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ABSTRACT

As life expectancy increases, India will face enormous socioeconomic burden to meet the costs of integrated
rehabilitation of subjects with stroke. Caring for stroke patients leads to caregiver (CG) strain and financial burden.
The CG burden is perceived differently in the Indian background depending on the society and culture. Caregiving
stress has the potential to hamper rehabilitation of the patients and is of vital importance both as a research topic and
the focus of clinical care. Cost and burden of informal care giving are high rural Indian community. Financial stress
was prominent and common among the socioeconomically weaker division. The financial costs associated with
family caregiving were a significant factor in caregiving burden, both for the male and female caregivers. Despite the
high financial burden, limited recent studies have focused on costs associated with stroke in the India. Establishing
total stroke-related costs is essential to evaluate and support the health economic research on stroke systems of care.
Stroke care giving studies may help to better understand care giving impact, and also to find the most effective
interventions to improve the quality of life of stroke patients and their caregivers, reduce the burden and depression of
caregivers. Policies and programs to alleviate the financial burden and to provide social and financial support for
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these family caregivers are equally important for both family caregivers and their care receivers.

INTRODUCTION

Stroke is a global health problem. It is the second
commonest cause of death and fourth leading cause of
disability worldwide.! It causes functional impairments,
with 20% of survivors requiring institutional care after 3
months and 15% - 30% being permanently disabled. It is
recognised that the negative motor impairments following
stroke, eg, loss of strength and dexterity, contribute most
to disability.?

The high incidence and high prevalence of stroke have a
major impact on society. Stroke patients require
intensive as well as early physiotherapy to enhance
recovery, which require high amount of cost for the

treatment.” A larger number of studies have identified
risk factors for greater caregiver burden. Stroke is a life-
changing event that affects not only the person who may
be disabled, but their family and caregivers. Physical,
cognitive, and behavioural dysfunctions are associated
with stroke, which causes necessity of caregiver (CG)
support for rehabilitation and general care. Caregivers
play an important role in supporting people with illness
either acute or chronic.

The importance of addressing the burden of care givers
involved in care of patients with neurological disorders
has been recommended. In spite of neurological
conditions being one of the most common causes of
disability very few studies have addressed the impact of
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these conditions on the care givers in Indian setting
especially of financial burden. It has been well
documented that the family members are affected by the
patient‘s illness from the outset. This burden of care can
lead to a breakdown among the care givers themselves.
The patients experience long-term impairments in
physical, psychosocial, and cognitive function and rely
mainly on the caregivers for practical and emotional
support concerning activities of daily living which again
leads to financial burden.

Most studies carried out in India show that about 10% to
15% of strokes occur in the population below 40 year,
which is a higher proportion compared with other
countries. Organized provision of care in a stroke unit
have been found to increase the number of patients who
survive, return home, and regain functional independence
in their everyday activities.® However, implementation of
such organized care for stroke is limited and inadequate
in low and middle income countries, especially in a
country like India where resources for rehabilitation are
scarce.’

A similar scenario is expected in India because of
increasing stroke incidence and minimal social support.
Moreover, report on this issue is lacking in India.?
Despite the high prevalence of stroke and the potentially
high burden of family caregiving for the stroke survivors,
few studies have systematically addressed the financial
consequences of stroke on family members and other
informal caregivers. Thus, the purpose of this article is to
provide a review and analysis of published empirical
studies that have examined the outcomes of care giving
for stroke caregivers on financial aspect.

Full-text papers were identified on the basis of a
literature search in PubMed/ MEDLINE and Ovid/
EMBASE databases from January 1995 to July 2015.
Only published research articles were included in this
review. A computer search was conducted to review the
databases by using the following key words: caregivers of
stroke patient’s care for stroke survivors, and stroke care
giving, financial burden on caregiver.

FAMILY CARE GIVING FOR PATIENTS WITH
STROKE

One study by Bhattacharjee M, et al on factors affecting
burden on caregivers of stroke survivors: Population-
based study in Mumbai (India) describes that nearly one-
third of the stroke survivors stay at home and take
domiciliary care, which in reality is a burden on the CG.?

In oriental countries including India, the joint family
system prevails, wherein in a small apartment, family
members stay together sharing infrastructural facilities.
Therefore, any patient with a major illness like stroke is
preferable sent to a nearby health care facility, but this
may not always be possible on account of economic
constraints, deficient infrastructure facilities, etc. This

again increases financial burden on care givers. Another
study that used the survey of burden among stroke care
givers in 2010 found that financial stress was prominent
and common among the socioeconomically weaker
section. These findings highlight the need for better
financial facilities, such as wide coverage of medical
insurance and upgrading of the social support system.®

Other study provide evidence about the prevalence of
stroke and related burden among older people living in
India reported that the prevalence of stroke was higher
among men, increased with age and among the 904 stroke
survivors, severe disability and dependence were
common and were associated with comorbid dementia,
depression and physical impairments.’® Carers often
reported giving up work to care which causes financial
burden among care givers.

One study done by Kumar R et al. on Needs, Burden,
coping and quality of life in stroke caregivers in 2015
found that the pattern of burden experienced by the
caregivers under each domain shows that caregivers had
higher burden in term of financial constraints compared
to other factors (Figure 1)."*

In addition to literature, care giving affects a caregiver’s
work and family financials, such as balancing a job and
providing care to family members, also family caregivers
had to take more time off work, were interrupted at work
more often regarding family matters, missed more days at
work, took more time off without pay, and ultimately
worked fewer hours than desired.'*® This again leads to
financial burden on care givers.

The finances of family caregivers can also be affected by
the daily costs of care giving.* Other related care giving
expenses such as transportation, non-prescription
medications, medical supplies, prescription medications,
equipment, and homemaking supplies can also affect
financial adequacy.®
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Figure 1: Pattern of burden experienced by
caregivers of stroke survivors.
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This literature review has presented the available
evidence on the financial burden related to stroke care-
givers in developing country like India. Stroke continues
to be a leading cause of death and long term disability in
adults worldwide. India is a developing economy, where
ageing population, changes in lifestyle and rapid
urbanization have contributed to a rise in non-
communicable diseases, including stroke.'® In India and
other developing countries, an alarming increase in the
incidence of stroke has been observed.

Stroke prevalence among the elderly in rural India was
1.1% and urban India was 1.9%. Men are more likely to
have a stroke than women: the male/female sex ratio for
India is 7:1."" Stroke can occur at any of age. Childhood
disability entails economic costs that ate to some extent
measurable.’® Stroke is a crisis for the family because of
sudden onset nature and multiple impairments in
survivors. Usually after the hospitalization, the survivors
become partially or completely depended on caregivers.

As there are more than five million dependent older
people in India, the estimation of annual national cost on
informal care giving can be very high.*® The economic
burden caused by stroke has not been explored in India.”
If action is not taken now against this avoidable disease,
it will have an adverse effect on economic development
of the country.?

The present study proved that providing care for stroke
patients is stressful and burdensome task. Early
recognition and diagnosis of stroke using validated tools
outside hospital environment can help save life and limit
disability. Specifically the face arm speech and time
(FAST) test is a lay approach to diagnose stroke and is
widely used to raise awareness about early recognition of
stroke among the public in developed countries.?

CONCLUSION

As given in all literatures that we reviewed financial
consequences of stroke on care givers in India.
Nonetheless, there are limitations to generalization of
these findings due to methodological challenges as well
as lack of study on financial burden of stroke care giver
in India. Well-founded estimates of the average costs of
stroke will require random samples with controls to
account for people who have costly and less costly
treatments, and what would have happened in the absence
of the diseases. On the other hand, significantly, this
review suggests that it is equally as important to focus on
people who could not seek care for stroke due to financial
reasons.

Policies and programs are needed to address the financial
needs and security of these family caregivers. Insight into
their health-related need would provide valuable inputs
for the development of new strategies to sustain
caregivers in their vital roles. It is particularly important
to address the context of the family caregivers who are

female, who in addition to their care giving challenges,
often face multiple demands in employment and caring
for their own family, when attempting to secure gainful
employment and financial stability.

The push to develop health-financing systems that
improve financial risk protection and help achieve
universal health coverage in developing country is
promising. However, policymakers need to ensure that
the health as well as the financial burden from any long
term disease is adequately addressed in future reforms,
while at the same time improve access and financial
protection for all other health services needed by the
population.
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