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ABSTRACT
Objective: To determine the strain of caregivers of patients receiving palliative care by YOKUK@Sayang Home Care in the 

community of Kelantan state.
Design: Cross sectional study using a validated Malay version of Caregiver Strain Index (CSI). 
Setting: Caregivers of patients who resided and looking after patients at home. The patients were those who have life limit-

ing conditions and requiring ongoing support in the community, in the state of Kelantan.
Methods: The caregivers were given standardized Caregiver Strain Index questionnaire in Malay language which consisted 

of 13 items covering various domain of stress in caregivers. Explanation given and consent taken by the YOKUK@Sayang Home 
Care personnel. Raw data was process using SPSS version 22 and further analysis was made descriptively. 

Result: Of 122 caregivers, 39.3% was identified to have significant stress. The score was markedly high in physical, routine, 
anxiety and financial strain (considering 80% caregivers' responses is the cut off for markedly high strain). In the non-signifi-
cant strain group, anxiety has been identified to be common (more than 50%) the dominant domain reported in this study. 

Conclusion: Our study showed a near mirror image to the findings in other countries despite different population back-
ground. There is a need to improve the caregiving condition by imparting adequate measure to reduce the strain level especially 
the one with greater strain index.
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INTRODUCTION

Palliative care in Malaysia is not universally well established espe-
cially in rural part of the country in Malaysia. In Kelantan, home based 
palliative care was started as community engagement project by collab-
orative partnership between Hospital Universiti Sains Malaysia (USM) 
and Yayasan Orang Kurang Upaya Kelantan (YOKUK), a local 
non-governmental organization, in 20131). The homecare teams deliver 
community based palliative care according to patients needs, with the 

medical support from major hospitals in Kelantan. It is known that care-
givers of patient with life limiting condition may face various type of 
strains. Previous studies identified factors such as perception of strain, 
stress, mood, handicap, adjustment, social support, life satisfaction, per-
sonality, and patient's independence were associated with strain2). Carer 
characteristics were considered important contributing factors in the 
experience of the strain. Factors which influence the strain are stressors, 
resources, and outcomes. These not only come from traumatic events, 
but also from one's position in the social structure.

There was relatively scanty evidence in the literature on assessment 
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of caregiver's strain in Malaysia. Most of the studies focused on specific 
subgroup of patients. It is known that the stress of caregiving to rela-
tives with cancer was high, and about 62% of the caregivers expressed 
the need of some form of professional help3). In a systematic review of 
the literature on the psychosocial consequences of caregivers of cancer 
patients, the psychological burden of the caregivers often exceeded that 
of the patient and that distressed caregivers could have a deleterious 
effect on the wellbeing of the patients4). In a Malaysia, Beng et al found 
that among the main stressors for caregivers were occupational stresses 
and a lack of self-care5). Another study on caregivers of patients with 
traumatic brain injury, more than half of them were identified to have 
significant strain due to financial problems and, cognitive or neurobe-
havioural problems of the patients6). Variation in caregiver strain or bur-
den among different populations of different countries and regions are 
influenced by cultural, educational and availability of services and sup-
port in the community. 

The study aims at determining the strain of caregivers of patients 
receiving palliative care at YOKUK@Sayang Home Care, Kota Bharu, 
Kelantan.

METHODS

Research Design
YOKUK@Sayang Home care is a community palliative care pro-

gramme targeted to patients with life limiting illnesses. These patients 
come from 2 major tertiary hospitals in Kota Bharu, namely Hospital 
Universiti Sains Malaysia and Hospital Raja Perempuan Zainab II. The 
team provided service such as nursing, physiotherapy, medical assess-

ment, personal care and sometimes support to extended family mem-
bers. The focus of service is mainly supporting and comfort care as part 
of seamless continuity care in a rural set up. We conducted a cross sec-
tional study using a standardized Malay version of Caregiver Strain 
Index (CSI) questionnaire to the caregivers in the home setting. Ethical 
approval was obtained prior to commencement of the study.

Study population
Caregivers of palliative care patients registered with YOKUK@

Sayang Home Care, Kota Bharu, Kelantan were included. Universal 
sampling was applied, by including all patients fulfilling the inclusion 
criteria to be included in this study. Sample calculation was done 
according the single proportion formula (n = 1.962 x P(1-P)/∆) and 
based on the findings of the previous validation study, using precision of 
0.08, the ideal number of adult caregivers studied would be 122. 

Sampling method
The YOKUK@Sayang Home Care team provides palliative care 

service in 30 KM radius areas coverage from Kota Bharu (the capital of 
Kelantan state). All patients living within this coverage area were 
included in this study. Caregiver of patients of established diagnosis 
with either cancer or neurological diseases made at least 3 months ago 
were recruited from the hospital referral and database. Exclusion criteria 
were caregiver who are less than 18 years old, patient has passed away 
more than 3 months prior to commencement of the study, patient or the 
caretaker staying outside Kelantan state and mental illness of the care-
taker (self-reported or observed by the YOKUK team).

Data Collection 
Caregivers involved were given information about the study. 

Consent were taken prior to the commencement answering the CSI 
questionnaire. Respondents were given approximately 20 minutes to 
complete the questionnaire. The vulnerability of the patient and the con-
flict of interest will be addressed appropriately. The data was collected 
at respondents house during the regular home visits as part co-research-
er's daily routine visit for palliative care service to the patients.

Research instruments
Caregiver Strain Index (CSI) is a brief and easily administered mea-

surement tool to identify potential caregiving concerns7). It is used to 
assess individual who have assumed the role of being a caregiver and 
was chosen due to high internal consistency and reliability, with 
Cronbach's alpha 0.86. It has good construct validity as supported by 
correlations with the physical and emotional health of the caregiver and 
with subjective views of the care giving situation. It has been tested on 

Table 1. Demographic of caregivers looking after palliative care 
patients in the community

Demographic n, (%)

Gender
Men 31 (25.4)
Women 91 (74.6)

Educational level
Primary 20 (16.4)
Secondary 72 (59)
University 19 (14.8)
No education 11 (9.0)

Caregiving time
> 6 months 1 (0.8)
> 12 months 32 (26.4)
> 5 years 52 (42.6)
All their lives 37 (30.3)

Children (no)
0-3 49 (40.2)
4-6 47 (38.5)
6-10 19 (15.6)
> 10 2 (1.6)

Income (in Ringgit Malaysia)
< RM 1000 52 (42.6)
RM 1000-2000 45 (36.9)
RM 2000-5000 20 (16.4)
> RM 5000 5 (4.1)

Marital status
Married 90 (73.8)
Single 8 (6.6)
Separated/Divorced 8 (6.6)
Not revealed (Widowed) 16 (13.1)

Condition of patients
Neurology 100 (82)
Non-Neurology 21 (17.2) p < 0.014

Table 2. Differences between significant strain and non-signifi-
cant strain group of care givers

Domain Significant strain Non-significant Total
 N = 48 strain N = 122
 n, (%) N= 74 n, (%)
  n, (%)

Sleep disturbance 31 (64.6) 28 (37.8) 59 (48.4)
Time burden 29 (60.4) 6 (8.1) 35 (28.7)
Physical burden 45 (93.8) 32 (43.2) 77 (63.1)
Routine disturbance 42 (87.5) 8 (10.8) 50 (41)
Family disturbance 35 (72.9) 12 (16.2) 47 (38.5)
Personal planning  29 (60.4) 11 (14.9) 40 (32.8)
disturbance
Other people disturbance 36 (75.0) 15 (20.3) 51 (41.8)
Emotional distress 22 (45.8) 9 (12.2) 31 (25.4)
Depression 30 (62.5) 9 (12.2) 39 (32)
Psychosocial burden 29 (60.4) 8 (10.8) 37 (30.3)
Work disturbance 29 (60.4) 7 (9.5) 36 (29.5)
Financial strain 40 (83.3) 34 (45.9) 74 (60.7)
Anxiety 45 (93.8) 38 (51.4) 83 (68)
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caregivers of cancer8) and stroke patients9,10). A validated Malaysian ver-
sion of this CSI was used with the Cronbach's alpha of 0.7911). 

This questionnaire has two sections - Section A is for demographic 
information of the respondents such as race, sex, age, number of depen-
dents, types of disease and others. Sections B has 13 closed questions 
related to the level of strain on caregivers while taking care of patients 
at home. The domains in the CSI questionnaire were emotional status, 
financial, time, physical, and family relationship. Positive response to 7 
or more items is considered as significant strain. 

Data analysis
Data entered and analysed using SPSS version 22. Descriptive sta-

tistics will be used to summarise the socio-demographic characteristics 
of subjects. Numerical data will be presented as mean (SD) or median 
(IQR) based on their normality distribution. Categorical data will be 
presented as frequency (percentage).

RESULT

A total 122 caregivers agreed to participate in the study. Of these 
carer 31 (25.4%) were men and 91 (74.6%) were women. This is com-
mon scenario in Malaysia where women often look after the household 
work which including becoming caregivers. Majority of the caregivers 
has up to secondary education (103 (84.4%)). In our cohort, approxi-
mately 73% of them has been caregiving more than 5 years without 
much respite or short break. These caregivers live in a busy household 
and 78.6% have up to 6 children. Approximately 80% of the caregiver 
also have household income up to RM 5k, which is considered low in 
Malaysian context. Many of the caregivers (73.8%) are still married 
during the time of study with 6.6% of them are divorced and single par-
ent respectively. Majority of the caregivers are looking after neurology 
patient (82%) as compared to 17.2% looking after non neurology cases 
such as cancer. 

Significant strain group is considered when positive response to 7 or 
more items. The 80% cut off mark was taken to signify compelling 
items. The score was significantly in physical burden, routine distur-
bance, anxiety and financial strain. In the non-significant strain group, 
anxiety has been identified to be common (more than 50%) domain 
reported in this study. 

DISCUSSION

Previous study has pointed out that the level of strain remained high 
at 3 and 6 months interval. This is similar to previous finding of 39-40% 
and remained high with time2). Caregiver strain is a complex and multi-
layered concept and has been consistently shown spending time helping 
or with patients were associated with increased stress12). The impact of 
caregivers' health is seen after period of longer of 6 month of caregiving 
complicated with other life influences. Other studies also associated 
patient characteristics with effect of burden, depression and psychologi-
cal well-being. Our study identified physical burden, routine distur-
bance, anxiety and financial strain remained the important factors. Data 
of the study from the West pointed out to unsatisfactory services despite 
availability of support service13). Other factors attributed to stress in 
caregiver were carer mood, level of disability and negative affectivity. 
Cantor et al suggested that strain is an emotionally laden factor, which is 
distinct from physical impact on personal life14). It is important to recog-
nize this prior to setting up intervention and support to the family. 

Early identification of low mood in the carers might enable early 
identification and strategize the coping skills effectively. Support should 
be targeted at carers very early, particularly in the initial stage of diag-
nosis with ongoing support based need assessment. Higher caregiver 
income was predictive of greater role strain. There were inverse rela-
tionship between socioeconomic status and caregivers of patients due to 
poor self-esteem15). In our context, we have many lower socioeconomic 
group, which may be helpful in buffering the impact of strain. The rea-
son behind this probably related to giving up employment, or juggling 
between caregiving roles and financial provider for the family and per-
haps lack of universal supportive services. We suspect strain pattern 

would be different in different social strata secondary to multifactorial 
issues. Open communication and support from the healthcare profes-
sionals is valuable through empathetic and humanely approach. 
Adequate social support provided by the spouse, experience sharing and 
advices from other caregivers are significantly important. Access to 
social support system is vital to develop mutual support system and ade-
quate delivery of information when need them most, with the assistance 
of healthcare professionals16).

CONCLUSION

Caregivers faced many type of strains from self and environment 
factors, which could lead to various adverse outcome. Knowing these 
essential type of strains would allow healthcare providers and govern-
ment to strengthen caregivers support, future respite care with financial 
assistance that could potentially ease burn out and mental health issue in 
the community. 
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