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Introduction

Cancer is ranked as the second leading cause of 
death worldwide and the continuous rise in the incidence 
especially in the less developed countries is of cancer 
warrants further study (Fitzmaurice et al., 2019). In 
Malaysia, cancer is the fourth leading cause of death, 
contributed to 12.6% of all deaths in public hospitals and 
26.7% in private hospitals (Registry, 2018). Although 
survival rates of cancer patients have improved with the 
advances of treatment, both patients and their family 
members continue to experience enormous burden in 
physical health and psychosocial wellbeing (Kimman et 
al., 2015, Ochoa et al., 2020). Caring for cancer patients 
had been shown to be more labour intensive compared 
to other chronic illnesses, and those who provide more 
intense support usually experienced worse outcome (Kim 
et al., 2008, Ochoa et al., 2020). In addition, majority 
of these family caregivers have no or little training in 
caring and are sometimes expected to assist in medication 
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administration, symptoms management as well as financial 
and emotional support (Given et al., 2001).

Quality of life (QOL) of patients and caregivers are 
generally difficult to maintain once a diagnosis of cancer 
is made (Kim et al., 2008, Vrettos et al., 2012). In recent 
years, attention had been given to the QOL of caregivers 
of cancer patients, which was previously neglected by 
many including the health professionals and community. 
It has been reported that as many as 60% of caregivers 
experienced some form of distress and worse mental and 
physical health (Dumont et al., 2006; Haun et al., 2014; 
Selamat et al., 2017). The decline of QOL of caregivers is 
mainly due to the emotional stress associated with caring 
loved one suffering from cancer, increasing financial 
burden associated with treatment, loss of income and the 
limitation of their social life (Kim et al., 2008; Geng at 
al., 2018; Turkoglu et al., 2012, Vashistha et al., 2019). 
Importantly, it had also been shown that QOL of caregivers 
has an impact on QOL of patients and vice versa (Shahi 
et al., 2014). 
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A recent study in Malaysia reported that caregivers to 
patients with malignant disease experienced significant 
caregiver burden when compared to those who cared for 
non-malignant disease (Ahmad et al., 2020). Similarly, 
QOL of caregivers to cancer patients in Singapore 
and other Asian countries were also reported to be 
worse when compared with the western counterparts 
(Lim et al., 2017). It was postulated that the different 
cultural practices and upbringing, where filial piety and 
“obligatory care” emphasized in an eastern culture, may 
have been the possible explanation (Lim et al., 2017).  
In Malaysia, where there is a diversity of population in 
terms of ethnicity as well as cultures and religions, there 
are only few studies which specifically looked at QOL 
of caregivers of cancer patients. Although Singapore has 
similar cultural background as Malaysia, the family size is 
generally smaller and socioeconomic status is higher when 
compared to Malaysian population. Hence, it is important 
to determine if QOL of caregivers of cancer patients in 
a middle income country such as Malaysia is indeed 
worse and to identify any other possible factors, such as 
household income, education level and psychological 
status, which may influence the QOL of caregivers.  To 
further understand the possible psychosocial factors which 
may affect the QOL of caregivers will be instrumental in 
introducing appropriate training or education program.  
This is especially pertinent when it had been demonstrated 
that caregivers who received intervention had higher QOL 
rating (Northouse et al, 2010).  

Materials and Methods

This is a cross sectional study which was conducted 
in a tertiary centre in Kuala Lumpur, Malaysia over a 
period of 2 years from November 2016 to October 2018. 
Patients who had been diagnosed of any form of cancers 
within 12 months of the study and being treated in the 
centre are identified at the ward and outpatient clinics. 
Main caregiver was defined as member of family who 
was the main person identified by patient as the carer, 
living with the patient and involved in the care for more 
than 3 months.  The inclusion criteria for the caregivers 
were: 1) age 18 years and above and 2) main caregivers. 
Both patients and caregivers must not have any cognitive 
impairment which would limit their ability to complete the 
questionnaires. Domestic maid was excluded as the main 
caregiver. All patients and caregivers provided written 
informed consent. The study was approved with the local 
institution ethics committee, 2016717-4017.

Study Instrument
Caregivers QOL were measured using The Caregiver 

Quality of Life Index-Cancer (CQOLC). CQOLC is 
a widely used validated disease specific questionnaire 
to measure caregiver’s QOL (Weitzner et al., 1999). It 
consists of 35 items relate to mainly burden, disruptiveness, 
positive adaptation and financial concerns which are rated 
on a five-point Likert-type scale. The total score was 
obtained by adding up all the scores of each item and 
higher score translate into better QOL (Weitzner et al., 
1999). The total score ranges from 0 to 88, with higher 

scores indicating greater caregiver burden. The CQOLC 
demonstrated good internal consistency and the Mandarin 
version of CQOLC has been previously validated and 
demonstrated good internal consistency reliability of 0.87 
(Tang et al., 2009). The Malay version had been validated 
and demonstrated a good reliability, with a Cronbach’s 
alpha of 0.90 (Lua et al., 2013).

Hospital anxiety and depressive scale (HADS), a 
self-screening questionnaire for psychopathological 
comorbidities was used to determine the psychological 
stress of both patients and caregivers (Zigmond et al., 
1983). HADS had a total of 14 items which is divided 
into 2 subscales, anxiety subscale (7 items) and depression 
subscale (7 items). A score of ≥8 for each subscale 
indicates clinical distress. The questionanire was validated 
and available in the two other languages used in Malaysia, 
i.e . Mandarin and Malay (Yong et al., 2016). The internal 
consistency for the Malay version was 0.87, for the anxiety 
subscale was 0.81 and for depression subscale was 0.73 
whereas the scales on Chinese version, the Cronbach’s 
alpha (α) was 0.81, for the anxiety subscale was 0.67 and 
for the depression subscale was 0.70 (Yong et al., 2016) .

These questionnaires were delivered to patients and 
caregivers according to their preferred language and 
returned on the same day. The questionnaires were all 
self-rated and took approximately 40 minutes to complete. 

Socio-demographic of patients and caregivers were 
collected included age, gender, marital status, education 
level, household income and relationship to each other. 
Patients’ clinical characteristics of patients include 
performance status (ECOG), underlying diagnosis, stage 
of disease and type of treatment received. 

Statistical Analysis
Descriptive statistics of the data are presented 

with n (%) and, for normalized variables are shown 
as “mean ± SD. The psychological status based on the 
HADS scores was compared between the patients and 
their caregivers. The normality of the distribution of 
the outcome variables namely, the HADS and CQOLC 
were examined using the Kolmogorov-Smirnov test. 
The univariate association analysis was conducted using 
a non-parametric test – Chi-Square test for categorical 
data. The outcome variables were categorized into two 
categories. For both subscales of HADS, eight (8) was 
used as the cut off scores. For the CQOLC, the means 
score of 92 was used as the cut off. For each subscale of 
the CQOLC, the means was also used for the division 
into two categories. The means burden was 25, disruptive 
was 20, adaptation was 20 and finance concern was 8. 
All the statistically significant variables in the univariate 
analysis were included into the logistic regression analysis. 
α = 0.05 was taken as the level of significance. Analysis 
was conducted using the Statistical Package for Social 
Sciences (IBM SPSS) version 20. 

Results

Patients and caregivers’ characteristics
A total of 512 patients/caregiver pair were approached 
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but only 458 gave consents and had complete information 
for analysis. The mean age of caregivers was 47 years and 
46.9% of the caregivers were spouses of patients. More 
than half of the caregivers were female. The mean age of 
patients was older than the caregivers (55.7 years vs 46.98 
years respectively). More than half of the caregivers were 
female. Performance status of most patients (83%) was 
good (ECOG PS 0-1). Majority of the patients (74%) had 
solid tumours and only 26% had haematological cancers. 
Table 1 showed the socio-demographic characteristics of 
patient and caregivers.

Symptoms of anxiety and depression were reported 
in 26% and 15.9% of caregivers respectively. There was 
significant difference between anxiety of patients and 
caregivers in which more caregivers reported anxiety 
compared to patients, p<0.001. The mean score of CQOLC 
is 91.25±20.79. The mean score for burden was 24.19 
±8.61; Disruptive (0-28) 19.12 ±6.38; Adaptation (0-28), 
9.00±5.23; and Financial Concern (0-12), 7.99 ±3.4. 

Predictors of psychological status of caregiver
Caregivers who were not of Malay race reported 

more anxiety and depression symptoms. Caregivers 
who looked after male patients and patients with poor 
performance status reported more anxiety symptoms. 
Caregivers reported significant depressive symptoms 
when patients exhibited anxiety and depression symptoms 
(Table 2 and 3).

Predictors of QOL among caregiver
We then further analysed associated risk factors of 

caregiver’s QOL measured by CQOLC and its domains 
using logistic regression model. Caregiver QOL was 
significantly associated with ethnicity and patients 
factors such as cancer types, stage of disease and anxiety 
symptoms. Caregivers of non-Malay ethnicity, those 
caring for patients with haematological cancers, more 
advanced stage and patients who were anxious had 
significantly poorer QOL (Table 4)

Table 5 demonstrated the different subdomains of the 
CQOLC. Non-Malay caregivers reported significantly 

Patients Caregiver
Age, years, Mean  ±SD 55.76 ±14.88 46.98±14.77
Female gender, n  (%) 268 (59) 248 (54.6)
Race, n (%)
   Malay 137 (30.2) 140 (30.8%)
   Chinese 266 (58.6) 260 (57.3%)
   Indian 45 (9.9) 47 (10.4%)
   Others 6 (1.3) 7 (1.5%)
Education
   Primary School 96 (21.1%) 42 (9.3%)
   Secondary School 197 (43.4%) 180 (39.6%)
   College/University 154 (33.9%) 228 (50.2%)
   None/Unknown 7 (1.5%) 4 (0.9%)
Household Income
   < RM5000 206 (45.4%) 221 (48.7%)
   > RM5000 101 (22.2%) 139 (30.6%)
   Unknown 147 (32.4%) 94 (20.7%)
Marital status
   Single 92 (20.3%) 115 (25.3%)
   Married 362 (79.7%) 339 (74.7%)
Concomitant Illness
   Yes NA 308 (67.8%)
Relationship with Patient
   Parent NA 53 (11.7%)
   Child NA 132 (29.1%)
   Spouse NA 213 (46.9%)
   Other NA 56 (12.3%)
Only Caregiver, Yes NA 146 (32.2%)
Main caregiver, Yes NA 203 (65.9%)
ECOG
   Good (0-1) 355 (82.8%) NA
   Intermediate (2) 42 (9.8%) NA
   Poor (3-4) 32 (7.5%) NA
Diagnosis
Solid Tumor 336 (74.0)
   Breast 129 (38.4%) NA
   Lung 19 (5.7%) NA
   Gastrointestinal 80 (23.8%) NA
   Prostate 6 (1.8%) NA
   Nasopharyngeal 22 (6.5%) NA
   Gynaecologic 25 (7.4%) NA
   Pancreatic 13 (3.9%) NA
   Others 42 (12.5%) NA
Haematological Malignancy 118 (26%) NA
   Acute Leukemia 29 (24.6%) NA
   Lymphoma 72 (61%) NA
  Myeloma 13 (11%) NA
   Others 4 (3.4%) NA

Table 1. Clinical Characteristics and Pyschological 
Status of Patients and Caregivers Patients Caregiver

Stage
   Early (I - II) 138 (30.4%) NA
   Advanced (III - IV) 279 (61.5%) NA
   Others* 18 (4%) NA
On Treatment 436 (96%) NA
Psychological status 
Anxiety
TOTAL HAS score, Mean 
(SD)

5.99 (4.19) 6.80 (4.07)

HAS≥11 91 (20.0) 118 (26.0)
Depression
TOTAL HDS score, Mean 
(SD)

5.78 (4.07) 5.48 (3.83)

HDS≥11 86 (18.9) 72 (15.9)

Table 1. Continued
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more disruptiveness and financial concerns. Caregivers 
of patients with haematological cancers reported 
significantly more disruptiveness whereas those who 
cared for more advance stage cancer patients reported 
more disruptiveness, burden and financial concerns. 
Caring for patients who were more anxious was associated 
with more burden and disruptiveness for the caregivers. 
Caregivers reported significantly more adaptation 
problems in low household income groups and caring for 
patients who exhibited depressive symptoms. Caregivers 
who reported anxiety and depression had significantly 
poorer QOL and in all subdomains of CQOLC.  

Discussion

In this study, the QOL of caregivers are better 
than what was reported from majority of the Asian 
countries but comparable to Thailand and western 
countries (Turkoglu et al., 2012; Northouse et al., 2010; 
Warapornmongkholkul et al., 2018). This may be due to 
the different patients’ cohort, although cultural differences 
and family dynamics and structures may have been 
other possible contributory factors, which unfortunately 
were not explored. In this study, caring for patients with 
haematological cancers appeared to have significantly 
worse QOL than those caring for solid tumours. This 

Caregiver’s factors Univariate analysis Multivariate analysis
HADS-Anxiety scoring, n (%) OR (95% CI) p value Adjusted OR (95% CI) p value

≤ 8 > 8
Age, years
     < 50 163 (67.6) 78 (32.4) 1.16 0.456
     ≥ 50 137 (64.3) 76 (37.5) (0.79-1.71)
Gender
     Male 139 (67.5) 67 (32.5) 1.12 0.567
     Female 161 (64.9) 87 (35.1) (0.76-1.66)
Malay
     Yes 102 (72.9) 38 (27.1) 1.57 0.042 1.7 0.031
     No 198 (63.1) 116 (36.9) (1.02-2.44) (1.05-2.75)
Muslim
     Yes 103 (73.0) 38 (27.0) 1.6 0.035 - -
     No 197 (62.9) 116 (37.1) (1.03-2.47)
Patient’s factor
Age, years
     < 50 84 (66.1) 43 (33.9) 1 0.986
     ≥ 50 216 (66.1) 111 (33.9) (0.65-1.55)
Gender
     Male 108 (58.1) 78 (41.9) 0.54 0.003 0.58 0.013
     Female 192 (71.6) 76 (28.4) (0.37-0.81) (0.37-0.89)
Cancer type
     Solid 231 (68.8) 105 (31.3) 1.56 0.043 1.12 0.681
     Hematological 69 (58.3) 49 (41.5) (1.01-2.41) (0.66-1.89)
Stage
     < III 122 (69.7) 53 (30.3) 1.31 0.195
     III and IV 178 (63.8) 101 (36.2) (0.87-1.96)
ECOG
     0 and I 249 (70.1) 106 (29.9) 2.21 0.001 1.81 0.032
    II and above 51 (51.5) 48 (48.5) (1.40-3.49) (1.05-3.10)
HADS-Anxiety
     8 and less 252 (73.9) 89 (26.1) 3.83 <0.001 3.29 <0.001
     More than 8 48 (42.5) 65 (57.5) (2.46-5.98) (1.96-5.51)
HADS-Depression
     8 and less 247 (71.8) 97 (28.2) 2.74 <0.001 1.35 0.268
     More than 8 53 (48.2) 57 (51.8) (1.76-4.26) (0.79-2.29)

Table 2. Factors associated with Anxiety of the Caretakers (n=454)

OR, odds ratio; CI, confidence interval; HADS, Hospital Anxiety and Depression Scale
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has not been well documented elsewhere as majority 
of the studies included only patients with solid cancers. 
However, a recent abstract reported a low mean CQOLC 
score of caregivers of patients with haematological cancers 
(78.34 ± 15.53) which is consistent with our findings 
(Mishra et al., 2018). Another study in China has also 
demonstrated that the QOL of caregivers of leukaemia 
patients were worse although the measurement method is 
different (Wang et al., 2020). Prolonged hospitalization 
due to the more intensive chemotherapy that these 
patients underwent was postulated as one of the possible 
explanations (Wang et al., 2020). This likely posed more 
distress and limitation to the caregivers’ normal activities 

as evident by significantly more disruptiveness reported 
by caregivers in the study (Wang et al., 2020). 

The prevalence of anxiety and depression symptoms 
in the caregivers in this study was 24.9% and 24.2% 
respectively. When compared to other studies, it appeared 
to be slightly lower than what have been reported (Vrettos 
et al., 2012; Haun et al., 2014; Song et al., 2011). According 
to the meta-analysis by Geng et al., (2018), anxiety and 
depression symptoms of caregiver can be as high as 
46.5% and 42.3% respectively. The QOL of caregiver 
is closely related to the presence of psychological stress 
and we found similar findings consistent with many other 
reported studies globally (Haun et al., 2014; Geng at al., 

Caregiver’s factors Univariate analysis Multivariate analysis
HADS-Depression scoring, n (%) OR (95% CI) p value Adjusted OR (95% CI) p value

≤ 8 > 8
Age, years
     < 50 193 (80.1) 48 (19.9) 1.23 0.358
     ≥ 50 163 (76.5) 50 (23.5) (0.78-1.93)
Gender
     Male 163 (79.1) 43 (20.9) 1.08 0.737
     Female 193 (77.8) 55 (22.2) (0.69-1.69)
Malay
     Yes 125 (89.3) 15 (10.7) 2.99 <0.001 2.83 0.001
     No 231 (73.6) 83 (26.4) (1.66-5.41) (1.54-5.20)
Muslim
     Yes 126 (89.4) 15 (10.6) 3.03 <0.001 - -
     No 230 (73.5) 83 (26.5) (1.68-5.48)
Patient’s factor
Age, years
     < 50 106 (83.5) 21 (16.5) 1.56 0.103
     ≥ 50 250 (76.5) 77 (23.5) (0.91-2.65)
Gender
     Male 138 (74.2) 48 (25.8) 0.66 0.069
     Female 218 (81.3) 50 (18.7) (0.42-1.03)
Cancer type
     Solid 266 (79.2) 70 (20.8) 1.18 0.511
     Hematological 90 (76.3) 28 (23.7) (0.72-1.95)
Stage
     < III 145 (82.9) 30 (17.1) 1.56 0.068
     III and IV 211 (75.6) 68 (24.4) (0.97-2.51)
ECOG
     0 and I 280 (78.9) 76 (21.1) 1.13 0.653
     II and above 76 (76.8) 23 (23.2) (0.66-1.92)
HADS-Anxiety
     8 and less 285 (83.6) 56 (16.4) 3.01 <0.001 1.9 0.026
     More than 8 71 (62.8) 42 (37.2) (1.87-4.85) (1.08-3.33)
HADS-Depression
     8 and less 291 (84.6) 53 (15.4) 3.8 <0.001 2.68 0.001
     More than 8 65 (59.1) 45 (40.9) (2.53-6.14) (1.54-4.69)

Table 3. Factors Associated with Depression of the Caretakers (n=454)

OR, odds ratio; CI, confidence interval; HADS, Hospital Anxiety and Depression Scale
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2018; Song et al., 2011). Although the prevalence of 
psychological distress is lower and this may translate to the 
better QOL of caregivers in our study, further evaluation 
of the caregivers’ psychological stress is still important 
to further improve their QOL.  

The higher prevalence of anxiety amongst caregivers 
when compared to patients in this study are consistent 
with what were reported previously (Haun et al., 2014; 
Kehoe et al., 2019; Mitchell et al., 2013). According to 
Haun et al., (2014), this could be explained by the lack 
of open communications and perceived non-disclosure 
of the disease by patients. It is important to realise that 
anxiety symptoms tend to be longer lasting compared 

Caregiver’s factors Univariate analysis Multivariate analysis
CQOLC, n (%) OR p value Adjusted OR p value

<92 ≥92 (95% CI) (95% CI)
Age, years
     < 50 113 (46.9) 128 (53.1) 1.25 0.233
     ≥ 50 88 (41.3) 125 (58.7) (0.86-1.82)
Gender
     Male 80 (38.8) 126 (61.2) 0.67 0.033
     Female 121 (48.8) 127 (51.2) (0.46-0.97)
Malay
     Yes 48 (34.3) 92 (65.7) 0.55 0.004 0.45 0.001
     No 153 (48.7) 161 (51.3) (0.36-0.83) (0.29-0.72)
Muslim
     Yes 48 (34.0) 93 (66.0) 0.54 0.003 - -
     No 153 (48.9) 160 (51.1) (0.36-0.82)
Patient’s factor
Age, years
     < 50 59 (46.5) 68 (53.5) 1.13 0.559
     ≥ 50 142 (43.4) 185 (56.6) (0.75-1.71)
Gender
     Male 99 (53.2) 87 (46.8) 1.85 0.001 1.48 0.068
     Female 102 (38.1) 166 (61.9) (1.27-2.71) (0.97-2.24)
Cancer type
     Solid 137 (40.8) 199 (59.2) 0.581 0.011 0.49 0.013
     Hematological 64 (54.2) 54 (45.8) (0.38-0.89) (0.28-0.86)
Stage
     < III 60 (34.3) 115 (65.7) 0.51 0.001 0.42 <0.001
     III and IV 141 (50.5) 138 (49.5) (0.35-0.76) (0.27-0.67)
ECOG
     0 and I 142 (40.0) 213 (60.0) 0.452 0.001 0.65 0.112
     II and above 59 (59.6) 40 (40.4) (0.287-0.72) (0.38-1.11)
HADS-Anxiety
     8 and less 131 (38.4) 210 (61.6) 0.38 <0.001 0.49 0.008
     More than 8 70 (61.9) 43 (38.1) (0.25-0.59) (0.29-0.83)
HADS-Depression
     8 and less 132 (38.4) 212 (61.6) 0.37 <0.001 0.64 0.094
     More than 8 69 (62.7) 41 (37.3) (0.24-0.58) (0.38-1.08)

Table 4. Factors associated with Quality of Life of Caretakers (n=454)

OR, odds ratio; CI, confidence interval; HADS, Hospital Anxiety and Depression Scale

to depression and with its negative effect on QOL, it is 
critical that the underlying causes of anxiety, which may 
include poor social support and financial burden, be further 
explored (Mitchell et al., 2013). 

In our study, female caregivers tend to have lower QOL 
score and experienced more burden and disruptiveness, 
although this was not demonstrated to be statistically 
significant after multivariate analysis. This is consistent 
with the recent meta-analysis where gender was also 
not found to be a factor associated with QOL (Geng at 
al. 2018). Other factors such as stage of cancer which 
had previously reported to affect QOL of caregivers are 
also demonstrated in this study (Lim et al., 2017). It is 
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Patient’s factors Univariate analysis Multivariate analysis
CQOLC (Burden), n (%) OR p value Adjusted OR p value
<25 ≥25 (95% CI) (95% CI)

Gender
     Male 101 (54.3) 85 (45.7) 1.56 0.021 1.42 0.084
     Female 116 (43.3) 152 (56.7) (1.07-2.27) (0.95-2.11)
Stage
     < III 63 (36.0) 112 (64.0) 0.61 <0.001 0.47 < 0.001
     III and IV 154 (55.2) 125 (44.8) (0.39-0.95) (0.32-0.70)
ECOG
     0 and I 160 (45.1) 195 (54.9) 0.61 0.028 0.73 0.19
     II and above 57 (57.6) 42 (42.4) (0.39-0.95) (0.43-1.17)
HADS-Anxiety
     8 and less 147 (43.1) 194 (56.9) 0.47 0.001 0.54 0.015
     More than 8 70 (61.9) 43 (38.0) (0.30-0.72) (0.32-0.89)
HADS-Depression
     8 and less 150 (43.6) 194 (56.4) 0.5 0.002 0.75 0.271
     More than 8 67 (60.9) 43 (39.1) (0.32-0.77) (0.45-1.25)
Caregiver’s factors CQOLC (Disruptive)

<20 ≥20
Gender
     Male 80 (38.8) 126 (61.2) 0.65 0.022 0.92 0.689
     Female 123 (49.6) 125 (50.4) (0.44-0.94) (0.59-1.41)
Malay
     Yes 43 (30.7) 97 (69.3) 0.43 <0.001 0.33 <0.001
     No 160 (51.0) 154 (49.0) (0.28-0.65) (0.20-0.53)
Muslim
     Yes 44 (31.2) 97 (68.5) 0.44 <0.001 - -
     No 159 (50.8) 154 (49.2) (0.29-0.67)
Patient’s factors 
Gender
     Male 100 (53.8) 86 (46.2) 1.86 0.001 1.48 0.083
     Female 103 (38.4) 165 (61.6) (1.28-2.72) (0.95-2.31)
Cancer type
     Solid 137 (40.8) 199 (59.2) 0.54 0.004 0.47 0.008
     Hematological 66 (55.9) 52 (44.1) (0.36-0.83) (0.27-0.82)
Stage
     < III 66 (37.7) 109 (62.3) 0.63 0.018 0.52 0.005
     III and IV 137 (49.1) 142 (50.9) (0.43-0.92) (0.33-0.83)
ECOG
     0 and I 143 (40.3) 211 (59.7) 0.44 <0.001 0.59 0.057
     II and above 60 (60.6) 39 (39.4) (0.28-0.69) (0.35-1.02)
HADS-Anxiety
     8 and less 133 (39.0) 208 (61.0) 0.39 <0.001 0.44 0.002
     More than 8 70 (61.9) 43 (38.1) (0.25-0.61) (0.26-0.75)
HADS-Depression
     8 and less 138 (40.1) 206 (59.9) 0.46 <0.001 0.88 0.648
     More than 8 65 (59.1) 45 (40.9) (0.30-0.72) (0.52-1.50)

Table 5. Factors associated with Domains of CQOLC (Burden, Disruptive, Adaptation and Finance Concern) of the 
Caretakers (n=454)
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Patient’s factors Univariate analysis Multivariate analysis
Caregiver’s factors CQOLC (Adaptation), n (%)

<20 ≥20
Income
     < RM5000 124 (56.1) 97 (43.9) 1.67 0.007 1.62 0.011
     ≥ RM5000 101 (43.3) 132 (56.7) (1.15-2.42) (1.12-2.36)
Patient’s factors
HADS-Depression
     8 and less 158 (45.9) 186 (54.1) 0.55 0.006 0.57 0.011
     More than 8 67 (60.9) 43 (39.1) (0.35-0.85) (0.36-0.88)
Caregiver’s factors CQOLC (Finance concern), n (%)

≤8 >8
Malay
     Yes 51 (36.4) 89 (68.6) 0.55 0.003 0.56 0.006
     No 161 (51.3) 154 (48.7) (0.36-0.82) (0.37-0.84)
Muslim
     Yes 51 (36.2) 90 (63.8) 0.54 0.003 - -
     No 161 (51.4) 152 (48.6) (0.36-0.81)
Patient’s factors
Stage
     < III 69 (39.4) 106 (60.6) 0.62 0.014 0.63 0.021
     III and IV 143 (51.3) 136 (48.7) (0.42-0.91) (0.43-0.93)
HADS-Depression
     8 and less 151 (43.9) 193 (56.1) 0.63 0.034 0.68 0.089
     More than 8 61 (55.5) 49 (44.5) (0.41-0.97) (0.44-1.06)

Table 5. Continued

OR, odds ratio; CI, confidence interval; HADS, Hospital Anxiety and Depression Scale 

understandable that caring for family members with 
advance stage of cancer may pose more stress to caregivers 
and this increase as patient loses autonomy (Dumont et 
al., 2006). 

Caregiving experiences had been shown to be complex 
and multidimensional. It is depended on many factors, 
not limited to religious beliefs, family dynamics as well 
as sociocultural background (Pharr et al., 2014). Different 
experience of caregiving among the different ethnicities 
had also been recently reported (Cook et al., 2018). 
A recent study in Malaysia reported that caregivers of 
Indian ethnicity for patients with gastrointestinal cancer 
had worse QOL (Abdullah et al., 2019). Similarly, in this 
present study we found that Malay caregivers had better 
QOL and mental health. This may have been partly due to 
the underlying religion and coping mechanism, however, 
further study ought to be conducted to explore this.

Advances in cancer treatment had translated into 
longer overall survival for patients, and many of 
these novel therapies are expensive. According to the 
ACTION study, a prospective longitudinal study in 
Southeast Asia, 48% of patients’ experienced financial 
catastrophe 12 months after diagnosis (Kimman et al., 
2015). This illustrated the severe stress that patients and 
family members having to go through, not only from the 
psychosocial aspect but also financial aspect. Caregivers of 
non-Malay ethnicities and those caring for advanced stage 
cancer reported significantly more financial concerns. 

Financial concerns have consistently shown to be one of 
the major challenges faced by family of cancer patients and 
this further contributed to their psychological stress (Geng 
at al., 2018; Bradley, 2019). Other factors which may be 
indirectly related to financial status such as accessibility 
to information and resources have also been demonstrated 
to significantly impacted QOL of patients and caregivers 
(Qan’ir et al., 2022). However, this was not specifically 
explored in this study. 

This study has several limitations. Firstly, only 
caregivers of patients receiving treatment in hospital were 
recruited and those who were under palliation were not 
captured. Secondly, this study only captured the data at one 
point in time. It is well documented that QOL is dynamic, 
and changes with time depending on patients’ health, and 
family dynamics. Lastly, this is a single centre study which 
may not be representative of the true situation in Malaysia.  
However, this is the first study in the South East Asia 
region which included a wide range of cancers patients 
and a relatively large number of patient-caregiver dyads. 

In conclusion, this study highlighted the importance of 
screening for psychological distress amongst caregivers 
of cancer patients. It illustrates the importance of creating 
awareness amongst physicians and policy makers of the 
psychological and social challenges, including financial 
concerns, which caregivers are facing and the need for 
additional support. As concluded by Northouse et al., 
(2010), targeted and specific interventions including 
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education program and support group may be helpful 
to improve their QOL. This is especially relevant in 
developing country such as Malaysia where advanced 
hospice and community support is lacking. Thus, relevant 
stakeholders should attempt to address this pertinent 
issue and to develop relevant program to mitigate the 
psychological stress faced by the caregivers. 
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