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Abstract: Atleast 78 million people worldwide are affected
by autism, a neurodevelopmental disorder characterized
by deficits in social interactions, and repetitive behaviors
and/or interests. Autism typically manifests in early child-
hood, and affects social communications and behaviors
throughout the lifespan of the individual. Under the
umbrella of autism spectrum disorder, it is a highly het-
erogeneous disorder, with some individuals profoundly
affected and needing care every day, while others can live
highly independent lives, with some adjustments. The past
60 years has seen a major influx of interest in autism, and
significant advances in many areas. However, a large gap
remains between current scientific knowledge and the help
and support that people with autism and their families
need. To address these concerns, the Lancet commissioned
a report on the “future of care and clinical research in
autism”. The Commission calls for government coordina-
tion between health-care, education and social sectors, as
well as active participation from people with autism and
their families. The Commission proposes personalized,
evidence-based assessments and intervention, that is
accessible and affordable to all, and call for increased
appreciation of neurodiversity and prioritization of research
that can improve the lives of people with autism and their
families. How to support each and every autistic individual
and their families is highly challenging. The 64-page Lancet
Commission Report, published on December 2021, was
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Understanding heterogeneity and
recognizing diversity

Autism is a highly heritable and heterogeneous neuro-
developmental disorder that can co-occur with other con-
ditions. The estimated prevalence of autism worldwide is
1%-2%, meaning that at least 78 million people in the
world have autism [1, 2]. In the fifth edition of Diagnostic
and Statistical Manual of Mental Disorders, several
different categories of autism were grouped under the
umbrella of autism spectrum disorders [3]. The Commis-
sion Report uses the term autism, rather than autism
spectrum disorder, because it is shorter and more accept-
able to many autistic people [4].

Within the spectrum of autism, are individuals with
substantial intellectual disability, are non-verbal or have
minimal language, cannot take care of own basic daily
needs, and need livelong care and support. The Lancet
Commission introduced the term “profound autism” to
describe these individuals, not as a diagnostic subtype, but
as an administrative term, to urge government, as well as
clinical and research communities, to prioritize the need of
this vulnerable group. In three different cohorts, the pro-
portion of individuals meeting the criteria of profound
autism varied between 18% and 48% [5].

At the other end of the spectrum are individuals who are
can live largely independent lives, with some adjustments.
They may face exhausting daily life situations, due to
excessive sensory stimuli, constant struggle to decipher
social cues and to communicate, and needing to deal
with unexpected changes. Increased awareness of autism
in the community, and more accommodations in the
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environment, can help ease those impairments and
possibly turn them to strength. Some individuals with
autism have average or above-average intelligence and
language abilities, are college-educated, have profession
jobs, are married and have children. Some members of this
group consider autism to be neurological difference, rather
than a disorder, and are opposed to research on the causes
of autism [6]. The Commission notes and respects these
voices, but also emphasizes that all individuals with autism
need to be attended to, with respect to their specific needs.

Heterogeneity in autism is not only between in-
dividuals, but also across different life stages of the same
individual. During childhood, adolescent and adulthood,
autistic individuals and their families likely have different
needs and priorities. Over the past ten years, studies show
that behavioral and psychosocial interventions can lead to
improvements that significantly mitigate the difficulties
that autistic people experience [7]. In addition to differ-
ences between individuals at the time of diagnosis, vari-
ability in response to treatments may add to differences at
later stages of life.

The Commission proposed a novel, stepped-care
approach to assessment and intervention in autism,
personalized for each individual, taking into account the
costs, burden and preferences of autistic individuals and
their families. This new type of “person-centered” care
requires information on the skills and needs of each
autistic person and their family. For example, for a 5-year-
old with profound autism, providing daily care and
ensuring the safety of the child are likely priorities; for
another child of similar age, but with less severe symp-
toms, the priority may be to help him/her to be able to
attend regular school. Priorities depend on the individual’s
ability, age, severity of symptoms, cognitive and language
skills; the acceptance, general motivation and ability of the
family, as well as the availability of resources and treat-
ment strategies [5]. The treatment goal is to fully inform
and to provide the best possible care, given the available
means, based on the need and preferences of the indi-
vidual and their family. The Commission also emphasizes
follow-up monitoring, based on changing needs of the
individuals, as they develop through adolescence into
adults.

Improving services in lower-
resource settings

The Lancet Commission proposes an evidence-based,
stepped-care and personalized approach for intervention
and assessment in autism, involving governments, health-
care systems and service providers working in concert, to
provide services that meet the needs of autistic people and
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their families, ensuring equity, equality, diversity and in-
clusion [5]. 95% of children under the age of 5 with
developmental disabilities, including autism, live in low-
income and middle-income countries (LMIC) [8]. Yet most
research is done in high-income countries.

Due to competing health priorities [9], insufficient
health-system capacity, and inadequate diagnosis and
awareness of autism, services for autism in lower-resource
settings are uneven and generally lacking. The Commis-
sion highlights the importance of building national and
international infrastructure and of developing research
strategies to help autistic individuals in LMIC. The rec-
ommendations reiterate the pressing need to increase in-
vestment in autism research in lower-resource settings, to
identify what interventions work, for whom, when, how,
with what general outcome, and at what cost. They also
emphasize the importance of working within the context of
the local communities.

Providing parents with sufficient training and guid-
ance to enable parent-delivered intervention is one
feasible possibility in lower-resource settings, and prog-
ress has been reported in some Asian and African coun-
tries [10]. Supporting autistic children, especially those
with good intellectual and language abilities, in regular
schools is a major challenge, but one that is critical to the
development of these children. Accepting students with
disabilities into regular schools requires more teachers,
and especially more special education teachers with
training in autism; these teachers are generally lacking,
especially in LMIC. In some countries, regular schools do
not have support for individuals with disabilities alto-
gether. Thus, building a work force with more teachers
specializing in autism is the ultimate goal, for both regular
and special education schools. In the interim, more autism
awareness in teachers in regular schools, working together
with special education teachers, can help bridge the gap. It
is also very important that other students and the broader
community become more autism aware, and provide a
more welcoming and accepting environment for autistic
children. For typically developing children, being aware of
disabilities and learning to help others will also help them
to become more caring and more well-round individuals.

Prioritization of clinical research
into effective treatment strategies

The past several decades have seen major advances in
autism research, mostly basic and translational research.
The Commission calls for prioritization of clinical research
that addresses the immediate needs of autistic individuals
and their families, especially those that can be put into
effect in the next 5 years. The most urgent concerns are to
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identify which interventions are effective, for whom, when
and at what intensity. This is especially important for
developing scalable interventions worldwide.

The Commission calls for randomized controlled trials
for short-term interventions, including both medication
and behavioral trials, to measure the effectiveness of
treatment strategies. It also calls for consideration for
factors outside the clinic, including how age, develop-
mental levels, socioeconomic and cultural backgrounds
affect outcome, as well how required training is imple-
mented by parents and caregivers. For treatments to be
effective in lower-resource settings, both the treatment
itself and the system that implements it need to be robust
and cost-effective.

Double-blind, gold-standard, randomized control tri-
als are not always feasible in evaluation of long-term,
multicomponent and complex trials, especially those
involving behavioral training. Alternative trial approaches
thus need to be developed. The goal is to develop effective
and affordable treatment strategies that can be imple-
mented worldwide, including in lower-resource settings.
The Commission also notes the importance of culture
adaptation and tailed intervention approaches.

At the other end of the spectrum are individuals who
can live. Over the past several decades, we have learnt much
about what autism is, how it differs between individuals and
how we can support the development of autistic people. We
know that early treatment strategies can significantly
improve the prognosis of individuals with autism, and hope
that future research and improved implementation of
research findings can help more people worldwide.
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