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Summary 

Introduction – ‘Invisible lives – Tales of persons with severe disabilities living in rural 

India’ focuses on looking at the choice and control persons with severe disabilities have in 

undertaking daily living activities. This is achieved by investigating the daily lives of persons 

with disabilities and the support that they have to undertake daily living activities. The 

research also looks at the legislative framework in India about support services, which is 

important considering that having adequate support is seen as a basic right for persons with 

disabilities according to the united nations convention on the rights of persons with 

disabilities (UN CRPD) that India has ratified. The research ends by looking at creating a 

more enabling environment that reduces the level of dependence that persons with disabilities 

experience as one way of increasing the choice and control they have over their lives. The 

research uses the capability approach (CA) as the theoretical framework because it focuses on 

the equality of opportunities that people have to lead a life they value, which is closely 

aligned with the UN CRPD. With equality of opportunities being of main importance makes 

support services a pre-requisite for persons with disabilities to access equal opportunities. 

Furthermore, having the agency to decide how one lives their own life or influences another 

person’s life is at the heart of the CA, that provided a frame to articulate ‘choice’ and 

‘control’. These are the key underlying concepts of this research. 

Chapter 2 analyses the primary legislation for support services for persons with disabilities 

in four Asian countries including India, Philippines, Nepal and South Korea. The purpose of 

the investigation was to recognise from the different country legislations the common trends 

of addressing and providing support services according to the UN CRPD. A framework 

developed using the capability approach considered three aspects of support services 

provision: first, the eligibility for receiving support services; second, the agency of persons 

with disabilities in the way services are offered; third, the role of the family in the support 



services provision according to the law. The results show that the eligibility criteria were 

linked to poverty and did not consider the other personal, social and environmental factors 

that enhance the barriers faced by persons with disabilities. The results also show that the 

agency of persons with disabilities was not considered in the way support services provided 

and thus neither did the support services increase their participation nor did it give them a say 

in deciding the kind of service they wanted. Finally, the legislation considered the family as 

being responsible for providing support without considering the additional efforts they put in 

for supporting the disabled family member. The findings suggest that there some efforts 

made to harmonise the legislations with the UN CRPD but much more needs to be achieved. 

The findings also suggest that support services are not seen as a right in most countries and 

are restricted to being a poverty targeted social security mechanism that expects the family to 

support the disabled family member.  

Chapter 3 shifts the focus from the legislative documents to looking at the perspectives of 

persons with disabilities living in rural India towards the challenges they face in their daily 

lives. The chapter uses the capability approach to look into the factors both internal and 

external that can limit or increase the agency of an individual. The research shows that for 

persons with severe disabilities in rural areas these factors prevent them from influence the 

choice and control they have to live a self-determined life. The research presented in this 

chapter highlight internal factors such as low self-esteem and low level of education of the 

individual and external factors such as negative societal perception towards disability and 

inaccessible environments that result in their extreme dependency on the family in the 

absence of support options in the community. This pushes persons with disabilities into a 

circle of ‘self-worthlessness’ making them have low self-esteem, internalising the community 

perception of disability and not expecting any change in the situation. The chapter concludes 

by suggesting reducing the dependency they face by working towards changing community 



perceptions towards disability and creating better support structures and environmental 

accessibility as the way forward. 

Chapter 4 looks more closely at the existing support structures that are available to persons 

with disabilities in rural India. Support presently is provided mostly by the women of the 

family who are the primary caregivers. The chapter focuses on the experiences and 

challenges of these caregivers of providing care to the disabled family member. The chapter 

aims to understand the well-being and agency of the caregivers. The research suggests that 

the lack of agency amongst women caregivers left them with no options or choice in terms of 

taking the responsibility of providing care to the disabled family member in addition to all 

other activities. This left them overworked with little time at hand for caregiving apart from 

impacting their physical and mental health and social participation. Most often they had to 

forego daily wages for this, putting them at an economic disadvantage and also reducing their 

worth within the family. As a result of lack of agency of the women caregivers, the lives of 

persons with disabilities is impacted and has poor outcomes for both the persons with 

disabilities who have no control on when they undertake their daily living activities, are 

dependent on the availability of their primary caregiver and live in a survival mode. The 

research suggests that the negative perception towards disability and caregiving devalued the 

women caregivers further. Aspects of care provision by women must be addressed in the 

policy framework and taken on in feminist debates. 

Chapter 5 looks at the physical home environments of persons with disabilities in relation to 

the mobility device they have to design a tool that can be used by non-technical community 

workers to assess the barriers in the physical infrastructural of homes and the mobility 

devices that the persons with disabilities. The chapter has this focus as the earlier chapters 

highlighted on the need for persons with disabilities to be more mobile and less dependent on 



their caregiver for daily activities. The tool in the form of a checklist enables identification of 

barriers and provides suggestions of ways of attuning the different aspects of the homes of 

persons with disabilities with their mobility device to allow them indoor home mobility. 

There is a dearth of literature in this area and the tool contributes to little literature available. 

The chapter discusses that presently the mobility devices provided by the government to 

persons with disabilities are not suitable for use within rural homes. Therefore, newer designs 

of mobility devices may be developed, produced and distributed through the assistive devices 

scheme and additionally homes built in rural areas with government aid must ensure indoor 

accessibility for persons with disabilities.  

Chapter 6 provides discussion and conclusions based on the final synthesis of the findings 

from the different chapters. The book concludes by suggesting that as a result of the negative 

social perceptions towards disability, support services in rural India are seen from a a 

charitable approach to be provided by the family. This is often reinforced by the legislation in 

different ways. As a result, persons with disabilities are fully dependent on their families for 

daily living activities and feel worthless. Their dependency is compounded by the absence of 

enabling environments and mobility devices. This underlines the need to address support 

services as a right by shifting the focus from that of providing ‘care’ to survive to one that 

provides ‘support’ to enable persons with disabilities to lead a more autonomous life. Finally, 

the chapter provides implications for further research, practice, policy and education, in three 

aspects. It does so in three areas. First, it highlights the need to include persons with 

disabilities from rural India in to the debates and planning. Second, it emphasis the need to 

adopt a rights-based perspective in all areas of work and lastly it suggests the need of looking 

at ways of transforming the communities to become more inclusive and accessible to persons 

with disabilities. 


