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Introduction

• Studies mapping the priorities of the autism community 
mostly takes place in high-income countries (HICs) (1). Such 
studies focus largely on research priorities.

• >5 million autistic individuals are estimated to live in India 
alone. There has been no systematic  scoping exercise to map 
the priorities of this community.

• This study is the first attempt to assess priorities of the Indian 
autism community in different domains.

Objective

• To provide a systematic, empirical summary of the 
priorities of the Indian autism community in domains of 
skills training, interventions and research.

• Individuals with a clinical diagnosis of Autism Spectrum 
Disorder (ASD) using DSM criteria; or,

• Parents/guardians of individuals diagnosed with ASD;

• Individuals had to have received a diagnosis at least six 
months before filling out the survey,

• Participants who are residents of India.

The survey was made available in three languages: English,
Bengali and Hindi to allow for wider participation.

Priorities:
• Mean scores representing the order of preference with the most 

preferred option at the top (lowest mean score).
• Illustrative quotations from interviews highlighting reason for 

preference.

Results
Discussion

• Self-help skills is believed to be the foundation for 
acquiring all other skills. Vocational skills training is given 
the lowest priority, possibly owing to the age group of the 
present sample.

• Speech and Language Therapy was identified as the most 
important intervention for autistic individuals, highlighting  
the importance of social communication. It is consistent 
with similar results in a North American survey (2).

• Interestingly, several parents identified Mental health 
counselling as being more relevant for themselves rather 
than for their children.  It indicates the need to develop 
facilities in India to ensure the mental wellbeing of 
parents/caregivers.

• Research focusing on the ways for the wider community to 
support autistic individuals was considered the top 
research priority. This result contrasts with findings from 
research priority mapping exercises in HIC (1).

• Research on gender and autism received a low priority in 
the questionnaire. Interviews revealed that this ranking 
may be driven by a potential gap in understanding.
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“…I will want him to tell or approach me or somebody else. I will want him to at 
least verbalize what he needs or expresses his feelings.” (mother of a 3 year old 
autistic boy)

Interventions:

“To the child something like even eating food on your own…once they do these 
things on their own, it does give them a sense of accomplishment...for the parents 
or the caregivers who have worked very hard to have them, see them master that 
skill.” (mother of a 13 year old autistic girl)
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“This is something that is important for them: to live properly. If the family is not 
able to support the individual with ASD, then there should be some kind of a social 
supportive framework which will take care of such people who require daily 
support.” (mother of a 6 year old autistic boy)
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