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abstract
Purpose: To determine the prevalence of caregiving burden among stroke caregivers in the subacute and chronic phase of 
stroke in Nepal.
Methods: Fifty caregivers of subacute and chronic stroke were included in the study. Participants were asked to complete a 
caregiver strain index form.
Results: Stata /MP 13.0 data analysis and statistical software was used to analyze the data. One sample t-test, two sample t- 
test and Pearson correlation test were used for the analysis. Level of significance <0.05 was considered statistically significant 
with 95% CI. Among the total participants (caregivers) 16% were male and 84% were female. Out of them 72 % were spouse and 
28% were daughter-in-law. The mean Caregivers Strain Index score for female caregivers was marginally greater than that for 
male caregivers. Caregiver burden was found to be significantly high among both subacute (p= 0.0000) and chronic (p= 0.0000) 
stroke caregivers.  
Conclusion: Female caregivers were more than male caregivers with overall Caregiver burden found to be significantly high 
among subacute and chronic stroke caregivers
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INTRODUCTION

Stroke is one of the most disabling disorder with the ma-
jority of survivors having persistent functional deficits 
and requiring assistance from professional and informal 
caregivers.1 The primary caregivers may experience high 
levels of burden, emotional distress and adverse effects 
on family relationships.1

Caring for stroke survivors has been burdensome for 
their informal caregivers.1 A Caregiver is defined as “a 
person who lives with the patient and is most closely 
involved in taking care of him/her at home”.2 Caregiv-
ing can also be defined as “an unpaid person who helps 
with the physical care or coping with the disease”.3 The 
Caregiver is vulnerable to stress and strain as a result of 
nursing/attending to a patient over a prolonged period 
of time. Caregiver burden described by Zarit et al “the 
state resulting from necessary caring tasks or restrictions 
that cause discomfort for the Caregivers”.4 Caregivers can 

experience the burden in terms of sleep disturbance, 
physical strain, financial strain, emotional and behavior 
instability, etc. 

In a study of ischemic stroke survivors aged 65 and old-
er, approximately 50% had hemiparesis, 30% needed 
assistance with walking, 20% were dependent in their 
ADLs, one-third had depressive symptoms and 26% were 
placed in nursing homes.5 

The degree to which the caregiver’s work is perceived as 
a burden may differ among societies and cultures. It also 
depends on various characteristics of the patient as well 
as the caregiver.2,3

Although there is extensive literature evaluating caregiv-
er burden and benefit in stroke patients in developed 
countries, there have been few studies conducted in 
developing countries and none in Nepal. All the studies 
showed a high level of caregiver strain. A similar situa-
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tion is expected in Nepal because of limited professional 
and social support. As we cannot rely on assumptions, a 
study to document caregiver burden in Nepal is needed 
to estimate the size of the burden and compare it to de-
veloped nations and also it could be useful to design pre-
vention strategies in reducing the level of Strain among 
stroke caregivers in Nepal. 

MaTeRIals aND MeThODs

The subjects were randomly selected from different hos-
pitals in Kathmandu and Dhulikhel, Nepal from 2013-
2014. Subjects were also included through outpatient’s 
clinic home visits. Among the 65 participated for screen-
ing, 50 fulfilled the inclusion criteria and were included 
in the study. A written informed consent was obtained 
from the participants after explaining the study proce-
dure. Ethical approval was obtained from institutional 
review committee of Kathmandu university school of 
medical sciences (KUSMS) with the approval number 
55/12. The subjects were recruited in the study based on 
following inclusion and exclusion criteria:

Inclusion criteria Exclusion criteria

•   Adult caregivers 18 years 
and above.

•   Caregivers who will volun-
tary consent to participate in 
the study.

•   Sub-acute stroke group: 
Caregivers should have 
provided care for 6 weeks to 
3 months.

•   Chronic stroke group: 
Caregivers should have 
provided care for more than 
24 weeks.

•   Caregivers and patients are 
either based or receive their 
treatment in the Kathmandu 
or Dhulikhel.

•   Caregivers with signifi-
cant physical or mental 
disorders before the 
start of caregiving. 

 65subjects screened 
50=Included 
15=Excluded 

 

25 caregivers- subacute 
phase ( ~ 6-12 weeks of 
caregiving) 

25 caregivers- chronic 
phase ( ~ 24 weeks of 
caregiving) 

Data analysed 

Demographic data: gender, relation (patient-
caregiver), duration of caregiving 

Caregiver strain index 
(CSI) 

FlOw DIagRaM: sUbjeCT’s seleCTION aND 
sTUDy MeThODOlOgy

Twenty-five carers who care for patients with a stroke in 
subacute stage (~6-12 weeks of caregiving) and twen-
ty-five carers who care for patient with a stroke in the 
chronic stage (~24 weeks of caregiving) were included 
in the study. The following measures were then obtained: 
Demographic data like age and gender of the patient and 
caregivers, relation (patient-caregiver), duration of car-
egiving. A Self-administered Caregivers Strain Index was 
then given to the caregivers .14 Caregivers Strain Index 
is a brief and easily administered screening instrument 
for the identification of strain. The 13-item Caregivers 
Strain Index measures common stressors experienced by 
caregivers. Items are scored yes (1) or no (0) and are 
summed, with higher scores indicating greater strain. A 
Caregivers Strain Index score ≥ 7 was considered an in-
dicator of considerable strain.

DaTa aNalysIs

Stata/MP 13.0 data analysis and statistical software was 
used to analyze the data. The level of significance <0.05 
was considered to be statistically significant with 95% 
confidence interval. One sample and two sample t-test 
were used to analyze the caregivers strain among the 
two groups. Pearson correlation test was used to see the 
relation between the Caregivers Strain Index score and 
duration of caregiving and Caregivers Strain Index score 
and age of the caregivers. 

ResUlTs

Table 1 gives the mean age of caregiver, mean Caregivers 
Strain Index score and difference in Caregivers Strain In-
dex score between the caregivers of subacute and chronic 
stroke patients. The mean age of the caregivers of suba-
cute and chronic stroke patients was 59.84 +7.50 and 
57.84+9.28 respectively. The mean Caregivers Strain 
Index score of caregivers of subacute and chronic stroke 
patients was 8.76 +0.77 and 11.92 +0.95 respectively. 
One sample t-test was done to find whether the Caregiv-
ers Strain Index score among the subacute, chronic and 
all caregivers were significantly greater than 7, the cut-
off limit of Caregivers Strain Index. Analysis found that 
the mean Caregivers Strain Index burden for caregivers 
is high among the caregivers for both types of stroke pa-
tients (p=0.0000). Using a two-sample t-test of equality 
of means, it is also found that the mean Caregivers Strain 
Index score of chronic caregivers is significantly higher 
than that of subacute caregivers. 

In table 2 Pearson’s correlation test was done to identify 
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the correlation between duration of caregiving, Caregiv-
ers Strain Index score and the age of caregivers. While 
there is statistically significant, moderately strong posi-
tive correlation (coefficient of 0.5702, p=0.0029) be-
tween Caregivers Strain Index score and age of caregiver 
for the subacute group, the association is statistically 
insignificant for the chronic group. Moreover, the cor-
relation disappears when the two groups are combined. 
There is positive but statistically insignificant correlation 
between duration and age of caregiver for the subacute 
group, while there is a moderate, positive and statisti-
cally significant correlation between duration and age of 
caregiver for the chronic group. However, for the com-
bined sample the association between duration and age 
of caregiver is insignificant. Looking at the relationship 
between duration and Caregivers Strain Index score, it is 
found to be statistically insignificant for both groups, but 
for the combined sample the correlation is strong, posi-
tive and statistically significant (coefficient of 0.7981, 
p=0.0000). 

Table 3 first shows the distribution of caregivers by 
gender and their relationship with the patient, for each 
group (subacute and chronic) as well for the combined 
sample. It also tests the difference in burden by gender 
of caregivers. Among the total participants (caregivers) 
16% were male and 84% were female. Out of them 72 % 
were spouse and 28% were daughter-in-law. The mean 
Caregivers Strain Index score for female caregivers is 
marginally greater than that for male caregivers in both 
subacute and chronic groups as well as for the combined 
sample. A two sample t-test shows that the difference is 
not statistically significant. 

DIsCUssION

This study highlights the common and persistent strain 
experienced by caregivers of stroke subjects. The find-
ings of current study suggest higher caregiving burden 
among stroke caregivers. A similar finding was shown 
on a systematic review of caregiver burden among stroke 
caregivers with 25-54% prevalence of burden and the 
burden was found to remain elevated for an indefinite 
period following stroke.17On a study done by Rigby 
H, Gubitz G and Phillips S suggested that factors contrib-
uting to caregiver burden in the poststroke period may 
depend on patient characteristics, social support factors, 
caregiver’s mental health, the amount of time and effort 
required for the caregiver.17

Another finding shows moderate positive association 
between duration and age of the caregiver among the 
chronic group. A high number of hours of care of a stroke 
patient per day have been suggested to be related to the 
burden perceived by caregivers.17 In this study caregivers 
did not mention specific hours but claimed of looking 

after the patients most of the time.

It has been assumed that partners who provide more care 
will experience a higher amount of burden.18, 19 A study 
conducted by Scholte WJ M et.al. Showed that partners 
of stroke patients perceived most caregiving burden in 
terms of feelings of heavy responsibility, uncertainty 
about patients’ care needs, constant worries, restraints 
in social life, and feelings that patients rely on only their 
care as the duration of caregiving increases.20 Female car-
egivers (84%) were more than male caregivers (16%) in 
this study. Out of them, 72 % were spouse and 28% were 
daughter-in-law. Similar findings was seen with 41% to 
61% of caregivers being spouse in a study conducted by 
Das S. et.al in Kolkata.13 Another study done on stroke 
caregivers in Mumbai suggested that men in India are 
the bread winners and head of the family and women 
generally look after the family wellbeing at home.2 Also 
in India, Joint family system ensures that every mem-
ber of the family helps in caregiving, e.g. spouse, in-laws 
in physical management, men in organizing medication 
and finances, children in improving the environment 
and even neighbours and relatives help in looking after 
chores.2 This is in contrast to the western culture. Nepal 
being a neighbouring country of India sharing same cul-
ture, a similar situation is also expected in Nepal which 
may be the major reason for having more female caregiv-
ers than male. 

Caregiving burden and strain plays a major role in the re-
covery of stroke survivors in the community. A better un-
derstanding of how these concepts affect caregivers is a 
fundamental for developing physiotherapy interventions 
for rehabilitation programs for successful reintegration 
of stroke survivors back in the community. 

Educational background and occupation of the caregiv-
ers was not included in the study. Caregiver strain is asso-
ciated with the functional and emotional status of stroke 
subjects, recurrent stroke, and depression symptoms in 
caregivers, which was not considered in this study.

CONClUsION

Female caregivers were more than male caregivers with 
overall Caregiver burden found to be significantly high 
among subacute and chronic stroke caregivers. Based on 
the study findings, conducting more intensive study in-
cluding the type of stroke, quality of life of patient and 
caregivers both is recommended.
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Table 1: CSI score of subacute and chronic stroke caregivers
Group Mean age of car-

egiver + SD
CSI score

H0: mean=7, H1: mean>7

Mean + SD t- statistic p-value

Subacute(N=25) 59.84 +7.50 8.76 +0.77 11.2982 0.0000*

Chronic(N=25) 57.84 +9.28 11.92 +0.95 25.7878 0.0000*

Subacute +chronic
(N=50)

58.84+8.41 10.34+1.81 13.0203 0.0000*

Difference between Chronic and Subacute
H0: diff=0, H1: diff>0

Diff SE t-statistic p-value

3.16 0.25 12.8296 0.0000*
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Table 2: Correlation between duration of caregiving, CSI score and Age of caregiver

Group Duration of caregiving CSI score

Subacute (N=25) CSI score 0.2856 (p=0.1664)

Age of caregiver 0.3434 (p=0.0929) 0.5702 (p=0.0029*)

Chronic (N=25) CSI score 0.0562 (p=0.7895)

Age of caregiver 0.4512 (p=0.0236) 0.2807 (p=0.1741)

Subacute +chronic
(N=50)

CSI score 0.7981 (p=0.0000)*

Age of caregiver 0.0682 (p=0.6379) 0.0811 (p=0.5753)

Table 3: Difference in caregiving burden by gender of caregiver

Group Relationship with 
patient

Gender of 
caregiver 
and mean 
CSI score

H0: CSImale-CSIfemale=0, 
H1: CSImale-CSIfemale<0

t- statistic
Male 

p- value
Mean

Spouse DIL Female Mean

Subacute(N=25) 20 (80%) 5
(20%)

5 
(20%)

8.4 20 
(80%)

8.85 -1.1640 0.2564

Chronic
(N=25)

16
(64%)

6
(36%)

3 
(12%)

11.66 22 
(88%)

11.95 -0.4824 0.6341

Subacute +chronic
(N=50)

36
(72%)

14
(28%)

8 
(16%)

9.62 42 
(84%)

10.47 -1.2226 0.2275


