Letters to the Editor

Responding to the challenge of autism spectrum
disorder in low-resource settings

Sir,

Autism spectrum disorder (ASD) has been categorized
under the neurodevelopmental disorders, according to the
Diagnostic and Statistical Manual of Mental Disorders-5
(DSM-5).142 The ASD comprises conditions such as
autism, Asperger syndrome, pervasive developmental
disorder not otherwise specified, and childhood
disintegrative disorder."” These disorders are usually
identified by persistent deficits in social communication
and interaction, along with a restricted, repetitive
patterns of behavior, or actions.'*! In contrast to the
DSM-4 diagnostic criteria, the DSM-5 does not consider
communication as a distinct feature and has advocated
for integrating social interaction and communication
into single category alone.”! A combination of many
environmental and genetic factors have been identified
which increases the risk of an individual for an ASD.!!
The onset of most of the ASD is in the childhood phase
within first 5 years of life while they tend to persist into
the stages of adolescence and adulthood.™

The findings of the recent estimates suggest that on an
average 1 in 160 children is a case of an ASD across the
globe.l! However, the actual estimates are substantially
higher as there is no surveillance mechanism to ensure
universal reporting of each of these cases, especially
in low- and middle-income nations.*! Further, the
epidemiological studies performed in the last couple of
decades have shown confirmatory evidence to suggest a
rise in the prevalence of ASDs across the world . Different
reasons such as an increase in the level of awareness,
expansion of the diagnostic criteria, improvement in the
diagnostic tools and reporting, have been identified for
the eventual rise in the prevalence of ASDs.['!

Moreover, the level of intellectual functioning of the
patients is extremely variable, varying from mild to
even profound impairment.” In fact, individuals with
ASD often simultaneously present with other mental
illnesses such as seizure disorder, depression, or
anxiety.'! Although some ASDs patients might be able
to live independently, a large proportion of them has to
face social deficits with impairment of skills/emotion, or
severe disabilities necessitating lifelong care, and support
services.*®l ASDs not only significantly restrict the ability
of a person to perform routine activities and contribute to
the society, but even remarkably reduce the educational
and employment options for the affected person.5

Further, there is a great emotional and a financial burden
on the family members to ensure the delivery of the
desired supportive services to the people with ASDs.['!
In addition, the ASD patients are extremely vulnerable to
acquire noncommunicable diseases due to the presence
of behavioral risk factors such as physical inactivity and
poor dietary preferences.!! At the same time, people
with ASDs have been repeatedly exposed to stigma,
discrimination, and violation of human rights (viz. risk
of violence, injury, and abuse).’” However, the extent
of the problem becomes manifold wherever the access
to care and supportive services is inadequate, especially
in low-resource settings.!”!

From the management perspective, a targeted intervention
during the early childhood and periodic monitoring
remain the key interventions to facilitate the optimal
development and well-being of people with ASDs.['* In
addition, measures such as counseling family members
about the different aspects of the disease, its prognosis,
and types of services available; offering behavior therapy
to negate the concerns of difficulty in communication and
impairment of the social behavior; ensuring accessibility
and availability of comprehensive package of services,
including health promotion, rehabilitation and care
services; formulating policies to enable coordination
between different sectors to safeguard education or
employment options of the affected persons; and
supporting the above measures with broader measures
to make the country’s infrastructure more accessible,
inclusive, and supportive.l**7]

In fact, the World Health Organization has acknowledged
the scope of the problem and the impact it casts on the
quality of life of people and the family members and thus
has expressed its commitment time and again to support
the nations to strengthen nation’s capacities to respond to
the varying needs of ASD patients.!"”! Further, measures
have been taken to enhance the level of commitment by
the policy makers, and to offer guidance in formulating
evidence-based policies and action plans within the
framework of mental health and disabilities.!"”!

To conclude, caring for children diagnosed with ASD
is one of the biggest challenges, especially in areas with
limited access to support or health care services. Itis high
time that policy makers and other stakeholders should
realize the significance of the problem, and thus work
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in collaboration to improve the reach and the range of
services, especially in low-resource settings.
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