Draft Discussion Note for NAC WG

Disability Bill 2011:

 Poverty, Gender and Multiple Disadvantage

1. Introduction : The new law, debates and key principles which guide this paper 
The Rights of Persons with Disabilities Bill 2011 has been proposed which will replace the earlier Persons with Disabilities (equal opportunities) Act 1995. This move of the government is much welcome and the draft disability bill is much progressive in its approach and fosters rights of persons with disabilities which is in consonance with the UNCRPD. There are multiple laws in India that provide and protect the rights of people with disability in India. These are the National Trust Act, National Mental Health Act, Disability Bill, 2011 and the Rehabilitation Council of India Act. All these disability related laws in India are in the process of amendment. The process of amendment for each of these however, is working in isolation of the others. This leads to confusion in the implementation of schemes for people with disability. 

However, the Draft bill on Rights of Persons with Disabilities in its essence has left a lot open on the questions of social exclusion and people facing multiple marginalisations on account of their gender, caste class, age, religion. For example there are not many references to poverty or benefits to poor disabled people and their families which will defeat the purpose of the legislation. The preamble and the definition does not recognize poor or poverty which itself defeats the purpose of the legislation as a majority of the population for whom this act is made are not covered.

 “Persons with disabilities with increased vulnerability shall mean persons with disabilities that due to the nature of their impairment combined with attitudinal, economic, or vocational barriers are subject to familial or social exclusion; and shall Include persons with disabilities who are elderly; or confined to their homes; or are concealed, neglected, abandoned or segregated; or living in institutions; or destitute or homeless”. Having said that, the bill fails to: 
1. Contextualize rights of people with disabilities to an Indian situation and taking into account their context in most chapters.  Understandings of factors that are crucial to the realization of rights in an Indian situation are missing.  For example, the bill fails to recognize poverty and social exclusion as crucial factors affecting the rights of children and persons with disabilities. It fails to recognize that the category “children living under difficult circumstances” in our country may have a significant proportion of children with disabilities. The Bill does not discuss the nuances of how disability as a social vector of exclusion intersects with other traditionally socially excluded groups such as the dalits and the Muslims to create complex matrix of vulnerability in the Indian context. Further, given that there is high level of malnutrition in the country, the bill does not link the rights of the disabled to food security in India. 
2. Experience within the disability sector shows us that the how and vision behind inclusion needs to be spelt out very clearly. We have seen again and again how words such as ‘appropriate education’( see section on education in the 1995 Act) have been interpreted to mean home based education for children with severe disability, or the only specific provisions for children with disabilities in schemes such as the ICPS is the creation of special homes etc. Therefore when the bill details inclusion it must specify to what end we require inclusion: the vision of inclusion.

The bill attempts to define persons with high support needs, based on the levels of impairment. It also introduces another category of ‘persons with increased vulnerability’. However, while it elaborates and specifically mentions persons with disabilities who are elderly, of living in institutions or destitute or homeless or those who are concealed, abandoned and segregated there is a lack of clarity whether other forms of vulnerability can be deduced from this definition especially the recognition of those who are facing multiple marginalizations as those with increased vulnerabilities. Each chapter should account for the severely disabled. There have been proposed amendments of the National Trust Act elaborating on the rights of persons with high support needs but the question that needs to be asked is whether we need a separate law to detail how the rights of these groups will be realized? In a bill that is detailing all rights of all people with disabilities, we cannot define people and then not detail how their rights are to be realized. It is even more confusing because the section on the “salient features of the law”, states. “To mandate proactive interventions for persons with disabilities who are elderly, confined to their homes, abandoned and segregated or living in institutions and also those who need high support.” 
Thus the question that needs to be looked at further is how these definitions need to first look at the social context more specifically and also make sure that the Bill further takes up and elucidates these rights in each of these sections. 
3. Legal Capacity for the disabled: The debate around legal capacity has in the past been centered on the question of how much legal capacity can the disabled exercise and this has already been discussed extensively. This paper seeks to further nuance this debate to move the question of legal capacity to look at different marginal groups and within them those who face multiple marginalisations and how the question of legal capacity and the rights which follow from it will be realized in actual keeping in mind the factors which lead to their social exclusion. For example when one talks of a single women who is disabled , though her capacity is recognized in the current Bill the question that needs to be further asked is how in her context of being extremely vulnerable will she exercise her legal capacity.

Again Legal capacity of persons with severe to profound intellectual impairment and mental illness is not clear. The parents felt the need to use supported decisions in such cases though the legal capacity is inherent, there are some persons with disabilities who are unaware of or unable to use it due to their disability and the parents are guardians of their right. This question also needs to be discussed further.

4. The bill has to have a clearer vision on education and the debate around special schools and if and how to operationalise is not clear in the current Bill: Traditionally no one Ministry has taken full responsibility for educating the disabled children. The Ministry of Social Justice and the Ministry of HRD have schemes for educating the disabled. There should be only one Ministry that should act as the nodal agency for implementing education programmes for the disabled. There is still an ongoing debate about whether the disabled should be educated in “special” schools or in ordinary schools. Presently these special schools are run as alternative education schools and are not linked to the mainstream education. The right to education is one of the most disappointing chapters of this bill. It moves towards taking a stand on inclusive education and then steps back to include the special school in the definition of the neighborhood school.  Indeed it goes further and mandates for special schools. Having done that we see no vision for the special school in the chapter.
5. Indeed despite affirmative action such as reservation for example in poverty alleviation schemes, our showing is so poor because the schemes are just not made keeping the person or child with disability and the diversity of disability in mind. The complete exclusion of children with disabilities in the ICDS scheme for example, cannot be remedied by the law stating only that “the appropriate governments and concerned establishments shall accord due recognition to concerns of children with disabilities with reasonable accommodation in all child specific schemes and programs” (14 (4)). There is a lot of focus on schemes and programs but little on policy and law.

In the context of enabling inclusion the bill has laid down reservation as one of the key components. We want to further the existing debate on reservation  and look at how the question of inclusion can be operationalised further . Reservation in the Bill needs to be supported by different enabling provisions which make the principle behind it a reality and without which the question of inclusion to what end, will remain unanswered. The bill needs to strengthen the enabling provisions to support the same and make this vision of inclusion through reservation a reality: The disabled have had a 3% reservation in education, employment and poverty programmes. This has been upped to 6% in the new bill. But it remains to be seen whether reserving seats for the disabled will ensure their inclusion in education and employment without enabling support infrastructure such as adequate shelters, access etc for people with disabilities . 

6. The issues of access become very important for people with disabilities and we need to recognize specific needs of this group and further vulnerabilities which decide access. In this context though the Bill has made reasonable progress it still needs to look at the question of real access in terms of how it is operationalised and becomes a true means of furthering inclusion. Access needs to move beyond the physical as well. It needs to look at political, social and cultural access especially of those who people with disabilities who also face multiple marginalisations. 
7. Better coordination between different bodies to ensure and protect the rights of the disabled and ensuring access:  The different government agencies such as the NCPCR, NCW, NCSC should be linked together to work for the disabled. Further it should be examined whether the poor disabled people will be able to access the DRA and the disability tribunals. The barriers for the disabled to access their rights need more thought and discussion. 
In the context of the above principles and concerns this paper tries to analyze the current Bill from the eyes of the marginalized sections in society and attempts at a preliminary analysis of furthering the rights of the Poor with Disabilities, Women with Disabilities ,Children with Disabilities,  People with severe disabilities and the elderly. It also tries to raise further operational issues which will strengthen the current Bill.

2. Poverty 

It is estimated that there are 7 crore disabled people in the country and studies show that 70% (5 crore) of these belong to poor families. In this circumstance, any development intervention or legal framework cannot take the risk of excluding the poor families with disabled citizens thereby denying their fundamental rights. One must understand that poverty is both a cause and consequence of disability. Persons with disability have greater needs than others which require additional cost for health care, basic needs, accessibility and transport whereas they have lower earning capacity deriving from their impairment and lack of access and opportunities. The World report on Disability 2011 has proved that there is high chances of impoverishment in families in which either the bread earner or a dependant is disabled and that a large proportion of household with self-reported disabled members are below poverty line, have fewer assets, smaller land holdings and greater debt as compared to other families. When one is looking at Rights and entitlements the section in the Bill refers to homeless and destitute but what about the structural causes of poverty: landless, illiteracy, unemployment etc and that needs to be included.
Social security in the context of poor members or family with members with disabilities is very important and  the act specifies the following: “The appropriate government shall formulate schemes to provide for social security benefits, aids and appliances, medicine and diagnostic, corrective surgery without cost to persons with disabilities belonging to economically weaker sections of society”; It does not look at the aspect of families with disabled member who are poor and who need support, care givers, guardians and people with disabilities with high support needs. What is the provision for them in temrs of incentives and support? Another question that the bill needs to further look at in the context of poverty is how it will measure and recognize these families with disability members falling below poverty line and the interconnects between the BPL and people with disabilities needs to be discussed and specified.
From our experience of working with rural and urban poor families having members with disability, we have observed that many poor families having members with disability have not been included under BPL category during BPL Census 2002 and were continued to be deprived of food security benefits. From study of the various documents available on the present BPL Census 2011 it is very much evident that again the same mistake is going to be repeated. Out of the seven deprivation indicators one relates to disability, which says that ‘Households with at least one disabled member and no able bodied adult would be considered as a BPL household”. This would mean that a family having one or more disabled member with one or more able bodied adult, which could really be very poor and deserve the food security benefits for its survival, will not be considered as a BPL household. The draft disability bill is silent on the issue of BPL?  

Although there is the monthly pension scheme the governance process is such that a poor person with disability or his/her family need to run from pillar to post to get various kinds of certifications, signatures, attestations. (Can this be reduced by giving a multipurpose entitlement card for the individual) this will reduce the burden on a poor family to run around.

Access to education for poor people with disabilities: Often children with disabilities do not get enrolled in the primary school in the village. Anganwari centers also have not included children with disabilities. Many a times caste structures contribute to this factor as the dominant caste group have a upper hand in accessing services so a child with disability from a SC/ST community will have the last opportunity to get enrolled in the school often coupled with the negative attitude towards disability.

Health care services for poor people with disabilities: Primary health care in India does not look at disability aspects. The system is not equipped to identify and even certify disabilities. Poor people with disabilities have to be specifically recognized as a vulnerable group in the Bill especially with respect to the Right to Health care particularly for those living in rural areas. There is no mention of the role of the primary health care centers, anganwari centers in enhancing nutrition, early identification of disability and referral services, convergence of other programmes like the ASHA workers, community health workers, ANMS to disability. Furthered there is not mention of the process of certification at the village level. Provision of medical services, prosthetics and orthotics services at the panchayat level. Strengthening of block medical centers and district hospital with adequate services for disabled – this will include appointment of appropriate board with doctors / specialists from the various fields including physiologist, psycatrist, ophthalmologist, and other technicians.

Certification is a major issue plaguing poor persons with disabilities and their families as in many instances the families from remote rural parts have to travel to the district head quarter (district hospital) for the medical certification in the process they tend to spend more money on transport, forgo their daily wages, repeated visits due to poor hospital machinery. This also includes additional costs in terms of medications, surgery, therapy, treatments.

There is no sort of Health insurance cover for persons with disabilities. The majority is poor and is unable to pay even the premium and is not covered in any insurance scheme including that for health and life cover. For example the Rashtriya Beema Yojana)for poor people has not covered the people with disability.
Transport access for for poor people with disabilities: apart from access issues there is the issue of affordability. Many poor families do not have the resource to take their children with disability or family member with disability to hospital due to high cost of transport. (there needs to be some kind of incentive or support to such requirement) In many cases disabilities can be cured or reversed but due to adequate finance availability by families these cannot be done.

Livelihood opportunities for poor people with disabilities: There is not much support to families with disabilities or persons with disabilities themselves in engaging in gainful employment sources. No subsidies, no finance incentives for starting small scale income generation activities. This should be emphasized as livelihoods can enhance the economic condition of families with a disabled member or the person with disability.

The National Disability Rights Authority has made no reference to poverty or any special duties towards poor people with disabilities. The national disability fund needs to play a greater role in enhancing livelihood opportunities for poor disabled people. We need to further R&D in the area of technology and use of appropriate devices for creation of livelihood opportunities of poor people with disabilities. The question of Subsidies for poor people with disabilities needs to be incorporated in the Bill.

Poor families with disabled members many a times are not able to engage in agriculture activities and even disabled farmers do not receive adequate support and financial subsidies due to their ignorance or lack of machinery to reach out to them.

Legal support for poor people with disabilities: Poor families do not generally get legal support or aid in many instances. They are often left to harassment and at the mercy of the oppressors. This needs serious consideration particularly as they can’t even afford paid legal support.this becomes critical for the poor people with disabilities as this leadsa to further exclusion from systems and institutions of justice.
Operationalising right to work and occupation for the disabled 

In addition to reservations and non-discrimination in employment, the disabled people should be paid 33% extra salaries for their work compared to a non-disabled person holding the same position since they do need more finances to support their life situations. Disability in the Indian context directly leads to economic vulnerability and this measure is important to address this inter-linkage.

To understand poverty and disability better below are studies from rural India It is important to look at how these families will be supported from the proposed legislation:

Case-1: A household with two rooms, kutcha walls and roof, three non-disabled members (father (58), son (36) and daughter-in-law (31), two disabled members- one child with multiple disability (12) and one with visual impairment (7). Two adults are literate (class four and class five). The family owns less than half-acre of land. The family belongs neither to SC nor ST. The prime caregiver is the daughter-in-law, (mother of the two children). The 58 year old grandfather has many health problems and is not able to do labour work. The father of the children- main occupation is labour work - works in their own field during agricultural season  and tries to get some other kind of labour work, whenever available at other times.’
The prime care giver (mother of the children) does most of the house hold work which has no economic value. The daughter with VI does not go to school as the  ‘local primary school refaced her enrollment due to her disability’ in the local primary school and the son with multiple disabilities is mostly dependent on his mother for self care activity and has epilepsy.

They all are still alive. The family can’t afford the medicines for epilepsy in a regular manner. Grand pa also gets frequent prescriptions from the local PHC – he cannot afford the prescribed medicines ++

Technically, under the set automatic exclusion and deprivation criteria, this family is not BPL.

Analysis:

·         The act is not clear as to how the multiple-disabled son with epilepsy will receive primary education.

·         Visually impaired girl will be enrolled in school but what will be the incentives and support services to support her education needs in the community.

·         Health insurance for the family in lines with the needs of the grandfather, parents and both disabled children.

·         Their participation in society as a family and the role of the panchayat towards augmenting their standard of living.

·         Livelihood support to the father and care and support services if the mother decides to work.

Case-2: Ruhia Hansdah lives in a village of Baripada Block of Mayurbhanj district of Orissa. He has three daughters. The eldest one is non-disabled. The younger two daughters are deaf-blind. The eldest daughter died two years back. The mother died one year back. The father is the only member to look after these two children. He has a house having three rooms (with thatched roof) and some land. Being only adult member of the house and nobody to help him his income has gone down.
This family deserves to be considered as a BPL family. But, this family has two disabled children but with an able bodied adult and may be excluded from BPL status when the scoring is weighed down.

Analysis from the disability bill:

·         Definition of poor and poverty is lacking???

·         Social security does not cover the special needs of deaf-blind individuals in terms of additional incentives for care and support requirements. Outreach services in rural areas to reach out to people with high support needs. Home based care services. Inclusion in society and their participation in community.

·         Role of community in enhancing the quality of life of this particular family.

·         Access to education services, health care??? Additional incentives for transport and treatment cost (if any)???

·         Health and life insurance cover???

Case 3: Domni:

Padampur Panchayat – Bondaguda

This panchayat is situated around 20 KMS away from Koraput town and has a population of 95 families with 100% tribal population (Gadva and Rana sect).

Domni is a disabled girl 18 years age belongs to one of the family in the outer hamlet of the village. She lives with her mother Rupaya   who is aged 40 and her grand mother Sukri who is 65. Domni is disabled and is paraplegic which means that she can’t even get up and needs full time care from a person for daily living. Her father expired when she was very young (16 years ago). Thereby leaving Rupaya and Sukri to support the family. Both mother and grand-mother work as  daily wage labourers in and around the village. They get 80 rupees per day whenever they get work which is not regular. They are paid less than the men who are paid Rs. 100 per day for the same work. They work in road construction, agriculture labour, digging, house or building construction. Between them they manage to earn Rs. 1000 per month. Sukri just started receiving her old age pension of Rs. 200 and Domni receives the disability pension of Rs. 200.

They are covered under the existing BPL and have a BPL card. Through this card they are entitled for 30 KGs of food grains at Rs. 2 per KG.

Expenditure pattern of the family per month is as below

·         60 for food grains (under the BPL entitlement)

·         60 for raggi

·         200 for vegetables

·         280 for ration

They live in a thatched house which is very small and has no electricity.

Cost Analysis:

·         Between three family members they are able to earn Rs. 1400 per month (only if they are able to get 12 days of wage labour) which is approximately Rs. 466 per member per month. This translates to Rs. 15 per capita per day.

·         The mother and grandmother have to forgo wages for those days when they have to care for Domni which is income lost due to onset of disability.

·         Each time they have to take Domni to the hospital on any illness or relapse they have to spend around Rs. 600 minimum as there is an additional cost for auto (no bus service to the village) which costs Rs. 300. Cost of medicines (Rs. 300) and the mother and grand mother forgo their daily wages of Rs. 160. Therefore Rs. 760 in total per month cost. They have to make this visit four times a year.

·         They had spent around 10000 in the treatment of Domni in the past and are in debt.

·         According to the planned BPL criteria 2011 Domni’s family will not be qualify for the BPL criteria as she is a disabled member and there are non-disabled adult members in the family.

3.  Gender
Women with disabilities suffer a double discrimination, both on the grounds of gender and of impairment. The social status of disabled women varies according to individual circumstances and to the community in which they live. 
Definitional inputs from a gender framework
Direct Discrimination and Disadvantage, when these two terms are being defined they must take into account the gendered nature of this disadvantage and discrimination as this is a double burden on the already marginalised person with disability as she is a woman.
‘Discrimination on the basis of disability’  according to the current Bill means any distinction, exclusion or restriction on the basis of disability which has the purpose or effect of impairing or nullifying the recognition, enjoyment or exercise, on an equal basis with others, of all human rights and fundamental freedoms in the political, economic, social, cultural, civil or any other field. It includes all forms of discrimination, including denial of reasonable accommodation; .In this too we need to bring in the multiple marginalisation of being a disabled woman and how the discrimination based on the intersection needs to be understood and incorporated into this above definition .
As per the current BILL the definition of violence is as follows:

(41) ‘Violence’ means any random or unprovoked act or threat of such act on any persons with disabilities that harms or injures or endangers the health, safety, life, limb or well-being, whether mental or physical, of the aggrieved person or tends to do so;

In this definition the gendered nature of violence especially for disabled women has to recognized explicitly and stated or else we may invisibilise the subjective experience and disadvantages faced by a disabled woman.

In the current BILL, SCHEDULE 1 gives the List of Disabilities. Here the Bill need to recognize and list the categories of disabilities one is subject to as a result of an others action, especially Women , several of whom are rendered disabled by the lack of adequate health care or by being subject to violence.

The Bill must seek to recognise that being a woman and within that a poor woman or a lower caste woman and then being disabled has its own set of social disadvantages like the lack of access to health care which could lead to disabilities. This must be included in the definition of disability and the definition needs to incorporate the social nature of being disabled into its current medical focus.

Civil and political rights of women with disabilities from a gender framework
Section 6 of the bill lays down entitlements of Women and Girls with Disabilities and enlists their inclusion in all policy and law as well as specific entitlements based on their condition. It specifically talks of fund allocation and what it needs to also address is the question of Disabled women's real participation in the decision making process vis-a-vis her entitlements. This will enable her to not only move out of the cycle of invisibilization but also become a real stakeholder and make it more inclusive.

To operationalise this we must also define roles for National and State Commission for women on issues of women and girls with disabilities or maybe have a special rapporteur for women with disability in the Commission.
The bill in Section 12 lays down Access to Justice by Women with Disabilities and talks of the formal institutional access to justice for disabled women. From a gender lens we must include social and economic and cultural justice access mechanisms to this as well as these otherwise become barriers to accessing formal justice for disabled women as they are facing multiple marginalisation.

Section 24. of the bill talks of Right to Live in the Community and specifically mentions gender as a concern to keep in mind while furthering this.In this one needs to keep in mind that gender not only as a physically category but also true meaningful engagement in the community for women with disabilities needs to be incorporated through the level of legislation itself. This would include the understanding of women's empowerment in the community being applied to women with disabilities as well.

Reproductive Rights of Persons with Disabilities as laid down in Section 30 is very important in recognizing a disabled woman's legal capacity. These rights should not be only seen from a realm of family and procreation but as linked to a woman and the debates around a disabled woman's sexuality and till we recognize her as an equal we are denying her of her basic agency.
The act mentions the right of persons with disability specially women and children to retain their fertility. But then later it is mentioned that based on medical necessity medical procedure leading to infertility may be performed on a minor with the parent or Guardian’s consent. This is contradictory and negates the girl child's rights of a person with disability.  This also leaves a scope for exploitation.  Thus the required medical interventions mentioned under this clause should be declared by a group of qualified medical practitioners or medical board instead of a single medical Practitioner.

Education and disability as veiwed from a gender framework
Section7 lays down the Right to Education of Women and Girls with Disabilities. It categorically looks at infrastructure and other incentives to enable female disabled students to be put into the system of schooling but as elucidated below in the section on children and the bill the same issues of special schools being mentioned in the bill and not defined and that they are different from what is mandated in the RTE is a problem which will have a greater effect on those vulnerable categories like the disabled girl child. This section refers to “facilities and incentives to be given on par with all” It does not recognize the need for special incentives for girls with disabilities to attend schools and incentives for parents who have to send their children to school.

Employment and occupation of disabled women viewed from a gender framework
The bill categorically recognises under section 8 the Right to Work and Employment of Women with Disabilities. It also ensure that women with disabilities have access to opportunities for employment, vocational training, micro-credit and self-employment on an equal basis with others;  and lays down the necessary infrastructure for the same. 
It needs to recognize the gender roles prevalent in society and also deal with the institutions which restrict women, especially ones who are disabled from exercising what is laid down as their entitlement in this section. Thus it needs to have a punitive section which lays down punishments for all those who restrict a disabled woman from accessing these opportunities and the family should not be out of this ambit as that too is a site of oppression for women with disabilities. The bill needs emphasis on job creation at the village level and incentives for women with disabilities from Schedule cast, schedule tribe, OBC, Muslim minority to participate.
Accessibility viewed from a gender framework
The chapter on accessibility needs to recognize the practical gender needs that differentiate access for men and women based on the roles assigned to women and the differential accessibility pattern which are based on a structure of gender difference. Accessibility thus needs to be viewed in that context and we need to look at how it is doubly difficult for a disabled woman to determine and access and it needs to be differentiated from accessibility for men in some respects, especially wrt public spaces like transport, hospitals, parks etc.

This accessibility as whole needs to look at access not only to infrastructure and spaces but also to political, cultural and social spaces and then how to increase access to them for women with disabilities.

Social security from a gender framework
The act recognises social security for the disabled as a key entitlement and need and seeks to look at how to give the same. The section on social security totally misses women as a separate category and doesn’t recognise the need to look at differences.

Therefore from a gender lens this would mean looking at the destitute disabled woman, single women who are disabled, lower caste disabled women, homeless disabled women, aged disabled women to name a few among many other such , as separate groups needing specific social protection over and above the blanket social security given to all the disabled. 

Health and rehabilitation from a gender framework
Section 10 deals with Right of Women and Girls with Disabilities to Health and has recognised women as a category and lays down that the methods of treating disabled women must be gender sensitive and healthcare has to deal with reproductive rights of these women. It lays down that access to healthcare must be made for rural and urban women but doesnt lay down how. this is very important as that is where the lacuna is at the moment. 

Apart from impacts on the child, poor access to quality services can result in a range of disabling conditions for mothers themselves, some of which are easily treatable conditions such as fistula which can become disabling if not attended to.68 Information on women with disabilities (WWD) and their reproductive health needs in India is limited. 69Among the most severe of these disabilities are the conditions resulting from obstructed labour, conditions virtually unknown in countries where Caesarean sections are easily available. Other lingering problems may include anaemia, incontinence and sterility. Obstetric fistulae disproportionately affect very young and very poor women. Internationally, girls under 15 are 25 times more likely to have critical complications related to pregnancy than women in their 20s.

PROTECTION AGAINST ALL FORMS OF ABUSE, VIOLENCE AND EXPLOITATION 

This is laid down in section 9 of the bill and  it is deals with several situations. One of the key recommendations is that the area of conflict and related vulnerabilities of women who are disabled needs to be separately laid down in this Act.

Property rights of the women with Disabilities 
These have not been dealt with by the bill. Women with Disabilities should also have equal right to the parental properties (Irrespective of marital status) is what was emphasized in several of the state consultations and must be incorporated.
4.  Severe disabilities and children
The proposed Rights of Persons with disabilities bill is comprehensive in the breadth of rights that it details for children and persons with disabilities. Unlike the Act of 1995, this bill details civil and political rights of persons with disabilities and deals with important areas such as violence, exploitation and abuse.  There has been an attempt to detail a specific understanding of gender and dedicated references to the right of the child.

Focus on Inclusion?

While the bill mandates inclusion of children, women and persons with disabilities, it is inconsistent in the manner in which it details inclusion for different groups.

It does it most successfully for women when it mandates Gender specific programming, Inclusion of concerns of women and girls in all schemes for them ,Proportionate allocation for women and girls in every scheme for persons with disabilities under this and any other law and maintaining records for the same. A lot more needs to be done as elucidated in the above section on gender.
However when we look at the section on children, it fails to go into this detail and fails mandate record keeping and any monitoring!

Children with Disabilities

The bill follows a twin track approach for children with disabilities with a dedicated chapter and detailing of rights of the child in different chapters. It follows the pattern set in the Convention here. There is specific emphasis on girls with disabilities in the chapter on women and girls with disabilities. This is important since children with disabilities have fallen through many administrative cracks in our country. Till date, the Ministry of Women and Child does not take responsibility for this child (no reporting on the child with disabilities, no monitoring either) and the Ministry of Social Justice and empowerment has hardly any specific program for children. Other ministries that have specific programs for children such as health don’t seem to include children with disabilities from a rights perspective. Their focus remains prevention. The only Ministry that specifically addresses the needs of the child is the MHRD. Unfortunately even this Ministry is refraining from taking full responsibility for all children with disabilities and has relegated the child with severe disabilities to the home.  It is in this background that we need to situate our law. The section on Rights of Children with disabilities says everything and yet nothing! While it ensures that children have the right to equality before the law and the enjoyment of human rights and fundamental freedoms on an equal basis with others, it does not ensure the development of the child. It ensures that the child with disabilities has the tools to participate but does not mandate their participation and does not put any obligation on the government to give due recognition to the views of the child. 

In the section on health, it ensures screening but only to facilitate not mandate early intervention. The reason for early screening cannot only be to prevent aggravation of disabilities in children as written in the bill but also to ensure survival and the Rt to life and development. Given the levels of infant mortality in our country, the right to life and to survive is a very important one for all children including the child with disabilities.  While the bill has a separate chapter on the rt to life it does not talk about children there. Then all the necessary protections such as immunization, breast feeding and adequate nutrition have not been mentioned. We see one sentence on nutritional intervention for the child with disabilities in the chapter on health and that is it. Given the high level of malnutrition among children in our country, this bill, through all its chapters and entitlements (social security, adequate standard of living, health) is unable to mandate adequate food security for the child with disabilities. It is important here that we question the logic behind having a separate and very scant  section on the health rights of the child with disabilities, and not including the concerns in the larger chapter on health with specific references to the child.

Access to Justice for Children with Disabilities

The chapter talks about child rights defenders but then does not elaborate further.

There has to be strong emphasis on providing adequate supports to the child with disabilities who comes within the ambit of the JJ system, (either as a child in need of care and protection or as a child in conflict with the law) to be able to voice their views and the system must be equipped to understand it.

There has to be a strong emphasis on the re-integration of the child within family and community, otherwise children with disabilities will languish in special homes for the rest of their lives. Although all guidelines, procedures of alternative care have to have to be reviewed keeping the requirements of the child with disabilities in mind.

The Right to Social Security for Children with Disabilities

The chapter on the rt to social security completely misses out on the child with disabilities. This needs specific and detailed attention since it talks of adequate standard of living.  There are other important chapters such as Protection of safety of Persons With disabilities in situations of risk, protection from Abuse Violence and Exploitation where there needs to be specific mention of children with disabilities. Since the bill has separate and clear provisions for children with disabilities, a chapter that does not name the child may not be interpreted for the child with disabilities.

Habilitation and Rehabilitation for Children with Disabilities
There is a strong and very welcome emphasis on the child with disabilities in this chapter and a very proactive approach is mandated. The right is very strongly given, but we see no hint of the how in the chapter. There are no responsibilities here. Also there is a great need for some standard setting for habilitation and rehabilitation strategies in our country and somewhere the chapter misses out here. Many habilitation and rehabilitation strategies verge on the violent and are abusive. The use of aversive for some persons and children with disabilities in the guise of habilitation needs attention (look at DRA perhaps that is its role?). Community workers, child rights defenders, community leaders are mentioned in the bill but no there is no clarity on their roles and integration of their work with each other to make the authority more functional for the disabled. 
Education for Children with Disabilities
One of the biggest challenges in the education of children with disabilities in special schools has been the lack of standards, curriculum and no linkages with boards of education for schools/ educational facilities run for children with intellectual disabilities, Autism and others. In short informal education has been the order of the day for many children with disabilities. While the Right to Education Act has tried to do away with the alternate facilities in education, the persons with disabilities Act seems to be mandating it once again by making no change in the status quo. There is no mandate for seeking recognition of special schools. There is no mandate for following minimum norms and standards for special schools. The RTE does not talk about special schools and it was left to this ACT to specify what a special is and how it needs to function within the education system. There is no talk of the curriculums that these special schools will follow in order to ensure quality education to the child with disabilities. Clause 2 of chapter three of the RTE Act says that the rights. There is an added responsibility upon the new bill to detail the requirements for quality education for children with disabilities. While it does mandate reasonable accommodation and details supports in education, it could have added strength to the right of the child with disabilities by defining what is meant by compulsory education and quality education for the child with disabilities.  These terms have been defined in the RTE Act and it is unclear whether the new act is just using the terms as defined in the RTE. The term quality education has been defined in the RTE through the schedule of the act. This schedule which focuses only on student teacher ratio and infrastructure may not be relevant as it is to the child with disabilities. 
The new bill seems to have forgone the opportunity to make a real change in the status of education of the child with disabilities, fraught as it is with deep discrimination both direct and indirect. What we need is strong clauses prohibiting discrimination both direct and indirect in education. Apart from accessibility there is a need to ensure the safety and security of the child within the school system. The bill talks about inclusion of parents of children with disabilities in school management committees but misses out on representation in all the advisory bodies and the academic authority set up by the RTE. It sets up an education reform commission but does not in any way link it to the academic authorities set up under the RTE. Further the role of this commission is suggestive and recommendatory leaving it with no powers to ensure change. The bill further leaves us unclear about the role of the NCPCR and SCPCRs Vis a Vis the disability tribunals and the DR. 
5. ELDERLY

An elderly person in India suffers from the dual medical problems of both communicable as well as degenerative diseases (Dementia, Alzheimer etc). Mental disorders in elders in India are a major public health issue as the traditional family and social support systems for elders are rapidly changing and there are virtually no health services geared for the special needs in India. The aged persons with disabilities should not be denied access to services like health insurance, Rehabilitation aids and appliances nor be excluded from family on basis of their old age and disabilities>

The Bill needs to specifically recognize the needs of the elder people who have disabilities as a separate vulnerable category and cater to their specific needs all through the various chapters of the Bill.

6. OPERATIONALISING THE RIGHTS OF THE DISABLED
  

Apart from the above concerns of people with disabilitity viewed wrt class, poverty, gender, special needs of children and those with severe disabilities there are several other concerns wrt the operationalisation of the rights of the disabled which are flagged in this section of the paper.

1. Defining the disabled in a more inclusive way:

The definition of “persons with disabilities” seems to be so exhaustive as to include even temporary impairments of any form. Such void definition may lead to the disadvantage of persons having permanent and severe disabilities. Such a void definition would be counterproductive to the interest of persons having permanent and severe disabilities. It is common knowledge and understanding that in the first place there are competing demands on scarce resources. Secondly, such an inclusive definition tends to exclude to a large extent or in any case reduce the chances.

Disability is an umbrella term for impairments, activity limitations and participation restrictions. It denotes the negative aspects of the interaction between an individual (with a health condition) and that individual’s contextual factors (environmental and personal factors).

2. Operationalising Care for the disabled : Guardians and authorities 

1. Caregiver can be a non-family member too 

It excludes the person appointed as guardian and who is not a member of that family yet acts as a family care giver. Alternative definition: “Family care giver” is a person who is a member of a family or a person appointed as legal guardian by the competent court/authority who provides care, support and assistance to the person with disability.

2. The Disability Rights Authority
 

“ The DRA is a very well-conceived concept albeit it needs modifications- the proposed DRA must be set up under a separate/exclusive/dedicated statute which may be called “The Disability Rights Authority Act“. This suggestion is being put forth given the comprehensive nature of DRA’s mandate, its powers and functions, and also its elaborate structure. The proposed DRA concept leaves me convinced that it will have ample powers ample participation of experiential and subject experts, and a number of bodies functioning under its direct supervision, control and guidance. Under DRA, District level committees with the participation of persons with disabilities, their DPOs, Parents Organizations and NGOs working in the disability areas should be established - Reservations for PWDs in non granted (or self finance) institutions on the similar lines as in case of grant-in-aid institutions. Provision to reserve post/seats in self- financed institutes for Persons with Disabilities. - Electoral procedures shall be adopted for representatives of DRA. Concerned Department or Ministries may be established that monitor implementation of programs, policies and laws for PWDs.” 
Operationalising the right to education for the disabled 

1. Creating more disability specific schools 

2. Increasing reservations 

3. Providing free education 

Primary and Secondary education, Higher education should be made completely free for persons with disabilities. The views have been furthered in the section above as well.
Operationalising Social Security for the disabled 

Under DRA, District level committees with the participation of persons with disabilities, their DPOs, Parents Organizations and NGOs working in the disability areas should be established

- Reservations for PWDs in non granted (or self finance) institutions on the similar lines as in case of grant-in-aid institutions

- Provision to reserve post/seats in self- financed institutes for Persons with Disabilities.

- Electoral procedures shall be adopted for representatives of DRA.

- Concerned Department or Ministries may be established that monitor implementation of programs, policies and laws for PWDs.

Operationalising Cultural Rights

The appropriate government shall establish cultural centre in each panchayat of village ‐ The appropriate government shall arrange the transportation facilities for PWDs for participation in any state and national level sport event. ‐ There shall be provision of 6% reservation of posts for PWDs in sports sector. ‐ There shall provision for setting up of one Music College in each state.

Operationalising HRD for the disabled 

Promote learning of Indian sign language and interpreter for the deaf in all courses for the training to administrator, police, officials, judges, lawyers, judicial officers. Option of learning sign language to school children may be made available. Honorarium or payment of salary should be increased & concerned section must be drafted for rehabilitation professionals according to the skill & level of their training. People marring girls/women with disability should be paid with consolidated amount as reinforcement/ incentive.

� This Note has been collectively prepared by Radhika Alkazhi, AARTH Aastha, Praveen Kumar, VSO, India and Kanchan and Jeevika from the Centre for Equity Studies with Harsh Mander, Member NAC. 


� Every minute worldwide, more than 30 women are seriously injured or disabled during labor, thus rendering vast numbers of women in the developing world physically and socially disabled. For every woman who dies from complications of pregnancy, between 30 and 100 more live with painful and debilitating consequences. UNFPA.





On links between reproductive health and disability and its application to India, see Das (2004)


� These operational aspects have been taken from state level consultations on the disability bill, 2011. 


� view from Prasanna Pincha
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