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Abstract

Background

Caregiving for individuals with intellectual disability (ID)
often places a significant burden on primary family
caregivers, as it requires lifelong care and support. This
demanding role can lead to physical, emotional, and
financial strains, collectively referred to as "caregiver
burden."

Objectives

This study was conducted to identify who serves as a
primary caregiver in the family, the caregiver burden
experienced by caregivers of intellectually disabled
people, and other associated factors.

Methods & Materials

A cross-sectional quantitative study was conducted,
using purposive sampling. A sample of 50 primary
caregivers was included in this study. The data collection
tools used were the Burden Scale for Family Caregivers
(BSFC-s) and the Vineland Social Maturity Scale (VSMS).
The translated Nepali version of the BSFC-s was used
after the validation process. The Vineland Social Maturity
Scale was used in its original form, as it is typically admin-
istered by clinicians through interviews with informants.

Results

The data indicate that 92% of primary caregivers are
mothers, with 60% having no formal education bearing
the majority of caregiving responsibilities. The majority
(74%) experienced severe to very severe burden, while
24% reported moderate burden. Only 2% experienced
mild to no burden. The analysis revealed a significant
positive correlation between caregiver burden and
patient 1Q (r = 0.419, p = 0.002). Caregivers with second-
ary support report significantly lower burden levels
compared to those without support (M = 2.58-3.00, p =
.003).

Conclusion

In the Nepalese population studied, primary caregivers,
mostly mothers, faced severe burden, which was signifi-
cantly linked to patient IQ and eased by secondary
support. The study highlights the urgent need for support
systems in Nepal to reduce caregiver burden among
those caring for individuals with intellectual disabilities,
informing by forming policies and healthcare interven-
tions.
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"caregiver burden".® Burden can have serious effects on
caregivers' well-being, increasing their risk of depression,

and anxiety, and lowering life satisfaction.*
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Intellectual disability (ID) is a lifelong condition requiring
varying levels of care and support. It often burdens primary
caregivers, typically family members.»? Caregiving for
individuals with an intellectual disability is a demanding
task, as caregivers frequently experience physical, emotion-

03

The burden experienced by caregivers is multifaceted,
influenced by factors such as the severity of the intellectual
disability, co-occurring mental or behavioral challenges, the
availability of social support, and caregivers' coping strate-
gies.>® Studies show that the severity of the disability,
functional impairment, and the presence of psychiatric or
behavioral problems are significant contributors to caregiv-
er burden.”® Also, sociodemographic factors like the
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caregiver’s age, gender, and socioeconomic status also
impact the perceived burden.%°

Cultural and societal norms further shape the caregiver
burden experience. In many societies, caregiving for
individuals with ID is seen primarily as a female responsibili-
ty, leading to significant gender disparities in caregiver
burden.™ Studies suggest that mothers may experience
higher levels of burden compared to fathers.'>*® The availa-
bility and quality of social support systems, both formal
such as respite care, and support groups and informal like
family and friends, play a crucial role in reducing caregiver
burden.’** Despite growing global research on caregiver
burden, there is limited understanding of family caregiving
patterns and role-specific burden levels within Nepal's
cultural context.

Hence, this study aims 1. To determine who serves as the
main caregiver within families 2. Assess the level of burden
experienced by those caring for individuals with intellectual
disabilities 3. Explore various factors that may influence or
be connected to this caregiving experience

This cross-sectional quantitative study was conducted at
the National Medical College in Birgunj, Nepal, from
November 1, 2023, to April 30, 2024, following ethical
approval (Ref. F-NMC/675/080-081). The study focused on
primary caregivers of individuals with intellectual disabili-
ties, specifically those who provide daily care. A purposive
sampling method was employed. Since the prevalence of
intellectual disability was 1%,16 the likelihood of having
primary caregivers in the outpatient department (OPD) was
considered proportional. Therefore, a 1% prevalence rate
was used to estimate the caregiver population for the
study. The calculated sample size was 15, with a 95% confi-
dence level and a 5% margin of error. Although the
minimum 15 sample size was required, 50 participants
were enrolled to ensure the study’s validity, reliability, and
depth of analysis, ensuring more comprehensive and
generalisable findings.

Primary caregivers who accompanied patients for intelli-
gence assessments at the outpatient psychiatry depart-
ment were assessed at the clinical psychology unit. Upon
confirming below-average intelligence in the patients, the
caregivers were informed about the study, and those who
provided consent were included as participants.
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The study variables included the intellectual disability,
caregiver’'s age, gender and relation, education level,
employment status, and caregiver burden level.

Data collection tools included the Vineland Social Maturity
Scale (VSMS),” which has also been used for the assess-
ment of intelligence,®® and the Burden Scale for Family
Caregivers (BSFC-s), which measured the subjective burden
of caregivers. The BSFC-s is a validated 10-item scale with
high internal consistency (Cronbach's alpha = 0.92).%° The
Vineland Social Maturity Scale was used in its original form,
as it is typically administered by clinicians through
interviews with informants. The BSFC-s questionnaire was
translated into Nepali and validated through forward-back-
wards translation, expert review, and pilot testing to ensure
linguistic and conceptual equivalence and interviewer-as-
sisted administration was used due to the participants'

limited literacy.

Table 1: Socio-demographic profiles of the participants (n = 50)

Characteristics Frequency | Percent

Address Parsa (Nepal) 16 32
Bara (Nepal) 34 68
Age 20-29 10 20
30-39 15 30
40-49 13 26
50-59 10 20
60 & above 2 4
Primary caregiver Mother 46 92
Father 3
Brother 1 2
Occupation Homemaker 43 86.0
Working on wages 3 6
Farmer 4 8

Total

Table 1: Socio-demographic profiles of the participants (n = 50)

Table 1 presents the socio-demographic profile of the
participants. Out of 50 caregivers, the majority (68%) were
from Bara, while 32% were from Parsa. Most caregivers
were aged 30—39 (30%) and 40-49 (26%), followed by those
aged 20-29 (20%) and 50-59 (20%). Only 4% were aged 60
and above. The majority of primary caregivers were moth-
ers (92%), with fathers (6%) and brothers (2%). The occupa-
tional status of the caregivers shows that 86% are home-
makers, while 6% are skilled workers, and 8% are
non-skilled workers.
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Table 2.
Caregiving for Severity level of ID | Frequency | Percent
Intellectual Mild 2 4
Disability (ID) Moderate 21 42
Severe 21 42
Profound 6 12
Total 50 100

Table 2 presents the severity levels of intellectual disabili-
ties supported by primary caregivers. The majority of
caregivers provided care to individuals with Moderate and
Severe Intellectual Disabilities, each comprising 42% of
cases, while Profound Intellectual Disability accounted for
12%, and Mild Intellectual Disability was observed in only
4% of cases.

Table 3.
Caregiver Severity level Frequency | Percent
Burden 0-4 (none to mild) 1 2
5-14 (Moderate) 12 24
15-30 (Severe to
very Severe) 37 74
Total 50 100

Table 3 presents the caregiver burden experienced by the
participants. Among all the participants 74% of caregivers
experienced severe to very severe burden, 24% reported
moderate burden, and only 2% reported mild to no burden.

Table 4.
t-test Characteristics Frequency p-value
(comparing | Secondary
means) caregiver Present 33 (Mean=2.58)| .003

Secondary caregiver
not Present

17 (Mean=3.00)

Table 4 presents t-test findings comparing caregivers with
and without secondary support. It shows that those partici-
pants who had secondary caregivers to support reported
lower burden levels, with a mean score of 2.58 compared to
3.00 when compared with the participants who had no
secondary support. The difference in burden levels was
found to be statistically significant (p = .003).

Table 5
Pearson Correlation Correlation p-value
Intellectual disability and Burden | .419%** .002
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Table 5 show a correlation between Intellectual disability
and Burden experienced by the caregiver. The analysis
revealed a significant positive correlation between the
patient's IQ and the burden experienced by the caregiver (r
=0.419, p =.002).

This study provides crucial insights into the experiences of
primary caregivers of individuals with intellectual disabili-
ties (ID), highlighting the significant burden they face and
the factors influencing this burden. The predominance of
female caregivers, particularly mothers (92%), indicates
caregiving predominantly falls on mothers. The findings
from this study aligns with previous research indicating that
caregiving responsibilities for individuals with ID often fall
disproportionately on women.** This gender disparity in
caregiving roles reflects broader societal norms and expec-
tations, which can exacerbate the burden experienced by
female caregivers.*?

The high proportion of homemakers (86%) among caregiv-
ers further underscores the intersection of gender roles and
caregiving responsibilities, potentially limiting opportuni-
ties for personal development and social engagement
outside the home.® The large proportion of homemakers
reflects the influence of traditional gender roles, where
women, particularly those not employed outside the home,
are responsible for caregiving duties. This also suggests that
caregiving responsibilities add to the already substantial
household responsibilities of homemakers, increasing their
overall burden.

The severity of caregiver burden observed in this study,
with 74% of caregivers reporting severe to very severe
burden, is particularly concerning. This high level of burden
is consistent with findings from other studies that have
highlighted the significant challenges faced by caregivers of
individuals with ID.? The positive correlation between the
severity of intellectual disability and caregiver burden (r =
0.419, p = .002) supports previous research indicating that
caregivers of individuals with more severe disabilities
experience higher levels of stress and burden.”® This finding
highlights the immense challenges faced by the majority of
caregivers, especially those dealing with individuals who
require intensive support.

The significant difference in burden levels between caregiv-
ers with and without secondary support (p = .003) under-
scores the crucial role of support systems in mitigating
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caregiver burden. This finding aligns with research empha-
sizing the importance of both formal and informal support
networks in reducing stress and improving well-being
among caregivers.'*

The moderate to profound ID (96%) among care recipients
in this study indicates a significant level of care needs,
which likely contributes to the high burden levels reported
by caregivers. This finding emphasizes the need for target-
ed interventions and support services tailored to the specif-
ic challenges faced by caregivers of individuals with more
severe intellectual disabilities.>®

The findings show there is a clear need for comprehensive
support systems, including both formal and informal
support networks, to alleviate caregiver burden. Develop-
ing and expanding educational programs for children with
intellectual disabilities can promote their independence
and help reduce caregiver burden.? Enhancing social
support systems is essential to addressing caregivers'
emotional needs.?? Developing and testing effective
interventions can further alleviate caregiver strain.?
Additionally, improving adult services and addressing
caregiver dissatisfaction during the transition to adulthood
may help reduce stress and prevent feelings of helpless-
ness.?*

While this study provides useful findings, it has certain
limitations. The cross-sectional design limits understanding
of changes in caregiver burden over time, and the sample
size may affect generalizability. This study does not assess
caregivers' mental health and solely assesses caregiver
burden, which may contribute to their perceived burden.
Future research should explore changes in burden and
evaluate support programs to improve services for caregiv-
ers of individuals with intellectual disabilities in Nepal.

This study highlights the significant burden faced by
caregivers of individuals with intellectual disabilities,
especially mothers. Despite support from secondary
caregivers, primary caregivers still experience high levels of
strain. Strengthening support systems is essential to reduc-

ing caregiver stress and improving overall well-being.
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