d) need to plan for the
future, (e) psychological health,
relationships and social networks, (f)
relationships with health and social
service providers, and (g) finances

Psychological
distress
Strain
Quality of life
Satisfaction
with care
Bereavement

4,9, and 12 weeks
4 months after
patient’s death

Low

¥89

‘b 19 elaly *d apIsN
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Hudson et al. Psycho-educational Family caregivers Four weeks/steps; To increase the number of resources,  Psychological One week Efficient in increasing family
(2013), (one-to-one) Two versions: including: distress Eight weeks caregivers’ sense of
Australia Intervention 1: one visit and (a) feelings of preparedness, (b) Needs post-patient’s preparedness and
three phone calls competence, (c) having adequate fulfillment death competence
Intervention 2: two visits and  information, (d) fewer unmet needs, Preparedness Inefficient in decreasing
two phone calls/ and (e) focusing on positive aspects Competence psychological distress, unmet
Home-based/Nurses of the role Positive needs and improving positive
emotions emotions
McLean et al. Couple-centered Couples (patient Eight weekly sessions/ Mainly focused on couple Marital Immediately Efficient in improving marital
(2013), Canada and spouse) Undifferentiated/ relationship: functioning post-intervention functioning and patients’
Psychologists (a) facilitate the marital relationship,  Psychological and 3 months experience of caregiver
(b) increase mutual understanding, morbidity empathic care
(c) increase emotional engagement, Empathic
and caregiving
(d) strengthen the marital bond (patient)
Burden
(caregiver)
Mitchell et al. Not defined Family caregivers ~ Assessment with the Needs Needs assessment and further Unmet needs 1, 3, and 6 months Inefficient in reducing the
(2013), Assessment Tool — Carers consultation Anxiety number and intensity of
Australia (NAT-C) and NAT-C-guided Depression needs
consultation at a baseline of Quality of life Limited impact on people
3 months/Outpatient setting/ with pre-existing anxiety and
General Practitioners depression
Northouse Dyadic/ Patient-caregiver Three (brief) or six (extensive)  Information and emotional support, QoL 3 and 6 months Efficient in improving dyads’
et al. (2013), couple-centered dyads sessions/Home-based/ considering: Appraisal of coping, self-efficacy and
USA Trained Nurses (a) family involvement, illness/ social QoL and in caregivers’
(b) optimistic attitude, caregiving emotional QoL
(c) coping effectiveness, Uncertainty
(d) uncertainty reduction, and Hopelessness
(e) symptom management Coping
Interpersonal
relationships
Self-efficacy
Dionne-Odom Not defined Family caregivers  Three telephone sessions Problem-solving QoL 1.5 and 3 months Efficient in reducing
et al. (2015), (once per week), considering ~ Communication Depression depression levels and burden
USA the delivered of earlier Decision-making Burden

palliative care/Not
applicable/Trained Nurses

Advance care planning

20utcomes that showed no intervention effects are not displayed.

aip) anioddns pup aAipIjIod

689
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Fig. 2. Evaluated outcomes in interventions efficacy studies.

Regarding the effectiveness of the intervention programs ana-
lyzed, results showed an overall modest efficacy. On the one hand,
it is undeniable that the approaching death of a family member is
extremely demanding and stressful (Walsh and McGoldrick,
2004; Walsh et al, 2007), and psychosocial support may not
improve the situation when the moment of crisis finally arrives
(Walsh et al., 2007). This corroborates the hypothesis that support
from extended family in time may improve the psychosocial
adjustment of the family at the end of the patient’s life. On the
other hand, we argue that a family intervention in palliative
care should aim at preventing abnormal responses over the long
term, such as complicated grief during bereavement, rather than
reducing present psychological symptomatology (e.g., anticipatory
grief) in the terminal phase as this is somewhat expected and, in
due terms, functional. More prophylactic intervention programs,
such as FFGT (Kissane et al., 2006), should be considered and
implemented in palliative care contexts.

At this point, it is worth noting that it an important gap still
remains between the implementation of intervention programs
in clinical practice and what is advocated in research and policy
(Hudson et al., 2010). As far as we know, and similar to the
assumption made by Northouse et al. (2010), none of the
analyzed intervention programs have been translated into other
languages nor have been applied as a routine procedure in
other different countries — such as non-English speaking
countries — than the ones in which have been developed. We
must, therefore, agree that an articulated collaboration between
researchers, clinicians and funding agencies is a pressing need,
as this will undoubtedly facilitate the implementation of these
empirically tested interventions in clinical settings (Northouse
et al., 2010).

The present study has obvious limitations, mainly related to its
methodology. Limiting the review to other systematic reviews of
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literature (Step 1), to further select family/caregiver-focused inter-
ventions (Step 2), may have not abled the selection of recent RCT
studies on the topic. Additionally, the selection of family/
caregiver-focused interventions was somewhat strict, which may
not offer a realistic overview of the actual state of family/caregiver-
focused interventions in palliative care (e.g., RCT's eventually pub-
lished after 2016), given the limits of the literature reviews.
Additionally, this study was limited to the context of terminal
cancer. What is being done for families of individuals suffering
from dementias, organ failure, or infectious disease, which are
also diseases with recourse to palliative care (WHO, 2002),
remains unclear.

Despite these limitations, we consider that including studies
with methodological reliability (RCTs) is an important strength
of this critical review, as it has enabled a close examination of
the content and efficacy of each intervention and a good descrip-
tion of a general panorama of the most significant family/
caregiver-focused interventions. Additionally, this study seeks to
reinforce the view that the development and improvement of fam-
ily support in palliative care remains a research priority in the
field and highlights the urgent need to include families in the
patient’s care plan by offering them high-quality psychosocial
support.

Conclusion

Few family/caregiver-focused interventions have been validated
through broad and rigorous methodologies. At present, interven-
tions still mainly focus on caregiving matters, are brief in duration
and delivered by non-mental health professionals, and show mod-
est efficacy. More family interventions programs which consider
different formats should be developed in order to identify a
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more effective way to support families that are facing the death of
a loved one.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S1478951520000127.

Acknowledgments. This research was undertaken as part of a PhD project
entitled “Terminal cancer patients’ family needs in Palliative Care.” PhD doc-
toral fellowship financed by FCT (Fundagdo para a Ciéncia e Tecnologia)
(SFRH/BD/86178/2012).

References

*Applebaum AJ and Breitbart W (2013) Care for the cancer caregiver: A sys-
tematic review. Palliative & Supportive Care 11(03), 231-252. doi:10.1017/
51478951512000594

Areia NP, Major S and Relvas AP (2017) Measuring family needs of people
living with cancer. Portuguese validation and descriptive studies of the
Family Inventory of Needs. European Journal of Oncology Nursing 30,
22-28. doi:10.1016/j.ejon.2017.07.005

Areia NP, Fonseca G, Major S, et al. (2019) Psychological morbidity in family
caregivers of people living with terminal cancer: Prevalence and predictors.
Palliative & Supportive Care 17(03), 286-293. doi:10.1017/s1478951518000044

Bonanno G and Mancini A (2006) Bereavement-related depression and
PTSD. Evaluating interventions. In Barbanel L and Sternberg R (eds),
Psychological Interventions in Times of Crisis. New York: Springer.

*Chi N, Demiris G, Lewis F, et al. (2016) Behavioral and educational inter-
ventions to support family caregivers in end-of-life care: A systematic
review. American Journal of Hospice and Palliative Medicine 33(9), 894-
908. doi:10.1177/1049909115593938

Chua C, WuJ, Wong Y, et al. (2016) Caregiving and its resulting effects — The
care study to evaluate the effects of caregiving on caregivers of patients with
advanced cancer in Singapore. Cancers 8(11). doi:10.3390/cancers8110105

Costa-Requena G, Cristofol R and Caiiete J (2012) Caregivers’ morbidity in
palliative care unit: Predicting by gender, age, burden and self-esteem.
Supportive Care in Cancer 20, 1465-1470. doi:10.1007/s00520-011-1233-6

Dionne-Odom JN, Azuero A, Lyons KD, et al. (2015) Benefits of early versus
delayed palliative care to informal family caregivers of patients with
advanced cancer: outcomes from the ENABLE III randomized controlled
trial. Journal of Clinical Oncology 33(13), 1446-1452. doi:10.1200/
jc0.2014.58.7824

Everstine D and Everstine L (2006) Strategic Interventions for People in Crisis,
Trauma, and Disaster. New York: Routledge.

*Fu F, Zhao H, Tong F, et al. (2017) A systematic review of psychosocial
interventions to cancer caregivers. Frontiers in Psychology 8, 1-12.
doi:10.3389/fpsyg.2017.00834

Harding R and Higginson J (2003) What is the best way to help caregivers in
cancer and palliative care? A systematic literature review of interventions
and their effectiveness. Palliative Medicine 17(1), 63-74. doi:10.1191/
0269216303pm6670a

*Harding R, List S, Epiphaniou E, ef al. (2011) How can informal caregivers
in cancer and palliative care be supported? An updated systematic review of
interventions and their effectiveness. Palliative Medicine 26(1), 7-22.
doi:10.1177/0269216311409613

Hudson P and Payne S (2011) Family caregivers and palliative care: Current
status and agenda for the future. Journal of Palliative Medicine 14(7), 864-
869. doi:10.1089/jpm.2010.0413

Hudson P, Aranda S and Hayman-White K (2005) A psycho-educational
intervention for family caregivers of patients receiving palliative care: A ran-
domized controlled trial. Journal of Pain and Symptom Management 30(4),
329-341. doi:10.1016/j.jpainsymman.2005.04.006

*Hudson P, Remedios C and Thomas K (2010) A systematic review of psy-
chosocial interventions for family carers of palliative care patients. BMC
Palliative Care 9, 17. doi:10.1186/1472-684X-9-17

Hudson P, Zordan R and Trauer T (2011) Research priorities associated with
family caregivers in palliative care: International perspectives. Journal of
Palliative Medicine 14(4), 397-401. doi:10.1089/jpm.2010.0345

https://doi.org/10.1017/51478951520000127 Published online by Cambridge University Press

587

Hudson P, Remedios C, Zordan R, et al. (2012) Guidelines for the psycho-
social and bereavement support of family caregivers of palliative care
patients. Journal of Palliative Medicine 15(6), 696-702. doi:10.1089/
jom.2011.0466

Hudson P, Trauer T, Kelly B, et al. (2013) Reducing the psychological distress
of family caregivers of home-based palliative care patients: Short-term
effects from a randomised controlled trial. Psycho-Oncology 22, 1987-
1993. doi:10.1002/pon.3242

Kayser K, Watson L and Andrade J (2007) Cancer as a “we-disease™
Examining the process of coping from a relational perspective. Families,
Systems and Health 25(4), 404-418. doi:10.1037/1091-7527.25.4.404

Kissane D and Bloch S (2002) Family Focused Grief Therapy: A Model of
Family-Centered Care During Palliative Care and Bereavement. London,
UK: Open University Press.

Kissane D, McKenzie M, Bloch S, et al. (2006) Family focused grief therapy:
A randomized controlled trial in palliative and bereavement. American
Journal of Psychiatry 163(7), 1208-1218.

Li L, Tian ], Tian H, et al. (2012) Quality and transparency of overviews of
systematic reviews. Journal of Evidence-Based Medicine 5(3), 166-173.
doi:10.1111/j.1756-5391.2012.01185.x

Lunny C, Brennan SE, McDonald S, et al. (2016) Evidence map of studies
evaluating methods for conducting, interpreting and reporting overviews
of systematic reviews of interventions: Rationale and design. Systematic
Reviews 5(1), 1-8. doi:10.1186/s13643-015-0178-0

McLean LM, Walton T, Rodin G, et al. (2013) A couple-based intervention
for patients and caregivers facing end-stage cancer: Outcomes of a
randomized controlled trial. Psycho-Oncology 22(1), 28-38. doi:10.1002/
pon.2046

McMillan S, Small B, Weitzner M, et al. (2005) Impact of coping skills inter-
vention with family caregivers of hospice patients with cancer. A random-
ized clinical trial. Cancer 106(1), 214-222. doi:10.1002/cncr.21567

Mitchell GK, Girgis A, Jiwa M, et al. (2013) Providing general practice needs-
based care for carers of people with advanced cancer: A randomised con-
trolled trial. British Journal of General Practice 63(615), e683-e690.
doi:10.3399/bjgp13X673694

Moher D, Liberati A, Tetzlaff J, et al. (2009) Preferred reporting items for
systematic reviews and meta-analyses: The PRISMA statement. PLoS
Medicine, 6(7), e1000097. doi:10.1371/journal.pmed.1000097

Nielsen M, Neergaard M, Jensen A, et al. (2016) Psychological distress,
health, and socio-economic factors in caregivers of terminally ill patients:
A nationwide population-based cohort study. Supportive Care in Cancer
24, 3057-3067. doi:10.1007/s00520-016-3120-7

Nipp R, El-Jawahri A, Fishbein J, et al. (2016) Factors associated with
depression and anxiety symptoms in family caregivers of patients with
incurable cancer. Annals of Oncology 27(8), 1607-1612. doi:10.1093/
annonc/mdw205

Nissen K, Trevino K, Lange T, et al. (2016) Family relationships and
psychosocial dysfunction among family caregivers of patients with
advanced cancer. Journal of Pain and Symptom Management 52(6), 841-
849. doi:10.1016/j.jpainsymman.2016.07.006

*Northouse L, Katapodi M, Song L, et al. (2010) Interventions with family
caregivers of cancer patients. Meta-analysis of randomized trials. CA: A
Cancer Journal for Clinicians 60, 317-339. doi:10.3322/caac.20081

Northouse LL, Mood DW, Schafenacker A, et al. (2013) Randomized clinical
trial of a brief and extensive dyadic intervention for advanced cancer
patients and their family caregivers. Psycho-Oncology 22(3), 555-563.
doi:10.1002/pon.3036

Rha S, Park Y, Song S, et al. (2015) Caregiving burden and the quality of life
of family caregivers of cancer patients: The relationship and correlates.
European Journal of Oncology Nursing 19, 376-382. doi:10.1016/
j.€jon.2015.01.004

Rolland J (2005) Cancer and the family: An integrative model. Cancer 104
(Suppl 11), 2584-2595. doi:10.1002/cncr.21489

Romito F, Goldzweig G, Cormio C, et al. (2013) Informal caregiving for
cancer patients. Cancer 119, 2160-2169. doi:10.1002/cncr.28057

Smith V, Devane D, Begley CM, et al. (2011) Methodology in conducting a
systematic review of systematic reviews of healthcare interventions. BMC
Medical Research Methodology 11(1), 1-6. doi:10.1186/1471-2288-11-15


https://doi.org/10.1017/S1478951520000127
https://doi.org/10.1017/S1478951520000127
https://doi.org/10.1017/S1478951520000127

588

*Waldron EA, Janke EA, Bechtel CF, et al. (2013) A systematic review of psy-

chosocial interventions to improve cancer caregiver quality of life.
Psycho-Oncology 22(6), 1200-1207. doi:10.1002/pon.3118

Walsh F and McGoldrick M (2004) Loss and the family: Systemic perspective.

In Walsh F and McGoldrick M (eds), Living Beyond Loss: Death in the
Family, 2nd ed. New York: Norton & Company.

https://doi.org/10.1017/51478951520000127 Published online by Cambridge University Press

Neide P. Areia et al.

Walsh K, Jones L, Tookman A, et al. (2007) Reducing emotional distress in

people caring for patients receiving specialist palliative care. British Journal
of Psychiatry 190, 142-147. doi:10.1192/bjp.bp.106.023960

World Health Organization (WHO) (2002) National Cancer Control

Programmes: Policies and Managerial, 2nd ed. Geneva, Switzerland:
World Health Organization.


https://doi.org/10.1017/S1478951520000127

	Support interventions for families of people with terminal cancer in palliative care
	Introduction
	Methods
	Step 1: Overview of systematic reviews
	Step 2: Selection of family/caregiver-focused psychosocial interventions programs in palliative care
	Step 3: Analysis of the selected family/caregiver-focused psychosocial interventions programs

	Results
	Overview of systematic reviews and selection of intervention programs
	Analysis of selected intervention programs

	Discussion
	Conclusion
	Acknowledgments
	References


