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ABSTRACT

Background: The role of caregivers in grooming the neuro-developmental outcome of high-risk newborns and developmental
challenges in children needs to be explored. Objectives: To find the knowledge and perception among parents regarding the
neuro-developmental outcome of high-risk newborns, methods adopted to address these problems, and to identify areas on which
awareness generation needs to focus. Materials and Methods: A questionnaire-based awareness survey was conducted to understand
the knowledge, attitude, and practices of families of children with developmental challenges. Results: The study revealed that more
than 70 percent of families lack information about child development, developmental challenges, and means to deal with them. They
are unaware of the available health care services and other resources. One in three families has misconceptions on developmental
disabilities; consider them as curse or jinx and consequently neglected. Female children with developmental problems are further
ostracized due to gender inequity in families. About 10 percent of families have shown great openness toward acquiring new skills
and knowledge for handling their children with developmental delays. Conclusions: This study is based on the précis research
findings of our grass-root level fieldwork conducted in remote rural Bengal areas. The observation will be of interest and learning
materials for general primary care practitioners, family physicians, and stakeholders to initiate appropriate intervention strategies
for properly rehabilitating children with developmental delay at grass-root levels of primary health care.
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Introduction are particularly at a greater risk of abuse. Children with

disabilities are at a 1.7 times greater risk of being subjected to

The term “disability” refers to a loss of health, where health some form of violence.! Nine out of ten of these children do

means having full functional capacity in such domains as
mobility, cognition, hearing, and vision related to participation
restrictions.» Over 150 million children in the world live with
a disability, and 80% of them live in developing countries.
According to UN Enable, women and children with disabilities
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not attend school.® The British Department for International
Development (DFID) has recognized that “disability is a major
cause of social exclusion and it is both the cause and consequence
of poverty.”’Pl In India, 2.21% of the population has a disability,
which is slightly higher than in the previous census year of
2001 (2.13%). The data show 207.8 lakh households have disabled
persons in the country, constituting 8.3 percent of the total
households. In children, 1.14% of the 0-4 age group, 1.54% of
the 5-9 age group, and 1.82% of the 10-19 age group population
have a disability.! 1.7 million babies are born with birth defects,
and one million newborns are discharged each year from Special
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Newborn Care Units (SNCUs), who are at risk of developmental
delay and growth retardation.” A study on the role of caregivers
on their children with neuro-developmental challenges is of great
help to the practitioners of Family Medicine and Primary Care
in India. Against this backdrop, this study was conducted in the
primary care settings among family members and parents with the
objectives (a) to discern the knowledge and perception regarding
neuro-developmental outcome of high-risk newborns, (b) to
identify methods adopted to address these problems, (c) to
identify areas on which awareness generation need to focus.

Method

Study area: This case-control study was performed on 152
families with a child (0-6 years) with developmental challenges
in the Purulia district of West Bengal, India.

Study period: January 1, 2016, to December 31, 2017.

Inclusion criteria: a. Families having a child (0-6 years) with
developmental challenges. B. Family members and parents who
were willing to participate wholeheartedly.

Exclusion criteria: a. Children and/or their caregivers were
seriously ill during the study period. B. Families with more than
one child affected or absence of both parents.

Study population: 461 at-risk children discharged from the SNCU
over a 2-year period from across the district were screened by
a team of specialists for developmental delays/challenges, viz.
cerebral palsy, speech and communication problems, intellectual
disability, autism spectrum disorders, and behavioral disorders.
One hundred seventy-one children were screened positive (11
families refused). Families with more than one child affected or
with the absence of both parents were excluded (total 8). The data
collected in this study was collected from 152 families with at least
one child with a challenge — “Study group.” Another 152 families
with typically developing children were identified by picking a
family of similar demographic profile from the neighborhood of
each family in the study population — “Control group.”

Data collection tool: Standardized and validated tools like
Trivandrum Development Screening Chart (I'DSC),® Denver
Development Screening Test (DDST II)' M-CHAT-R (Modified
Checklist for Autism in Toddlers, Revised) M-CHAT,!""
Language Evaluation Scale Trivandrum (LEST 3-6 years)"! were
used for the screening by trained and dedicated personnel under
direct supervision of the investigators. A questionnaire with
37 items comprising of major components related to medical,
educational, economic, social, and behavioral was used for the
study. The predesigned, pre-tested questionnaire was prepared
by the experts based on the literature. It was administered to
collect data from the study participants using the interview
technique to elicit socio-demographic background, precise
perception, and experiences, including objective and subjective

findings.
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Data collection procedure: Divisional Committee of Scientific
Workers (DCSW) and Technical Advisory Committee (TAC) of
the Institute approved the study. Each participant was individually
counseled before the study that no potential risk was involved
and they would have full autonomy to leave the study at any
point. It was ensured that the data would only be used for
research purposes. Strict confidentiality was maintained while
gathering information and was ensured about the sanctity and
strict confidentiality of data. All the collected data were kept
confidential with the investigators and were not disclosed for
any type of assessment, management or intervention. The data
collection procedure was undertaken by the principal investigator
and co-principal investigators with necessary follow-up. All the
data were reported, and missing data was rectified. The study and
control groups were compared on their differences in perception,
attitude, and practices regarding developmental problems and
disability in children. A total of 304 parents (152 parents of
challenged children and 152 parents of normal children) from
20 blocks of the Purulia district were interviewed in their own
languages to understand their knowledge, attitude, and practice
toward their children.

Data analysis: Data were entered into a Microsoft Excel
sheet by an independent person, and analysis was performed
using STATA Version 10.0 (StataCorp LLC, Texas, USA).
Odds ratios (OR) in this analysis [Tables 1 and 2] are
the measures of odds of occurrence of the dependent
variable (developmental delay) as a crude or adjusted effect of
independent variables (e.g., age group of child, gender, birth
weight, mother’s education, etc.). Chi-square test score analysis
was performed with an alpha level of 5 percent and compared
between groups. Approval from Divisional Committee of
Scientific Workers (DCSW) and Technical Advisory Committee
(TAC) of the Institute was obtained for the study in a meeting
held on 11.06.2014.

Results

This study was conducted in Purulia district, a primarily
rural (88.93% population), marginalized district in West Bengal,
India, 43.65% of families under the BPL category, overall
literacy 65.38%, and female literacy alarmingly low (37.15%).
Among developmental challenges, the majority had a motor
delay (74.34%), speech delay (69.08%), hearing (34.21%) and
behavioral problems (30.92%), cognitive delay (29.60%), visual
impairment (16.45); the majority had multiple issues, no age
group bias, generally brought to a health care facility after 2 years
age and a higher proportion of male children. The incidence of
very low birth weight and low birth weight was higher (32.2%)
in the study group than in controls (25.7%). Incidence of
prematurity (gestational period <37 weeks) was significantly
higher (36.8%) for challenged children than controls (18.4%).
Twin babies were more prone to developmental delay than
singletons and significantly higher (17.1%) for the study group
than controls (9.2%0). Mother’s age (<18 years) was an important
contributing factor for developmental delay [Table 1].
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Table 2: Distribution of children according to developmental status by Mother’s education and occupation (Purulia,

West Bengal)
Characteristics Category Developmental Normal Totalno. CrudeOR[CI P Adjusted OR[CI P Chi-square
delay development of children 95%] 95%]
No. Col% No. Col%

Mother’s literate 063 41.4 59 38.8 122 1.71 (0.781-3.775) 0.109 1.79 (0.804-3.990) 0.153 7.28 (df=3,
education Upto primary 39 25.7 58 38.2 97 2.72(1.210-6.142) 0.015 2.872 (1.256-6.567) 0.012  P=0.05)

Class eight pass 28 18.4 23 15.1 51 1.51 (0.616-3.681) 0.369 1.58 (0.635-3.949) 0.324

Secondary and above 22 14.5 12 7.9 34 RC RC
Mother’s HH work 143 94.1 137 90.1 280 0.57(0.243-1.357) 0.106 0.51 (0.210-1.247) 0.141 1.62 (df=1,
occupation Working outside HH 9 5.9 15 9.9 24 RC RC P=0.20)
Total 152 100.00 152 100.00 304

Note: RC=Reference Category for Logistic Regression, CI=Confidence Interval

With the increase in the mothet’s educational level, the incidence
of developmental delay in the offspring decreases, while the
mothet’s occupation has no significant impact [Table 2].

In the awareness survey, the first part was on “parents’
knowledge,” the second part on “attitude of parents,” and the
third part on “practices of parents” for developmental problems;
responses were compatred with the control group at each level.
Knowledge of child development, disability, and available services
were similar in both groups; equally poor among the general
population with lots of misconceptions and misperceptions. In
the study group, 64.5% of parents believe their children became
disabled due to god’s decree, 35.5% attributed to different causes,
viz., age of mother and harmful self-medication, disease suffered
by the child after birth, and heredity. Knowledge on the impact
of patental consanguinity was totally lacking, and consanguineous
marriages were very common locally. Maternal undernutrition and
prematurity were not considered as probable causes for delayed
development by 55.9 and 55.3%, respectively. Chi-square analysis
between the two groups indicated significant differences in belief
regarding illness in the neonatal period and early infancy. Both
groups were unaware of the available services at the local health
facilities and were oblivious of their rights and entitlements;
40% were unaware of services by the field level workers (ASHA,
ANM, and AWW) at sub-centers and ICDS centers; 77% aware
of the disability certification system, yet did not know about
the procedure to collect; hence very few children possess such
certificates [Table 3a].

Developmental delays were noted mostly within 1-2 years of
age; the mother usually first noticed (79.6%). On the future of
their children, responses were similar in both groups: one-thirds
wanted regular treatment, attention, and school; 15% vocational
training; two-thirds of both groups believed that these children
could not be admitted to normal school; few had no hope for
child’s future (16%); deeply concerned on their future life in their
absence (32%) [Table 3b].

Regarding attitudes toward differently abled kids, responses
varied, ranging from dissatisfaction and remorse (39%) to
accepting the challenge with full effort to rehabilitate to normal
life (52%) and expressing concern about financial burden (9.2%).

Journal of Family Medicine and Primary Care
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Regarding gender bias, one-fifth showed a clear preference toward
the male child; 39.1% of families denied offering the same status
for a differently abled child with normal with evident negligence;
less eagerness to take special care (28.3%); half (47%) with special
children agreed to give equal attention to all the children (typical
and special). Regarding the involvement of other family members
and the community at large, the majority (66.4%) showed a
willingness to explore more scope and social opportunities. Sadly,
one-fourth (23.4%) considered the issue as the sole responsibility
of affected parents, ignoring other’s role. Regarding the proper
time to bring kids to the nearest health care facility, parents agreed
to intervention therapy but were unaware of the importance
of ecarly intervention; half (47%) had taken the initiative for
treatment only after 3 years of age [Table 4].

The extra burden of treatment costs was shared by other family
members or neighbors to reduce the suffering of the families;
one in four (26%) received such financial help; 43.9% shared
their saga with similar families; 87.8% parents were not receiving
any financial help for assistive devices ot for treatment from any
NGO or government; the major problem for the drop out for
various reasons. Initially, parents started treatment; the majority
discontinued for various reasons, which was a major hindrance
to eatly intervention evident in 74.3%; half (50%) discontinued
due to financial constraints, 38% due to lack of time and loss of
workdays; long and difficult to commute on rough terrain was
other important causes for irregularity [Table 5].

Discussion

Children with disabilities lead to long-term physical, mental,
intellectual, or sensory impairments with various barriers that
may hinder their full and effective social participation. In
most parts of the world, people with disabilities are subject
to multiple deprivations with limited access to basic services,
including medical, education, employment, and rehabilitation
facilities. The purpose of this study was to conduct a survey of
knowledge, attitudes, and practices of parents of children with
developmental delay and disability, comparing that with parents
of typically developing children. In many parts of rural India,
with limited access to health care resources and poor literacy
levels, the incidence of developmental challenges in children
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Table 3a: Distribution of response by parents of children according to developmental status by knowledge about the
reasons for occurrence of developmental problems (Purulia, West Bengal)

Knowledge of parents about the  Category = Developmental Normal Total no. of % of totalno. Chi-sq P

occurrence of developmental delay (DD) development (ND) children of children

problem among children no. Col % no. Col %

DD by GOD’s decree Yes 98 64.5 93 61.2 191 62.8 0.352 0.55
No 54 355 59 38.8 113 37.2

DD due to problem of mother Yes 76 50.0 74 48.7 150 49.3 0.053 0.82

during pregnancy No 76 50.0 78 51.3 154 50.7

DD due to undernutrition of Yes 67 44.1 76 50.0 143 47.0 1.07 0.30

moth. During pregnancy No 85 55.9 76 50.0 161 53.0

DD due to under age of pregnancy  Yes 73 48.0 87 57.2 160 52.6 2.59 0.10

of mother No 79 52.0 05 42.8 144 474

DD due to harmful self-medication ~ Yes 89 58.6 104 68.4 193 63.5 3.193 0.07

during pregnancy No 63 41.4 48 31.6 111 36.5

DD due to receiving tobacco, Yes 61 40.1 60 39.5 121 39.8 0.014 0.91

alcohol during pregnancy No 91 59.9 92 60.5 183 60.2

DD due to premature delivery of Yes 68 44.7 60 39.5 128 42.1 0.864 0.35

child No 84 55.3 92 60.5 176 57.9

DD due to disease suffered by the Yes 89 58.6 71 46.7 160 52.6 4.275 0.04

children after birth No 63 414 81 53.3 144 47.4

DD due to child grown up in at Yes 20 13.2 26 171 46 15.1 0.922 0.34

unhealthy environment No 132 86.8 126 82.9 258 84.9

DD due to negligence of kid Yes 32 211 27 17.8 59 19.4 0.526 0.47

during childhood No 120 78.9 125 82.2 245 80.6

DD problem may be generated Yes 86 56.6 104 68.4 190 62.5 4.547 0.03

from heredity No 66 43.4 48 31.6 114 37.5

DD probability is high in kin Yes 31 20.4 28 18.4 59 19.4 0.189 0.66

marriage No 121 79.6 124 81.6 245 80.6

Total 152 100.0 152 100.0 304 100.0

is disproportionately high and mostly goes unattended. Thus,
awareness among parents is of paramount importance to improve
the state of affairs. Rashtriya Bal Swasthya Karyakram (RBSK)
has initiated child health screening and early intervention services
under the National Health Mission, Ministry of Health and

Family Welfare, Government of India.l”

In our study population in the developmental status, no specific
distribution was noted by demographic characteristics. Globally,
low birthweight, prematurity, multiple births, and infection during
pregnancy were associated with increased risk for developmental
disabilities.'’! In a study conducted among intellectually disabled
children attending special schools in South India, the research

group observed that Health-related quality of life was quite low.!""

Awareness

In our study, awareness level was similar in both groups, though
attitudes to the problem differed. Overall, awareness about
disability was poor in this region of our country. Both groups lack
information about services available in the locality and the rights
and entitlement due to a person with a disability. The majority
of the respondents were unaware of the various “Disability
Acts” and the provisions there and had minimum knowledge
about methods to claim their rights. Literature supports our
findings that three things: knowledge, attitudes, and practices in
amalgamation govern all aspects of life in human societies which
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supports.l'”l A South Indian study assessed structural therapeutic
factors to predict intensive, parent-mediated, multi-component,
eatly intervention outcomes in autistic children.!'”

Knowledge

Kuppusamy’s study pointed out that “there is a need for intense
focus and drive toward creating awareness of legislation among
families of persons with intellectual disability.”'? In our study,
more than 70 percent of families did not know about the
facility of free compulsory education, and in spite of all such
provisions, the majority of the identified children were not
enrolled in the schools. Union Government aligned Sarva Shiksha
Abhiyan (SSA) norms with the Right of Children to Free and
Compulsory Education Act, 2009. SSA ensures every child with
special needs, irrespective of the kind, category, and degree of
disability, provides meaningful quality education and adopts a
zero rejection policy.™

It was observed in our study population that misconceptions
about developmental challenges such as considering it a curse or
jinx were widely prevalent. The afflicted children were kept hidden
away from society for fear of being unaccepted and ostracized.
Developmental challenges were not considered to be diseases
that might be treatable. Negligence toward disabled children in
the family was commonly evident, as parents accept the disability
as an ill fate and see no hope of respite. They were unaware

Volume 13 : Issue 5 : May 2024
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Table 3b: Distribution of response by parents of children according to developmental status by knowledge about the
developmental problem (Purulia, West Bengal)

Knowledge of parents about Category Developmental Normal Total % of  Chi-sq Sig.
developmental problem among delay development no. of total (0.05)
children ho. col Y no. col % children no. of
children

The problem was first noticed by ~ Within 6 months 47 30.9 - -
parents at age >= 7 to<=12 months 66 43.4

>= 13 to<=24 months 34 22.4

>= 25 months 5 3.3
Developmental problem first Mother 121 79.6 - -
noticed by whom Father 11 7.2

Other family members 12 7.9

Neighbor 0 0.0

Others 8 5.3
Any idea about ASHA/ANM Yes I know 89 58.6 85 55.9 174 57.2 1.378  0.502
those who can help with the Don’t know 60 39.5 66 43.4 126 41.4
treatment/education of DD child any other comment 3 2.0 1 0.7 4 13
Do you know the government Yes 117 77.0 120 78.9 237 78.0 0.172 0.678
provides certificates for DD No 35 23.0 32 211 67 22.0
children? Using that, you can
get different social/economic
benefits for him/her
Knowledge about the availability ~ Yes 42 27.6 47 30.9 89 29.3 0.397  0.529
of free compulsory education for No 110 72.4 105 69.1 215 70.7
DD children
Future of developmentally Need regular treatment, attention, 60 39.5 53 34.9 113 37.2 0.215 0.978
challenged children and education to secure a smooth life

In the absence of parents, it will be 45 29.6 52 34.2 97 31.9

difficult to continue a secure life

Vocational training can help them for 20 13.2 25 16.4 45 14.8

smooth functioning of life

They have no future and find it really 27 17.8 22 14.5 49 16.1

difficult to continue life
Do you think that Yes 46 30.3 52 34.2 98 32.2 0.487  0.721
developmentally challenged No 106 69.7 100 65.8 206 67.8
children can be admitted to
normal school
Total 152 100.0 152 100.0 304

of the scope of prevention, recovery, or rehabilitation in most
cases. Other research groups reported closer observations.!'” In
our study, more males reported with developmental disorders,
and females were more deprived. Gender inequity may be due
to a more care-seeking attitude for males while affected girls are
neglected. Parents may be more concerned about the survival and
well-being of male children than females. Other research groups

20211'The level of education of

also reported comparable findings.
the mother always had some impact on better care in the family of
developmental delay, though her occupation had no such. Other

reseatchers observed analogous findings.”

Attutude and practice

The afflicted parents were eager to learn about their child’s
problems and how to handle them. In both groups, families
showed openness toward change in knowledge and attitude
toward childhood disability. However, parents with typically
developing children showed a more humane approach to the
problem, probably because they are not directly affected by the
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problem, which generally creates bitterness and alienation, as
experienced by the study group.

Social support

Worldwide professionals and policymakers are now interested
in community-based approaches for contributing services
to differently able people. Undoubtedly, community-based
rehabilitation (CBR) is cost-effective and has a wider impact
on the benefited people.?” In the case of Institutional
Based Rehabilitation (IBR), it cannot reach people living in
remote and rural areas of our big country. Since a majority
of developmentally challenged children live in rural areas,
it is necessaty to promote CBR effectively?® with patrental
involvement and community participation. For this, it is essential
to sensitize parents and citizens regarding the detection of early
markers of developmental delay and early intervention measures
so that they may be involved in home-based early intervention
therapy and management. Much of the disability burden can
be reduced if the developmental delays are detected early and
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Table 4: Distribution of responses by parents of children according to developmental status by attitude about the
developmental problem (Purulia, West Bengal)

Attitude of parents about Category Developmental Normal Total % of total Chi-sq Sig.
developmental problems delay development  no. of no. of (0.05)
among children No. Col% No. Col% children children
Parent’s first feelings about Child future is uncertain and in dark 59 38.8 59
Developmental Delay or Give full effort to rehabilitate the child into a 79 52.0 79
disability of their child normal life

Worried about to bear the cost of living for 14 9.2 14

the child
Sex biases about the treatment Boy child should get first preference for 27 17.8 34 22.4 61 20.1 1.367  0.505
of Developmental Delay or treatment
disability Gitl child should get first preference for 9 5.9 11 7.2 20 6.6

treatment

Both the child should get the opportunity of 116 76.3 107 70.4 223 73.4

treatment equally
Acceptance of Developmental Not considered as the same status as a normal 60 39.5 59 38.8 119 39.1 5.258  0.072
Delay or disabled child in the  child
family Treat equally to the normal and disabled child 35 23.0 51 33.6 86 28.3

Take special care of DD’ child and give more 57 37.5 42 27.6 99 32.6

importance than a normal child
Apart from parents, the duty ~ This problem is solely for the parents of 34 22.4 37 24.3 71 23.4 0.179  0.914
of other members of the disabled children, and others have nothing to
family to a disabled child do with that

Other members of the family should try to 102 67.1 100 65.8 202 66.4

explore more scope and social opportunities

for the child

Should help the child for socialization and be 16 10.5 15 9.9 31 10.2

equally treated like other normal children
In a family, who should receive Attention more to normal child 13 8.6 11 7.2 24 7.9 5.399  0.067
more attention—normal ora  Attention more to challenged child 67 44.0 49 322 116 382
disabled child? Give attention equally to both the child 72 474 92 606 164 53.9
Total 152 100.0 152 100.0 304

Table 5: Distribution of response by parents of children having developmental problem

Practices of parents about developmental problems in their Category Developmental delay
children (#»=148) No. col %
Time of early intervention Just after the detection of Developmental Delay 40 27.0
Doing treatment according to personal convenience 6 4.1
After 2 years, when it becomes prominent 37 25.0
After 3 years when people came to me and advised 69 46.6
me to treatment
Whether other family members or friends have come forward to help ~ Yes 38 25.7
financially for the treatment or education of the child No 114 77.0
Sharing of problems with other parents of the disabled child Yes 05 43.9
No 87 58.8
Receive any help for purchasing any assistive devices or for treatment ~ Yes 22 14.9
from Govt or any NGO for your child No 130 87.8
Does the child receive any treatment on a regular basis from a doctor ~ Yes 38 25.7
or hospital No 110 74.3
Reasons behind itregular or no treatment for the child having disability/developmental problem (multiple response questions) (n=152)
Type of problems No. of children Percent of children
Financial stringency 76 50.0
Treatment is useless 17 11.2
Long distance of hospital or treatment place from residence 43 283
Paucity of time for treatment due to workload 58 38.2
Scarcity of manpower in the home 31 20.4
Feel uneasy about bringing the child in front of common people 1 0.7
Other reasons 4 2.6
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“Early Intervention” is initiated, thereby averting a permanent
disability with developmental problems have very low rates of
initial school enrollment and are most likely to drop out very
eatly without going to secondary level even! and they are also
at increased tisk of school violence and harassment.?

The most important Acts relating to disabilities in India
are (i) the Rehabilitation Council of India Act (1992) (RCI
Act), (ii) the Persons with Disabilities (Equal Opportunities,
Protection of Rights and full participation) Act (1995) (PWD
Act), (iii) the National Trust for Welfare of Persons with
Autism, Cerebral Palsy, Mental retardation and Multiples
Disabilities Act (1999) (NT Act), and (iv) the Rights of PWD
Act, 2016 (RPWD Act, 2016) which was passed in both houses
of Parliament. The RCI Act regulates training policies and
programs in the field of disability rehabilitation for human
resource development. The PWD Act ensures the rights
of persons with disabilities. However, the NT' Act focuses
on providing responsibility to persons with disabilities. The
principle of the RPWD Act reflects a total shift in thoughts
about disability from a social welfare perspective to a human
rights issue. Though all these Acts are in vogue, emphasizing
rights and entitlements for persons with disabilities, awareness
about these issues is very much limited among parents and
families.”! A Western Indian study noted that the quality of
life of caregivers of kids with a developmental disability was
below par and varied based on the type of disability. Teaching
coping strategies with rehabilitation programs notably eased
the burden through collaboration.”

Strengths of the study

We felt the need for a systematic and organized community-based
survey to identify the knowledge, attitude, and practices among
parents having developmentally challenged young children for
which we took up the present study in the Purulia district of
West Bengal.

Limitations of the study

Data analysis after a gap could result in change in the
situation at the ground level. Further, the data of the two
groups (developmental problem and normal) is small. Therefore,
it is not possible to generalize outcomes at a higher level. Much
more intensive studies are needed to generate interventional
plans to mainstream these children.

Future Directions of the Study

In our next phase of studies, we will try to cover three tier levels
of health system, that is, primary, secondary, and tertiary levels
involving other districts as a multicentric study; if possible,
quaternary special care hospitals should also be included.

Conclusion

This study reveals scarcity of awareness in the community
regarding developmental delays and disabilities with a lack of
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positive attitudes toward specially abled children. Rigorous efforts
to ensure legal rights in terms of acquiring disability certificates
and legal guardianship under the National Trust Act (1999) of
the government are essential. Attempts should be made to create
greater awareness among parents about various aspects of child
developmental problems, starting from early intervention at
home, education, and rehabilitation, thereby promoting CBR.
Remoteness and poor communication facilities, coupled with
poor resources, pose a great hindrance to proper follow-up of
these children. Decentralization of Farly intervention facilities
through District Early Intervention Centres and home-based
management must be focused on to cater to the needs of these
vulnerable children of rural communities.

What this research study adds to knowledge

Understanding the levels of knowledge, attitudes, and practices
among the study participants enabled us to address the needs
of the community and generate customized awareness programs
and appropriate intervention strategies to help stakeholders plan
ahead. This study was conducted in the remote rural district of
Bengal. The study findings will be of enormous help for the
practitioners of Family Medicine and Primary Care.

Acknowledgment

The authors acknowledge the logistic help from Nanritam, a
voluntary welfare organization working in the Purulia district on
childhood disability; we are thankful to the specialist team from
Udbhaas-Nanritam, who carried out screening of developmental
challenges.

Financial support and sponsorship
Nil.

Conflicts of interest

There are no conflicts of interest.

References

1. UN. Population Division. World population monitoring:
Focusing on health, morbidity, mortality and development:
A concise report. Department of Economic and Social Affairs,
Population Division. New York: UN; 2010. Available from:
https://digitallibrary.un.org/record/692059?In=en. [Last
accessed on 2023 Feb 02].

2. CDC. Disability and health overview: Impairments, activity
limitations, and participation restrictions. National center
on birth defects and developmental disabilities. Centers
for Disease Control and Prevention; 2020. Available
from: https://www.cdc.gov/ncbddd/disabilityandhealth/
disability.html. [Last accessed on 2023 Feb 02].

3. UN Enable. Factsheet on persons with disabilities.
United Nations enable; 2008. Available from: www.un.org/
disabilities/documents/toolaction/pwdfs.pdf. [Last
accessed on 2023 Feb 02].

4. Equally Able. 2021. Important reasons why disabled
children are less likely to attend school. Available from:
https://equallyable.org/important-reasons-why-disabled-

Volume 13 : Issue 5 : May 2024


https://digitallibrary.un.org/record/692059?ln=en
https://www.cdc.gov/ncbddd/disabilityandhealth/disability.html
https://www.cdc.gov/ncbddd/disabilityandhealth/disability.html
www.un.org/disabilities/documents/toolaction/pwdfs.pdf
www.un.org/disabilities/documents/toolaction/pwdfs.pdf
https://equallyable.org/important-reasons-why-disabled-children-are-less-likely-to-attend-school/#

10.

11.

12.

13.

14.

15.

16.

De, et al.: KAP on the children with developmental problems

children-are-less-likely-to-attend-school/#. [Last accessed
on 2023 Feb 02].

Disability, poverty and development. DFID. 2000. Available:
from: https://hpod.law.harvard.edu/pdf/Disability-poverty-
and-development.pdf. [Last accessed on 2024 Mar 06].

Disabled Population in India as per census 2011 (2016
updated). New Delhi: Registrar General Office. Available
from: https://enabled.in/wp/disabled-population-in-india-
as-per-census-2011-2016-updated/. [Last accessed on
2023 Jan 21].

UNICEF, India. Newborn and child health, Let’s end
preventable neonatal deaths and ensure every child alive.
2021. Available from: https://www.unicef.org/india/
what-we-do/newborn-and-child-health. [Last accessed on
2023 Jan 21].

Nair MKC, Nair GH, George B, Suma N, Neethu C,
Leena ML, et al. Development and validation of Trivandrum
Development Screening Chart for children aged 0-6 years
[TDSC (0-6)]. Indian J Pediatr 2013;80:248-55.

Denver Development Screening Test (DDST II). Available
from: https://www.sciencedirect.com/topics/medicine-
and-dentistry/denver-developmental-screening-test. [Last
accessed on 2023 Jan 21].

M-CHAT-R (Modified Checklist for Autism in Toddlers,
Revised) M-CHAT. Available from: https://mchatscreen.
com/. [Last accessed on 2023 Jan 21].

Nair MKC, Harikumaran GSN, George B, Mini AO. Language
Evaluation Scale Trivandrum (LEST 3-6 years). Development
and Validation. Available from: https://read.gxmd.com/
read/27029695/language-evaluation-scale-trivandrum-
lest-3-6-years-development-and-validation. [Last accessed
on 2023 Jan 21].

MOHFW. 2013. Operational Guidelines, Rashtriya Bal
SwasthyaKaryakram (RBSK) - Child Health Screening and
Early Intervention Services under NRHM. Ministry of Health
& Family Welfare (MOHFW), February, 2013. Available
from: https://cghealth.nic.in/nhmcg/Informations/
RMNCH/7Rastriya_Bal_Swaasthya_karyakaram.pdf. [Last
accessed on 2023 Jan 11].

CDC. 2015. Developmental Disabilities. Centers for disease
control and prevention (CDC). Available from: https:// www.
cdc.gov/nchddd/developmentaldisabilities/facts.html [Last
accessed on 2023 Jan 11].

Sasinthar K, Sugumaran A, Boratne AV, Patil RK. Health-related
quality of life of intellectually disabled children attending
a special school in Puducherry-A cross-sectional study.
J Family Med Prim Care 2022;11:4549-54.

Kaliyaperumal K. Guideline for conducting a knowledge,
attitude and practice (KAP) study. Community Ophthalmol
2004;4:7-9.

Viswanathan SA, Russell PSS. Predictive components

Journal of Family Medicine and Primary Care

2014

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

in the structure of an intensive, parent mediated, early
intervention for children with autism spectrum disorders
in India. J Family Med Prim Care 2019;8:2218-22.

Kuppusamy BB, Narayan NJ, Nair ND. Awareness among
family members of children with intellectual disability on
relevant legislations in India. Disabil CBR Inclusive Dev
2012;23:92-9.

Sarva Shiksha Abhiyan. Framework for implementation
based on the Right of Children to Free and Compulsory
Education Act, 2009. Department of School Education and
Literacy Ministry of Human Resource and Development,
Govt. of India March 2011. Available from: https://www.
education.gov.in/hi/sites/upload_files/mhrd/files/
upload_document/SSA-Frame-work.pdf. [Last accessed on
2023 Jan 11].

Kumar SG, Roy G, Kar SS. Disability and rehabilitation
services in India: Issues and challenges. J Family Med Prim
Care 2012;1:69-73.

Meekosha H. Gender and Disability (Draft entry for the
forthcoming Sage Encyclopaedia of Disability written in
2004). Available from: https://disability-studies.leeds.
ac.uk/wp-content/uploads/sites/40/library/meekosha-
meekosha.pdf. [Last accessed on 2023 Jan 11].

Addressing gender equality in the context of disability.
Available from: https://www.un.org. [Last accessed on
2023 Jan 11].

Eisenhower A, Blacher J. Mothers of young adults with
intellectual disability: Multiple roles, ethnicity, and
well-being. J Intellect Disabil Res 2006;50:905-16.

Chatterjee S, Patel V, Chatterjee A, Weiss HA. Evaluation
of a community -based rehabilitation model for chronic
schizophrenia in rural India. Br J Psychiatr 2003;182:57-62.

Werner D. Disabled Village Children: A Guide for
Community Health Workers, Rehabilitation Workers, and
Families. Berkeley, CA: Hesperian Foundation; 2006.

GCE Report: Equal Right, Equal Opportunity: Education and
Disability. Available from: https://www.right-to-education.
org/resource/gce-report-equal-right-equal-opportunity-
education-and-disability. [Last accessed on 2024 Mar 06].
School violence and bullying: Global status report.
Published by the United Nations Educational, Scientific
and Cultural Organization UNESCO, 2017. Paris, France.
Available from: https://unesdoc.unesco.org/ark:/48223/
pf0000246970. [Last accessed on 2023 Jan 11].

Venkatesan S. A survey of knowledge and opinion on
rights immunities and privileges for persons with mental
retardation. Asia Pac Rehabil J 2004;15:59-68.

Ganjiwale D, Ganjiwale J, Sharma B, Mishra B. Quality of
life and coping strategies of caregivers of children with
physical and mental disabilities. J Family Med Prim Care
2016;5:343-8.

Volume 13 : Issue 5 : May 2024


https://equallyable.org/important-reasons-why-disabled-children-are-less-likely-to-attend-school/#
https://enabled.in/wp/disabled-population-in-india-as-per-census-2011-2016-updated/
https://enabled.in/wp/disabled-population-in-india-as-per-census-2011-2016-updated/
https://www.unicef.org/india/what-we-do/newborn-and-child-health
https://www.unicef.org/india/what-we-do/newborn-and-child-health
https://www.sciencedirect.com/topics/medicine-and-dentistry/denver-developmental-screening-test
https://www.sciencedirect.com/topics/medicine-and-dentistry/denver-developmental-screening-test
https://mchatscreen.com/
https://mchatscreen.com/
https://read.qxmd.com/read/27029695/language-evaluation-scale-trivandrum-lest-3-6-years-development-and-validation
https://read.qxmd.com/read/27029695/language-evaluation-scale-trivandrum-lest-3-6-years-development-and-validation
https://read.qxmd.com/read/27029695/language-evaluation-scale-trivandrum-lest-3-6-years-development-and-validation
https://cghealth.nic.in/nhmcg/Informations/RMNCH/7Rastriya_Bal_Swaasthya_karyakaram.pdf
https://cghealth.nic.in/nhmcg/Informations/RMNCH/7Rastriya_Bal_Swaasthya_karyakaram.pdf
https://www.education.gov.in/hi/sites/upload_files/mhrd/files/upload_document/SSA-Frame-work.pdf
https://www.education.gov.in/hi/sites/upload_files/mhrd/files/upload_document/SSA-Frame-work.pdf
https://www.education.gov.in/hi/sites/upload_files/mhrd/files/upload_document/SSA-Frame-work.pdf
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/meekosha-meekosha.pdf
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/meekosha-meekosha.pdf
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/meekosha-meekosha.pdf
https://unesdoc.unesco.org/ark:/48223/pf0000246970
https://unesdoc.unesco.org/ark:/48223/pf0000246970

