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This research work aims to study the ‘Family Burden and Subjective Well-Being of Family Caregivers of

Persons with Intellectual Disability. The Research Design used for the study was Descriptive in nature.
The universe consisted of family caregivers who visited an agency in Coimbatore, Tamil Nadu, India. The sampling
technique adopted for the selection of the respondents was Non Probability - Purposive Sampling method. Sample
size was 112.The tool used for this study was an Interview Schedule which had two standardized scales. The findings of
the study reveal that Age, Gender, Family Monthly Income, Domiciliary and Duration of Disability influence the Family
Burden and Subjective Well Being of Caregivers. It is also seen that as Family Burden increases Subjective Well-Being
of the caregiver’s decreases. The study also yielded some interesting results which implicate the scope for social work

practice and further research in this area.

Introduction

This research work makes an attempt to study the Family
Burden and Subjective Well Being in Family Caregivers of
Persons with Intellectual Disability. Persons with Intellectual
Disability impose considerable burden on their caregiv-
ers which include multiple responsibilities such as finan-
cial cost, physical care of the person and compromises
on the freedom and leisure activities of the caregiver. In-
tellectual Disability has been given importance and many
studies have been done in this area. But the caregivers
are a neglected lot especially in India. Most of the Intel-
lectually Disabled are taken care at home due to financial
constraints. The burden of caring for the person with a dis-
ability falls on the family members because family ties, cul-
tural values and unsaid code of ethics point towards the
responsibility of the family members towards the disabled.
Most of the family caregivers do not get respite from care.
Having a life of their own and spending time for leisure
and recreation is seen as a sin by the society. It is often
ridden by guilt. Therefore the researcher felt it a problem
of significance in the present scenario.

Intellectual Disability

Intellectual Disability is a developmental disability that first
appears in children under the age of 18. It is generally rec-
ognized as the child reaches school going age. The term
used when a person has certain limitations in mental func-
tioning and in skills such as communicating, taking care of
him or herself, and social skills. These limitations will cause
a child to learn and develop more slowly than a typical
child. Children with Intellectual Disability may take longer
to learn to speak, walk, and take care of their personal
needs such as dressing or eating. They are likely to have
trouble learning in school. There are four broad categories
of Intellectual Disability based on approximate 1Q: (1) Mild,
(IQ 50-70), (2) Moderate, (IQ 35-50), (3) Severe, (IQ 20-35)
and (4) Profound (IQ below 20).It is defined as significantly
sub average general intellectual functioning existing con-
currently with deficits in adaptive behaviour and manifest-
ed during the developmental period. Intellectual Disability
is characterized by three criteria: Significantly sub average
intellectual functioning, Concurrent and related limitations
in two or more adaptive skill areas, Manifestation before
age 18.

Family Caregiving

A family member, relative, friend or neighbour who pro-
vides practical, day-to-day unpaid support for a person un-
able to complete all of the tasks of daily living. The per-
son who receives care is the care recipient, defined as a
person who lives with some form of chronic condition that
causes difficulties in completing the tasks of daily living.
(Savage and Bailey 2004) Family caregivers in this study
are family members or relatives of the care recipient.

Impacts of Caregiving on the Caregiver

Caregiving almost always impacts on the life of the car-
egiver.( Goodhead and Mc.Donald, 2007) Those heav-
ily involved in caregiving, experience profound and wide-
ranging changes to their lives. In studies that compare
caregivers with others, caregivers often report poorer phys-
ical health and higher use of medication than others. In
many studies caregiving is associated with increased rates
of depression and anxiety, less life satisfaction and a feel-
ing of being burdened. There is some evidence to suggest
cognitive impairment and mental illness in the recipient are
more burdensome for caregivers than physical problems.
In general, impacts on a caregiver’s mental health become
greater as the time spent on caregiving increases.

Despite the demands of caregiving, reviewed literature
show that most caregivers provide care gladly and feel
positively about the role. However, those who have heavier
caregiving commitments are more likely to feel negatively.
All caregivers are more positive when they have help from
others. (Goodhead and Mc.Donald, 2007). Increasingly,
the literature on families and disabilities also emphasizes
this adaptive capacity of families. It has been called fam-
ily resilience. Many families actually report that the pres-
ence of disability has strengthened them as a family-they
become closer, more accepting of others, have deeper
faith, discover new friends, develop greater respect for
life, improve their sense of mastery, and so on. (Patterson,
1991;Singer and Powers,1993; Turnbull et al., 1993).

Family Burden

Burden is any negative impact to the family caused by car-
ing for an ill member.( Grad and Sainsbury,1966) Further-
more, burden was divided into objective burden and sub-
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jective burden (Hoenig and Hamilton,1966). Hoenig and
Hamilton defined objective burden as an event or activity
associated with negative caregiving experiences, whereas
subjective burden referred to the feeling that appeared in
the caregiver caused by the fulfillment of the caregiving
function. Family Burden is the burden or difficulties faced
by the family due to caring for a person with disability. (Pai
and Kapur, 1981)

Subjective Well-Being

Subjective Well-Being refers to a person’s own assessment
of their happiness and satisfaction with life. The cognitive
element refers to what a person thinks about their sat-
isfaction in global terms (life as a whole) and in domain
terms (in specific areas of life such as work, relationships,
etc.) The affective element refers to emotions, moods and
feelings. Affect is considered positive when the emotions,
moods and feelings experienced are pleasant. Affect is
deemed negative when the emotions, moods and feel-
ings experienced are unpleasant. (Diener, Lucas, and Oshi,
2002).

Research Methodology

The research work aimed to study the Family Burden and
Subjective Burden of Family Caregivers of Intellectually
Disabled. The Objectives of the study was to understand
the Socio Demographic Profile of the Respondents, To un-
derstand the Socio Demographic Profile of Persons with
Intellectual Disability, To analyse the Level of Family Bur-
den and Subjective Well — Being, To correlate the socio-
demographic profile with the key variables and to find out
the relationship between the Key Variables.

The Research Design used for the study is Descriptive in
nature. Pilot Study was done during the month of May &
June 2009. In order to find out the validity of the Interview
Schedule a Pretest was conducted with 10 respondents. It
was carried out in February 2010. The Universe consisted
of family caregivers who visited the agency named SAAR-
ATHY PAMMAC (Parents Association for Persons with Men-
tal Retardation, Multiple Disabilities, Autism and Cerebral
Palsy, Coimbatore, Tamil Nadu, India.) during the period of
data collection. The Sampling Technique adopted for the
selection of the respondents was Non Probability - Purpo-
sive Sampling method. Sample size was 112.

The Tool used for this study was an Interview Schedule
which had two standardized scales namely 1.Family Burden
Scale by Pai and Kapur(1981). Reliability of the scale was
reported to be more than 0.78(Cronbach Alpha) by the au-
thors, which indicates a satisfactory reliability. 2.Subjective
Well- Being Inventory by Nagpal and Sell (1992). ). Reli-
ability of the scale is reported to be 0.84 (Cronbach Alpha)
which shows high reliability.

The Criterion for selecting the respondents was that
they should be family members or relatives of persons with
Intellectual Disability. Other disorders like autism, cerebral
palsy etc were excluded. Data Analysis was done using
SPSS. Analysis included Simple Percentage, Significance
Test 't", ANOVA and Correlation Matrix.

Results and Discussion

1. Socio-Demographic Profile of Respondents

Majority (42.9%) of Caregivers belong to the age group of
31-40years, 66.1% are females, 87.5%are parents, 52.7%
have educational qualification below 10" standard , 78.6%
are married, 38.4%are housewives, 62.5% have family
monthly income upto Rs.5000, 53.6% are from urban area,

Volume : 5 | Issue : 2 | Feb 2015 | ISSN - 2249-555X

61.6% are from nuclear family, 80.4% have no health prob-
lem, 61.6% have another person to take care of their ward
in their absence, 76.8% are fully aware of their ward's ill-
ness/condition, 76.8%do not believe in indigenous method
of treatment,65.2% have not tried indigenous method of
treatment.

2. Socio-Demographic Profile of Clients (Persons with
Intellectual Disability)

It is seen that 54.46% of clients have Mild Intellectual Dis-
ability. As far as age is concerned 73.2% with Intellectual
Disability fall below the age group of 20 years and 62.5%
are male, Educationally 55.4 % fall under Not Applicable
which means they are either illiterate or not in a condition
to go to school. Majority (43.8%) are the first child in the
family.33% of the clients were diagnosed with Intellectual
Disability during 2 months tolyear of age and 25% have
the disability for 11-15 years. Majority (50.9%) of the cli-
ents with Intellectual Disability are cared for at home. Ma-
jority (59.8%) of parents of clients are close relatives (Con-
sanguineous Marriage).

3. Level of Family Burden
Table No: 1 -Distribution of respondents by Level of
Family Burden

S.No TOTAL
Family Burden Score
No. %
1 Low 70 62.5
2 Moderate 34 30.4
3 High 8 7.1
TOTAL 112 100.0

Majority of the respondents (62.5%) have low level of
Family Burden. Heller and Hsieh (1997) found that formal
supports can help caregivers by providing additional help
which alleviate distress. Keer and MclIntosh (2002) state
that informal supports like parental groups can relate to
one another’s situation and can help provide social, emo-
tional and physical support which in turn can reduce family
burden of caregivers. The study reveals low level of family
burden in the caregivers of Intellectually Disabled. All the
respondents were selected from a parental group (Sarathi
PAAMAC) and they have self help groups which meet once
a month and conduct sales of products like homemade
eatables, sari, handicrafts etc. It is a place and time for
relaxation and exchange of ideas. This may be the reason
why majority of the respondents (62.5%) have low Family
Burden.

4.Level of Subjective Well-Being
Table No: 2- Distribution of respondents by Level of
Subjective Well - Being

TOTAL
S.No |Subjective Well - Being Score
No. %
1 Low 1 9
2 Moderate 39 34.8
3 High 72 64.3
TOTAL 112 100.0
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Majority of respondents (64.3%) have high level of Sub-
jective Well-Being.Tarlow.et.al., (2004) report that caregiv-
ing makes the carer's feel good about themselves, gives
meaning to their lives and strengthens their relationships.
All this can lead to higher subjective well being in carer’s.
Heiman (2002) indicates that strong belief in the child and
the child’s future, an optimistic outlook and a realistic view
and acceptance of the disability lead to resilience and cop-
ing. This may be the reason why the results in this study
indicate that majority of carers of persons with intellectual
disability have high level of subjective well being. Accord-
ing to (Patterson 1991, Singer Powers 1993 and Turnbull
et.al. 1993), family care givers have found ways to cope
with added stress in their lives. Adaptive capacities of fam-
ilies have increased. It is called family resilience. Many fam-
ilies report that the presence of disability has strengthened
them. They became closer, accepted others, had deeper
faith, improved their strength of mastery, discovered new
friends and developed greater respect for life.

5. Socio-Demographic Correlates of Family Burden
Table No: 3- Family Burden and its influencing factors

5. No |Variable v/ ANOVA  [Signifi-
1 Age ANOVA **

2 Gender 't Test NS

3 |Fnacrgirlr)]/el\/lonthly ANOVA *

4 Domiciliary ANOVA x*

5 Order of Birth ANOVA NS

6 Duration of Disability |ANOVA x*

NS- Not Significant , * - Significant at 5% , ** - Signifi-
cant at 1%

Caregivers above 50 years, who are from lower income
families and who come from rural domicile have higher
Family Burden. Family Burden is also higher among re-
spondents who take care of clients with disability of
more than 20 years. The researcher on interaction with
the caregivers found that as the caregivers grow older
their abilities to meet the demands of caregiving re-
duces. They are stressed and worried about the client’s
future thus increasing the family burden. It is seen that
family burden is more in caregivers who have income
upto 5000. Upadhyaya and Havalappanavar (2008) re-
port higher levels of financial stress in lower income
families. In this study rural families faced more fam-
ily burden which is in contrast to the findings of Milof-
sky (1980) which states that families in rural areas tend
to relay more on informal relationships, as they come
to know and care for each other. This may be due to
the fact that Indian rural condition is not similar to that
of other countries. Moreover in Indian rural set up the
proximity with neighbours, their enquiries about the
family members add upto the Family

Burden. Harris and Mc.Hale (1989) state that family prob-
lems were associated with more time spent with disabled
child. Petit (2006) report that as mentally challenged in-
dividual reaches adulthood the caregivers financial stress
level tends to increase.
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6. Socio-Demographic Correlates of Subjective Well-Be-
ing

Table No: 4- Subjective Well - Being and its influencing
factors

S. No |Variable ANOVAIt’/ Significance

1 Age ANOVA *

2 Gender ‘t' Test *k
Family Monthly

3 Income ANOVA *x

4 Domiciliary ANOVA NS

5 Order of Birth ANOVA NS
Duration of Dis-

6 ability ANOVA NS

NS - Not Significant , * - Significant at 5% , ** - Signifi-
cant at 1%

Subjective well-being of caregivers above 50 years are low-
er than other age groups. Male caregivers showed higher
subjective well-being than female caregivers and higher
income groups had higher subjective well-being. Accord-
ing to Lawton et al., (1992) age associated impairments
in physical competence make the provision of care more
difficult in older caregivers. Yamaki et al.,(2009) stated that
psychological well being of older caregivers were poor
when compared to non carers. Tsai and Wang (2009) re-
ported mothers of children with intellectual disability had
higher levels of strain. Orsmond et al., (2003) reported
that behaviour problems in mentally retarded children pre-
dicted changes in maternal well being. Montogomery et
al.,(1985) report income as the best predictor of subjective
burden. This may be the reason for lower Subjective Well
Being of the caregivers in this study.

7. Correlation Between Family Burden and Subjective
Well-Being

Table No: 5 - Correlation between Family Burden and
Subjective Well - Being

Variables Family Burden Score Subjectlve Well
Being Score

Family Burden 1.000 _A45**

Score

Subjectlve Well 1.000

Being Score

** _ Significant at 1%

It is seen that there is good negative correlation between
Family Burden Score and Subjective Well Being Score. It
indicates that as Family Burden increases Subjective Well
Being decreases.

Conclusion

Implications for Social Work Practice: Caregivers of In-
tellectually Disabled with high and complex needs would
benefit from a holistic assessment of the family, well coor-
dinated services, flexible support packages and a planned
of the young person into adulthood and quality respite
home services. Aged and women Caregivers would benefit
from Respite Care which provides them some rest and lei-
sure. Respite Care services need to be increased especially
in the city where the study was conducted. Group work as
method of Social Work would benefit the Caregivers, as
they would find a common platform to share and ventilate
their feelings. Support from other caregivers would allevi-
ate stress and induce a feeling of belongingness and well
being. It was felt from the researchers interaction with the
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respondents that, Caregivers want Burden. So there is always a need for intervention towards
alleviating their distress.
different information at different points of time after the
onset of disability. Provision of information should be an
ongoing process covering all aspects relevant to caring
and tailored to the needs of caregivers and clients. Pro-
viding of printed information is insufficient. Short training
workshops would be more effective than an information
booklet. On the whole Interventions focusing of Positive
Coping could improve the Subjective Well Being and Ho-
listic Health of the caregivers and hence reduce the Family
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