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opportunity for several children with complex medical conditions to be treated
free of charge. For children with OFC or CTEV, the RBSK prevented lifetime
disability. The study identified that several caregivers were aware of the health
issues of their child, but nearly half of them had been unable to provide treatment
until referred by the RBSK programme. Despite the small sample size of the
study, the results reiterate an unaddressed and unmet medical (Butler et al, 2017)
and rehabilitation (Bright et al, 2018) need for children with disabilities in low
and middle-income settings.

The second component of the RBSK model is the provision of surgical and
other services through existing facilities or through empanelled hospitals.
The study identified high uptake for conditions that could be treated, such as
congenital heart defects and orofacial clefts. The data suggested that the public-
private model for providing care for children requiring specialised surgical or
medical interventions could be an effective arrangement until the development
of competency within the public health system. The biggest drawback of the
RBSK model was however, the centralisation of rehabilitation services at the
district level. Nearly all caregivers of children with developmental disabilities
discontinued therapies due to the need for repeated visits for therapy sessions,
long waiting times, transportation and financial issues. In this context, caregiver
reports indicated the need for training RBSK doctors to understand the necessity
for sensitive communication. Several studies have reported the psychosocial
vulnerability of caregivers of children with special needs (Mattson et al, 2019),
and this was identified from caregiver responses on confusion and inability to
comprehend the content of referral advice. Thus, locating intervention institutions
at district centres appeared to be a major deterrent for uptake of habilitation
services of the RBSK.

Two other observations could be made about this model. The age at which
children were diagnosed extended across and beyond the first 10 years of life,
defeating the purpose of early intervention. This factor suggests that the RBSK
programme needs to engage and educate community-based healthcare providers
on management and referral of children with these conditions at an early age.
Caregiver responses identified previously reported factors such as lack of skills
of community-based physicians, lack of requisite knowledge about birth defects
and developmental disabilities and where to refer the child, and discomfort in
communicating with children with special needs and their caregivers (George
et al, 2014). The engagement of the RBSK programme with caregivers and the
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community at large was also required, in particular to enhance knowledge
about the need for early intervention and its availability, about social welfare
services and the rights of children with disabilities and their caregivers. The
other observation was the missed opportunity for genetic counselling. Single
gene disorders like thalassemia, muscular dystrophy and achondroplasia are
severely disabling conditions. While the community-based screening programme
identified children with genetic disorders, the opportunity to refer parents for
genetic counselling was overlooked. There is clearly a need for initiating genetic
counselling, as these disorders are severely disabling birth defects.

In addition to provider-related issues, several demand-related measures
need to be considered. The study findings indicated that caregivers should
compulsorily receive information on managing the activities of daily living of
their child, as well as home treatment/therapy for the condition. Home-based
care, in consultation with the medical team, can significantly reduce caregiver
expenditure on transportation. Another important issue is the need to provide all
the parents with information on the availability and location of medical, physical
and social rehabilitation services, immediately after diagnosis. A counselling and
support service is also needed, in order to help parents to cope with the stress
of caring for a child with special health- care needs. The presence of community
volunteers, to provide assistance and respite care to parents as well as to link
parents to non-governmental organisations that provide support, is another
important intervention for caregivers. Underlying this is the need to enhance
disability pensions and other sources of income, so that the financial expenditure
on rehabilitation is not ruinous to families.

The RBSK is the first step towards addressing the needs of children with
disabilities, with the purpose of moving child health interventions beyond
mortality reduction goals towards strengthening services for improving the
quality of child survival (Singh et al, 2015). The inclusion of birth defects and
developmental disabilities within the RBSK service is relevant, as services for
these two highly disabling conditions emerged in the background of a World
Health Assembly resolution to address birth defects (World Health Organisation,
2010). The RBSK service assumes further significance as India has ratified the
Convention on the Rights of the Child (CRC) (United Nations, 1989), and the
Convention on the Rights of People with Disabilities (CRPD) (United Nations
General Assembly, 2006). Questions however can be asked about the cost-
effectiveness of the programme, especially as the RBSK estimates coverage of 270
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million children (Ministry of Health and Family Welfare, 2013a). Early childhood
development screening provides a suitable alternative to community-based
screening. Routine screening of children for sensory/cognitive impairments,
and routine monitoring of children’s developmental milestones could identify
growth faltering and medical conditions, leading to referrals and early diagnosis
(Lipkin et al, 2020). The need to place rehabilitation services close to communities
was clear. Integration of rehabilitation services at the level of primary care has
been proposed in the Rehabilitation 2030 agenda (Gimigliano & Negrini, 2017).
Combining these two approaches (early childhood developmental screening and
providing rehabilitation services at the level of primary health centres) can lead
not only to the early identification of affected children, but also to the integration
of services for children with birth defects and developmental disabilities into
the primary healthcare level. This would ensure that rehabilitation services are
located close to communities, making them more accessible for children with
disabilities and their caregivers.

Limitations

The small sample size might make it difficult to extrapolate the findings of the
study. However, in an attempt to overcome this methodological issue, a random
sample of caregivers was drawn from three administrative blocks and one
municipal area of the district.

CONCLUSION

Community-based screening facilitates access to medical and rehabilitation
care for children with birth defects and developmental disabilities who remain
undiagnosed and untreated in the community. Centralised district level medical
care and public-private partnership for specialist care provide an opportunity
for expanding the scope of public health services. The policy recommendations
of this study are that rehabilitation services for developmental disabilities need
to be decentralised and incorporated at the level of primary healthcare, close to
communities, in order to ensure their uptake. Routine monitoring of early child
growth and development might be an alternative approach for early identification
of birth defects and developmental disabilities.
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