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CHAPTER 1

INTRODUCTION

The brain is the vital organ which is also called as body’s control centre. It is the
central informationprocessing organ of the body. It is responsible for the control of
multiple complex functions such as movement, speech, emotions, and consciousness.
Brain requires glucose, blood and oxygen to function effectively. Without blood supply
the brain cells start to die leading to brain damage. Approximately two million brain cells
die every minute during a stroke which increases the risk of brain damage,disability and

death.

Stroke is the sudden death of brain cells due to lack of oxygen. Stroke occurs
when blood flow to the brain is damaged resulting in abnormal function of brain. It is

caused by blockage or rupture of an artery in the brain (Taylor, 2012)

The World Health Organization defines stroke as the rapidly developing clinical
symptoms and/ or signs of focal (at times global) disturbances of cerebral functions with
symptoms lasting more than 24 hours or leading to death with no apparent cause, other
than that of vascular origin. Stroke is the one of the leading causes of death and
disability. Stroke is the third biggest killer in India after heart attack and cancer. An
estimated 5.7 million people died from stroke in 2005 and it is projected that these deaths
would rise to 6.5 million by 2015.1t is estimated that by 2050, 80% stroke cases in the
world would occur in low and middle income countries mainly inlndia and

China.(WHO,2010)



The percentage of death due to stroke is higher for people aged 65 and older. Of
those, who survive50% to70% will be functionally independent and 15% to 30% will

live with permanent disability. (American Heart Association, 2013)

In developing countries like India, is facing double burden of communicable and
non-communicable diseases. The estimated adjusted prevalence rate of stroke range was
84-2620ut of 100,000 in rural and 334-424o0ut of 100,000 in urban areas. The incidence
rate is 119-1450ut of 100,000 based on the recent population based studies. There is also
a wide variation in case fatality rates with the highest being 42% in Kolkata. (Jeyaraj,

p.et.al.2013)

The Indian Council of Medical Research (ICMR) estimates that in 2015there
were 9.3 lakhscases of stroke and 6.4 lakhsdeath due to stroke in India, most of the
people being less than 45 years old. World Stroke Day is observed on every year on
October 29thby World Stroke Organization, with specific theme to create awareness

among general public about stroke.

Deptiyibha,M.T.et.al.(2010) conducted a study to point out the prevalence of
stroke. Globally stroke is the third commonest cause of mortality and fourth leading
cause of disease burden. By 2050, it is anticipated that 80% of stroke events would occur
in people living in developing regions of world and mainly younger people less than 60
years of age who are active in work force. Indian studies showedthat 10 to 15 % of
stroke occurs below the age of 40 years. In India, nearly one fifth of patients with first
attack of stroke admitted to hospitals were aged less than 40 years. In Trivandrum, the
incidence of stroke in people aged less than 40 years was 3.8% and among aged less than
50 years the incidence was 9.5% and 18.1% among people aged less than 55years. In

2009, 1450ut of 1, 00,000 population in India suffered from stroke.



Stroke can cause five types of disabilities, paralysis or problems controlling
movement, sensory disturbances including pain, problems in using or understanding
language, problems with thinking and memory and emotional disturbance. Effective post
stroke rehabilitation, intervention initiated early after stroke can enhance the recovery
process and minimize functional disabilities. Post stroke rehabilitation begins during the
acute hospitalization as soon as the diagnosis of stroke is established and life threatening
problems are under control. The highest priorities during this early phase are to prevent
a recurrent stroke and complication. After the acute phase of stroke care, the focus of
care turns to assessment and recovery of any residual, physical, and cognitive deficits, as

well as compensation for residual impairment. (Lewis, 2012)

BACKGROUND OF THE STUDY

Rehabilitation focuses on the existing capacities of the affected person and
brings him to the optimum level of his or her functional ability by the combined and co-

ordinated use of medical, social, educational and vocational measures.

Rehabilitation is probably one of the most important phases of recovery for many
stroke survivors. It helps stroke survivors to relearn skills that are lost when part of the
brain is damaged. It doesn’t reverse the effects of a stroke .The goals of rehabilitation are
to build the strength, capability and confidence, so that the stroke survivor continue,
daily activities despite the effects of stroke.In this ongoing process, family members

develop skills to help while the patient is still in the hospital and at home after discharge.



In India stroke rehabilitation unit are predominantly available in urban areas that
to in private hospitals. .Even though India is a leading generic drugs producer still many
people can’t afford the commonly used secondary prevention drugs. As a first step the
government of India has started the National Programme for Prevention and Control of
Cancer, Diabetes, Cardiovascular Diseases & Stroke (NPCDCS)The government is
focusing on early diagnosis, management, infrastructure, public awareness and capacity
building at different levels of health care for all the non-communicable diseases

including stroke. (Jay raj, P. et al. 2013)

Over the years, the organization and delivery of stroke care have taken many
forms. Assessment of the effect of stroke care organization and settings is difficult
because of the extreme variability of organizationalsettings. For example, on the one
extreme,stroke rehabilitation services can be provided in an outpatient setting, 1 hour per
day, 3 days per week, by one therapist. At the other end of the structural continuum,
rehabilitation services can be provided in a rehabilitation hospital setting, 5 hours per

day, 7 days per week, by a team made up of several clinicians. (Duncan.M, et al., 2011)

Haley,E.W. et al.(2013)conducted a prospective epidemiological study to assess
the problems and benefits reported by stroke family caregivers among 75 stroke
survivors. The purpose of this study was to determine the prevalence and stressfulness of
stroke related problems, and perceived benefits of caregiving. Caregivers were given a
comprehensive telephone interview 8to 12 months after the stroke, using measures of
stroke patient problem, caregivers appraisals of the stressfulness of these problem, and
perceived benefits of caregiving. Caregivers rated patients withmood and memory

problems, and giving physical care, as the most stressful problems. Caregivers also



reported many benefits from caregiving, with over 90% reporting that caregiving enabled

them to appreciate life more.

NEED FOR THE STUDY

Stroke is one of the most disabling chronic diseases. The majority of patients
with stroke who live in the community, frequently using long term professional care.
Most care, however, is provided by relatives, primarily partners. While these care givers
themselves have to cope with the devastating effects that stroke had on their partner, an
increasing amount of demands is made on them. Consequently, caregivers may

experience unacceptably high levels of burden, leading to isolation and exhaustion.

The care givers are the back bone of the service provided to people affected by
stroke. A care giver has to do a number of things to stroke patient’s example; lifting,
turning him or her in bed, bathing, dressing, feeding, cooking, shopping, paying bills,
giving medicines, keeping him or her company, providing emotional supports. Stroke
patients and their caregivers have large gaps in stroke knowledge and have suboptimal
personal health behaviours, thereby putting the patient at high risk for recurrent stroke.
Education programmes are needed for closing these gaps in knowledge and personal

health behaviors.

Initial gains in rehabilitation are more effectively maintained if the family is
healthy, involved, and supportive. Various interventions have been developed to support
family members and to improve their involvement in the care process, such as visits by a
specialist outreach nurse, long term counselling, and a stroke family care worker. Global
measures of psychological health have often been used to study caregivers’ burden.

Although a global measure may identify the level of burden, more specific measures are



needed to display the most relevant care giving-related problems to yield guidelines for
the development of effective, supportive treatment strategies. (American stroke

association, 2013)

Several studies have investigated the influence of either patient or caregiver
characteristics on caregiver burden. The burden of care giving can only be partly
predicted from stroke severity or patient’s dependency in performance of daily activities.
Characteristics of caregivers themselves are also important, and include physical and

psychosocial health problems. (American Stroke Association, 2013)

The investigator during her clinical posting had an opportunity to interact with
caregivers of stroke patients at post stroke rehabilitation ward .Most of the caregivers
expressed their burden towards continuous care of the stroke patient .This made the

investigator to select this topic.

STATEMENT OF THE PROBLEM

A study to assess the role burden and attitude of care givers towards the

poststroke rehabilitation in selected hospitals, Chennai.



OBJECTIVES

1. To assess the role burden of caregivers towards post stroke rehabilitation.

2. To assess the attitude of caregivers towards post stroke rehabilitation.

3. To determine the relationship between the caregivers role burden and the attitude

towards post stroke rehabilitation.

4. To find the association between the level of care givers role burden and attitude

towards post stroke rehabilitation with the demographic variables.

OPERATIONAL DEFINITION

ASSESS - It is an act of gathering information regarding level of role burden and
attitude of caregivers towards post stroke rehabilitation and analyzing the data using

statistical methods.

ROLE BURDEN - In this study, it refers to physical, psychological, social, financial
hardships experienced by the care givers of patients with stroke which was measured

using caregivers burden scale.

ATTITUDE - In this study, it refers to the feeling and thinking of caregivers towards

post stroke rehabilitation, elicited throughLikert scale.

CARE GIVERS -In this study, it refers to the patient’s relatives who attend to the

immediate needs and takes care of patients in post stroke rehabilitation ward.

POST STROKE REHABLITATION - It refers to the period of rehabilitation starting

from 2 weeks, after the initial attack of stroke to 6 months duration.



ASSUMPTIONS

1. The care givers of patient with stroke will experience some level of role
burden as a result of providing continuous care.
2. The level of burden increases overtime.

3. The level of burden of care givers influences their attitude.

DELIMITATION

1. The sample is limited to sixty caregivers of patients with stroke in post stroke
rehabilitation ward.

2. Duration of study is limited to 4weeks.

PROJECTED OUTCOME

The study will help to assess and correlate the level of role burden and attitude of

care givers towards post stroke rehabilitation.

The findings of the study will help the investigator to make recommendations
regarding strategies to enhance the understanding ofcare givers role burden and its

reduction measures.

It will also help the investigator to make recommendations to develop positive

attitude among care givers towards post stroke rehabilitation care.



CONCEPTUAL FRAMEWORK

A concept is an image or symbolic representation of an abstract idea. Chin and
Krammer (1999) defined a concept as a “complex mental formulation of experience.”A
framework is simply the structure of the research idea or concept and how it is put
together. So conceptual framework is a set of coherent ideas or concepts organized in

amanner that makes the investigator easy to communicate to others.

Miles and Huber man (1994) defined a conceptual framework as a visual or
written product, one that explains, either schematically or in narrative form, the main
thing to be studied-the key factors, concepts or variables and the presumed relationships
among them. It is the operationalization of the theory. It may be an adaptation of a

model.

The conceptual framework developed for this study is based on “Rosenstoch’s
Health Belief Model (2004) “This model provides a way of understanding  the
importance of assessing the role burden and attitude of caregivers in relation to their
health and wellbeing and the way they comply with the instructions given by the health

care professionals.

The model consists of three major factors: (i) individual perceptions (ii)

modifying factors (iii) likelihood of action.

(DIndividual perceptions: It represents the individual’s perception of
susceptibility and seriousness to an illness. In this study individual perception denotes
assessment on the perception of role burden caregivers of patients with stroke in

following aspects such as physical, psychological, financial and social burden and their
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attitude towards post stroke rehabilitation. The role burden and attitude differ from

individual to individual.

(2)Modifying factors: It refers to the factors that modify a person’s perceptions. In this
study demographic variables of caregivers such as age, gender ,relationship with
patient, religion, type of family, educational status, occupation, family monthly income,
marital status, area of residence, duration of being a caregiver, previous knowledge about
stroke rehabilitation,source of information, dependency level of stroke patient, amount
of time spent on patientcare every day may modify their perception of role burden and

attitude regarding post stroke rehabilitation.

(3)Likelihood of action: Nurses play a major role in helping individuals implement
healthy behaviors .In this study, likelihood of action denotes, measures that help in the
reduction of role burden of caregivers and develop favourable attitude towards post
stroke rehabilitation.caregivers perception of role burden and attitude towards post stroke
rehabilitation can be modified.Caregivers with No or minimal burden, mild level of role
burden andfavorable attitude towards post stroke rehabilitationrequire reinforcement.
Caregivers with moderate and severe role burden and those who have moderate and poor
attitude towards post stroke rehabilitation needs awareness regarding the importance of
post stroke rehabilitation. The awareness can be created by mass awareness and mass
media programme, preparation and distribution of information booklets, magazine

aboutthe importance of post stroke rehabilitation among care givers.
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CHAPTER 11

REVIEW OF LITERATURE

Review of Literature is a critical examination of publications related to the topic
of interest. The review should be comprehensive and evaluative. The review of literature

helps to plan and conduct the study in a systematic and scientific manner.

This chapter is discussed under the following headings

Part 1 General information related to stoke.

Part 2 Studies related to caregivers role burden towards post stroke rehabilitation

Part 3 Studies related to attitude of caregivers towards post stroke rehabilitation

PART 1- GENERAL INFORMATION RELATED TO STROKE

Stroke is a heterogeneous, neurological syndrome characterized by gradual or
rapid, non-convulsive onset of neurological deficits that fit a known vascular territory

and that last for 24 hours or more. (Hickey, J.V. 2009)

There is only limited potential for successful medical treatment to reverse the
neurological sequelae of a stroke, therefore intervention aimed at post stroke
rehabilitation are extremely important. Age, race, sex, and family history are all
biological indicators of enhanced stroke susceptibility but these are inherent
characteristics which cannot be altered. The modifiable risk factors such as hypertension,
heart diseases, atrial fibrillation, diabetes mellitus, tobacco usage, high lipid level,

hematological factors and obstructive sleep apnoea also act as major cause of stroke.
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According to the National Institutes of Health (NIH) over 75% of patients
survive a first stroke during the first year and over half of the populations survive beyond
5 years. Thesurvivor’s of hemorrhagic stroke have a greater chance of recovering

function than those who suffer ischemic stroke.

PART-II STUDIES RELATED TO CAREGIVERS ROLE BURDEN

TOWARDS POSTS STROKE REHABILITATION.

Rajesh Kumar.K et.al (2015) conducted a study to explore burden and coping
strategies in caregivers of stroke survivors and identified the relationships between
burden and coping strategies. Data was collected among 100 caregivers of the stroke
survivors from selected community setting and outpatient department of different tertiary
care hospitals at Punjab. The results revealed that level of burden reported by caregivers
of stroke patient was high. The most coping strategies used by caregivers were
acceptance, getting social support, problem solving and seeking help of religious things.

Burden was significantly correlated with coping strategies.

Haley, E.et.al. (2012)reviewed the literature on family care giving for stroke
patients to evaluate the effects of stroke care giving on caregivers’ well-being. A total of
20 published stroke caregiving research articles were included in this review. Across
studies, the effects of stroke care giving oncaregivers well-being and the significant
predictors of caregivers depression were analyzed. The results showed that stroke

caregivers have elevated levels of depression at both the acute and chronic stroke phase.
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Koenig, K.L.et.al. (2012) conducted a prospective cohort study of stroke related
knowledge and healthbehaviors among post stroke patient in inpatient rehabilitation
ward. A totalof 130 strokepatients and 85 caregivers were interviewedafter ischemic
stroke. The result reveals that caregivers were more knowledgeable than stroke patients.
Stroke patients participating in inpatients rehabilitation and their caregivers have large
gaps in stroke knowledge and have suboptimal personal health behaviours, thereby
putting patient at high risk for recurrent stroke. The findings highlighted the need to

develop stroke education programs for rehabilitating patients.

Bos,D.N.et.al.(2011)conducted a study to assess the burden of informal care
giving for stroke patients and identification of caregivers at risk of adverse health effects
in Institute for Medical Technology Assessment, Rotterdam, Netherlands. They studied a
sample of 151 stroke survivors and their primary informal caregivers and collected data
through patient and caregiver interviews 6 months after stroke. Both the level of
subjective burden and the condition of feeling substantially burdened were associated
with both caregiver's and patients health-related quality of life, patient's age, and the

number of care giving tasks performed.

Deptiyibha, M.T.et al. (2010) conducted a study to point out the prevalence of
stroke. Globally stroke is the third commonest cause of mortality and fourth leading
cause of disease burden. By 2050, it is anticipated that 80% of stroke events would occur
in people living in developing regions of work and mainly younger people less than 60
years of age who are active in work force. Indian studies showedthat 10 to 15 % of
stroke below the age of 40 years. In India nearly one fifth of patients with first attack of
stroke admitted to hospitals were aged less than 40 years. In Trivandrum, the incidence

of stroke in people aged less than 40 years was 3.8% and among aged less than 50 years
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the incidence was 9.5% and 18.1% among people aged less than 55years. In 2009,1450ut

of 1, 00,000 populations in India suffered from stroke.

Kalra, L. (2010) evaluated the effectiveness of training care givers to reduce
burden of stroke in patients and their caregivers by randomized controlled trial in stroke
rehabilitation unit at Kings College Hospital, UK. 300 stroke patients and their
caregivers were included for the study. The intervention was training care givers in basic
nursing and facilitation of personal care techniques and the findings identified that cost
of care over one year for patients whose caregiver had received training were
significantly lower. Trained care givers experienced less care giving burden, anxiety,
depressionand had higher quality of life. The findings stressed that training care givers

during patients’ rehabilitation would reduce cost and caregivers burden.

Rimier, W.J.M. et al. (2009)conducted a study to describe the level and specific
nature of the burden of care giving as experienced by stroke patient’s partners, and to
estimate the relative contribution of patients and partner characteristics to the presence of
partners burden. Burden of care giving was assessed in 115 partners at 3 years after
stroke. They concluded higher levels of burden are primarily related to partners’
emotional distress and less to the amount of care they provided, or to patients’

characteristics.

PART III STUDIES RELATED TO ATTITUDE OF CAREGIVERS TOWARDS

POST STROKE REHABILITATION.

Camak,D.J.(2015 )conducted a literature review to address the burden of stroke
caregivers.. This review was limited to older adult family members caring for older adult
stroke survivors and theliterature published between 2009-2014 related to the lived

experience of caregivers of stroke survivors and the role of nursing related to mitigating
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caregiver burden. The study results concludedthat numerous factors impact the lived
experience of caregivers providing care for the stroke survivor. Assuming the role of
caregiver has an inherent risk which can result in health compromises for the caregiver.
It is the responsibility of the nurses to assess, design interventions and provide education

on to prepare the caregiver for the demands of the role.

Grant, J.S. et al. (2014) conducted a randomized 3group repeated measures
experimental design, among 74 stroke survivors with diagnosis of ischemic stroke and
their primary family caregivers. The purpose of this study was to quantify the impact of
social problem solving telephone partnerships on family caregivers outcomes, after
stroke survivors are discharged home from a rehabilitation facility. The result indicates
that problem solving training may be useful for family caregivers of stroke survivors

after discharge from rehabilitative facilities.

Haley, E.W. et al. (2013) conducted a prospective epidemiological study to
determine stressfulness of stroke related problems and perceived benefits of caregiving,
by caregivers of stroke survivors. A total of 75 caregivers were given a comprehensive
telephone interview 8to 12 months after the stroke, using measures such as stroke patient
problem, caregivers appraisals of the stressfulness of these problem, and perceived
benefits of caregiving. Caregivers rated patient with mood, (depression,loneliness and
anxiety), memory and physical care(bowel control), as the most stressful. Caregivers also
reported many benefits from caregiving, with over 90% reporting that caregiving enabled

them to appreciate life more.
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Tomoko,A. et al. (2013) conducted a study on caregivers burden and health
related quality of life among Japanese stroke caregivers .Majority (74%)of caregivers
were women and or spouse (71%). Men caregivers were significantly older. The results
revealed that wives reported significantly higher burden than other caregivers. Increased
burden significantly decreases health related quality of life particularly mental health. No
relationship existed between increase of burden and caregiver physical and social

functioning.

Damen, S. et al. (2011)conducted astudy among 273 caregivers at Netherlands on
informalcaregivers attitude towards respite care. It was found that caregiver attitude was
apparently associated with caregiver educational level, employment status, health and
happiness as well as care recipient gender, duration and intensity of caregiving,
relationship with the patient co- residence, need for surveillance, subjective burden and

process utility of care giving.

Cleusa, P. et al. (2011) conducted a cross —sectional survey to investigate the
prevalence of self-reported disability, dependence and caregiver strain in Latin America
(LA), China and India. The samples were individuals aged 65 years living in specified
catchment areas. The result showed that prevalence of self-reported stroke ranged
between 6% and 9% across most LA sites and urban China, but was much lower in urban
India (1.9%), and in rural sites in India (1.1%), China (1.6%) and peru (2.7%). The
proportion of stroke survivors needing care varied between20% and 39% in LA sites but
was higher in rural China (44%), urban China (54%) and rural India (73%),comorbid

dementia and depression were the main correlates of disability and dependence.
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Tara Cusack, E. et al. (2011) conducted a randomized controlled trial to
determine the effectiveness of Family Mediated Exercise Intervention (FAME) among
acute stroke patients at Dublin. Forty participants with acute stroke were assigned to
control group who received routine care with no formal input from their family members
and the FAME group received routine therapy and in addition lower limb FAME therapy
for 8 weeks. The outcome measures were assessed after three months follow-up in which
the FAME group patient had significant improvement on walking and had regular
follow-up. The family members in FAME group reported that a significant decrease in
their level of caregiver strain at the follow up when compared with those of control
group. The findings proved that FAME intervention can serve to optimize patient

recovery and caregiver burden following stroke.

Baumann, et al. ( 2011)conducted a study to analyze the associations between
increased residual disability among post stroke survivors and the repercussions for the
lives of informal caregivers at University of Luxembourg, Belgium. 215 stroke
survivors were recruited from each of the 22 French regions. Lack of autonomy among
stroke survivors was associated with the material difficulties. Being male caregivers was
strongly associated with a feeling of injustice. A low educational level was linked to an
increased feeling of fear and a greater feeling of isolation. Increased dependency

following stroke lead to improvement in caregivers social relationships.

Aileen, L. et al. ( 2011) conducted a cross-sectional study to describe dyads
combined life satisfaction and to understand this relationship to the perceived impact of
stroke in everyday life and caregiver burden at Department of Neurobiology, Karolinska
Institute, Stockholm, Sweden. The life satisfaction of persons and their informal

caregivers was measured in 81 dyads one year post stroke. The group were compared
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and analyzed regarding levels of caregiver burden, measured with the caregiver burden
scale, and the perceived impact of stroke in everyday life, measured with the stroke
Impact scale (SIS).The results showed that (40%) of dyads were satisfied with life.
(26%) weredissatisfied and discordantwere (34%) were discordant. The satisfied dyads
reported a significantly lower impact of the stroke in everyday life compared with the

dyads who were not satisfied.

Aprile, 1. et al.(2010) studied the effects of rehabilitation on quality of life of
patientswith chronic stroke. The data showed that rehabilitation in patients with chronic
stroke lessen disability and improve physical and social functions and that repeated

cycles of treatment are needed to maintain the level of improvement.
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CHAPTER 111

METHODOLOGY

This study was undertaken to assess the role burden and attitude of care givers
towards the post stroke rehabilitation in selected hospitals, in Chennai. This chapter
includes research design, settings of the study, population, sampling technique, criteria
for selection of samples, sample size, description of the tool, validity of the tool, pilot

study and procedure for data collection and plan for data analysis.
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Figure 2. Schematic representation of methodology
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RESEARCH APPROACH

The research approach used in this study was evaluative approach.

RESEARCH DESIGN

The research design used in this study was descriptive design.

SETTING OF THE STUDY

This study wasconducted in the following settings.

PILOTY STUDY

Setting-1

Voluntary Health Services Multi-Specialty Hospital and Research Institute.

It is a 465 bedded tertiary hospital which is located at Taramani, Chennai-113

MAIN STUDY

Setting —I

New Hope Brain & Spinal centre Hospital,

It is a 100 bedded hospital which is located at Poonamallee High Road, kilpauk,

Chennai.Setting-1I1

Priyadarshini clinic

It is a 100 bedded Neurospecialityhospital which is located at West cross Road, M.K.B.

Nagar,Chennai.
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POPULATIONOF THE STUDY

The population of this study consisted of male and female caregivers of patients

with stroke in post stroke rehabilitation ward in selected settings, Chennai.

SAMPLE OF THE STUDY

The study sample consisted of caregivers of patients with stroke in post stroke

rehabilitation ward in selected settings, Chennai who fulfilled the inclusion criteria.

CRITERIA FOR SELECTION OF THE SAMPLES

INCLUSION CRITERIA

Caregivers of patients with stroke who were,

+«» willing to participate.
¢ in the age group of 30 — 45 above.

% able to understand Tamil or English.

EXCLUSION CRITERIA

% Pilot study samples.

% Care givers with paid servant maids.

SAMPLING TECHNIQUE
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The sampling technique used in this study wasnon probability purposive

sampling.

SAMPLE SIZE

A total of 60 care givers of patients with stroke were selected in the above

settings.

DATA COLLECTION TOOL

Interview was conducted by using semi-structured interview schedule. The tool

was developed after the literature review and guidance from experts.

DESCRIPTION OF DATACOLLECTION TOOL

The tool consisted of two parts

PART I

Section A: It consisted of 15 semi-structured items to assess the demographic
variables of caregivers like age, gender, religion, relationship with patient , marital
status, type of family, education, occupation, monthly income, area of residence,
previous knowledge about stroke , source of information, duration of being a caregiver,

dependency level of their stroke patient, amount of time spent with patient every day.
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PART II

SECTION —-A:ASSESSMENT OF LEVEL OF ROLE BURDEN OF
CAREGIVERS

Caregiver role burden scale was used to assess the role burden of caregivers,
which ismodified and adapted from caregiver burden Inventory University of Utah,
Gerontology Interdisciplinary program.ltconsists of 25 items under the components of
physical, (8) psychological, (10) financial (3) and social burden (4)
SECTION -B: ASSESSMENT OF LEVEL OF ATTITUDE OF
CAREGIVERS

A 5 point likert scale (Agree, Strongly agree, Uncertain, Disagree, Strongly

disagree) was used to assess the attitude of caregivers towards post stroke rehabilitation.

It consists of 12 statements including equal number of both positive (6) and negative (6)
SCORING AND INTERPRETATION

Part II-Section —A: caregivers burden scale was used to assess level of role
burden of caregivers towards post stroke rehabilitationwhich consists of 25 items.Each
item was given scores like Never-0, Rarely-1, Sometimes.-20ften-3, Always-4.The total

score was 100.

Obtained Score

Percentage = X100

Total Score
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Based on the percentage, the level of role burden was interpreted as follows:

LEVEL OF ROLE BURDEN GRADING
No or Minimal burden 0>25

Mild burden 25>50
Moderate burden 50<80
Severe burden 80<100

Section-B: A 5-pointlikert scale was used to assess the attitude of care givers towards

post stroke rehabilitation .It consists of 12 statements, each positive statement was given

scores like Strongly agree-5, Agree-4, Uncertain-3,Disagree-2,Strongly Disagree—1.

Each negative statement was given scores like Strongly disagree-5, Disagree-4

Uncertain-3, Agree-2, Strongly agreel.Thetotal score was 65.

Obtained Score

Percentage=

Total Score

Based on the percentage, the levelof attitude was interpreted as follows:

LEVEL OF ATTITUDE GRADING
Poor attitude <50%
Moderate attitude 50-65%
Favourable attitude >65%
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VALIDITY OF THE TOOL

The tool was validated by an expertin Neurosurgery andby three Medical
Surgical Nursing experts. Few corrections were given by experts and the tool was

modified accordingly.

RELIABILTY OF THE TOOL

The reliability of the tools was checked by using inter — rater method and the
reliability value for role burden scale was 0.83 and attitude scale was 0.87.This showed

that the tools were highly reliable and feasible for conducting the main study.

HUMAN RIGHTS AND ETHICAL CONSIDERATIONS

The study was approved by the ethical committee constituted by the college.
Permission was obtained from the Head of the institutions to conduct the study. Informed

consent was obtained from the caregiver who participated in the study.

PILOT STUDY

The pilot study was conducted at Voluntary Health Services Hospital, Chennai
from 14.5.2015 to 16.5 2015 after obtaining permission from the Director Clinical and
Academic affairs. Totally 6 caregivers whofulfilled the inclusion criteria were selected.
After establishing at rapport with samples,self-introduction was given. The purpose of
the study was explained and the consent for the participation in the study was obtained
from the samples .Interview was conducted by using interview schedule, to assess the
role burden and attitude of caregivers towards post stroke rehabilitation. It took
approximately 40 minutes for the investigator to complete the interview with one sample.

The results revealed that the tool was feasible and easy to administer.
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PILOT STUDY RECOMMENDATIONS

The tool was feasible and main study was carried out without any modification after

pilot study.

DATA COLLECTION PROCEDURE

The data for the main study was collected from 9.06.2015 to 28.06.2015,at
inpatient rehabilitation wards of New Hope Brain & spinal centreandPriyadarshini clinic,
Chennai. After obtaining permission from the respective heads of the institutions, a total
of 60 samples, 30 from each setting who fulfilled the inclusion criteria were selected by
the Non probability purposive sampling technique. After establishing the rapport with
the samples, self-introduction was given. The purpose of the study was explained and the
consent for the participation in the study was obtained. Interview schedule was used to
collect demographic data, role burden and attitude of caregivers towards post stroke
rehabilitation in selected settings. It took approximately 40 minutes for the investigator

to collect data from one sample.

PLAN FOR DATA ANALYSIS

Descriptive and inferential statistics were used for data analysis.

DESCRIPTVE ANALYSIS

e Frequency and percentage distribution was used to analyze the demographic data
of the care givers.
e Frequency and percentage was used to assess the role burden and attitude of

caregivers towards post stroke rehabilitation.
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INFERENTIAL STATISTICS

e Chi square test was used to associate the level of role burden and attitude of
caregivers towards post stroke rehabilitation with selected demographic
variables.

e Correlation coefficient was used to correlate the level of role burden and attitude

of caregivers towards post stroke rehabilitation
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CHAPTER -1V

DATA ANALYSIS AND INTERPRETATION

This chapter deals with the analysis of data collected from the selected 60 samples.
The aim of the study to assess the role burden and attitude of caregivers towards post
stroke rehabilitation at selected hospitals, Chennai. Descriptive and inferential statistics

was used to analyze the data.

The data obtained was classified and presented under the following section.

SectionI : Frequency and percentage distribution of demographic variables of

caregivers towards post stroke rehabilitation.

Section IT :  Assessment of level of role burden and attitude of caregivers towards post

stroke rehabilitation.

Section III: Relationship between role burden and attitude of caregivers towards post

stroke rehabilitation.

Section IV: Association of level of role burden of caregivers towards post stroke

rehabilitation with demographic variables.

Section V: Association of level of attitude of care givers towards post stroke

rehabilitation with demographic variables.
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SECTION -1

FREQUENCY AND PERCENTAGE DISTRIBUTION OF DEMOGRAPHIC

VARIABLES OF CAREGIVERS TOWARDS POSTSTROKE REHABILITATION

Table 1:1 Frequency and percentage distribution of the demographic variables of
samples based on age, gender, relationship with patient, religion and type of
family.N=60

S.No Demographic variables F P %
1. Age
30-35years 7 11.7
36-40years 16 26.6
41-4years 13 21.7
45and above 24 40.0
2. Gender
Male 11 18.3
Female 49 81.7
3. Relationship with patient
Daughter 7 11.7
Son - -
Wife 36 60.0
Husband 11 18.3
Brother/ sister - -
Daughter/ son-in law 6 10.0
4 Religion
Hindu 40 66.7
Christian 15 25.0
Muslim 5 8.3
5 Type of family
Nuclear family 37 61.7
Joint family 23 38.3

Table.1.1shows thatmajority (40.0%) of caregiverswere in the age groupof >45 years,
and 26.6%o0f caregiverswere in age group of 36 -40 years. Majority (81.7%) of
caregiverswere female. Majority (60.0%) of caregiverswere wife of stroke patient.
Majority (66.7%) of caregivers belonged to Hindu religion and61.7% caregiversbelonged

to nuclear family.
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Tablel.2 Frequency and percentage distribution of demographic variables of
caregivers based on educational status, occupation, family monthly income, marital
status and area of residence

N=60

S.NO Demographic variables F P %
6. Educational status

Non literate 24 40.0

Primary school 17 28.4

Secondary school 9 15.0

Graduate 2 33

Post graduate 8 13.3
7 Occupation

Daily wages 5 8.3

Self employed 1 1.7

Government job 1 1.7

Private job 21 35.0

Unemployed 32 53.3
8 Family monthly income

Rs 10,000-15,000 31 51.7

Rs 15,000-20,000 23 38.3

Rs 20,000-25,000 6 10.0

Rs 25,000 and above - -
9 Marital status

Married 55 91.7

Unmarried 5 8.3
10 Area of residence

Urban 25 41.7

Rural 35 58.3

Table-1.2 Shows that majority (40.0%) ofcaregiverswere non literate. In relation
to occupation,majority (53.3%) of caregivers was unemployed and 35.0% caregiver had
private job. Majority (51.7%) ofcaregiversfamily monthly income was Rs.10.000-.15,
000. Majority(91.7%) of caregiversweremarried. Majority (58.3%) of caregivers

wasfrom ruraland 41.7% caregiverswere from urban area.
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Table 1.3 Frequency and percentage distribution of demographic variables of
caregivers based on duration of being a caregiver ,previous knowledge about
stroke rehabilitation, source of information, dependency level of stroke patient
and amount of time spent on patient care every day.

N=60

S.No Demographic variables F P%
11 Duration of being a caregiver

4-10weeks 35 58.3

10-16weeks 21 35.0

16-22weeks 4 6.7

22weeks and above - -
12 Do you have previous knowledge about stroke

rehabilitation

Yes 37 61.7

No 23 38.3
13 If yes, what is the source of information

Media 3 8.1

News paper 3 8.1

Health professionals 6 16.2

Relative or friends 25 67.6
14 Overall what do you think about the

dependency level of your stroke patient

Completely dependent 35 58.3

Partially dependent 25 41.7
15 Amount of time spent on patient care

everyday 48 80.0

<5 hours 12 20.0

>5 hours

Table 1.3 shows that majority (58.3%) of themwere beingcaregivers for duration
of 4-10 weeks and 35.0% of themcaregivers were being a caregiver for 10-16 weeks
.Majority (61.7%) of caregivers had previous knowledge about stroke rehabilitation.
Majority (67.6%) ofcaregiversreceived information through relatives or friends. Majority
(58.3%) of the caregiverspatient’s werecompletely dependent on them. Majority (80%)

ofcaregivers spent<Shours on patient care every day.
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Figure 1 Percentage distribution of caregivers based on age



35

Figure 2 Percentage distributions of caregivers based on gender
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Figure 3 Percentage distributions of caregivers based on relationship with the
Patient
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Figure 4 Percentage distributions of caregivers based on type of family



ASSESSMENT OF LEVEL OF ROLE BURDEN

SECTION II

CAREGIVERS TOWARDS POST STROKE REHABILITATION

38

AND ATTITUDE OF

Table 2.1 Frequency and percentage distribution of level of role burden of

caregivers towards post stroke rehabilitation.

N=60
Minimal Mild Moderate Severe

LEVEL OF ROLE| F P% F P% F P% F P%
BURDEN

Physical burden 0 0 15 25.0 44 | 73.33 1 1.67
Psychological burden | 13 | 21.67 | 43 | 71.67 4 6.66 0 0
Financial burden 24 40.0 29 4833 7 11.67 0 0
Social burden 7 11.67 | 43 |71.67| 10 | 16.66 0 0

Table 2.1 shows that with regard to level of physical burden, majority (73.33%)

ofcaregivers had moderate burden. Regarding level of psychological burden, majority

(71.67%) of caregivershad mildburden. In relation to level of financial burden, majority

(48.33%) of caregivers had mild burden .In relation to level of social burden, majority

(71.67%) ofthe caregivershad mild burden.
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Table 2.2 Frequency and percentage distribution of the overall level of role burden

of caregivers towards post stroke rehabilitation.

N=60
OVER ALL
LEVEL OF ROLE BURDEN FREQUECY PERCENTAGE
OF CAREGIVERS
Minimal 0 0
Mild 51 85
Moderate 9 15.0
Severe 0 0

Table 2.2shows thatmajority (85%) of caregivers had mild level of role burden

and 15.0%of caregivers had moderate level of role burden. None of them had minimal or

severe burden
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Table 2.3 Frequency and percentage distribution of level of attitude of caregivers

towards post stroke rehabilitation.

N=60
S.NO | LEVEL OF ATTITUDE OF F P (%)
CAREGIVERS
1 Poor 13 21.7
2 Moderate 34 56.6
3 Favourable 13 21.7

Table 3.1 shows the level of attitude of caregivers, majority( 56.6% ) of them
had moderate attitude and 21.7%of caregivers had favourableattitude and 21.7%of

caregivers had poor attitude towards post stroke rehabilitation.
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Table 2.4 Comparison of Mean and Standard Deviation scores of role burden and

attitude of caregivers towards post stroke rehabilitation.

S.NO VARIABLES MEAN SD
1. Role burden 43.52 5.68
2. Attitude 36.10 5.27

Table2.4 shows that the role burden meanscore is 43.52 with the standard
deviation of 5.68. The mean attitude score is 36.10 with the standard deviation of 5.27.
The caregivers had high mean role burden score of 43.52 with the standard deviation of

5.68,when compared with attitude (Mean-36.10: SD5.27).
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SECTION III

RELATIONSHIP BETWEEN THE LEVEL OF ROLE BURDEN AND

ATTITUDE OF CAREGIVERS TOWARDS POST STROKE REHABILITATION

Table 3.1 correlation between role burden and attitude of caregivers towards

poststroke rehabilitation.

N=60
Variable r Value P value
Role burden r=-0.43 P =0.001**
Attitude

**denotes high significance at 1% level (P <0.001)

Table 3.1 showsthat there is a negative correlation between role burden and
attitude of caregivers towards post stroke rehabilitation at 1% level ofsignificance. This
clearly indicates that whenattitude of caregiversincreases their role burden decreases,Or

when their role burden increases their attitude decreases.
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SECTION 1V

ASSOCIATION OF LEVEL OF ROLE BURDEN OF SAMPLES TOWARDS
POST STROKE REHABILITATION WITH DEMOGRAPHIC VARIABLES

Tabled.1 Association of level of role burden of caregivers towards the post stroke

rehabilitation with their demographic variables N=60

Demographic Level of Role burden

Variables Chi-Square
Mild Moderate Value

F P% F P%

Area of residence X*=4.067

Urban 24 40.0 1 1.7 d.f=1

Rural 27 45.0 8 133 p=0.044

S*

Duration of being a

caregiver X =7.442

4-10weeks 32 533 3 5.0 d.f=2

10-16weeks 19 31.7 5 8.3 p=0.024

16-22weeks 0 0 1 1.7 S*

22weeks and above - -

Amount of time

spent on patient X’=12.633
care every day d.f=1
<5 hours 44 73.3 3 5.0 p=0.001
> Shours 7 11.7 6 10.0 Qeekk

S-Significant (*denotes significance at 5% level)(***denotes high significance at 1% level)

Table 4.1 Shows that there was a statistically significant association found between the
level of role burden of caregivers towards post stroke rehabilitation with demographic
variables such as area of residence, duration of being a caregiver, at 5% level of
significance, and amount of time spent on patient care every day at 1% level of
significance. There was no significant association found between the level of role
burden and other demographic variables such as, age ,gender, relationship with patient,
religion, type of family, educational status, occupation, family monthly income, marital
status, previous knowledge about post stroke rehabilitation, source of information, and

dependency level of stroke patient.
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SECTION V

ASSOCIATION OF LEVEL OF ATTITUDE OF CAREGIVERS TOWARDS
POST STROKE REHABILITATION WITH DEMOGRAPHIC VARIABLES

Table 5.1 Association of level of attitude of caregivers towards post stroke
rehabilitation with their demographic variables

N=60
Demographic variables Level of attitude Chi
Poor Moderate | Favourable | square
F P% | F | P% F Test
Gender
Male 6 |100| 4 | 667 1 |1.67| x°=8.68
Female 7 11.6 | 30 | 50.0 | 12 | 20.0 d.f=2
p=0.01
s**
Type of family X’=5.89
Nuclear family 11 | 183 | 21 | 35.0 5 8.33 d.f=2
Joint family 2 333 | 13 | 21.6 8 13.3 | p=0.05
S*
Over all what do you think
about the dependency level of X’=6.07
your stroke patient d.f=2
Completely dependent 10 | 16.7 | 21 | 483 4 6.67 | p=0.05
Partially dependent 3 5.0 | 13 | 8.33 9 15.0 S*
Amount of time spent on patient
care everyday X’=7.38
<Shours 12 | 20.0 | 29 | 483 7 11.6 d.f=2
>5hours 1 1.67 | 5 | 8.33 6 10.0 | p=0.02
S*

S-Significant (*denotes significance at 5%]level) (**denotes high significance at
1%level)

Table 5.1 showsthat there was a statistically significant association found between the level
of attitude of caregivers towards post stroke rehabilitation with demographic variables such
as type of family, dependency level of stroke patient and amount of time spent on patient care
everyday at 5% and gender at 1% level of significance. There is no association between the
level of attitude with other demographic variables such as age, relationship with patient,
religion, type of family, educational status, occupation, family monthly income, marital
status, area of residence, duration of being a caregiver, previous knowledge about stroke

rehabilitation, and source of information.
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CHAPTER V

DISCUSSION

The present study was intended to assess the role burden and attitude of
caregivers towards post stroke rehabilitation at selected hospitals in Chennai. A total of
sixty caregivers were selected by Non probability purposive sampling method, the data
was analyzed using descriptive and inferential statistics. The findings of the present

study were discussed based on the objectives.

DESCRIPATION OF SAMPLE CHARACTERISTIC:

Analysis of the demographic variables revealed that:

e Majority (40%)ofcaregivers were in the age group of >45 years.

e Majority (81.7%) of caregivers were female.

e Sixty percentage of caregivers were wives of stroke patient.

e Majority (66.7%) of caregiversbelonged to Hindu religion.

e Majority (61.7%) of caregiverswerein nuclear family.

e Forty percentages of caregiverswere Non literate.

e Regarding occupation,(53.3%) caregivers were unemployed, and 35% of them
weredoing private job.

e Majority (51.7%) of caregivers monthly income was Rs 10,000-15,000.

e  Majority( 91.7%) of caregivers were married

e Majority (58.3%) of caregivers were from rural area, and 41.7% of the caregivers
were from urban area.

e Majority( 58.3% )were caregivers for a duration of 4-10 weeks
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e Majority (61.7%) ofcaregivers had previous knowledge about stroke
rehabilitation.

e Majority (67.6%) ofcaregivers received information through relatives or friends.

e Majority (58.3%) ofcaregiverspatient’s were completely dependent.

e FEighty percentage of caregivers spent <5 hours with their patient’s

Theresultof the study as per objectives is:

The first objective was to assess the role burden of caregivers towards post stroke

rehabilitation at selected hospitals.

The level of caregivers role burden was assessed on various aspects such as

physical psychological, financial, and social burden.

Table 2.1 showedthat majority (73.3%) of the samples had moderate physical
burden where as25% caregivers had mild burden and 1.67% caregivers had severe
burden. Regarding psychological burden, majority (71.67%) of the caregivers had mild
burden and 21.67% of them had minimal burden. In relation to financial burden, majority
(48.33%) caregivershad mild burden and 40% of them had minimal burden. In relation to
social burden, majority (71.67%) of the caregivers had mild social burden and 16.66%

had moderate burden.

Overall level of role burden of caregivers shows, that majority (85%) of them had
mild level of role burden and 15% of caregivers had moderate level of role burden. None

of them had minimal or sever burden.
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The above findings were supported by the study conducted by Rajesh
Kumar,K.et.al (2015) to explore role burden among caregivers of stroke survivors at
selected community setting and outpatient department of different tertiary care hospitals
at Punjab. The results revealed that level of role burden reported by the caregivers was

high.

From the above the findings, we can infer that majority of the caregivers had role
burden. Hence, the investigator’s first assumption that the caregivers of patient with
stroke will experience some level of role burden as a result of providing continuous care

was supported by the above finding.

The second objective was to assess the attitude of caregivers towards post stroke

rehabilitation at selected hospitals.

The table 2.3 showedthe level of attitude of caregiversmajority(56.6%) of them
had moderate attitude and 21.7% of caregivers had favourableattitude and 21.7%of

caregivers had poor attitude towards post stroke rehabilitation.

The third objective was to determine the relationship between caregiversrole

burden and attitude towards post stroke rehabilitation in selected hospitals.

Table 3.1 showedthat there is a negative correlation between role burden and
attitude of caregivers.(r =-0.43) towards post stroke rehabilitation at 1% level
significance. This clearly indicates that when the attitude of caregivers increases their

role burden decreases.
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The above findings were supported by the study conducted by
Tomoko,A et.al(2013) to correlate caregivers burden and health related quality of life
among Japanese stroke caregivers .The results revealed that when the burden of
caregivers increases their health related quality of life particularly mental health

decreases.

Hence, the investigator’s third assumption that the level of burden of caregivers

influences their attitude was supported by the above findings

The fourth objective was to findthe association between the level of caregivers role

burden and attitude towards post stroke rehabilitation with demographic variables.

Table4.1 showed that there was a statistically significant associationfound
between the level of role burden of caregivers towardspost stroke rehabilitation and
demographic variables such as area of residence, duration of being a caregiver at 5%
level of significance, amount of time spent on patient care every day with patient at 1%

of significance.

The above the findings were supported by the study conducted by
Bos,D.N.et.al.(2011) to assess the burden of informal care giving for stroke patients.
The results revealed that the level of subjective burden and the condition of feeling

substantially burdened were associated the number of care giving tasks performed.

Hence, the investigator’s second assumption that the level of burden increases

overtime was supported by the above findings.

There was no association found between role burden and demographic variables

such as age, gender, relationship with patient, type of family, education status, religion,
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occupation, family monthly income, marital status, previous knowledge about stroke

rehabilitation, source of information, and dependency level of stroke patient.

Table 5.1 showed that there was a statistically significant association between
level of attitude of caregivers towards post stroke rehabilitation with demographic
variables such as type of family, dependency level of stroke patient, amount of time

spent on patient care every day at 5% and gender at1% level of significance.

The above the findings were supported by the study conducted by Damen, S.
et.al. (2011) on informalcaregivers attitudes towards respite care at Netherland.It was
found thatcaregivers attitude was apparently associated with caregiver,duration and

intensity of care giving.
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CHAPTER VI
SUMMARY, CONCLUSION, IMPLICATIONS

RECOMMENDATION AND LIMITATION

SUMMARY

The objective of the study was to assess the role burden and attitude of

caregivers towards the post stroke rehabilitation in selected hospitals, Chennai.

A descriptive method was used to assess role burden and attitude of caregivers
towards post stroke rehabilitation. The review of literature provided the base and in
depth knowledge for the development of tool. The content validity of the tool on
assessment of role burden and attitude of caregivers was obtained from experts and the

pilot study was conducted.

The study was conducted at selected hospitals in Chennai namely VHS
Multispecialty Hospital, Chennai. New Hope Brain &Spinal Centre Hospital,
Poonamallee High Road Kilpauk, Chennai and Priyadarshini Clinic, West Cross Road,
M.K.B. Nagar, Chennai.Prior permission from the head of the institutions, was obtained
the study was conducted role burden and attitude of caregivers towards post stroke
rehabilitation. The samples who fulfilled the inclusion criteria were selected from the
selected hospitals. Non-probability purposive sampling was used to select the samples.
Interview schedule was used to collect the data from the caregivers.The data was

analyzed using descriptive statisticsand inferential statistics.
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The major findings of the study were as following:

Analysis of the demographic variables revealed that:

e Majority (40%) of caregivers were in the age group of >45 years.

e Majority (81.7%) of caregivers were female.

o Sixty percentage of caregivers were wives of stroke patient.

e Majority (66.7%) of caregivers belonged to Hindu religion.

e Majority (61.7%) of caregivers were in nuclear family.

e Forty percentages of caregivers were Non literate.

e Regarding occupation, 53.3% caregivers were unemployed, and 35% of
them were doing private job.

e Majority (51.7%) of caregivers monthly income was Rs 10,000-15,000.

e Majority (91.7%) of caregivers were married.

e Majorities (58.3%) of caregivers were from rural area, and 41.7% of the
caregivers were from urban area.

e Majority( 58.3% ) were caregivers for a duration of 4-10 weeks

e Majority(61.7%) of caregivers had previous knowledge about stroke
rehabilitation

e Majority (67.6%)of caregivers received information through relatives or
friends

e Majority (58.3%) of caregiverspatient’swere completely dependent.

e FEighty percentage of caregivers spent <5 hours with their patient’s.

o The assessment of the overall level of role burden towards post stroke
rehabilitation shows that majority 85% of the samples had mild burden and

15% of caregivers had moderate burden.
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e There is a statistically significant negative correlation(r= -0.43:p<0.001
between role burden and attitude towards post stroke rehabilitation.

e Overall level of attitude was 56.6% of samples moderate and 21.7%
favorable and poor attitude.

e There was a significant association between the level of role burden and
demographic variables such as area of residence, duration of being a
caregiver, at 5% and amount of time spent on patient care every day at 1%
level of significances.

e There was a significant association between the level attitude and
demographic variables such as gender at 1% and type of family dependency
level of stroke patient and amount of time spent on patient care every day at

5%level of significances.

CONCLUSION

The overall findings of the present study showed that majority (81.7%) of the
caregivers were females, 58.3% of caregivers patients were completely dependent.73.3%
of caregivers had moderate level of physical burden. It is also observed that 85% of the
caregivers had mild level of role burden and 56.6% of caregivers had moderate level of
role burden towards post stroke rehabilitation. It is also observed that majority(56.6%) of
them had moderate attitude and (21.7%) of caregivers had favourable and poor attitude
towards post stroke rehabilitation.There was a statistically significant negative

correlation between role burden and attitude at 1% level of significance.
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The study findings gave an insight to the investigator about the role burden
experienced by the caregivers and theirattitude towards post stroke rehabilitation. It will
further help the investigator to makerecommendation to reduce the role burden of

caregivers and improve their attitude.

IMPLICATIONS

The study findings have its implication in several branches of nursing namely

nursing education, nursing practice, nursing administration and nursing research.

NURSING PRACTICE

e  Majority of the samples had mildrole burden and poor attitude which may be
due to lack of awareness regarding post stroke rehabilitation. Therefore, nurses
must reinforce the family members regarding the importance of post stroke
rehabilitation.

e Validated forms for assessing the role burden can be incorporated into nursing
care to know the level of role burden and attitude of caregivers.

e Nurses can organize guidance and counseling programme for caregivers

towards post stroke rehabilitation.

NURSING EDUCATION

e Nurse educator can educate students on assessment of role burden and attitude of
caregivers of patients with stroke.
e Nurse educator must teach the nursing students regarding the importance of role

of caregivers towards post stroke rehabilitation.
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e Nurse educator must motivate the students to organize mass awareness

programmes regarding the importance of rehabilitation programmes after stroke.

NURSING ADMINISTRATION

e Nurse administrator can plan and organize continuing nursing education
programme to educate staff nurses regarding measures to minimize the burden of
care givers of patients with stroke.

e Nurse administrator can encourage the nurses to conduct research studies on
various aspects of role burden and attitude of caregivers towards post stroke
rehabilitation.

e Nurses can create awareness among caregivers regarding post stroke
rehabilitation in early prognosis of patient with stroke.

e Nurse administrator can involve in preparation and distribution of information
booklets to create awareness to stroke patients and care givers aboutthe

importance of post stroke rehabilitation.

NURSING RESEARCH

e Extensive nursing research can be conducted regarding role burden and attitude
of caregivers towards post stroke rehabilitation in selected settings.

e The findings of the study should be disseminated through conferences, seminars
and journal publications.

e Nurse researcher can explore various innovative methods to reduce role burden

and improve the attitude of caregivers towards post stroke rehabilitation.
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RECOMMEDATIONS

The study can be conducted on largesample to generalize the findings.

A study can be conducted on the difficulties faced by the nurses in motivating
the caregivers to adoptto the rehabilitation programmes.

Focus group discussion can be conducted on problems experienced by patients
with stroke and their caregivers during post stroke rehabilitation period.

A comparative study can be done on difficulties experienced by the care givers
in taking care of patients with complete or partial level of dependency after
stroke.

A study can be done on family support and quality of life of patients with stroke.
A study can be conducted to compare the knowledge and attitude of male and
female, urban and rural caregivers regarding post stroke rehabilitation.

A study can be conducted to assess the effectiveness of structured teaching
programmes on knowledge and attitude of caregivers towards post stroke

rehabilitation

® An observational study can be done to assess the knowledge, attitude and
practice of caregivers towards post stroke rehabilitation.
LIMITATIONS

The investigator faced no difficulties
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TOOL TO ASSESS THE LEVEL OF CAREGIVERS ROLE BURDEN
ANDATTITUDE TOWARDS POST STROKE REHABILITATION

PART -1

DEMOGRAPHIC DATA OF CAREGIVER

1) Age of the care giver
a)30-< 35 years
b) 35-<40 years
¢) 40-< 45 years
d) 45 and above
2) Gender
a) Male
b) Female
3) Relationship with patient
a) Daughter
b) Son
c) Wife
d) Husband
e) Brother/Sister
f) Daughter/ son —in-laws
4) Religion
a) Hindu
b) Christian
¢) Muslim

d) Others



5) Types of family
a) Nuclear
b) Joint
6) Educational status
a) Non literate
b) Graduate
c) Post graduate
d) Primary School
e) Secondary School
7) Occupation
a) Daily wages
b) Self employed
¢) Government Job
d) Private Job
¢) Unemployed
8) Family monthly income
a) Rs 10,000- < 15,000
b) Rs 15,000-<20,000
¢) Rs 20, 0000-<25,000
d) Rs 25,000 and above
9) Marital status
a) Married

b) Unmarried



10) Area of residence
a) Urban
b) Rural
11) Duration of being a care giver
a) 4 -<10weeks
b) 10-<16weeks
¢) 16-<22weeks
d) 22 weeks and above
12) Do you have Previous Knowledge about stroke rehabilitation?
a) Yes
b) No
13) If yes, what is the source of information?
a) Media
b) Newspaper
¢) Health professionals
d) Internet
e) Relative or friends
14) Overall what do you think about the “Dependency” level of your stroke patient?
a) Completely dependent
b) Partially dependent
15) Amount of time spent on patient care every day.
a)<5 hours

b)> 5 hours



PART - 11

SECTION A: ASSESSMENT OF LEVEL OF CARE GIVER’S ROLE BURDEN
MODIFIED AND ADAPTED FROM CAREGIVER BURDEN INVENTORY,
UNIVERSITY OF UTAH GERONTOLOGY INTERDISCIPLINARY PROGRAM

(1996)

PHYSICAL BURDEN

1. He /she need my help to perform many daily tasks.

0 Never

[ Rarely

[ Sometimes
[ Often

] Always

2.1 have to watch him |her constantly.

0 Never

0 Rarely

0 Sometimes
l Often

] Always

3. I am facing purely practical problem in the care of my stroke patient that are difficult

to solve.

[ Never

0 Rarely

0 Sometimes

] Often



[JAlways

4. I am over taxed by my responsibilities.

0 Never

[ Rarely

[ Sometimes
[ Often

] Always

5. I am physically tired.

0 Never

[ Rarely

l Sometimes
[ Often

[ Always

6. My health has suffered.

[ Never

0 Rarely

0 Sometimes
0 Often

[ Always

7.1 find it difficult to get enough sleep.

[ Never

[ Rarely

[ Sometimes
0 Often

[ Always



8. I find it hard to have a break.

0 Never

0  Rarely

0 Sometimes

0  Often

0 Always
PSYCHOLOGICAL BURDEN

1.1 fear what may happen to my stroke patient in the future.

0 Never

0 Rarely

0 Sometimes
0 Often

(] Always

2. I feel emotionally drained due to caring for him |her.

[ Never

[ Rarely

0 Sometimes
0 Often

[ Always

3. I'wish I could escape fromthis situation.

[ Never

[ Rarely

[ Sometimes
[ Often

N Always



. I feel resentful of other relative who could but do not help.
Never
Rarely
Sometimes
Often
Always
. I feel that I am missing out on life.
Never
Rarely
Sometimes
Often
Always
. I feel I will not able to continue to care for my stroke patient.
Never
Rarely
Sometimes
Often
Always
. I wish someone elsewould take over my care giving responsibilities.
Never
Rarely
Sometimes
Often

Always



8. I feel embarrassed over his |her behaviour.
0 Never

[ Rarely

l Sometimes

(] Often

(] Always

9. I feel angry about my interaction with him |her.
(] Never

(] Rarely

(] Sometimes

(] Often

(] Always

10. I resent him |her.

[ Never

[ Rarely

0 Sometimes

0 Often

[ Always
FINANCIAL BURDEN

1. I experience difficulties in meeting the family economic needs.

(] Never
(] Rarely
(] Sometimes
(] Often

L] Always



2.1 feel that do not have enough money for caring him |her.

(] Never

(] Rarely

(] Sometimes

(] Often

(] Always

3.1 experience interference in continuity of job because of my patient illness.
(] Never

(] Rarely

[l Sometimes

(]  Often
(] Always
SOCIAL BURDEN

1. My social life has suffered
(] Never

(] Rarely

(] Sometimes

[l Often

] Always

2.1t is difficult for me to getalong with my family members as well, as [ used to

be previously.

[ Never

[ Rarely

0 Sometimes
l Often

[ Always



3. It is difficult toget support from my family members.
(] Never

(] Rarely

l Sometimes

(] Often

(] Always

4. I find it difficult to get along with my friends as well, as I used to be previously.

0 Never
0 Rarely

0 Sometimes

0 Often

0 Always

SCORE INTERPRETATION

1.0-< 25-No or Minimal burden

2.25-<50-Mild burden

3.50-<80 —Moderate burden

4.80-<100- Severe burden



SECTION: TOOL TO ASSESS THE ATTITUDE OF CAREGIVERS

TOWARDS POST STROKEREHABILITATION

S.NO STATEMENT SA (A |U (D |SD

1. Post stroke rehabilitation is the fundamental to
improve patients outcome after stroke

2. Care giver plays only a minimal role in the post
stroke rehabilitation

3. Stroke recovery varies from person to person and
is impossible to predict

4. Post stroke rehabilitation is an ongoing, long term
and confusing process

5. Meeting physical need of the stroke  survivor
is a vital responsibility of the care giver

6. Co-ordinating with health care team members is
not a responsibility of the care giver

7. Stroke survivor need lot of emotional support
during the process of post stroke rehabilitation

8. Teaching rehabilitation skills is solely a job of the
physiotherapist.

9. Care giver must monitor for the safety of the
patient

10. Care giver gets only minimal support from the
other family members during the phase of
rehabilitation

11. Helping the patient to learn rehabilitation skill is
also the responsibility of the care giver.

12. Helplessness and worry are the common emotions
of the care givers during post stroke rehabilitation.

SCORE INTERPRETATION

> 65% Favorable attitude
» 50-65% Moderate attitude

» <50% Poor attitude
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