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Abstract

The present study was conducted to assess the family burden of caregivers of cognitively impaired
children attending selected special centers in Malappuran district.

Objectives: Assess the level of family burden of caregivers of cognitively impaired children; Find out
association between family burden of caregivers of cognitively impaired children with demographic
variables.

Methodology: Quantitative approach was used for the study and descriptive design was selected.
Data were collected from 100 caregivers of cognitively impaired children attending selected special
centres in Malappuram district. The sample consisted of 100 caregivers of cognitively impaired
children and selected by using proportionate stratified sampling technique. A socio demographic
proforma to collect the socio demographic data and Zarit burden interview to assess the level of
family burden of caregivers of cognitively impaired children were the tools used for the study. The
caregivers who were meeting the inclusion and the exclusion criteria were selected from the two
special centres as the participants for the study. The selected participants were explained about the
purposes of the study and were administered with demographic proforma to record their responses.
Zarit burden interview was then done for each participant and after the interview with each individual
the participants were asked to record their responses by their own. The data collection was done for 1
week.

Results: The study results revealed that out of the total caregivers, 64% of the caregivers of
cognitively impaired children experience mild to moderate burden, 23% felt little or no burden, 11%
felt moderate to severe burden and 2 % felt severe burden. The study revealed that there is no
significant association between the family burden of caregivers and the demographic variables.
Conclusion: The study concluded that caregivers of cognitively impaired children experience
different levels of family burden and there is no significant association between family burden of
caregivers of cognitively impaired children and demographic variables. Keywords: Family burden;
special centre; cognitively impaired children.

Keywords: Family burden; special centre; cognitively impaired children.

Introduction

Background of the study

Health is a state of physical, mental, social and spiritual wellbeing and not merely absence of
disease or infirmity The emotional wellbeing of children is just as important as their physical
health. Good mental health allows children and young people to develop the resilience to
cope with whatever life throws at them and grow into well-rounded, healthy adults.

It is said that 450 million people suffer from a mental or behavioral disorder per year (WHO
2003). Cognitive impairment is defined as having either a psychiatric disorder, an organic
impairment or a development disorder that affects cognitive or emotional functions to the
extent that capacity for judgment and reasoning is significantly diminished.

The fact that in addition to the core symptoms, cognitively impaired children and adolescents
often display a number of co-morbid behavioral problems.

The term family burden, was mentioned first by Grad and Sainsbury. Parents of such
children experience stress related to the child’s characteristics, particularly behavioural
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problems, inadequate support, parental conflict associated
with caring for their child with disability, lack of financial
and social support, and alteration in family's lifestyle and
leisure activities due to care giving responsibilities.

Need and significance of the study

e As per the world disability report 2011, about 15% of
the population in the world has disability and among
them 2 to 4 % is suffering from severe disabilities. An
Anganwadi based survey conducted in partnership
with Indian Association of Pediatrics in 2016, found
out that 2.5% -3.6% of children had disabilities and
among these 69.3%. constituted by cognitive
disabilities and remaining by the speech, gross motor,
hearing and vision disabilities. Mothers face more
stress as compared to fathers because mothers bear
disproportionate share of responsibilities in raising
their disabled child. Similarly a study examining Asian
mothers and Malay Muslim mothers with intellectually
disabled children found that Asian mothers seek
support beyond the family whereas Malaya mothers
mainly rely on support from within the family for
taking care of their children The rise in number of
special schools for cognitively impaired in India also
necessitated the need to undertake study on this area.
There are 3000 special schools at present for the
disabled children in India. Among these, 1000 special
centres are for mentally challenged and remaining
constitutes other disabilities. In addition to this,
government of India has introduced several national
schemes such as DISHA, VIKAAS etc recently for the
welfare of the cognitively impaired children which also
gives an indication for the rise in the number of
cognitively impaired children in India. Its strong
impact on the family makes it of extreme importance
to investigate methods to assess level of family burden
experienced by caregivers of such children and to find
measures to reduse the severity of the burden.

Statement of the problem

A study to assess the family burden of caregivers of
cognitively impaired children attending selected special
centres in Malappuram district.

Objectives of the study:

e Assess the level of family burden of caregivers of
cognitively impaired children.

e Find out association between family burden of
caregivers of cognitively impaired children with
selected demographic variables.

Operational definitions

e Assess: This refers to measurement of the level of
family burden of caregivers of cognitively impaired
children by using Zarit burden interview.

e Family burden: This refers to presence of problems
and difficulties faced by caregivers of cognitively
impaired children which are likely to affect the family
functioning.

e Special centres: This refers to institutions where
cognitively impaired children are studying.

e Care giver: Mothers who take care of cognitively
impaired child.

e Cognitively impaired children: This refers to
children studying in special centres who are diagnosed
with cognitive impairments such as autism, mental
retardation, cerebral palsy.

Hypothesis

e HI1. There is a significant association between the
family burden of the care givers of cognitively
impaired children with the selected demographic
variables.

Conceptual framework

Family Stress Theory

*Individual:

PERCEPTION
The meaning given by caregiver about
cognitively impaired child and impact
of that on family

S -
- e

RESOURCES

sHealth related- Physical and emotional factors.
eFinancial — Socio-economic status
eEducational — educational qualification
#Psychological —Self esteem
*Family system: Type of family and interaction among

family members.
\-Gemmunity : VKM and RICCCH sp eciabeutV /’
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DEGREE OF STRESS
Level of family burden
+Little or no burden

*Mild to moderate burden
*Moderate to severe burden
sSevere burden
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Methodology

Quantitative approach was used. The research design
adopted for the study was non experimental descriptive
survey design. The research variable of the study was
family burden of caregivers of cognitively impaired
children. The demographic variables included in the study
were age, educational qualification, occupation, religion,
place of residence, type of family, socio- economic status,
number of children, presence of members with disability in
the home, age of the child and sex of the child. The tools
used for the data collection in this study are divided into
two sections.

Section A: Socio demographic proforma It comprises of 11
items. The tool was developed to assess the demographic
factors. It includes age, educational qualification,
occupation, religion, type of family, place of residence,
socio economic status, number of children, presence of
members with disability in the family, age of the child and
sex of the child. Section B: Zarit Burden Interview It is a
standardized tool developed by Steven. H. Zarit in 1980 to
assess the level of burden experienced by primary
caregivers of older persons with senile dementia and
disabled persons. Even though it has been developed to use
in caregivers of adults it has been used in research with
family caregivers of children with intellectual and
behavioural problems. It consists of 22 negatively phrased
questions/ statements each with a 5-point likert response
scale. ( 0 = Never 1 = Rarely 2 = Sometimes 3 = Quite
frequently 4 = Nearly always)

The key to determine type of family burden is: 0 to 20 =
little or no burden 21 to 40 = mild or moderate burden 41 to
60 = moderate to severe burden 61 to 88 = severe burden67

Data collection process

Formal permission from director of special centres was
obtained. The data collection was carried out for a period of
| week. The investigator selected the samples by using
convenient sampling technique from those who were
included in the inclusion criteria. Initially investigator
obtained consent from the participants and assured that the
data will be kept confidential. The purpose of the study was
explained to the participants before conducting the study. A
total of 100 samples were selected from the both centres.
Initially socio demographic proforma was administered to
the samples and demographic data was collected through
self-reporting. Then the family burden of the caregivers
was assessed by conducting interview with each caregiver
using Zarit burden interview and then by collecting
responses for the items in the Zarit burden interview
through self-reporting

Ethical considerations

The initial permission for carrying out the study was
obtained from institutional ethical committee. Permission
obtained from concerned authority of selected special
centres and individual consent from the participants of the
study. Confidentiality was maintained. No ethical issues
were aroused during the course of the study

Results

Section A: Distribution of demographic characteristics of
cognitively impaired children and their caregivers.

Section A The characteristics of the study population were
as follows: e Regarding the age, 73% of the subjects

belonged to age group of 26 and 40 years, 24% are less
than 25 years and 3% are above 40 years. e With respect to
type of family, 46% belongs to joint family and 54%
belongs to nuclear family. e In case of educational
qualification, 54% are having secondary education, 27%
are having primary education and 19% are having degree
and above. e With regard to occupation, 88% of the
subjects are unemployed and 12% are employed. e
Regarding religion, 68% are Muslims, 30% and 2% are
Hindus and Christians respectively. e With respect to
socioeconomic status, 43% possess blue ratio card, 28%
possess pink ration card, 14% and 15% possess yellow card
and white card respectively. e In case of number of children
66% are having 2 children, 18% are having 1 child, 13%
are having 3 children and 3% are having more than 3
children. e With regard to place of residence, 74% belongs
to rural region and 26 % belongs to urban region. e
Regarding presence of members with disability in family,
95% mothers are not having disabled children other than
cognitively impaired children and only 5% are having
disabled child other than cognitively impaired children.  In
case of gender of cognitively impaired child, majority 54%
are male and 46% are female children. e Regarding age of
child, 38% are having 3 to 6 years of child, 31% are
between 6 to 12 years of age, 20% are between 1 to 3 years
of age, 11 % are between 12 to 18 years of age

Section B: Assessment of family burden of caregivers of
cognitively impaired children. Majority, 64% caregivers of
cognitively impaired children feel mild to moderate burden,
23% feel little/ no burden, 11% feel moderate to severe
burden and 2% feel severe burden

Section C: Association between family burden of
caregivers of cognitively impaired children. The study
revealed that there is no significant association between
family burden of caregivers of cognitively impaired
children and selected demographic variables like age,
educational qualification, occupation, religion, place of
residence, type of family, socio economic status, number of
children, presence of members with disability in the family,
age of child, and gender of child.

Conclusion

The study assessed burden of caregivers of cognitively
impaired children attending selected special centres in
Malappuram district. The researcher found out that among
the 100 caregivers 64% of caregivers had mild to moderate
family burden, 23% had little / no burden, 11% had
moderate to severe burden and 2% had severe burden.
There is no significant association between family burden
of cognitively impaired children with demographic
variables age, Gender, Education, Occupation, Type of
family, Socio economic status, place of residence, number
of children, Presence of members with disability in the
family, age of the child and sex of the child. From the
present study, it can be concluded that majority of the
caregivers of cognitively impaired children experience
family burden and the level of family burden vary for
different caregivers.
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