Letters to the Editor

Important Research Priorities in Intellectual Disability in India:

A Public Health Perspective

Sir,

Intellectual disability (ID) is a significant public
health concern.!! So far, ID has been perceived as a
rehabilitation issue in India, with the focus being on
creating an enabling and supporting environment for
this population. Most importantly, ID has been treated
either as a learning issue or a medical problem. In the
past two decades, the mindset of people has changed
toward ID. It is now also being perceived as a social
problem. Multiple biological, environmental, social,
and behavioral determinants at individual, family, and
community levels are known to be correlates of the
prevalence of ID in India.”! Similarly, psychosocial,
medical, and environmental factors play a crucial role in
the rehabilitation of ID people in the country. Research
on ID from the public health perspective has been limited
in India. Few important public health research concerns
are discussed here.

India lacks up-to-date prevalence and incidence estimates
of ID.2! About 1%-3% of the Indian population is
considered to have ID.! Considering a huge population
of 1.3 billion, the difference of 2% in prevalence is very
large with the potential to significantly affect government
policies and services for this population. The incidence of
ID is unknown. ID is classified into four major categories:
mild, moderate, severe, and profound, with the needs of
each category being different. Prevalence and incidence
estimates of each ID category are highly needed.

The prevalence of ID is decreasing in the USA. However,
the prevalence of other developmental disorders, such as
autism, has been increasing significantly in the past two
decades.’? Knowledge of the prevalence trend in India
will guide future research in identifying, mapping, and
understanding the dynamics of the determinants of that
condition.

With the advancement of public health, medical
services, medical technology, improved nutrition, and
living conditions in India, the age of ID people has also
increased significantly. Like other developed countries,
even now in India, people with ID are living longer.
However, this changed scenario is also creating another
challenge for their survival and care in older age.
Mainly, the care for ID people was provided by their
parents, siblings, and close relatives. Parents become
much older than previously, thus they face increasing
difficulty in taking care of their ID children. Currently,
it is not known how the unique needs of the aging
ID population in India should be managed precisely

because very little is known about the epidemiological
pattern of conditions related to their primary disability.
Research is therefore needed to explore and develop
models of care that fit the needs of the aging and
increasing ID population.

Due to improved care, living conditions, and lack of
physical activities, the ID populations in developed, and
to greater extent in developing countries, are at higher
risks for cardiometabolic diseases, such as metabolic
syndrome, cardiovascular disease, diabetes, and other
chronic diseases.’” The ID population in India may also
be at higher risk for the same chronic diseases. If so,
to avoid the cost escalations associated with morbidity,
there is urgent need to apply public health interventions
to map and prevent these diseases among the ID
population in India.

In the past three decades, intervention and provision
for rehabilitation services have shifted focus largely
from institution-based intervention and care to
community-based intervention and care for ID people
in India, aligning with patterns in developed countries.
With this trend, ID people have more opportunities to
live in the community and participate in community
activities. However, while this change is very positive
for ID people in the community, it is also increasing
their vulnerability to substance abuse. The same trends
are already occurring in developed countries, with
rising risk and prevalence of substance abuse among
ID people.®? Currently, the prevalence and risk for
substance use and abuse among ID people in India are
unknown, highlighting the need for efforts to identify
and map the epidemiological profiles of the behavior
and the indicated correlated conditions early.

People with ID suffer from a higher burden of behavior
problems.!'” Behavior problems not only limit learning
in this population but also have been associated with the
development of long-term psychological problems. Thus,
if the behavior problems and psychological vulnerability
of this population are not addressed in an appropriate
and timely manner, the risk for increased prevalence
of mental disorders in this group may escalate.l'!! With
the already high prevalence of psychiatric comorbidity
among this population, a combination with behavior
problems is bound to exacerbate the impact on their
physical health and the psychosocial burdens on their
families.'"” Such needs among ID people should be
addressed with community-level ecological models for
behavior management.
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With the best available prevalence estimates, about
13-39 million people would be diagnosed with ID in
India, with 30 million to over 100 million living with the
condition.” People with ID suffer from lower cognitive
abilities. Their learning abilities are slower than others,
and people with ID need more structured approaches
to new learning. Existing public health approaches
are not compatible with the learning needs of the ID
population.'3! Therefore, public health communication
and approaches to health promotion including health
awareness, education, promotion of healthy behaviors,
and prevention of risks and diseases for this population
need to be developed, customized, and piloted as a
priority.

The community-based intervention model for ID
has been found to be significantly effective. The
acceptability of such programs has also been high
in the communities.'¥ The community-based
interventional models closely follow social ecological
models.'! Largely, community-based models intervene
at individual, family, society, and government
levels.'>18 Such programs should be self-sustainable,
but so far, there is no evidence of that success in India.
Most programs die once agency support is withdrawn.
Evaluation of community-based rehabilitation programs
is needed to identify strategic implementation gaps
that drive program sustainability needs, and with the
objective being to make the programs sustainable. What
is needed to make such programs self-sustainable.
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