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 Background : Children with Intellectual Disabilities (ID) or 
mental disorders caused by genetic disorders have a 
higher risk of  morbidity and mortality than normal 
individuals. Long dependence causes the caregiver 
burden to increase. Objective : To measure the difference 
in caregiver burden on ID children attending formal and 
non-formal education . Method : The type of research used 
is observational analytic with a cross-sectional approach. 
The number of samples was 85 respondents, with 55 
parents with children in formal education and 30 having 
non-formal education. The research instrument used the 
ZBI (Zarit  Burden Interview) questionnaire. Statistical 
data were analyzed using the Mann-Whitney U Test. 
Results: A total of 42 (76.4%) respondents with ID children 
attending formal education has no burden, while 28 
(93.3%) respondents with non-formal education ID 
children considered it moderate. Conclusion : The Mann-
Whitney U Test shows a significant value of <  0.000  or < 
0.05, which states that there is a significant difference 
between the burden of caregivers for ID children and 
formal and non -formal education.  For future research, we 
recommend that the classification of formal and non -
formal education be explained in more detail by involving 
inclusive education and home-schooling. 
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INTRODUCTION  

Intellectual disability (ID) is a mental 
disorder based on genetic diseases that impact 
cognitive function disabilities and limitations in 
adaptive development  (1). Children with ID 
have a higher risk of morbidity and mortality 
than normal individuals  (2). Physical problems 
such as obesity, cancer, thyroid dysfunction, 
epilepsy, and dental and oral issues are often 
reported as the main problems in ID children  
(3). 

UNICEF says 10 to 25% of people in the 
world have disabilities. Meanwhile, in 
Indonesia, the prevalence of children with ID 
reaches 14.2% of the total population. Based on 
data from the Social Service Department , the 
number of people with ID in Jember Regency 
reached 1,929. The Indonesian Ministry of 
Health recorded 4000 new ID cases undergoing 
outpatient therapy  (4). Data from a preliminary 
study showed that around 100 ID children 
attended formal education in Sekolah Luar 
Biasa (SLB) C, Jember Regency. 

The lack of ability to fulfill the  basic 
human needs and be involved in the social 
environment is considered difficult for ID 
children, so it becomes a burden for the family, 
especially the caregivers (5). Children with ID 
are highly dependent and need long-term 
protection and assistance. The burden on 
caregivers has a negative impact on physical, 
social, financial, emotional, and family 
relationships  (6,7). Physical effects include 
improvement a nd declining health levels 
because they have to take care of ID children 
daily to meet their needs. 

The challenges and needs of daily care are 
the main reasons for the greatest stress on the 
elderly . Parents need time to adapt so that 
although there are still parents who reject their 
children, in the end, they can accept children 
with special needs (8,9). In a study by Desriyani 
(2019), it is stated that parents of ID children 
who attend school have a burden in the light 
category (10). On the other hand, Suresh's 
research (2022) said  that the load is heavier on 
caregivers who raise ID children who do not 
have formal education (11).  

Differences in caregiver burden are 
closely related to IQ (Intellectual Quotient) 
status and individual  behavior (12). Lack of IQ 

is one of the causes of children suffering from 
ID. Apart from IQ, the chronology of the 
causes of ID  is due to genetic factors. 
Chromosomal abnormalities often cause ID  
and are associated with other physical 
abnormalities  (13,14). Based on this 
background, the authors are interested in 
examining these differences. 

 
OBJECTIVE 

This study was conducted to measure the 
difference in caregivers' burden for ID children 
who attend formal and non -formal education.  
 
METHODS  
Design  

This study uses an observational analytic 
research design using a cross-sectional 
approach. 

 
Sample size and sampling technique  

The population in this study were parents 
of students who had formal non -formal 
education. The sampling technique used is total 
sampling. Respondents in this study were 55 
parents who had ID children with proper 
education and 30 with non -formal ID children. 
This research was carried out at SLB-C Jember 
and in the community from June to July 2021. 

The inclusion criteria in this study were 
parents who had ID children who went to 
school and parents who had ID children who 
did not go to school and lived with ID children. 
In contrast, the exclusion criteria were parents 
who had ID children with chronic metabolic 
disease (DM) and heart disorders and were not 
present at the time of the study. 

 
Research instrument and data collection  

We used a questionnaire as a caregiver 
burden research instrument. The Zarit  Burden 
Interview (ZBI) questionnaire consists of 22 
questions. It has been tested for validity and 
reliability with the value of the person product -
moment correlation test (0.88) and the 
Cronbach Alfa test (0.91). The assessment score 
is 0-4, with the lowest score of 0 and the highest 
being 88, related to personal pressure and 
pressure that requires a caregiver pattern in 
raising ID children . Each answer choice has a 




