
The Sarvodya Collective, a non profit organization working to build awareness on the needs 
and lived experiences of intellectual and developmental disabilities, will release a qualitative 
research report on Dec 3, 2021, on the occasion of International Day of Persons with 
Disability (IDPD) 2021. 
 
In line with the theme of this year’s annual observance - “Leadership and participation of 
persons with disabilities toward an inclusive, accessible and sustainable post-COVID-
19 world.” - the report brings forth the voice of the community to highlight ways in which the 
pandemic has impacted their lives, bringing a whole new set of urgent and worrying issues 
whilst exacerbating existing challenges, and recommends ways in which we can build back 
better, centred on the voice of PwIDDs.  
 
Executive Summary  
 
Persons with Intellectual and Developmental Disabilities (PwIDD) form one of the most 
marginalized sections of the Indian Society. The disability rights movement which started in 
the 1970s in India brought forth many structural and mindset changes but as a society we 
have only been able to address a small percentage of the issues which plague the lives of 
PwIDDs.  
 
The 2011 census reports that persons with disabilities (PwD) make up 2.21% of the 
population of the country – it is widely accepted this number is inaccurate. PwDs make up a 
larger part of society but their invisibility can be attributed to exclusion by default – the 
continued lack of data and understanding of the needs of PwDs perpetuates this exclusion, 
leaving them on the margins. They face multiple challenges from the beginning of their lives, 
be it dehumanization, exclusion, being misunderstood, stigmatized, and as a result, they end 
up being shunned from society. This makes it imperative that focused studies and research 
be undertaken to understand and then implement policy framework to alleviate issues faced 
by them. 
 
With the services and resources concentrated in the urban metropolitan areas, many 
caregivers and PwIDDs get excluded due to their socio-economic or geographical realities. 
Starting from infancy and the subsequent diagnosis, the study finds a lack of information and 
structure that can aid caregivers in an early diagnosis and formal recognition of disability. 
Layered with the realities of caste, class, gender, geography, and economic status, the 
process of diagnosis and early intervention is a herculean task for some sections of the 
affected community. There is a strong need for onboarding parents to this expanded role 
with sound knowledge, compassion and care, requiring a structured capacity-building effort. 
Ensuring a life of dignity for PwIDDs is a big task for primary caregivers in the absence of a 
conducive supporting environment, especially as the family members, including parents and 
siblings, of PwIDDs face a disproportionate burden of providing all the care. Another hurdle 
is the access to decent education, with a clear gap in not just the availability of suitable 
infrastructure and adequately trained human resources, but also the intent and attitude of 
school administrations. Where schools do accept PwIDDs, they are unable to provide any 
meaningful learning. Between this and the social stigma and exclusion that follows, when 
such children enter into the school environment, they are often forced to drop out. The 
challenges continue further along as there are limited options for suitable vocational training, 
widely considered the more achievable goal, and sustainable independent or assisted living. 
Between the relative resource-intensive nature of the solutions, the sector being populated 
by parent-led civil society organizations and a deficit of trained professionals and adequate 
funding, the needs of PwIDDs, their caregivers and by extension the organizations that work 
with both remain grossly underserved.  
 



The COVID-19 pandemic has brought along new challenges for PwIDDs and their 
caregivers while intensifying the existing ones. Many earlier studies in this sector have 
focused on the issue through a quantitative or technical lens. Whilst it has its merits, the 
quantitative studies lack a human perspective of the life of PwIDDs and their caregivers. The 
present qualitative study, looking at the various life stages of PwIDDs, brings forth the voices 
and concerns of caregivers, organization workers, and self-advocates, and puts forth 
contextualized recommendations. This is done with the dual intent of helping build a more 
inclusive society for the PwIDD community in the post-pandemic world as well as in forming 
potential solutions to challenges and need-gaps that exist. Each section in the report has 
specific recommendations related to different aspects of the lived experiences of PwIDDs. 
Some macro-recommendations include convergence between government departments and 
policymakers, employment of strategic advocacy, acknowledgment and exploration of the 
intersections in the community to provide more nuanced solutions. In addition, there are 
recommendations for building formal forums and spaces for individual and ecosystem 
support as well as using the potential of tech and tech-enabled solutions for capacity building 
at scale.  
 


