Draft Note on Proposed Disability Rights Legislation

Introduction : 
People with physical or mental disability are not only among the most deprived human beings in the world, they are also, frequently enough, the most neglected. 
Amartya Sen
Estimates of persons with disabilities (PWDs) in India vary greatly depending on the source. Relying on an enumerative medical definition, the 2001 census found 21.91 million disabled persons (2.13 % of the population), while the 2002 NSS round estimated that the disabled account for 1.8% of the population (or around 18.5 million). However, these estimates rely on a fairly restrictive definition of disability (for example, the definition excludes autism, thalassemia, haemophilia, and many learning disabilities). Moreover, the methodology employed in the 2001 census and the 2002 NSS survey, known as ‘diagnostic’ identification of disability, has been found to consistently provide lower estimates of the disabled relative to other methods. Combined with social stigma commonly prevalent against disabled persons, it is highly likely that official statistics under-report the true extent of disability in India. Using more inclusive definitions and methodologies, the World Bank (2007) estimates that disabled persons are anywhere between 4 to 8% of India’s population, or about 40-90 million persons. A much more inclusive definition of disability, as proposed in the draft Rights of Persons with Disabilities Bill 2011 (RPDB) incorporates many previously excluded categories of disabled persons, and uses a 6% disability rate in calculating financial implications of the bill.

Identifying the number of disabled is not important solely from a statistical standpoint. At a macro level, these estimates guide government spending decisions on disability. In recent years, direct spending by the government on the disability sector has been a miniscule 0.05 to 0.07% of its budget. At an individual level, timely and accurate identification of persons with disabilities is important in order to ensure that they receive proper care and benefit from government schemes for their welfare. In practice, the current identification and certification process reaches a small proportion of potential beneficiaries. The World Bank survey in rural Uttar Pradesh and Tamil Nadu found that 56% of PWDs were not aware of the disability certification process, and that only around 21% were in possession of a PWD card. 
Legal Rights of Persons with Disabilities

In India currently, the legal rights of persons with disabilities (PWDs) is protected by the Persons with Disabilities (Equal Opportunities) Act 1995 (PWD 1995). The Government of India resolved to replace this earlier law with a stronger statute. 
For this, a draft Rights of Persons with Disabilities Bill 2011 (RPDB) was proposed by a Committee chaired by Dr Sudha Kaul, appointed by the Ministry of Social Justice and Empowerment, Government of India, which is still considering it. This draft was prepared after a series of consultations with disability activists, family members and researchers all over the country. The proposed draft disability legislation has many welcome features, and is much more progressive in its approach than the current law, and is in much greater consonance with the UNCRPD. But the proposed draft statute continues also to attract debate and contestation, around a host of questions, such as of a comprehensive definition, legal capacity, the unresolved debate between special and integrated schools, issues of social exclusion (i.e. people facing multiple marginalisations on account of their gender, caste class, age, religion), and the grievance redressal and enforcement mechanisms.
The National Advisory Council Working Group (NAC WG) does not aim to attempt to re-invent the wheel in any way, and to begin afresh the process of consulting and drafting. It believes that the Sudha Kaul Committee draft, prepared after wide consultation, should be the starting point of the discussions. At the same time, it is mindful of continuing disagreement among some leading disability rights activists about certain key features of the proposed Bill. 
The NAC WG is also concerned still about the need to make the law even more relevant to poor disabled people and their families, to women, children the aged among the disabled, the disabled in rural and tribal regions and slums; the majority of the population for whom this law is made. The draft law recognises several of these categories: ‘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’.  
The NAC WG attempted to engage with various views and to try to narrow the disagreements to the extent feasible, and to attempt to assist the process for a strong and consensual law for the rights of disabled persons to emerge. 
Debates around new draft law 
Some of the major areas of continued debate and contestation are listed below. The diverse viewpoints recorded in this note are illustrative, and not exhaustive.
1. Single or multiple laws
There are multiple laws in India that provide and protect the rights of people with disability in India. These are the National Trust for the Welfare of Persons with Autism, Cerebral Plasy, Mental retardation and Multiple Disabilities Act, 1999 (NTA 1999), National Mental Health Act, 1987 (NMHA 1987), Persons with Disabilities (equal opportunities, Protection of Rights and Full Participation) Act, 1995 (PWD 1995) and the Rehabilitation Council of India, Act 1992 (RCI 1992). All these disability related laws in India are currently in the process of amendment. The processes of amendment for each of these however, are working in isolation of the others. Separate Ministries too are involved in amending these bills and acts, for instance the Ministry of Social Justice, the Ministry of Health and the Ministry of Human Resource Development are involved in ensuring the rights of persons with disabilities. This leads to confusion in the drafting of provisions in each of the laws, with fears not just of overlap but even contradictions. 

Some activists believe that all of these statutes should be merged to become part of one law. They suggest that these 4 laws have to be converged to achieve one holistic law for the rights of persons with disability. They propose that there should be one nodal ministry for the implementation of all schemes for persons with disability. Others believe that unless these four laws are read and amended together, the contradictions that they pose to each other will not be addressed, which will prove to be a hindrance in the achievement of rights of persons with disability.
The NAC WG takes the latter view. It will first focus on amendments to the disability law, but agrees that it is important to keep in view the developments related to the other 3 laws as well, so that these are in conformity with each other. Provisions regarding the right to education of children with disabilities also overlaps with Right of Children to Free and Compulsory Education Act, 2009 (RTE), and that too is considered. In this note, we have tried to remain mindful of provisions in all of these laws while proposing our comments and suggestions.
2. Definitional issues: Medical and Social Models
The starting point of any law governing the rights of PWDs is how PWDs are defined. Contemporary debates centre round the question of whether we should define disability in medical or social terms. Traditionally we looked at disability mainly in terms of the medical impairment a person lives with. A ‘medical model’ looks at disability mainly in terms of the medical impairment a person lives with. However, a ‘social model’ recognises that it is not the medical impairment which disables a person; it is social, economic and cultural barriers which persons with disabilities face, which disable them. 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).

The UNCRPD has laid the ground by changing the definition of disability, through shifting from a medical to a social model. On these lines, the South African Policy on Disability, for instance, recognises the Social Model of Disability, which for it implies a paradigm shift in how we construct disability. Thus:

· It is the stairs leading into a building that disable the wheelchair user rather than the wheelchair.

· It is defects in the design of everyday equipment that cause difficulties, not the abilities of people using it.

· It is society’s lack of skill in using and accepting alternative ways to communicate that excludes people with communication disabilities.

· It is the inability of the ordinary schools to deal with diversity in the classroom that forces children with disabilities into special schools.

·  The social model therefore emphasises two things: the shortcomings of society in respect of disability, and the abilities and capabilities of people with disabilities themselves.

This results in an approach that requires that resources be made available to transform so-called ‘ordinary’ amenities and services to cater for a more diverse environment. The social model, therefore, implies that the reconstruction and development of our society involves a recognition of and intention to address the developmental needs of disabled people within a framework of inclusive development. Nation building, where all citizens participate in a single economy, can only take place if people with disabilities are included in the process. 

All current laws define PWDs entirely on a medical model. The Persons with Disabilities (Equal Opportunities, Protection of Rights and Full Participation) Act of 1995 (hereinafter PWD 1995) defines disability as ‘(i) blindness, (ii) low vision (iii) leprosy-cured, (iv) hearing impairment, (v) loco-motor disability, (vi) mental retardation, and (vii) mental illness’. The Amendment Act to the National Trust Act defines a ‘Person with Disability’ to mean ‘a person having any of the conditions enlisted in Schedule II to the Amendment Act, viz.- autism spectrum conditions/autism spectrum disorders, cerebral palsy, intellectual disability or multiple disabilities’. The inclusion of the category of intellectual disability- which covers limitations in intellectual functioning (reasoning, learning problem solving) and in adaptive behaviour in everyday social and practical situation has significantly widened the ambit of the definition. The Rehabilitation Council of India (Amendment) Act of 2000 (hereinafter RCI 2000) defines ‘handicapped’ persons in consonance with PWD 1995. The Mental Healthcare Bill, 2011 (MHCB 2011) only defines mental illness. Amendments to RTE related to the rights of disabled children will expands the definition of ‘child belonging to disadvantaged group’ to include children with disability. ‘Child with disability’ is defined as a child who is blind, leprosy-cured, hearing impaired, locomotor disabled, and mentally ill. It also includes children suffering from autism, cerebral palsy, mental retardation and multiple disabilities. All these definitions remain within the medical model.
RPDB is the first draft which tries to partly break out of the confines of the medical model. It defines ‘Persons with disabilities’ as persons with any developmental, intellectual, mental, physical or sensory impairments including those mentioned in Schedule 12 of the Act, which are not of a temporary nature, and which in interaction with various barriers may hinder full and effective participation in society on an equal basis with others.’ 

The interplay between impairment and social barriers has been acknowledged in the definition of disability for the first time in India law. But critics still believe that the definition is too much in ‘the medical model’, thereby in breach of the UNCRPD. This is because the Schedule 12 mentioned in the definition itself is entirely based on a medical model. 
It is true that RPDB is not frozen in the medical model, only that it acknowledges that social scale to identify and measure disability has not been developed yet in India (although excellent frameworks have been developed by WHO and in some countries). Section 93 of RPDB defines the obligation to create a socio-medical scale has been created and the power to amend the Schedule accordingly. However, we believe that it would be useful to not sanctify the medical model in the law itself, which makes no distinction between persons with various impairments who live with many other barriers, such as of gender, caste and location (rural/urban). The law should mandate the creation and operationalisation of this with a defined frame, and should not include the medical schedule. 
In the definition of PWDs, we need also to heed other legitimate concerns voiced by the Ministry of Health and Family Welfare. Firstly, they have problems with the requirement that the disability is ‘not of a temporary nature”. However ‘temporary’ has not been defined. Many persons with mental illness have fluctuating disability. Mental illnesses are of different forms and types, some of them particularly are of a relapsing nature, where the person may make a brief recovery and then have another episode of illness. Such persons may have little impairment when well and have severe impairments when in an episode of illness. The episodic nature of the illness may lead to confusion whether such persons would be included in the definition. The term ‘temporary’ needs to be clarified in the context of mental illness. (It is noted the term ‘temporary’ has not been used in the UNCRPD definition of disability).

The MoHFW also points out that the definition does not make a distinction between illness and disability. Some persons may have mental illness but may not be disabled; or may not regard themselves to be disabled. Multiple Sclerosis is defined as a disability in the Schedule 12 of RPDB, but all persons with Multiple Sclerosis are not disabled. This would also apply to some of the other disabilities newly listed in the Schedule such as Thalaessemia and Haemophilia. It may also be necessary to define chronic neurological conditions. For instance, is epilepsy considered as a chronic neurological condition and, if so, would a person with epilepsy be regarded as a person with disability?

In summary, our recommendations are a) the definition of disability should shift to a social model as mandated by the UNCRPD, and require governments to create appropriate social scales and systems for evaluation for this; b) it needs to be clarified that psychiatric disability can be episodic; and c) disability should not be confused with illnesses; persons with these illnesses who suffer disabilities should be incorporated.

3. Legal Capacity for the disabled
Arguably the most contested debates around all laws governing rights of PWDs relates to the question of legal capacity of PWDs. The issue of legal capacity centres round the question of whether persons with disabilities, especially intellectual, psycho-social and persons with multiple disabilities, are able to responsibly think for themselves and whether they should be legally empowered to take decisions for themselves, or whether they should be ‘protected’ by guardians who decide on their behalf.

Legal capacity has two components, namely, that one is recognized as a person before the law, and that one is presumed to have the ability and the maturity to comprehend the nature and possible consequences of a given action. In India, for some categories of persons with disabilities, equal rights to own and inherit property exist, but not the right to decide what to do with this property. Some believe that some kind of appropriately safeguarded form of substituted decision-making like guardianship is necessary to protect these categories of persons with disabilities from exploitation, abuse and neglect. On the other hand, many persons with disabilities groups oppose any form of substituted decision-making, because it can oppose or distort a person’s will, foster lack of responsibility and growth, and even be exploitative.  
The UNCRPD clearly affirms that persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life, including in relation to ‘the equal right of persons with disabilities to own or inherit property, to control their own financial affairs and to have equal access to bank loans, mortgages and other forms of financial credit, and ... that persons with disabilities are not arbitrarily deprived of their property’. 

Amendments under consideration to various laws in India governing rights of various categories of PWDs, including persons living with mental illness, are attempting greater conformity with the UNCRPD, to recognise full legal capacity of PWDs, but introduce support and safeguards in the exercise of this legal capacity for certain categories of PWDs. But the debate remains about how the interplay of legal capacity and support and safeguards will be operationalised in these various laws to secure both rights and protection of PWDs. 
RPDB attempts a middle path, by recognising the legal capacity of all persons with disabilities on an equal basis with others, and also stipulating that those persons with disabilities who may require support to exercise their legal capacity will be provided such support, and introduces the controversial provisions for ‘limited guardianship’. Section 15 of RPDB upholds legal capacity of persons with disabilities, providing categorically that ‘(1) Notwithstanding anything contained in any other law to the contrary, persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life and have the right to equal recognition everywhere as persons before the law; (2) Any express or implied disqualification on the ground of disability prescribed in any legislation, rule, notification, order bye-law, regulation, custom or practice which has the effect of depriving any person with disability of legal capacity shall not be legally enforceable from the date of enforcement of this Act. (3) Notwithstanding anything contrary contained in any other law, all persons with disabilities have right, on an equal basis with others, to own or inherit property; control their financial affairs; access to bank loans, mortgages and other forms of financial credit, and not to be arbitrarily deprived of their property. (4) All persons with disability have the right to access all arrangements and support necessary for exercising legal capacity in accordance with their will and preferences. (5) The legal capacity of a person with disabilities shall not be questioned or denied, irrespective of the degree and extent of support, by reason of accessing support to exercise legal capacity’. 

RPDB ends systems of ‘plenary guardianship’, whereby subsequent to a finding of ‘incapacity’ in a PWD, the guardian substitutes for the person with disability as the person before the law and takes all legally binding decisions for him or her. Under plenary guardianship, the decisions of the person with disability have no binding force in law during the subsistence of the guardianship. The guardian is under no legal obligation to consult with the person with disability or determine his or her will or preference whilst taking decisions for him or her. 

RPDB converts all plenary guardians into ‘limited guardians’. ‘Limited guardianship’ is ‘a system of joint decision making which operates on mutual understanding and trust between the guardian and the person with disabilities’. It provides that all limited guardians shall act in close consultation with the person with disabilities to arrive at legally binding decisions. 
The National Trust Act 1992 was constructed around notions of plenary guardianship. But proposed amendments to the statute which are under consideration of government seek compliance with the UNCRPD. It lays down the obligation that ‘the National Trust shall take immediate steps to put in place suitable support measures for the exercise of legal capacity by persons with disabilities, and especially for those living in institutions’. This is in conformity with RPDB, and indeed is more proactive, because it places an active duty on the National Trust to provide support to the PWD to exercise legal capacity, and also requires a local level committee to both help the person with disabilities to access support and to move the District Disability Rights Tribunal if either legal capacity is denied or support is provided in a wrongful manner.

The Mental Healthcare Bill, 2011 (MHCB) also recognizes the legal capacity of persons with mental illness. However it does not preclude the possibility of such capacity being impaired. MHCB takes the position that in some extreme conditions a person with mental illness may not be able to exercise legal capacity even with support. Section 23(6) says that ‘the care and treatment of all persons with disabilities shall be so organized that it advances personal liberty and consensual care; whilst restricting and phasing out procedures of compulsory care and non consensual treatment’. It recognizes the need for restriction and for compulsory assistance of persons with mental illness in very restricted circumstances, while not agreeing with the demand of some mental health activists to completely phase out ‘involuntary admissions’, for the reason that there will always be persons whose illness is so serious that they will not be able to exercise any capacity in the matter of their care and treatment.

This is a very difficult debate to resolve. Vesting complete legal capacity in persons who do not have the ability to take their own decisions or understand the consequences of their actions because of intellectual and psycho-social disabilities would expose them to civil and criminal consequences. The Indian Penal Code [Section 84] and other criminal legislations exempt “persons of unsound mind who are incapable of knowing the nature of the act, or that they are doing what is either wrong or contrary to law” from criminal liability. It is presumed that they lack the mens rea required for an act to amount to a crime. It may be difficult to take recourse to such exemptions if full legal capacity is recognised, even for people with profound intellectual/ psycho-social disabilities.

In many consultations, several parents’ groups argued that the law should retain supported decisions in cases where 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 rights. They felt that doing away with substitutive support altogether may be counter-productive and unfair, believing that a certain amount of substituted decision-making is necessary for persons with intellectual and psycho-social disabilities and also for people who are in a temporary or permanent state of physical incapacity such as a coma.
There was, on the other hand, the fear that retaining even ‘limited’ guardianship without adequate checks and balances can result in practice in legal capacity being denied. Guardianship fosters a lack of responsibility and growth. These disability-right activists are against any form of substituted decision-making (including limited-guardianship), seeing it as a denial of the agency of a disabled person. They also feel that RPDB does not address the issue of lack of agreement between the guardian and the person with disability in a joint decision making process, ignoring also the vast difference in power between them. In a joint decision making process, both parties have equal rights to either agree or disagree, but the procedure when the two cannot agree has not been specified in the Bill. Hence they see a danger that limited guardianship as defined will end up functioning as plenary guardianship, because of the disproportionate power that the guardian wields over the PWD. 

We need also to further nuance this debate to look at different marginal groups within disabled populations. We need to ask how legal capacity and the rights which follow from it will be realized in actuality, given the factors which lead to their greater social exclusion. For example when one talks of a single woman who is disabled , though her capacity is recognized in the current Bill, the question that needs to be further asked in her context of being extremely vulnerable, is how will she exercise her legal capacity. Again, legal capacity of persons with severe to profound intellectual impairment and mental illness is not clear. 

Even the UNPCDR does not rule out all forms of substituted decision making. But it also recognises the need for ‘support they may require in exercising their legal capacity’, calling for ‘appropriate and effective safeguards to prevent abuse’ in extending such support, including requirements to ‘respect the rights, will and preferences of the person’, and to ensure that the supports ‘are free of conflict of interest and undue influence, are proportional and tailored to the person’s circumstances, apply for the shortest time possible and are subject to regular review by a competent, independent and impartial authority or judicial body. The safeguards shall be proportional to the degree to which such measures affect the person’s rights and interests’.

We believe that RPDB should recognize that supported decision making, with appropriate safeguards as specified by the UNCRPD, may be necessary for some people in some situations. At least where local networks of disabled persons exist, they could be given a much greater role in ensuring the supported decision reflects as par as possible the true aspirations and best interests of the PWD. We need to also have a stronger mandatory review system of these supported decisions, to ratify that there was indeed no conflict of interest, exploitation and that the will and best interests of the PWD were indeed secured to the extent feasible. 
4. Special versus Integrated Education:
At present, educational outcomes for both children and adults with disabilities remain extremely poor relative to those for non-disabled persons. PWDs have very higher rates of illiteracy, and the situation is particularly extreme for the severely disabled. Based on data from the 2002, NSS round, more than 70% of persons with severe disabilities were illiterate, and even for those with mild disabilities, the illiteracy rate was around half. The situation worsens as the level of schooling increases, with just over 10% of severely disabled persons and 20% of moderately disabled achieving middle school or higher education. Similar estimates are provided by the 2001 census, which shows that an aggregate level, PWD had a 52% illiteracy rate, compared to 35% for the general population. Looking specifically at literacy levels and enrolment for children with disabilities, the NSS survey found that 72% of children with severe disabilities were illiterate and a similar proportion did not attend school. Even among children with mild disabilities, close to one third were not in school. Estimates from the 2005 Social and Rural Research Institute (SRI) survey of 6-13 year olds paint a somewhat better picture, with lower out of school rates for most categories of disabled children. Across the board, a large proportion of children with disabilities do not progress beyond primary school. All of these numbers are a lot worse than those recorded for the non-disabled. Research indicates that the proportion of children with disabilities not enrolled in school is much higher than even socially disadvantaged segments of society; for example, as per the 2005 SRI survey, the out of school rate for disabled children in the 6-13 year category was 38%, while for SC, ST and OBC children, it was less than 10%. Low literacy rates among PWDs have a key role to play in hindering their economic well-being later on in life.

There remains an ongoing unresolved debate about whether the disabled should be educated in ‘special’ schools or in ordinary schools. There are some who believe that children with sensory disabilities would benefit from education is separate settings which are specifically geared to meet specific needs, in a supportive environment which would include signage and special teaching aid like Braille, which would allow them to participate fully. 

Others believe that education of persons with disabilities in segregated settings is against human rights. Also ‘education is the key to the promotion of positive attitudes to persons with disabilities. Segregating children with disability perpetuates stereotyping and lack of understanding of difference leading to discrimination in all areas of life’
. 

Section 30 of RPDB provides for the right to education: (1) All persons with disabilities have a right to education to enable the full development of their human potential, sense of dignity and self-worth; to develop their personality, talents and creativity, mental and physical abilities to their fullest potential; and to enable their effective participation in an inclusive society. (2)No persons with disabilities shall be excluded from the education system on the basis of disability, and the appropriate government shall ensure that all persons with disabilities, especially girls and women with disabilities, have access to education, without discrimination and on an equal basis with others, at all levels. 

The draft does not take a position on the debate on special or integrated schools. It defines a neighbourhood ‘school’ as any educational institution providing elementary education within a radius of one kilometre or secondary education within a radius of three kilometres which is suitably equipped to provide education to children with disabilities and shall also include schools that are exclusively or dominantly catering to children with disabilities.

Critics of the proposed draft feel that it needs a clearer vision on education and the debate around special schools, and if and how to operationalise this. It moves towards taking a stand on inclusive education and then steps back to include the special school in the definition of the neighbourhood school.  Indeed it goes further and mandates for special schools.
Among children with disabilities who have attended school (including those who have dropped out), NSS data estimates that 90% went to regular schools, while for those currently in school the number was almost 95% . It appears that for a range of reasons (lack of access, high cost, parental attitudes, etc.) special schools are not a viable option for many children with disabilities, forcing them to choose between attending a regular school and dropping out. This highlights the importance of promoting inclusive education programs in regular schools, to ensure suitable support and to lower their likelihood of dropping out. However, we believe that the choice between inclusive and special schools should be of the guardian and the child, and the law should provide for access to both types of institutions based on free and informed choice.
There is also the need to ensure that RTE sufficiently safeguards the interests and rights of children with disabilities, and is in conformity with RPDB. Government of India has already introduced a Bill in the Parliament to amend RTE, in which it is proposed to include children with disabilities within the meaning of ‘child belonging to disadvantaged group’. This will correct the first great anomaly of RTE relating to children with disabilities, clarifying that they have the same right to education as all other children. 

In operational terms, however, a great deal still needs to be clarified. All children, including disabled children have the right to education in a neighbourhood school, defined as an educational institution providing elementary education established within a radius of 1 kilometre. Does this mean that every, or most neighbourhood schools will be inclusive? This would require every teacher in all these inclusive neighbourhood schools to have the skills and resources to teach disabled children. RTE defines special educators to ‘include teachers, trainers, resource persons trained to address the general and particular needs of children with disabilities’. If every school is inclusive, and every teacher mandated and trained to work with disabled children, all teachers will need to be trained with basic skills of special teachers.  
RTE indicates norms for all schools. These need to be revised if all schools have to be inclusive, to indicate the mandatory requirements of schools to be accessible and educationally appropriate for all forms of disabled children. At the same time, since the choice of special schools remains in RPDB, RTE needs to indicate norms for special schools, and at which level special schools will be available. For instance, there can be a distance norm, or that every district will have special schools, as well as numbers per population in cities and towns. It will need to indicate the qualifications of teachers in special schools, and the system of certification.
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. We believe that there should be only one Ministry that should act as the nodal agency for implementing education programmes for the disabled. We have seen again and again how words such as ‘appropriate education’ 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. Presently these special schools are run as alternative education schools and are not linked to the mainstream education. After RTE, all schools, inclusive and special, should fall under the purview of HRD and the RTE.
Ensuring better educational outcomes for the disabled will require changes in a number of areas. Placing special schools and training for special needs teachers under the purview of the HRD (or even making this a shared responsibility) will help in ensuring a more co-ordinated and consistent approach to the education of children with disabilities. At present, these areas fall under the Ministry of Social Justice and Empowerment and the Rehabilitation Council of India respectively. Identification of children with disabilities under the Sarva Shiksha Abhiyan (SSA) also needs to be improved; in 2005, the number of disabled children identified by the SSA was less than half that estimated by the 2001 census. This is important from a budgetary perspective as well, since additional funding for children with disabilities is disbursed on a per child basis, hurting allocations for inclusive education, provision of assistive devices, etc. Similarly, an increased focus on spending and execution of inclusive education programs can help to substantially improve access for children with disabilities. 
Data from the SSA for 2005 shows that spending on inclusive education was only about 1% of the budget, and even for this, execution rates were a lot lower than other areas. Parents, educational service providers and the community at large need to be sensitised to the special needs of children with disabilities, and promote their inclusion in regular schools. This is particularly true with respect to attitudes towards children with mental disabilities. Besides this, development of appropriate curriculum and learning materials, adequate financial support, effective monitoring and evaluation programs, and even ensuring physical accessibility to regular schools (for example, only 18% of SSA schools nationally were considered accessible in 2005) are other important focus areas for making education more accessible and relevant for children with disabilities.   

5. Poverty and Exclusion: 

RPDB needs to further recognize poverty and social exclusion as crucial factors affecting the rights of children and persons with disabilities, and nuances of how disability as a social vector of exclusion intersects with other traditionally socially excluded groups such as the dalits, adivasis, 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 draft does not link the rights of the disabled to food security in India. 

It is estimated that there are 70 million disabled people in the country and studies show that 70% (50 milllion) of these belong to poor families. Poverty is both a cause and consequence of disability. It is important for law makers to recognise that PWDs have greater needs than others for additional cost for health care, basic needs, accessibility and transport, whereas they have lower earning capacity deriving from their impairment and lack of socio-economic access and opportunities. The World Report on Disability 2011 established that there are high chances of impoverishment in families in which either the bread earners or dependants are 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. 

Available research shows that disabled people and their households are more likely than the rest of the population to live in poverty. Elwan (1999) estimates that PWDs make up 15 to 20% of the poor in developing countries, significantly higher than their share in the general population. Research in 2011 by the World Bank for developing countries, shows that disability prevalence among the poor was significantly higher in 11 out of the 14 countries that were included in the analysis. Research on household welfare in rural UP and Tamil Nadu by the World Bank, using asset ownership and per capita consumption as indicators, found that poorest households had a significantly higher proportion of PWDs (put another way, PWD households were on average much poorer than households without PWDs). The survey also finds that on a number of non-income indicators, such as regular access to three meals a day, ability to save and access to good quality housing, PWD households were significantly worse off. 

There are strong reasons to believe that having a disabled person will lower the economic well-being of a household. At the income level, non-disabled members of a household may have to forego employment to care for the disabled member. The rural UP and Tamil Nadu survey shows that while other adults were more likely to be working in families with PWDs, almost half reported having to miss work to care for disabled family members. Of these carers, the majority missed work on a daily basis, and on average, a third of the work day (2.5 hours) was lost. This suggests a significant loss in employability and income for carers. 
Similarly, a large economic impact comes from the expenditure side, since disabled households are likely to have significantly higher expenditures related to the care of a disabled member. This would include increased need for medical care, the cost of aids and appliances such as hearing devices and wheelchairs, the need to rely on private transport, and other such additional expenses. Among the developing countries covered by the World Bank study, households with PWDs spent a significantly higher proportion of their expenditure on healthcare. The UP and Tamil Nadu survey found that per capita spending on health care by PWD households was around 26% higher than that of non-PWD households. It also found lower average spending on education and lower average savings rates among these PWD households, indicating the difficult trade-offs faced in other areas due to higher healthcare expenditures.

Therefore, for any given level of income, households with PWDs are likely to have a lower level of economic well-being than other households. Analysing disabled persons and households from the perspective of their ability to convert income into a decent standard of living, i.e. the capability approach, offers a more accurate picture of their economic welfare than conventional income and expenditure based indicators. This also suggests that unless they recognise the law capabilities and extra economic burdens of PWD families, the BPL census to identify poor households is likely to unfairly exclude a number of families with PWDs, whose true economic status is substantially lower than their income would suggest.

RPDB prescribes that: ‘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’; and this is welcome. But as we have observed, it must also recognise and have protections and support for families with disabled members. Another question that the Bill needs to further look at is ways that such families are recognised to be poor (and food insecure) in ways that the BPL surveys conventionally fail to recognise. The bill is silent about BPL.
There are provisions for reservation or preferential access for PWD under a number of the government’s poverty alleviation schemes, but in many cases implementation has been weak. For example, there is 3% reservation for PWD under the SGSY scheme promoting rural self-employment, but in practice, the number of PWD beneficiaries has remained under 1%. Similarly, very few PWDs benefit from government programs like the MG NREGA for employment guarantee through rural public works and the IAY housing scheme. There are also provisions for social security pensions for PWDs, but often these payments are low and vary significantly from state to state. In addition, research by Ajwad (2006) shows that only 14% of PWD households received disability social pensions.

RPDB should guarantee preferential access to households with PWDs to all poverty alleviation and social security programmes, and apart from income tax-payers, should cover all PWDs with social security allowances. From an equity lens, destitute disabled women and men, single women who are disabled, lower caste disabled, homeless disabled, and the aged disabled women need specific social protection over and above any blanket social security given to all the disabled.

The chapter on accessibility in RPDB needs to recognize the practical gender needs that differentiate access for men and women, and to look at how it is doubly difficult for a disabled woman to determine and access especially public spaces like transport, hospitals, parks etc. This accessibility as whole needs to look at access not only to infrastructure and public spaces, but also to political, cultural and social spaces, and facilitate increased access to all of these for women with disabilities.

Given the educational, social and physical barriers faced by PWDs, it is perhaps not surprising that disabled persons are at a significant disadvantage with regard to employment. NSS data shows that employment rates for PWDs were about 40%, compared to 60% for the general population. Among employed PWDs, the majority were self-employed (58%) or casual workers (30%), with only a small share in regular jobs. All categories of PWD had lower employment rates than the general population, though there is significant variation between them. For example, hearing impaired persons had employment rates almost at par with the general working age population, while the mentally and visually impaired had extremely low employment rates. These differences cannot be explained solely by the lower educational levels of PWDs. Better educated PWDs have somewhat lower employment rates relative to the general population, but the difference between lesser educated/ illiterate PWD and their non-disabled peers is extremely high. Survey data from the World Bank in rural UP and Tamil Nadu shows that the amount of time spent in employment by PWDs was almost the same as their non-disabled peers. This suggests that the lower employment rates are not solely the result of lower capability or work intensity of disabled persons. At the same time, a substantial number of PWDs in the survey (a third of working age men and a quarter of women) reported being unable to work due to their disability, the most likely reason for their lower employment rates. For many disabled persons, the inability to work is not a direct result of their disability, but rather due to societal discrimination and other barriers which restrict their access to employment. Law and policies should therefore aim to lower such barriers, thus enabling greater participation of PWD in the workforce.

There is not much support in RPDB to families with disabilities or persons with disabilities themselves in engaging in or accessing gainful employment. Financial and tax benefits to private employers of PWDs, subsidies and finance incentives for starting small scale income generation activities by PWD households, should be incorporated. The National Disability Rights Authority under RPDB 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.

6. Institutions for Enforcement 
RPDB, as well as other amendment laws concerning rights of PWDs would create a wide range of overlapping institutions at national, state and district levels. A brief listing of the institutions under various statutes is given below:

i. The existing PWD Act 1995 created a Chief Commissioner of Disabilities at the national levels, and state level Commissioners.

ii. RPDB provide for a ‘National Disability Rights Authority’ (NDRA) and ‘State Disability Rights Authorities’ (SDRA), with policy advice, review, recommendatory and grievance redressal functions.
iii. RPDB also provides for a National Disability Rights Tribunal (NDRT), State Disability Rights Tribunals (SDRT) and District Disability Rights Tribunals (DDRT) for grievance redressal, with powers to issue binding directions to realize the rights guaranteed under the law.
iv. The National Trust Act amendments provide for a Board of Trustees of the National Trust, which would also appoint a Technical Advisory Committee for advocating and planning inclusion and support for persons with disabilities, and a National Support Mission vested with the responsibility of formulating plans. It also sets up State Level Committees responsible for monitoring of the implementation of programmes and schemes for persons with disabilities; and Local Level Committees.
v. The RCI Bill 2000 provides for a Rehabilitation Council with powers of certification, and supported by a number of inspectors.
vi. The Mental Health Care Bill 2011 prescribes the establishment of a Mental Health Review Commission, which in turn is empowered to appoint and function through State Panels. These will ensure protection of the rights of persons living with mental illness, including issues of involuntary admission, grievance redressal, advising government, and punishing mental health establishment violating the law with an exemplary fine or cancellation of registration of the mental health establishment.

It is proposed that this wide diversity of institutions all concerned with rights of PWDs are converged and rationalised to the extent possible. This would save costs, prevent the creation of a large bureaucracy, and above all provide a single window of contact at the central, state or district level for PWDs to access their rights and secure redressal of their grievances. There could be a single National Disability Commission, and State Disability Commissions, on the lines of National Commissions for other socially disadvantaged groups, such as Women, Children, Minorities, SC and ST. Much thought would need to go into the composition of these bodies, ensuring due representation to PWDs across a wide range of social categories, PWD collectives, associations of parents and guardians of PWDs, human rights organisations and NGOs working with PWDs. We would need to distinguish clearly between advisory powers, and powers to impose penalties such as cancellation of registrations, imposing fines, and even proposing criminal action. Some suggest that the proposed National, State and District Disability Rights Authorities would need to be established under a separate dedicated statute, because it will have powers which cut across many statutes. 
7. Penalties
RPDB provides for grave penalties in the event of violation of rights: ‘Whoever fails to comply or contravenes any of the provisions of this Act, or the rules made or orders or directions issued hereunder, shall, in respect of each such failure or contravention, be punishable with imprisonment for a term which may extend to six months or with fine which may extend to fifty thousand rupees, or with both’. It also introduces the notion of command responsibility, by providing that if any establishment is deemed guilty, it is the head of that establishment who will be held guilty.

Apart from the general penalty clause, there are specific offences and penalties as well, such as Apart from the above three sections the rest of the sections lay down penalties or punishment or both for specific offences and includes Injury to Person with Disability, Wrongful Medical Procedures; Forceful Termination of Pregnancy; Hate Speech; Denial of Food and Fluids; Wilfully Making False Statement and so on.  

Amendments to the NTA, RCI and the proposed Mental Health Care Bill 2011 (MHCB) all provide for cancellation of registration after due process, of disability NGOs, unregistered disability practitioners, and medical establishments respectively. These can also entail fines. In addition, there are also some criminal provisions. RCI provides for imprisonment and fine for persons acting as Rehabilitation Professionals without being registered in the Central Rehabilitation Register or without possessing recognised rehabilitation qualifications. MHCB also has a general penalty clause like RPDB, under which any person who contravenes any of the provisions or rule is punishable with imprisonment for a term which may extend up to six months, or with a fine, increased for repeated offences. 
The problem with this general penalty clause of both RPDB and MHCB 2011 is that these are too generic, and these make no distinction between civil consequences and criminal consequences arising out of the various possible violations of the provisions of the proposed bills. The penalties needs to be more specific and cannot be for blanket violation of all entitlements under the bills.  On the other hand, the specific crimes listed in the RPDB often overlap with provisions of IPC and other laws in ways that are unclear. For example, Clause 155 (‘Penalty for denial of food and fluids’) overlaps with the provisions of Section 299 of the IPC, which deal with culpable homicide.

Penalties under RPDB also need to be reviewed with care as penalties and punishment prescribed for various offences does not appear always to be commensurate with the offence in places. For example, the provision of cutting off the supply of water and electricity of a building where the concerned owner do not comply with accessibility standards will result in undue and undeserved harassment to innocent households especially in buildings where many families stay as tenants. Besides, no house owner will ever let out her/his premises to a person with a disability if this kind of a provision is brought on the statute book resulting in harassment and suffering to such person
. 
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Annexure 1

Measuring Disability on a Social Model

Measuring Disability Prevalence By Daniel Mont, Disability & Development Team, HDNSP, The World Bank, March 2007 states that according to the social model, disability is the outcome of the interaction of person and their environment and thus is neither person nor environment specific. The International Classification of Functioning, Disability and Health (ICF) developed by the World Health Organization is the starting point for recent developments in measuring functional capacity.4

Based on a theoretical model that draws upon the social model of disability, disability in the ICF is not an “all or nothing” concept. People are not identified as having a disability based upon a medical condition, but rather are classified according to a detailed description of their functioning within various domains.

The first of these domains – body structure and function – is the most closely related to the medical model as it refers to the physiological and psychological functions of body systems. Body structures are defined by the ICF as “anatomic parts of the body such as organs, limbs and their components.” This domain relates to very specific capabilities, for example being able to lift one’s arm over one’s head or produce articulate speech sounds. Thus, it is not a “whole” person classification, as are the other domains -- activities and participation.

Activities pertain to a wide range of deliberate actions performed by an individual, as opposed to particular body functions or structures. Activities are basic deliberate actions undertaken in order to accomplish a task, such as getting dressed or feeding oneself.

Participation refers to activities that are integral to economic and social life and the social roles that accomplish that life, such as being able to attend school or hold a job. Moreover, the ICF incorporates the social model by including information on how a person’s ability to function is affected by the environment they face. For example, a given level of impairment in the body function domain will not necessarily translate into an activity or participation limitation if the environment accommodates a person’s different functional status.

Disability in the ICF arises out of Activity limitations and restrictions placed upon Participation that grow out of the interaction between Body Structure and Function limitations and an unaccommodating environment. These interactions are summarized in Figure 1.

Disability in the ICF arises out of Activity limitations and restrictions placed upon Participation that grow out of the interaction between Body Structure and Function limitations and an unaccommodating environment. These interactions are summarized in Figure 1.
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 The World Health Organization has designed a set of Disability Assessment Schedules (known as the WHO-DAS) which have a long series of activity and participation based questions.  is as follows:

WHO-Disability Assessment Schedule -- 12-Question Set

In the last 30 days how much difficulty did you have in:

(None Mild Moderate Severe Extreme Cannot Do)

Standing for long periods such as 30 minutes?

Taking care of your household responsibilities?

Learning a new task, for example, learning how to get to a new place?

How much of a problem did you have joining in community activities (for example,

festivities, religious or other activities) in the same way as anyone else can?

How much have you been emotionally affected by your health problems?

Concentrating on doing something for ten minutes?

Walking a long distance such as a kilometre [or equivalent]?

Washing your whole body?

Getting dressed?

Dealing with people you do not know?

Maintaining a friendship?

Your day to day work?

Source: World Health Organization: http
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