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Abstract

Background Family caregiving is common and important

in Taiwanese culture. However, the combination of antic-

ipated loss, prolonged psychological distress, and the

physical demands of caregiving can seriously compromise

the quality of life (QOL) of a family caregiver (FC). The

effect of caring for a dying cancer patient on a FC’s QOL

has been explored in western countries—primarily with

small sample sizes or short-term follow-ups—but has not

yet been investigated in Taiwan. Therefore, the purposes of

this study were to: (1) identify the trajectory of the QOL of

FCs of terminally ill cancer patients in Taiwan; and (2)

investigate the determinants of the QOL of FCs, in a large

sample and with longer follow-ups, until the patient dies.

Methods A prospective, longitudinal study was con-

ducted among 167 FCs. Trajectory and determinants of

FCs’ QOL were identified by a generalized estimation

equation (GEE).

Results Caregiving for a terminally ill cancer patient

extracts a toll from a FC’s QOL and causes it to deteriorate

significantly over time. The results from the multivariate

GEE analysis indicated that this deterioration of a FC’s

QOL reflects the patient’s increasing distress from symp-

toms, the gradual loss of confidence in caregiving and an

increased subjective caregiving burden on the FC as the

patient’s death approaches, and a weaker psychological

resource (i.e., sense of coherence) of the FC.

Conclusion Taiwanese FCs’ QOL deteriorated signifi-

cantly as the patient’s death approached. This study

contributes to the family caregiving literature by using

longitudinal data to confirm that the available psycholog-

ical resource of a FC and the ‘appraisals of caregiving’ are

more salient in determining a FC’s QOL than the patient’s/

FC’s characteristics and the caregiving demands.

Keywords End-of-life care � Family caregiving �
Quality of life � Sense of coherence �
Terminally ill cancer patients

Introduction

A recent national survey [1] in the United States of

America indicated that family caregivers (FCs) provide

care to approximately three-quarters of the chronically

disabled elderly in their last year of life. In Taiwan, due to

the Confucian idea of filial piety and the traditional care-

giving ideology, family caregiving is an important and

integral element; it is commonly practiced because the

Taiwanese see it as a repayment to their parents or family

members. Cancer has been the leading cause of death in
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Taiwan since 1982 and accounted for 28.1% of total deaths

in 2006 [2]. Statistics show that nearly 90% of dependent

and chronically ill (including terminally ill cancer) patients

in Taiwan receive care from their family members [3]. The

statistics for the USA and Taiwan underscore the consid-

erable influence that families exert on end-of-life care in

both Western and Eastern cultures. Their involvement also

represents an important conceptual dimension of what

constitutes a good death [4, 5].

Decades of research on the effects of family caregiving

to chronically disabled patients has documented that being

a FC is stressful and has deleterious consequences for FCs.

Caregiving responsibilities generate competing demands

that make FCs vulnerable to physical diseases and psy-

chological distress, which hinder their social engagement

[6–8] and extend into the bereavement stage, with diffi-

culties in adjustment and increased morbidity and mortality

[9, 10]. Therefore, intense caregiving is subject to a variety

of public health concerns [11]. It is in the interest of both

public health and fiscal solvency that the caregiving burden

experienced by FCs is reduced.

The combination of anticipated loss, prolonged psy-

chological distress, and the physical demands of caregiving

can seriously compromise FCs’ quality of life (QOL) when

they provide end-of-life care to a terminally ill cancer

patient [1, 12–14]. Such negative impact on QOL may

increase over time [15]. While the QOL of FCs is impor-

tant in its own right, it is also integral to the dying patient’s

well-being. If the informal networks become too stressed,

homecare arrangements may collapse and may result in

institutionalization of patients [16, 17] and death at a

hospital or nursing home, which is generally not what the

patient wishes [18].

The effects of caring for a dying cancer relative on a

FC’s QOL has moved to the forefront in recent years [19]

and has been explored in western countries [12–15].

However, it has not yet been investigated in Taiwan. Fur-

thermore, Kitrungrote and Cohen [20] have indicated that

one of the insufficiencies in research on the QOL of cancer

patients’ FCs is a lack of longitudinal research. Among the

28 studies reviewed, 18 assessed the QOL of FCs only

once. Cross-sectional design may not capture the fluctua-

tions of care tasks, caregiving burden, FCs’ psychological

distress, and the impact of caregiving on the FC’s QOL as

the patient’s disease progresses and death approaches.

Even among the researchers who had aimed at investigat-

ing the longitudinal change pattern of the QOL of FCs who

provide end-of-life care to cancer patients, they used either

a small sample size (N \ 60) [14, 15, 21, 22] or a short-

term (1 month) follow-up design [22–24]. Family care-

givers may be physically and psychologically robust

initially, but they become exhausted when the patient’s

death approaches. Caregiving experiences at the very end

of a patient’s life may be more important in deciding the

degree of FCs’ QOL than what was measured earlier.

In addition, research which investigates the determi-

nants of the QOL of FCs who provide care to patients at

their end of life rarely uses a comprehensive approach to

incorporate the four categories of factors suggested by

researchers [19, 25, 26]: (1) contextual factors, (2) care-

giving demands, (3) available psychological and social

resources, and (4) appraisals of the caregiving situation.

The literature indicates that psychological resources play a

prominent role in deciding the effects of caregiving on a

FC’s QOL because inner strength can channel the experi-

ences that one encounters [26, 27]. Furthermore, a

cognitive appraisal of the stressful situation, which is based

on the assessment of balance between demands and

resources available and the FC’s efficacy of coping with

the situation as perceived by the individual, is key to

understanding the effects of stressors on an individual’s

well-being [27]. Antonovsky [28] found that people can

experience an inner sense of coherence (SOC) despite

extremely pressing circumstances, such as providing care

to a loved one at his or her end of life. In this study, SOC is

assumed to be an important aspect of FCs’ psychological

resources that can help them cope with and meet the

challenges of caregiving for a loved one at the end of life

and determine the outcomes of that caregiving. If FCs can

find meaning in caregiving, clearly comprehend the

demands imposed by caregiving, and perceive that the

necessary resources for fulfilling these demands are ade-

quately at their disposal, then the probability of a positive

caregiving outcome will be high (i.e., a better QOL).

Therefore, the purposes of this prospective, longitudinal

study were to: (1) identify the trajectory of FCs’ QOL of

terminally ill cancer patients in Taiwan; and (2) investigate

the roles of the four aforementioned categories of factors in

determining the QOL of a FC in a large sample and con-

tinue following the FCs until the patient dies. If there is a

clear understanding of the QOL experienced by FCs’ as

cancer patients approach death, and a fuller appreciation of

the detrimental effects that caregiving challenges are likely

to have on FCs’ QOL, adequate and appropriate healthcare

resources can be allocated and effective interventions may

be initiated to improve the QOL of FCs when they provide

important services to their loved one and society.

Methods

Study design and sample

From March 2005 to October 2006, a prospective, longi-

tudinal study was conducted at the general medical

inpatient units of three medical centers and two regional
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teaching hospitals in northwestern Taiwan in order to fulfill

the aims of this study. A convenience sample of FCs was

recruited. The eligibility criteria were that they had to be a

family member who: (1) had a relative with terminal stage

cancer as judged by the patient’s physician; (2) were

identified by the patient as the person most involved with

their actual care; (3) were 21 years of age or older; (4) were

willing to participate and could communicate with the data

collectors. The research ethics committees of the study

sites approved the research protocol. Written informed

consent was obtained from all FCs.

Measurements

Outcome variable

The QOL of FCs was measured with the Caregiver Quality

of Life Index-Cancer (CQOLC) [29]. The CQOLC consists

of 35 items and uses a five-point scale that ranges from 0

(not at all) to 4 (very much) to measure the effect of the

illness of cancer patients and caregiving on FCs’ physical,

emotional, social, and family functioning. Potential scores

of the CQOLC range from 0 to 140, with higher scores

indicating a better QOL. The CQOLC had extensive psy-

chometric support in a number of samples for acceptable

internal consistency, content validity, convergent and dis-

criminant validity, known groups, and concurrent validity

[30]. The Cronbach’s alpha for the CQOLC in this study

was 0.91.

Independent variables

The rationale for the selection of variables is primarily

conceptual [25, 26] and empirical [19–21, 25] in nature.

(1) Contextual factors: Characteristics of FCs included

gender, age, whether they were the patient’s spouse,

and whether they had any chronic diseases.

Demographic and disease-related characteristics of

patients included age, length of survival since diag-

nosis, and comorbidities. Family-perceived patient

symptom distress was measured by the Symptom

Distress Scale (SDS) [31], an instrument that assesses

13 common symptoms of cancer patients. Each

symptom is ranked on a scale that ranges from 1

(normal or no distress) to 5 (extensive distress). The

total score ranges from 13 to 65, with higher scores

indicating a greater level of distress (Cronbach’s

alpha = 0.85 in this study).

(2) Caregiving demands referred to care tasks and level

of care. Care tasks and level of care were measured

by the amount of assistance provided in personal care,

homemaking, transportation, and health care, as

determined by Emanuel et al. [32]. Family caregivers

were asked to rate the amount of assistance they

provided to the patients in each of these four

categories on a 4-point scale that ranged from ‘‘none

at all’’ to ‘‘a lot’’. A composite score for the intensity

of total assistance provided was computed by sum-

ming the scores of those four items, with a range from

4 to 16 (Cronbach’s alpha = 0.87 in this study).

(3) Psychological resources: Antonovsky’s SOC scale

[28] was used to measure FCs’ psychological

resources. Respondents were asked to select a

response on a seven-point semantic differential scale

with two anchoring phrases on 13 items. Sample

items of the SOC scale include: ‘‘How often do you

have the feeling that there’s little meaning in the

things you do in your daily life?’’; ‘‘Do you have the

feeling that you are in an unfamiliar situation and

don’t know what to do?’’; and ‘‘How often do you

have feelings that you’re not sure you can keep under

control?’’. The total score ranges from 13 to 91, with

higher scores indicating a stronger SOC. Internal

consistency and its construct validity were well

established [33]. Cronbach’s alpha was 0.88 in this

study.

(4) Appraisal of the caregiving situation: the appraisal

was measured by the degree of the FC’s confidence in

caregiving and the extent of subjective caregiving

burden they perceived.

Confidence in caregiving was measured by the three

items developed by Teno et al. [34]. These three items

measure how confident the FC’s perception is of what

to expect while the patient is dying, what to do at the

time of the patient’s death, and how to take care of the

patient at home. Each item was measured on a 3-point

scale (1 = not at all confident, 2 = fairly confident,

3 = very confident). A composite score for confidence

in caregiving was computed by summing the scores of

those three items (Cronbach’s alpha = 0.85).

Perceived subjective caregiving burden was measured

by the Caregiver Reaction Assessment (CRA) [35].

The CRA includes both negative and positive dimen-

sions of caregiving reactions. The self-esteem subscale

measures the positive aspect derived from caregiving

and assesses whether providing care was rewarding

(i.e., I will never be able to do enough caregiving to

repay my ill family member; I feel privileged to care for

my ill family member). The schedule subscale assesses

the impact of providing care on the FCs’ usual

activities, including whether providing care has forced

them to eliminate activities and if providing care has

interfered with relaxation. The support subscale mea-

sures the ability of the family to support the FC and to
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work together in the care situation, and it also measures

the FC’s perception of being abandoned by other

family members. The other dimensions of the CRA

include how caregiving affects the health and financial

situation of the FC. For the scoring of the CRA, the data

were transposed prior to data analysis where necessary,

so that a score of ‘‘1’’ always indicated the least and ‘‘5’’

the most negative impact of caregiving on each item.

For each subscale, a total score was computed as the

average of the subsequent item scores. In this study, the

Cronbach’s alphas for the subscales ranged from 0.68

to 0.85.

All instruments used in our study were translated into

Chinese through a cyclic process of forward translations,

back translations, and expert evaluation of equivalence by

bilingual and English speaking experts, and was validated

by the principal investigator’s previous studies [36, 37].

Data collection

Primary physicians at each study site were given a detailed

explanation regarding the purpose of the study and were

asked to identify terminally ill cancer patients. After the

eligibility criteria of the FCs had been verified, the pur-

poses and procedures of our study were explained to

potential subjects by Master’s- or Doctoral level oncology

nurses who were not involved in the clinical care of the

terminally ill cancer patients or their FCs, so that coercion

to participate or participation due to social desirability

would be avoided. All data collectors were trained in the

recruitment of subjects and in conducting interviews

through small group sessions and were individually coa-

ched by the principal investigator and two senior project

managers. Potential subjects were invited to participate in

this study with the understanding that participation was

voluntary and that declining to participate would not

impact on their ill relative’s future medical care.

After the FCs had agreed to participate, they were ini-

tially interviewed prior to the patients’ discharge from the

hospital. Since the SOC generally has been recognized as a

stable trait of an individual [33], the characteristics of the

FCs, the demographic and disease-related characteristics of

the patients, and the SOC were measured at the initial

interview only. The other variables were re-assessed at a

2-week interval until the death of the patient by personal

interviews.

Statistical analysis

Data were first descriptively analyzed so that the distribution

of all study variables could be checked. To compare the QOL

scores measured by different QOL instruments across the

published studies, we constructed a proportional score of 100

for each of the QOL instruments, to represent a perfect QOL,

while a score of 0 meant the QOL was abysmal. To explore

the trajectory of the FCs’ QOL, we determined the proximity

in time to the patient’s death as the period between the time of

the patient’s death and the day that the interview was con-

ducted. To illustrate graphically the change of mean scores

on the Caregiver Quality of Life Index-Cancer scale, we

further categorized the proximity in time to the patient’s

death into 1–30 days, 31–90 days, 91–180 days, and

[181 days as conventionally used in the estimation of sur-

vival for terminally ill cancer patients [38, 39].

We analyzed the proximity in time to the patient’s death

as a continuous variable to assess its association with the

QOL scores, using a generalized estimation equation

(GEE) [40]. The GEE uses robust standard error estimates

to take into account within-subject correlations of the QOL

scores during the follow-up period. The unequal numbers

of follow-up assessments among study subjects was taken

into consideration in the GEE analysis because the GEE

model used the information obtained from each assessment

as the analytical unit. In addition to using the traditional P

value to judge statistical significances of differences in

QOL scores measured at different time points, we treated a

change of approximately 5% to 10% or more of the total

score of a QOL scale over time as a perceptible change, or

minimal clinical important difference, as suggested by

Osoba et al. [41]. P values indicate the likelihood that the

difference occurred by chance. Clinically important dif-

ference goes beyond statistical significance to decide

whether the statistically significant difference is large

enough to have implications for clinical care [42].

The GEE was also used to assess the significance of the

crude association between the QOL scores and the selected

independent variables individually. Those variables that

were significantly associated with the QOL scores in the

bivariate analyses were further included in a multivariate

GEE to assess their independent associations with the QOL

scores. For each significant predictor of the QOL scores, an

interaction term of the proximity in time to the patient’s

death with that predictor was fitted into the GEE to assess

whether the magnitude of the association of the QOL

scores with that significant predictor remained constant

over time during the observation period.

Results

Sample description

A total of 253 FCs of terminally ill cancer patients was

recruited. Of them, 47 (18.5%) did not complete follow-ups
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due to various reasons, i.e., too busy in providing care or

participation in the study was perceived as too demanding.

There were 167 FCs whose ill relative died during the study

period, and 39 FCs remained active in participation in this

study on 31 October 2006. Hereafter, this report is only

concentrated on the 167 deceased patients’ FCs. In general,

no significant differences were found in any of the inde-

pendent variables, nor in the QOL scores measured at the

initial interview between the deceased patients’ FCs and

those who did not complete the follow-ups. However, the

FCs who did not complete the follow-ups perceived that their

ill relative suffered from less symptom distress (mean ±

SD = 27.80 ± 7.96 vs. 32.16 ± 7.66, respectively,

P = 0.0006) and that they provided less assistance in per-

sonal care (mean ± SD = 2.67 ± 1.03 vs. 3.08 ± 0.92,

P = 0.007).

The majority of FCs were female (68.3%), married

(88.6%), the patient’s spouse (41.9%) or an adult child

(32.9%), living with the patient (74.9%), and with an

educational level equal to or higher than high school

(57.8%). The mean age of the FCs was 50.3 years. One-

third (N = 55, 33.1%) of the FCs had a chronic disease

such as hypertension (29.6%), diabetes (7.2%), gastric

ulcer (6.0%) or heart disease (4.2%).

Two-thirds of the patients (62.9%) were male. The mean

age of the patients was 65.0 years. The most common

diagnoses among the patients were lung cancer (30.5%),

hepatoma (16.2%), colon–rectal cancer (15.0%), gastric

cancer (7.8%), and hematological malignancies (7.2%). Of

the patients, 60.5% had additional chronic diseases other

than the cancer. On average, the patients had been diagnosed

18.66 ± 18.13 months previously (range 1–69 months,

median 13 months). The mean length of patients’ survival

after the FCs’ enrollment into this study was 98.05 ± 92.75

(range 2–409, median 64) days, and, on average, the FCs

were interviewed 5.78 ± 3.90 (range 1–25, median 5.0)

times.

Trajectory of the QOL of family caregivers

of terminally ill cancer patients

The result of the simple GEE analysis indicated that the

further away the time was from the death of the patient, the

better the Caregiver Quality of Life Index-Cancer scores

(Table 1). In other words, the FCs’ QOL deteriorated as the

patient’s death approached. Figure 1 illustrates the change

in mean scores of the FCs’ QOL over time. The mean

Table 1 Association between the quality of life scores and the selected independent variables in bivariate analyses

Potential predictors Parameter SE Z P

Proximity in time to the patient’s death 0.03 0.01 2.49 0.0127

Characteristics of the family caregiver

Gender (female = 1; male = 0) -6.81 2.71 -2.51 0.0120

Spousal relationship with the patient (yes = 1; no = 0) -1.86 2.65 -0.70 0.4825

With any chronic diseases (yes = 1; no = 0) -0.89 3.00 -0.30 0.7662

Age -0.02 0.10 -0.15 0.8804

Demographic and disease-related characteristics of the patient

Age -0.02 0.11 -0.20 0.8447

Length of survival after diagnosis 0.03 0.01 2.18 0.0296

With any additional chronic diseases other than the cancer (yes = 1; no = 0) -1.43 2.84 -0.51 0.6129

Symptom Distress Scale total score -1.22 0.13 -9.45 \0.0001

Caregiving demands

Intensity of total assistance provided -1.81 0.35 -5.19 \0.0001

Psychological resources

Sense of Coherence total score 0.54 0.08 7.12 \0.0001

Appraisals of caregiving

Confidence in caregiving 3.86 0.84 4.58 \0.0001

Subjective caregiving burden (subscale score on the Caregiving Reaction Assessment scale)

ESTEEM -1.61 0.31 -5.16 \0.0001

HEALTH -3.51 0.28 -12.62 \0.0001

SCHEDULE -2.98 0.23 -12.87 \0.0001

FINANCE -3.52 0.33 -10.82 \0.0001

SUPPORT -2.46 0.17 -14.61 \0.0001
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scores (SD) on the Caregiver Quality of Life Index-Cancer

measured 1–30 days, 31–90 days, 91–180 days, and

[181 days prior to the patient’s death were 76.76 (23.38),

77.72 (23.23), 82.01 (20.99), and 85.19 (20.69), respec-

tively. This result showed a significant linear trend of

increase in the mean QOL scores (Z = 2.49, P = 0.01)

away from the time of the patient’s death. The constructed

proportional scores of the QOL measured at different time

points ranged from 54.8 to 60.9. A 6.1% increase in the

Caregiver Quality of Life Index-Cancer total scores was

found between what was measured 1–30 days prior to the

patient’s death and that measured [181 days prior to the

patient’s death.

Determinants of the QOL of family caregivers of

terminally ill cancer patients

The results of bivariate analyses of the associations

between the QOL scores and the independent variables are

presented in Table 1. Only the gender of the FC, the length

of survival after diagnosis, the extent of symptom distress

of the patient, the intensity of total assistance provided, the

strength of the FC’s SOC, the confidence in caregiving, and

the subjective caregiving burden were identified to be

significantly associated with the degree of QOL reported

by the FC.

The variables that showed significant associations with

the QOL scores in bivariate analyses were fitted into a

multivariate GEE model. The results are shown in Table 2.

Seven factors remained significant in association with the

QOL scores among FCs, but the proximity in time to the

patient’s death was no longer significant in predicting a

FC’s QOL. Family caregivers experienced a poorer QOL if

they reported that their ill relative experienced a higher

degree of symptom distress and indicated that they endured

a greater negative impact of caregiving on their own health,

daily schedule, finance, and family support. In contrast,

FCs enjoyed a better QOL if they expressed more confi-

dence in providing end-of-life care to their ill relative and

reported a greater strength of SOC. Assessments of the
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Fig. 1 The pattern of change in quality of life scores during the

patient’s dying process for family caregivers of Taiwanese terminally

ill cancer patients

Table 2 Multivariate analyses of determinants for quality of life among family caregivers

Potential predictors Parameter SE Z P

Proximity in time to the patient’s death -0.0003 0.0065 -0.0400 0.9688

Characteristics of the family caregiver

Gender (female = 1; male = 0) 0.9314 1.9235 0.4800 0.6282

Demographic and disease-related variables of the patient

Length of survival after diagnosis -0.0109 0.0090 -1.2100 0.2261

Symptom Distress Scale total score -0.7216 0.1175 -6.1400 \0.0001

Caregiving demands

Intensity of total assistance provided -0.0679 0.2114 -0.3200 0.748

Psychological resources

Sense of Coherence total score 0.2016 0.0587 3.4300 0.0006

Appraisals of caregiving

Confidence in caregiving 2.1493 0.4910 4.3800 \0.0001

Subjective caregiving burden (subscale score on the Caregiving Reaction Assessment scale)

ESTEEM 0.2425 0.2014 1.2000 0.2284

HEALTH -1.0545 0.3417 -3.0900 0.002

SCHEDULE -1.3419 0.2409 -5.5700 \0.0001

FINANCE -0.8652 0.2963 -2.9200 0.0035

SUPPORT -1.5551 0.1739 -8.9400 \0.0001
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interactions between each of the seven identified determi-

nants of the QOL scores and the proximity in time to the

patient’s death indicated that none of these factors signif-

icantly interacted with the proximity in time to the patient’s

death (Table 3). In another words, the independent effects

of these seven significant determinants did not vary with

the proximity in time to the patient’s death.

Discussion

This study is the first to reveal that caregiving for terminally ill

cancer patients in Taiwan takes a substantial toll on FCs’

QOL, especially when the patient’s death is imminent. The

constructed proportional scores of QOL measured at different

time points indicate that providing end-of-life care to an ill

relative compromises a FC’s QOL to score only at a moderate

level (54.8–60.9 on a 0–100 scale). Compared to scores in the

documented literature for FCs of terminally ill cancer patients

(the constructed proportional QOL scores ranged from 54.8 to

77.1 on a 0–100 scale) [12–14, 21, 23, 43, 44], the scores from

the current study are at the lowest end and are only higher than

those reported by Sherman et al. [14] and Meyers and Gray

[44] (54.8 and 60.0, respectively, on a 0–100 scale). In addi-

tion, contrary to the majority of findings from western

countries, which reported that the QOL of hospice patients’

FCs stays relatively stable, even close to the time of the

patient’s death [14, 21, 23], the QOL of Taiwanese FCs of

terminally ill cancer patients deteriorated significantly over

time (6.1% of deterioration). In the west, only Axelsson and

Sjödén [15] from Sweden observed deterioration of a FC’s

QOL as the patient’s death approached. These comparisons

illustrate the plights of Taiwanese FCs of terminally ill cancer

patients. By the criterion of Osoba et al. [41], the deterioration

of Taiwanese FCs’ QOL in this study was not only statistically

but also clinically significant. In our study, the demands in

caregiving increased substantially in the last 3 months of the

patient’s life (data not shown). As FCs provided more assis-

tance to their terminally ill cancer patient, they increased their

risk of being negatively affected by the caregiving. In our

previous study [37], we found that Taiwanese FCs of

terminally ill cancer patients were at an extraordinarily high

risk of being afflicted by depressive symptoms (75.9% scored

higher than 15 on the Center for Epidemiological Studies-

Depression (CES-D) scale). The present study demonstrated

that FCs are also vulnerable to a substantial decline in their

QOL, especially when their ill relatives approach the very end

of their lives. Although filial piety is considered the most

important virtue in the Taiwanese culture, a price may need to

be paid to uphold these traditional cultural values in today’s

socioeconomic climate. It is imperative for our society to

recognize the negative impact of caregiving on FCs’ QOL and

to increase support for caregivers to offset the effects of

caregiving stress.

The results from the multivariate analysis indicated that

the deterioration of the FC’s QOL over time is actually a

reflection of the patient’s increasing symptom distress, the

gradual loss of confidence in caregiving and the increased

subjective caregiver’s burden as the patient’s death

approaches, as well as a weaker SOC of the FC. These

results are generally inline with the findings in other cross-

sectional studies. In the existing literature, researchers

found a pattern: the lower the patient’s symptom level, the

higher the QOL of the FC [45, 46]. Researchers also sug-

gested that if FCs know what to expect when they provides

end-of-life care at home, their stress levels would decrease,

thereby giving them a higher level of confidence in care-

giving and, subsequently, a better QOL [46, 47]. In

addition, as FCs perceive the degree to which caregiving

has changed their various life domains (such as daily

schedule, health, family support, and financial sufficiency

in meeting the patient’s medical care needs) for the worse,

their subjective caregiving burden increases and their QOL

decreases [12, 20, 48, 49]. In this study, the SOC construct

reflects a FC’s psychological resource to respond to

stressful situations. From the systematic review of factors

identified as important in determining a FC’s QOL,

Kitrungrote and Cohen [20] concluded that a FC’s inner

strength (such as self-efficacy) was positively related to

his/her QOL. Although the impact of SOC on the QOL has

not been explored in FCs of terminally ill cancer patients,

our study contributes to the family caregiving literature by

using longitudinal data to confirm the conclusion drawn

from several systematic reviews [8, 25]: that the inner

strength of a FC (i.e., the SOC) and the ‘‘appraisals of

caregiving’’ are more salient in determining the caregiving

outcomes than the patients’ or caregivers’ characteristics

and the objective caregiving loads.

This study has several limitations that should be men-

tioned before the results can be fully applied: the

representation of the targeted population may be compro-

mised by the convenience sample used in this study;

generalizability of the findings from this study may not

apply to FCs of terminally ill cancer patients who receive

Table 3 Interactions between significant determinants and the

proximity in time to the patient’s death (DAY)

Significant determinants of quality of life P

Symptom Distress Scale total score 9 DAY 0.8465

Sense of Coherence total score 9 DAY 0.6890

Confidence in caregiving 9 DAY 0.2070

HEALTH 9 DAY 0.1036

SCHEDULE 9 DAY 0.0917

FINANCE 9 DAY 0.1811

SUPPORT 9 DAY 0.0760
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care other than at the five study sites or who reside in other

geographical areas. Nevertheless, the study sample largely

resembled cancer patients who died in Taiwan in 2006 [2]

in the distributions of gender, age, and disease categories,

although patients with hematological malignancies were

over-represented. In our study, the in-depth examination of

the roles of the Taiwanese cultural norms for caregiving

(such as upholding a sense of filial piety and the extent of

commitment to the family), the quality of the patient–FC

relationship prior to the cancer episode or the length of

caregiving on the FCs’ QOL was limited. In addition,

concurrent caregiving responsibilities and previous losses

or bereavement experiences of the FC were not measured

either. This study only investigated the main effects of the

SOC in determining the level of FCs’ QOL. In future

studies, the influence of the SOC and social resources

(including the impact of the rapidly changing socio-cultural

climate of modern Taiwan) toward caregiving on mediat-

ing the relationship between caregiving stressors and

caregiving outcomes should also be taken into consider-

ation. However, the determinants of a FC’s QOL identified

in this study give clues as to where interventions should be

targeted. The effects of caregiving to terminally ill cancer

patients on a FC’s QOL may be tempered substantially

through the individual’s psychological strength and resil-

ience. Therefore, successful improvement to FCs’ QOL

may be achieved by developing strategies that can enhance

a FC’s psychological resources, such as the SOC, to help

them find meaning in caregiving, improve the under-

standing of the demands and challenges of caregiving, and

make resources available to manage caregiving tasks.

Healthcare providers should assist FCs to manage patients’

symptom distress, which, in turn, may increase FCs’ con-

fidence in caregiving. Interventions that target the

reduction of FCs’ negative subjective caregiving burden

should be implemented. In fact, recent research yielded

exciting results regarding the effectiveness of interventions

in successfully facilitating positive appraisals of caregiving

[50] and improving the QOL of FCs over time [24, 51]. By

enhancing the FCs’ psychological resources (i.e., SOC), the

burden of caregiving may be lightened, the negative impact

of caregiving may be reduced, and an optimal quality of

life for the FCs may be obtained.
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