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Abstract
Objective: Mutual support within the family is of great importance to maintain its proper functioning.
The study aim, which was based on a family system approach, was to evaluate which variables are as-
sociated with patients’ sense of support within the family in the palliative care context.

Methods: We recruited 174 adult patients (65% of those eligible) from six palliative home care units,
who had non-curable disease with an expected short-term survival, such as disseminated cancer or
non-malignant diagnosis. The relationship between the endpoint and individual factors were evalu-
ated in a stepwise model-building procedure using generalised linear model (ordinal multinomial
distribution and logit link).

Results: The respondents’ ratings of their sense of support within the family ranged from 1 (never)
to 6 (always), with a mean value of 5.2 (standard deviation 1.06). Patients who less frequently sensed
family support experienced more often stress, worry about their private economy, lower self-efficacy,
lower sense of security with palliative care provided (lower ratings on subscales of care interaction,
mastery and prevailed own identity), more often anxiety, less often perceived general well-being for
closest ones and less often sense of support from more distant family members. In the model building,
three variables were selected to predict the patients’ sense of support within the family.

Conclusions: The dying patients’ sense of support within the family related to several factors, and
these may help the palliative care teams to identify patients at risk and to alleviate suffering, for exam-
ple, through supporting the closest family members.
Copyright © 2014 John Wiley & Sons, Ltd.

Introduction

Suffering often emerges with impending death and pre-
sents a crisis and a challenge not only to the ill individual
but also to the entire family [1–5]. The family members
may be burdened by the situation, but they also constitute
the potential source of support that can ameliorate the ill
person’s suffering [5,6].
Mutual support within the family is of great importance

to its proper functioning. For example, Kissane et al. de-
veloped five classes of typologies on the basis of one
member’s perceptions of his or her family’s cohesiveness,
expressiveness and conflict resolution. Two types of
families appeared well functioning, that is, supportive
and capable of resolving conflict. The supportive family
was characterised by high levels of mutual support and co-
hesion and exhibited low levels of psychosocial morbidity
among their members [6,7]. In contrast, sullen, hostile and
intermediate family types were significantly associated
with progressively increasing levels of distress and poor
social adjustment [6]. Other studies in a palliative care or
advanced cancer context have suggested that the patients’

social well-being, including support within the family, is
of importance, for example, as a significant contributor
to the overall quality of life [8,9], and that lack of support
from family and friends or conflictual social support may
be a powerful risk factor for morbidity [10,11].
Although the importance of the family support to the

individual patient is well grounded in the palliative care
literature, the theoretical foundation in such research area
is sparse [3,12]. Family system theory is one theoretical
standpoint that explains the individual’s situation in
relation to the family and its wider context. This theory sug-
gests that the family should be seen as both an interrelated
and an interdependent individual part within a hierarchy of
subsystems and suprasystems [13]. The theory postulates
the following: (i) a change in one family member will have
an impact on the entire system; (ii) a family system is one
element of a larger suprasystem; and (iii) the family system
is composed of many subsystems [4]. Communities, the
healthcare system, the educational systems and also a palli-
ative care unit have all been suggested as possible
suprasystems to which the family may belong [3]. Within
a family system, there are often many subsystems, and
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two or more family members who interrelate can form a
subsystem, for example, sibling, parental and spousal sub-
systems may exist within a family system. Furthermore,
each family member may be part of a variety of different
subsystems. Although a family system approach is used in
couple and family therapy in palliative care and cancer care,
a recent systematic literature search and narrative review
have found that such an approach has not been sufficiently
tested for effectiveness in patient–family care pairs in that
particular context [12].
Despite the evidence emerging in the palliative care

context that illuminates the importance of patients having
a sense of support within the family [6,8,10,11] and the
development of theories, such as a family system theory
that suggests an approach towards understanding the
importance of such support within the family [3], there is
a lack of theoretically grounded studies that report on the
aspects associated with patients’ sense of support within
the family during palliative care. To improve palliative care
and to help reduce patients’ suffering, it is important to de-
termine which aspects are associated with the patients’
sense of support within the family to enable practitioners
to identify individuals at risk and to plan a course of action.

Goals

On the basis of a family system approach, the goals of the
present analysis were to evaluate which variables are asso-
ciated with patients’ sense of support within the family in
the palliative care context and to develop a model that pre-
dicts patients’ sense of such support.

Main hypotheses

We wanted to frame our analyses with the family system
theory. To be able to test the hypotheses listed later, we
made the following assumptions on the basis of the family
system theory (see earlier discussion): (i) the patients’
sense of support within the family was an indicator of
the subsystem Patient-Closest family, that is, the relation-
ship between the patient and the family members the pa-
tient had more emotional closeness to, and that this
subsystem was important to the family functioning; (ii) a
change in one part of the subsystem Patient-Closest
family—that is, patient or closest family member—would
have an impact on the other part of the subsystem; and (iii)
a change in the subsystem Patient-Closest family would
have an impact on another subsystem, namely Patient-
Other more distant family members and the suprasystem
Patient-Palliative care unit.
We hypothesised that the patients’ sense of support

within the family (as an indicator of subsystem Patient-
Closest family), in a population considered to be dying
during the coming months, would be related to the follow-
ing four domains:

• The patient characteristics: in terms of demographics
(e.g. female gender and older age), diagnosis (e.g.
having cancer), health-related quality of life, symptom
intensity (inverse relationship), perceived stress
(inverse relationship), coping, self-efficacy and attach-
ment security, as an indicator of the subsystem
Patient-Closest family.

• Closest family general well-being: in terms of the
patient’s perception of the closest family general
well-being, as an indicator of the subsystem
Patient-Closest family.

• Other family members’ support: in terms of the pa-
tient’s perception of support from other members
of family and friends than the ‘closest family’, as
an indicator of the subsystem Patient-Other more
distant family members.

• Palliative care unit security: in terms of the patients’
sense of security in the care provided by the pallia-
tive home care unit, as an indicator of the
suprasystem Patient-Palliative care unit.

These hypotheses were based on previous findings in
the literature, which suggested that the patients’ sense of
support within or from the family, when they were admit-
ted to palliative care or diagnosed with advanced cancer,
is associated with gender [14], socioeconomic status
[14], cultural diversity [14], psychosocial morbidity in
both the patient and the family [10,15,16], attachment
anxiety and attachment avoidance [17] and health-related
quality of life [8,9]. Additionally, we hypothesised that
older age, having cancer, symptom intensity, coping, self-
efficacy, worry about personal finances and perceived qual-
ity of the received palliative care would be associated with
the patients’ sense of support within the family because
these aspects have also been reported to be important in
relation to palliative care or in cancer care [1,12,18–23]. A
theoretical conceptual description of the hypothesised rela-
tionships, where central concepts and assumptions in family
system theorywere applied to the palliative care context (see
earlier discussion), is presented in Figure 1 (this conceptual
description was developed by the authors prior to the study.

Material and methods

Participants, eligibility and procedure

The participants were recruited from six palliative home
care units. Three of the units were advanced palliative
home care teams (with a multiprofessional team that in-
cluded a physician, 24-h services and access to a backup
ward) and three were primary-care-based teams with a
palliative care consultant and a specialist nurse available
during the daytime.
The patients were all in the palliative stage of their dis-

ease; diagnosed with a non-curable disease, an expected
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short-term survival, disseminated cancer or non-malignant
diagnosis (e.g. severe heart failure, severe lung disease or
lethal neurological diseases); and older than 18 years. We
excluded from the study those patients who had cognitive
failure, suffered from confusion, were too weak to partic-
ipate, had speaking or hearing problems and were unable
to speak and understand Swedish.
The staff members of the palliative care team assessed

the inclusion and exclusion criteria for all of the patients
who were admitted to the participating palliative units.
The eligible participants received written study informa-
tion and were asked by a staff member of the palliative
care team if they wanted to participate; the patients were
assured confidentiality and their right to decline at any
time without giving any reason. The five interviewers
were staff experienced in palliative care but not involved
in the interviewee’s medical care. Most of the patients
(91%) preferred a telephone interview. The data were col-
lected between September 2009 and October 2010. The
research Regional Ethics Committee approved this study
(Dnr: 144–06).
During the data collection, 403 patients were admitted

to the participating palliative care units. A total of 136
patients (34%) were excluded from the study because of
cognitive failure or confusion (n= 47), weakness
(n= 47), speaking or hearing problems (n= 22), inability
to speak and understand Swedish (n= 11) and other
reasons (n= 9). In sum, 267 patients (66%) were eligible
to participate in the study. Of those 267, a total of 199 pa-
tients (58% women and 42% men) agreed to participate in
the study, and 174 patients were interviewed (58% women
and 42% men). The causes for dropping from the inter-
view were as follows: eight patients died in the period
between giving consent and the scheduled interview; 13
patients were no longer able to participate because of

deteriorating health; two patients no longer wanted to
participate; and two did not participate for other reasons.
Compared with the patients who were interviewed, the pa-
tients who declined participation were older (mean 75.5
vs. 68.9 years; p< 0.01) but were similar in terms of gen-
der (95% confidence interval (CI) for OR, 0.684–2.11)
and main diagnoses (95% CI, 0.332–3.51).
The individuals who had not responded to the question

about their sense of support within the closest family in
the palliative care context (n = 9) were removed from the
study, leaving a sample of 165 participants (participation
rate: 61.8%; 165/267). The characteristics of these 165
participants are presented in Table 1.

Measures

Dependent variable

The patients’ sense of support within the family in the
palliative care context (endpoint) was measured by one
question developed by the authors (six-point response scale
(1= never to 6 = always)). We wanted to avoid excluding
single patients without a traditional nuclear family; there-
fore, we decided to use a broad definition of a family [3]
and let the patients themselves choose which subsystem
was the most important by phrasing the question without
the word ‘family’ but instead asking ‘How often do you
and your closest ones give support to each other?’

Independent variables in four domains

The four domains potentially important to the endpoint
were evaluated by the following variables:

• Patient characteristics (subsystem Patient-Closest
family): Demographics, such as age, gender and
marital status, were collected from the medical re-
cords by the palliative care team. Education, living
and family conditions, and country of birth were
assessed in the interview. Diagnosis was collected
from the palliative care team, and time since diagno-
sis was assessed during the interview. Health-
related quality of life was measured by the
EuroQol-5D, which is a valid and reliable tool for
measuring health-related quality of life. The instru-
ment comprises five domains: mobility, self-care,
pain, usual activities and psychological status
(answers categories: no/some/severe problems). An
index score was calculated for each respondent’s
health status (1 = full health; �0.594 =worst imagin-
able health state) [24]. One general question of qual-
ity of life from the World Health Organization
Quality of Life Assessment 100 instrument was used
(a five-point scale (1 = very poor; 5 = very)) [25]. To
measure health, one overall question (a five-point

Figure 1. Conceptual description of the hypothesised relation-
ships between patients’ perception of support within the closest
family (endpoint) and the following explanatory domains: Patients’
individual characteristics, Closest family general well-being, the
subsystem Patient-Other family members and friends than the clos-
est ones and the suprasystem Patient-Palliative care unit. Arrows
are unidirectional to reflect the approach of analyses (rather than
the causality of possible relationships)
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scale (1 = excellent health to 5 = poor)) was used in
the questionnaire SF-36, which is a 36-item short
form health survey questionnaire [26]. Symptom in-
tensity was measured by the Edmonton Symptom
Assessment System [27], which is a validated self-
reporting tool to measure the severity of common
symptoms in patients with advanced incurable ill-
ness. It includes nine common symptoms of ad-
vanced cancer (pain, tiredness, nausea, depression,
anxiety, drowsiness, shortness of breath, appetite
and well-being; 11-point numerical rating scales
(0–10) with higher scores representing the worse
symptom intensity). In the present study, we did
not use the optional 10th question about a patient-
specific symptom (selected by the patient). An index
score (mean value of the patient’s scoring of the nine
symptoms) was calculated. Attachment security was
assessed using the 16-item Experiences in Close Re-
lationships scale [28] to measure the attachment anx-
iety (fear of rejection and abandonment) and
avoidance (discomfort with closeness and depen-
dence on close others) in close relationships (includ-
ing non-romantic partners). This is a seven-point
numerical rating scale (1–7) with higher scores on
each of these dimensions representing greater attach-
ment insecurity. Stress was assessed using two (of
10) items from the Perceived Stress Scale [29] (a
five-point scale (0 = never to 4 = very often)). A
question concerning Worry about private economy
during the last month was constructed by the authors
(a five-point scale (0 = never to 4 = very often)). Self-
efficacy was measured using one statement (of 10)
from the General Self-Efficacy Scale (a four-point
scale (1 = not at all true to 4 = exactly true)) [30,31].
A statement concerning religious or existential belief
that helps the informant to cope with problems was
constructed by the authors (a four-point scale
(1 = not at all true to 4 = exactly true)).

• -Closest family general well-being (subsystem
Patient-Closest family): The patients’ perception of
the closest family members’ general well-being
was assessed by a broad question constructed by
the authors (‘How often during the palliative home
care period have you perceived that your closest
one/ones experiences/experience general well-
being?’; six-point response scale (1 = never to 6 =
always)). For the respondent, the context of the
question was clearly in relation to his or her situation
with severe illness and admittance to the advanced
palliative care unit, and the expression ‘general
well-being’ refers to overall comfort, both physical
and psychological (in a Swedish context, the ques-
tion would not involve, e.g. economic well-being).

• Other family members’ support (subsystem Patient-
Other more distant family members): The patient’s

sense of support from other members of the family,
relatives and friends than the ‘closest ones’ was
assessed by a question developed by the authors (a
six-point response scale (1 = never to 6 = always)).

• Palliative care unit security (suprasystem Patient-
Palliative care unit): The patients’ sense of security
with palliative care was measured by the Sense of
Security in Care instrument for Patients (SEC-P),
which is a valid and reliable 15-item instrument (a
six-point scale (1 = never to 6 = always); Cronbach’s
alpha 0.85). SEC-P was developed in palliative
home care and possesses a three-component struc-
ture: Care interaction (eight items; Cronbach’s
alpha 0.84), Identity (four; 0.77) andMastery (three;
0.69) [32]. Time from admission to the palliative
home care services (collected by staff from the data
retrieved from medical records) to the interview
was calculated.

In the selection of questions and instruments, we con-
sidered the patients’ deteriorating health and energy; con-
sequently, short scales or single questions were preferred
if possible.

Statistical analyses

The data were analysed using STATISTICA, version 10
(Statsoft Inc., Tulsa, OK, USA). An examination of miss-
ing data did not reveal any systematic patterns, and the
number of missing values were small, ranging from
5.2% (9/174; on dependent variable) to 14.4% (25/174;
on the question regarding patients’ concern about their
private finances). Where there were missing values, the
specific analysis was run without this respondent’s infor-
mation, although the respondent could be included in
other analyses.
A few response alternatives were rarely used by respon-

dents and therefore not meaningful to include in the anal-
yses (e.g. there was only one participant who had
responded ‘never’ on the dependent variable). In such
cases, the response alternatives were merged with the next
alternative.
The variables considered for entry in the analyses were

determined to be continuous, with the exception of gen-
der, marital status, living conditions (alone/with husband,
wife or cohabitant/with children), having children, coun-
try of birth and diagnosis.
Descriptive statistics were calculated for the individual

variables in the four domains. The relationship between
the dependent variable and the independent variables in
the four domains were evaluated by Wald values derived
from the generalised linear model analysis with ordinal
multinominal distribution and logit link.
In themodel-building analyses, Akaike information criterion

(AIC) was used [33]. AIC offers a relative measure of the

1343Patients’ sense of support within family

Copyright © 2014 John Wiley & Sons, Ltd. Psycho-Oncology 23: 1340–1349 (2014)
DOI: 10.1002/pon



T
ab

le
1.

Sa
m
pl
e
ch
ar
ac
te
ri
st
ic
s
(n
=
16
5)

an
d
an
al
ys
is
of

th
e
in
di
vi
du
al
va
ri
ab
le
s
in

re
la
tio

n
to

th
e
pa
tie

nt
s’
se
ns
e
of

su
pp
or
t
w
ith

in
th
e
cl
os
es
t
fa
m
ily

(r
es
po

ns
e
va
ri
ab
le
)

V
ar
ia
bl
e
do

m
ai
n
(r
el
at
ed

su
bs
ys
te
m

or
su
pr

as
ys
te
m
)

V
ar
ia
bl
e
(r
an

ge
of

re
sp
on

se
al
te
rn

at
iv
es
/in

de
x)

%
re
sp
on

se
s

D
es
cr
ip
ti
o
n
(m

ea
n

[S
D
];

ra
ng

e)
o
r
pe

rc
en

t

W
al
d
va

lu
es

a

fo
r
in
di
vi
du

al
va

ri
ab

le
R
el
at
io
ns
hi
p

Pa
tie
nt

ch
ar
ac
te
ris
tic
s
(s
ub
sy
st
em

Pa
tie
nt
-C
lo
se
st
fa
m
ily
)

D
em

og
ra
ph
ic
s

G
en
de
r:
m
al
e/
fe
m
al
e

10
0

57
%
/4
3%

1.
64

M
ar
rie

d
or

pa
rt
ne
r/
sin

gl
e

10
0

71
%
/2
9%

0.
18

Li
vi
ng

co
nd
iti
on

s
A
lo
ne

94
32
.2
%

0.
61

W
ith

hu
sb
an
d,
w
ife

or
co
ha
bi
ta
nt

99
68
.1
%

0.
24

W
ith

ch
ild
re
n

94
7.
7%

2.
01

H
av
e
ch
ild
re
n

10
0

92
.7
%

0.
09

N
at
iv
e
bo

rn
in
Sw

ed
en

99
92
.7
%

0.
40

A
ge

(in
ye
ar
s)

10
0

68
.9
[1
2.
8]
;(
36

–
94
)

2.
89

Ed
uc
at
io
n
(h
ig
he
st
le
ve
lc
om

pl
et
ed
)
(1
–
6)

10
0

3.
63

[1
.5
4]
;(
1–

6)
0.
67

1
(N

o
fo
rm

al
ed
uc
at
io
n)

4.
2%

2
(B
as
ic
ed
uc
at
io
n
on

ly
)

27
.9
%

3
(H

ig
h
sc
ho

ol
)

15
.8
%

4
(V
oc
at
io
na
le
du
ca
tio

n)
23
.6
%

5
(U

ni
ve
rs
ity

<
3
ye
ar
s)

3.
6%

6
(U

ni
ve
rs
ity

3
ye
ar
s
or

m
or
e)

18
.8
%

Illn
es
s-
re
la
te
d

M
al
ig
na
nt

di
ag
no

se
s

G
as
tr
oi
nt
es
tin
al

10
0

32
.8
%

0.
02

Re
sp
ira
to
ry

10
0

9.
1%

4.
03

ne
g.

Br
ea
st

10
0

12
.1
%

1.
66

G
yn
ae
co
lo
gi
ca
l

10
0

7.
3%

0.
62

U
ro
lo
gi
ca
l

10
0

18
.2
%

2.
97

M
al
ig
na
nt

m
el
an
om

a
10
0

4.
2%

0.
02

H
ae
m
at
ol
og
ic
al

10
0

5.
4%

0.
36

O
th
er

m
al
ig
na
nc
ie
s

10
0

1.
2%

2.
52

N
on

-m
al
ig
na
nt

di
ag
no

se
sb

10
0

6.
7%

0.
03

Ti
m
e
sin

ce
di
ag
no

sis
(m

on
th
s)

99
33
.7
[4
3.
6]
;(
1–

24
0)

0.
01

H
ea
lth
-r
el
at
ed

qu
al
ity

of
lif
e

EQ
-5
D

in
de
x
(–
0.
59
4
(w

or
st
po

ss
ib
le
)
to

1.
00

(b
es
t
po

ss
ib
le
))

94
0.
49

[0
.3
5]
;(
�0

.5
9
to

1.
00
)

0.
17

M
ob

ilit
y
(1

(n
o
pr
ob

le
m
s)
to

3
(s
ev
er
e
pr
ob

le
m
s)
)

94
1.
79

[0
.6
0]
;(
1–

3)
0.
05

Se
lf-
ca
re

(1
(n
o
pr
ob

le
m
s)
to

3
(s
ev
er
e
pr
ob

le
m
s)
)

95
1.
33

[0
.5
8]
;(
1–

3)
0.
71

U
su
al
ac
tiv
iti
es

(1
(n
o
pr
ob

le
m
s)
to

3
(s
ev
er
e
pr
ob

le
m
s)
)

95
1.
87

[0
.7
2]
;(
1–

3)
0.
21

Pa
in
/d
isc
om

fo
rt

(1
(n
o
pr
ob

le
m
s)
to

3
(s
ev
er
e
pr
ob

le
m
s)
)

95
2.
01

[0
.6
1]
;(
1–

3)
0.
49

A
nx
ie
ty
/d
ep
re
ss
io
n
(1

(n
o
pr
ob

le
m
s)
to

3
(s
ev
er
e
pr
ob

le
m
s)
)

95
1.
63

[0
.5
9]
;(
1–

3)
1.
63

G
en
er
al
he
al
th

(1
(e
xc
el
le
nt
)
to

5
(b
ad
))

93
3.
96

[0
.8
6]
;(
1–

5)
2.
85

Q
ua
lit
y
of

lif
e
(1

(v
er
y
ba
d)

to
5
(v
er
y
go
od

))
93

3.
25

[1
.0
];
(1
–
5)

0.
13

Sy
m
pt
om

in
te
ns
ity

ES
A
S
in
de
x
(0

(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
2.
58

[1
4.
05
];
(0
–
6.
5)

1.
05

Pa
in
(0

(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
2.
41

[2
.3
9]
;(
0–

10
)

0.
24

Ti
re
dn
es
s
(0

(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
4.
62

[2
.6
6]
;(
0–

10
)

0.
00

N
au
se
a
(0

(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
1.
26

[2
.2
1]
;(
0–

10
)

0.
62

D
ep
re
ss
io
n
(0

(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
2.
00

[2
.3
3]
;(
0–

10
)

1.
65

A
nx
ie
ty

(0
(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
2.
22

[2
.3
4]
;(
0–

10
)

11
.1
0

ne
g.

D
ro
w
sin

es
s
(0

(n
on

e)
to

10
(w

or
st
po

ss
ib
le
))

92
3.
7
[2
.7
2]
;(
0–

10
)

0.
10

1344 A. Milberg et al.

Copyright © 2014 John Wiley & Sons, Ltd. Psycho-Oncology 23: 1340–1349 (2014)
DOI: 10.1002/pon



information lost when a given model is used to describe
reality. The simplest effective model with the smallest
information loss when predicting the outcome gives the
lowest AIC value.
First, in the model building, one analysis per domain

was conducted, and its AIC was used to decide in which
order the domains should be added in the forthcoming
stepwise procedure. Only variables with Wald values >2
were allowed to be tried in the further model building.
This Wald value corresponds to approximately p< 0.15;
hence, a generous selection criterion was chosen to reduce
the risk of discarding variables that in the further model
building would have been useful. All subsequent steps in
the model building were performed using the best subset
analyses with AIC. Second, the domain with the lowest
AIC started the best subset analyses, and the domain with
the highest AIC was taken last, because a lower AIC value
indicates a higher value of explanation. Classification of
the developed model was computed, and the percent cor-
rect classifications of the observed cases were calculated.
Statistical tests were two-tailed with alpha set at 0.05.

Results

The respondents’ ratings of their sense of support within
the closest family in the palliative care context ranged
from 1 (never) to 6 (always), with a mean value of 5.2
(standard deviation 1.06).

Variables related to endpoint variable ‘Sense of support
within the closest family’

The analysis of the individual variables showed that all
hypothesised domains were significantly related to the
endpoint variable (Table 1).
The variables that were positively related to the

endpoint dependent variable were as follows: General
well-being for closest ones; Support from other family
members, relatives or friends (than the Closest family);
Care interaction subscale; Identity subscale; and Mastery
subscale (Table 1).
The variables that were inversely related to the endpoint

variable were as follows: Respiratory malignancy;
Anxious subscale; Patient being nervous and feeling
stressed; Too many problems to manage; Worrying about
private finances; and Religious or existential belief that
helps (Table 1).

Model building

The model building started with one analysis per domain
(step 1 in Table 2), except for the Patient characteristics
domain (step 0 in Table 2). The variables in the latter
domain were considered too many, compared with the
number of respondents, to be computed simultaneously.
Therefore, in step 0, the variables in this domain were
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divided into subdomains, and Wald values for each
subdomain were computed. Only the variables with Wald
2 were selected for additional analyses in step 1. In total,
seven variables were selected in step 1 (Wald> 2) for fur-
ther model building, and 29 were left out in step 0–1
(Wald< 2). The AIC for the four domains resulted in the
Palliative care unit security domain (suprasystem Patient-
Palliative care unit) that was added first in the stepwise
procedure, and Other family members’ support domain
(subsystem Patient-Other more distant family members)
was added last (Table 2). The stepwise model building
resulted in a model with the three following variables (de-
creasing Wald values): Care interaction subscale, General
well-being for closest ones and Support from other family
members, relatives or friends than the closest ones
(Table 2).

Discussion

We present unique evidence for identifying patients at risk
of suffering from lack of support within the closest family
in the palliative care context. The results seem to support
application of a family system theory framework in clini-
cal practice. Our analysis identified 11 variables that were
significantly associated with the patients’ sense of support
within the closest family, and in the model building, three
variables (Care interaction (subscale of SEC-P); General
well-being for closest ones; and Support from other family
members, relatives or friends than the closest ones) were
selected for predicting such sense. Additionally, our re-
sults suggest that many patients who are close to death fre-
quently sense support within the family in the palliative
home care context.
The patients who less frequently sensed support within

the closest family rated more often anxiety, nervousness
and stress; having too many problems to manage; more of-
ten worry about personal finances; have lower ratings of
sense of security with palliative care (in terms of the care
interaction, of mastery and of prevailed own identity);
rated less often support from family, relatives and friends
other than the closest ones; and perceived less often gen-
eral well-being for closest family members. These findings
are supported by previous studies [1,10,12,15,16,18,23]
and indicated that the dying patients’ sense of support
within the family is a complex concept that relates to many
other factors in the patient’s situation and is of high rele-
vance for palliative care.
Moreover, the patients who less frequently sensed sup-

port within the closest family rated stronger agreement
with having a religious or existential belief that helps.
Although Sweden is a secularised country, this finding
was unexpected [2]. Because of the cross-sectional design,
one can only speculate about the interpretation: People
with limited time remaining to live who do not sense sup-
port within the closest family might turn to religious or

existential beliefs as a means to cope with the situation,
or a religious or existential belief that helps an individual
to cope with challenges might hamper the mutual support
within the family, for example, if there are different stand-
points within the subsystems. Another way to look at the
relationship between religious or existential beliefs and
family support is that patients who rely on such beliefs
may not need and/or seek family support as much.
Previous research has shown that incurable lung cancer

is accompanied with patient anxiety [9]. Although such
malignancy significantly related in this study to the
patients’ sense of support within the closest family, there
were only 16 patients with such diagnoses in this study
population. Therefore, these results should be interpreted
with some caution.
The family systems theory suggests that the family

should be seen as both an interrelated and an inter-
dependent individual part within a hierarchy of subsys-
tems and suprasystems [4,13]. In the present study, we
evaluated the functioning of the subsystem ‘Patient and
the Closest family’, and we assessed whether either of
the two domains (Patient characteristics or Closest family
general well-being) would be related to the functioning of
this subsystem (in terms of the patient’s perception of how
often the closest family members gave support to each
other). This assumption was confirmed in the analyses.
Second, we hypothesised that the functioning of either of
the two subsystems, Patient-Closest family and Patient-
Other more distant family members, would be related to
(according to the patient’s perception) the functioning of
the other. This hypothesis was supported in the analyses.
Third, we also hypothesised that the subsystem Patient-
Closest family belongs to a suprasystem with the pallia-
tive care unit and that the functioning of the suprasystem
(in terms of the patient’s perception) would be related to
the functioning of the specified subsystem. This hypothe-
sis was supported by the data. The results suggest that pal-
liative care services may support the patient and the family
functioning through a family system theory approach,
which includes seeing the patient as a part of different sub-
systems and larger suprasystems that are interrelated and
interdependent [3,4,13]. In such an approach, it seems
important that the palliative care team focus on both the
closest family members’ situation and the patient’s sup-
port from the social network outside the closest family.
All three of the subscales (Care interaction, Identity and

Mastery) of the newly developed instrument for measur-
ing patients’ sense of security in care (SEC-P) were signif-
icantly related to the patients’ sense of support within the
closest family, with the Care interaction subscale and the
Identity subscale having some of the highest Wald values
(>30 and >15, respectively) of all of the individual
variables in the analysis. The Care interaction subscale in-
cludes questions about the patient’s perception of the
availability of the care staff; their ability, attentiveness

1347Patients’ sense of support within family

Copyright © 2014 John Wiley & Sons, Ltd. Psycho-Oncology 23: 1340–1349 (2014)
DOI: 10.1002/pon



and knowledge about the patient’s situation; and the pa-
tient’s influence over the care. The provision of such pro-
fessional support with a family focus may facilitate the
patients’ sense of security in care and thereby also facili-
tate the family members’ ability to give support to each
other.
The Identity subscale includes questions about care

placement, feeling secure at home despite care and illness,
and the ability to do what is most important. In clinical
practice, the support of such dimensions to support the
patient’s sense of support within the closest family may
include care staff planning for care placement together
with the patient and the family. The results can also be un-
derstood using Hupcey and Morse’s definition of social
support as a reciprocal support (in contrast to professional
support) that ‘may be identical (e.g., visiting each other
when sick) or vary as a result of the nature of the relation-
ship or severity of an illness (e.g., just smiling and saying
"thank you" to the provider when other types of reciprocal
support will never be available)’ [34]. That is, a patient
who can sense that he still has meaningful abilities, de-
spite deteriorating health, may feel that he can contribute
to a greater degree in the reciprocal role of supporting
the closest family members. In clinical practice, support
during palliative care of the patients’ sense of still having
meaningful abilities may include the provision of suitable
aids to help patients (e.g. to manage toilet visits by them-
selves as long as possible). The care staff may also facili-
tate open family communication about such identity issues
by posing questions to the patient and the family members
about individual challenges (that may be unknown to the
others)—for example, ‘In what way has the disease af-
fected you as individuals? As a family?’ Further family
discussions about how the family members can support
each other in these challenges may be encouraged by care
staff probing questions to each individual—for example,
‘In what way can the other family members support you
with what you find most worrying or challenging?’
Although all of the hypothesised domains significantly

related to the patients’ sense of support within the closest
family in the palliative care context, the results regarding
several of the subdomains (demographic, illness-related,
health-related quality of life, symptom intensity and attach-
ment security) contrasted to previous studies [8,9,14,17–21].

Limitations

In the study design, we made an assumption that examin-
ing one part (the patient’s perspective) of a system, which
consists of many different yet related parts (different sub-
systems as well as the palliative care unit as a supra-
system), leads to an accurate depiction of the entire
system. Although the patients’ perception of the function-
ing of the different parts is relevant and important per se,
this design has limitations in generalising one person’s

perspective to reflect the consensus of the family and
should be further studied with data collections from all
of the components. In addition, despite a high participa-
tion rate (62.9%) for a study of this type in patients with
disease at the palliative stage, the participants differed
from those who declined to participate and were also most
likely the least ill subsample of people receiving palliative
care services, and this finding may have consequences on
the generalisability of the results to older, single and more
severely ill patients. The design was cross-sectional and
can therefore only suggest causal relations. Moreover,
some limitations of the study relate to measurement
validity and reliability. Short questions or single questions
were used to minimise participant burden, while obtaining
relevant information. Although, most of these variables
were selected from valid and reliable instruments, a few
were constructed by the authors and had not been tested
before, and this may have implications for the inter-
pretations of the results. Finally, the limited range of sup-
port within the closest family scores reduces the
conclusions that can be made about patients with low
scores on this measure.

Conclusion

This study has identified several variables that relate to the
patients’ sense of support within the family in a palliative
care context. We have also presented a model (including
the patient’s sense (i) of security with the care, especially
the Care interaction, (ii) of general well-being for closest
ones and (iii) of support from other family members, rela-
tives or friends) that predicts a sense of support within the
family. The findings point to the potential value of inter-
ventions directed to identify patients close to death who
are at risk of suffering from lack of support within the
family and to strengthen their sense of such support based
on these findings and family system theory.
Future research may seek into also family members’

sense of support within the family in a palliative care
context, into longitudinal studies, into exploration of the
dynamics within the patient–family member dyads and
into interventions to enhance patients’ sense of support
within the family.
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