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Introduction
1. 
The Equals Centre for Promotion of Social Justice is a DPO working on legal harmonization and budget advocacy in India. To us, Article 19 is the holy grail of the CRPD. Its very existence is a mystery to many persons working in the field as it stands as the ultimate aspiration, and yet its pathways are fraught with perceived uncertainty. Article 19 refers to concepts that appear to be familiar to all of us – “community”, “support”, “access to services”, “choice” and yet the conundrum is that at times it is these very comforting concepts that are involved in denying persons their right to life. It is also true that the right to live independently and be included within the community is denied to persons from different intersectionalities – women, the elderly, and minorities. However, the denial of this right does impact persons with disabilities facing high restrictions in participation in a more targeted fashion, by also denying them opportunities. Persons with learning disabilities are often considered completely ‘unfit’ and ‘incurable’ and therefore unable to live in any conventional living arrangement or avail of any of their rights on an equal basis with others. They are often dependent on primary caregivers for support, and do not have a say in what care and support are given to them. Circumstances may arise where the primary caregiver cannot care for the person anymore – this could be on account of their death, lack of adequate social protection or even the perceived failure of the person with disability to contribute to the family
. Institutionalization is a serious concern in India, with our recent study highlighting that in the course of 3 financial years
, the State total allocation towards institutions has actually doubled. Even in cases where families want to support a person with disability, the apprehension that the Community is an ‘unsafe space’ for persons with disabilities leads to a preference for these ‘warehouse’ like institutions, often run by the Government. So long as resources are being pooled into the maintenance of these institutions, there will be a limit on the resources that can go towards “effective and appropriate measures”
. At the same time, denial of rights and opportunities to the residents of these institutions may have repercussions on their overall development that need to be addressed.

2.
Advocacy around community-based inclusion at the National level has been met with little interest, as opposed to those around more tangible goals, like physical accessibility
. It has also been seen that the larger disability movement has been unwilling to see Article 19 as a cross disability issue
 and that there is a lack of DPOs representing the needs of persons facing such high restrictions in participation to convert the right to live in the community with supports and inclusion into a political movement
. With no push for its implementation, the rights under Article 19 have often evaded inclusion in the law
. It is hoped that the Draft General Comment can create some advocacy tools with which the disability rights movement can use legal harmonization as well as guidelines on community based options and services towards the creation of inclusive societies. 

Normative Content

3. 
The choices that persons facing high restrictions in participation make with regard to their place of residence, where they live, and with whom they live, must be respected as a right. There may be persons who have a strong preference for a particular living arrangement within their community and there may be others who believe that they have no options. In India, many persons are denied these choices, even without having an impairment, on account of gender roles and patriarchal structures. However, a statutory bar on exercising these choices only exists with regard to persons with learning and psychosocial disabilities. There may be conflicts that arise – there may be persons who wish to stay with their families after being abandoned or abused by them, there may be persons who find living with the family stifling, but have a financial interest in property or farmland, there may be other persons who would like to get as far away from the community as possible. The right to choose ones place of residence by a person with disability must work in tandem with the other rights in this Article as well as in the CRPD so that the choice to live in any one arrangement does not interfere with the exercise of rights under the Convention. 

4. 
 Living independently can be within a familial setting, or in a chosen location of solitude. The essence of living independently is that the person has the access to opportunities that are not denied to them, directly or indirectly, on account of their impairment, and that they are able to make decisions that are not dictated solely by their experience of impairment. A whole host of support measures come together to enable this.  This could range from supports to help a person off their bed in the morning, to supports in decision-making, to supports during crisis management, to vibrant peer groups. Creating a whole new cadre of support personnel is impractical. This is why existing personnel at the grassroot levels – which include the lowest level of local self governments, village administration, community health workers, employment guarantee programmes, NGOs must all be trained in a CRPD approach towards persons with disabilities, particularly those who experience high restriction in participation. 

5.
Through the function of institutionalization, persons with disabilities are denied, often from early childhood, to the exposure and education required to living independently. Children with learning and psychosocial disabilities are often abandoned and enter the system of orphanages and juvenile homes. Though this form of institutionalization happens ‘on an equal basis with other’ abandoned or orphaned children, these children rarely exit the closed-door system, neither are they equipped to do so. For instance, in Asha Kiran
 it was found that 50% of the residents are not even toilet trained, and that their clothes are changed as and when they soil themselves
. 60% of the residents were found to be on heavy medication for epilepsy or psychosocial disorders or both
. In the paradigm shift towards community based inclusion, those who have been relegated to institutions cannot be left to fall within the cracks. The General Comment must mandate the formulation of individualized deinstitutionalization plans for every individual currently in institutional settings. The right to exercise choices under Article 19 (a) must be built into these in order to transition to living in the community. These deinstitutionalization plans must be person centric and not linked to the impairment, and should include a range of services to choose from - restoration attempts, vocational training, rehabilitative services etc. During this transitional period, persons within the institutions must be given access to all rights under Article 19 (c) including but not limited to lifelong learning and education in inclusive settings, healthcare, vocational training, religious instruction, recreation and cultural activities in the community. They must also be able to participate in political processes as citizens on an equal basis with others.  

6. 
Communities, however diverse they may be, must have policies, programmes and resources that are responsive and cater to augment the equal enjoyment of all human rights and fundamental freedoms of all persons with disabilities. The Thematic Study
 has done a tremendous service in creating an advocacy tool for those of us working for the realization of Article 19 to ‘call out’ CRPD non-compliant living arrangements that are proposed as models for independent living.  A similar exercise for testing community supports for CRPD compliance would be extremely useful. 

State Obligations

Laws

i. Amend all laws which restrict the right to legal capacity of persons with disabilities and permit forced institutionalization

ii. Adopt a no-admissions policy to prevent new placements of persons with disabilities in institutional settings

iii. Provide all accommodations for persons with disabilities who have been in exploitative and/or abusive settings to access justice, and seek physical, cognitive and psychological recovery, rehabilitation and social reintegration.

Policy

i. Identify institutional settings which fall under the description provided in the Thematic Study, and with the help of local DPOs and civil society representatives, enable the establishment of monitoring bodies for overseeing time bound, CRPD compliant individualized deinstitutionalization polices being put into place.

ii. Communities must be made responsive to the needs of persons facing high restrictions in participation, by identifying the barriers that exist that prevent their full and effective participation and inclusion, and the supports that can overcome these in fulfilment of Article 19 (b). In Countries with poor allocation of resources towards social measures, community living services, including housing, may be found wanting for the non-disabled population in general. The creation of these resources may be fraught with challenges like sustainability, affordability and the like. Communities, however diverse they may be, must have policies, programmes and resources that are responsive and cater to augment the equal enjoyment of all human rights and fundamental freedoms of all persons with disabilities.

Services 

i. Availability: The supports and services must meet the diversity of needs for services for persons facing high restrictions in participation, focusing on the persons and not the certification of impairment, and envisaging the full range of participative needs of the person e.g. communication, supported decision making, leisure, mental and physical well being etc. The availability of these services must be designed whether they prefer to take the same in person, or on the phone, or at any specific place. The services should be sustainable in terms of resource allocations.

ii. Accessibility: Supports and services should be universally designed, information should be available to everyone in simple language, and the process to utilize them should be straightforward. No one should be discriminated against utilizing these supports and services because of their other identities or choices they have made with respect to treatment, rehabilitation, housing, marital status etc. The availability of services should be premised on ‘nothing about us, without us’ and not be limited to presumed ‘ability’ or ‘capacity’ of the person e.g. determining whether some students are ‘educable’ or offering vocational training only to those who ‘can contribute to the workforce’.

iii. Affordability: Social protection, and the establishment of a social participation floor, is a necessary precondition for the success of these supports and facilities. In the interests if quality control it is desirable that the person with disability is empowered financially to avail of these services, and that there is a range of services to choose from. The supports must also bear the burden of unpaid care on the economic well-being and resilience to risks for the families of the person with disability. This is significant for a low-income country like India. This in many cases is leading to institutionalisation. For the State, allocation of necessary budgetary and other resources towards community-based supports rather than institutional placement and services, in accordance with the principle of progressive realisation.

iv. Adaptability: It is very common for services for persons with psychosocial or learning disabilities to focus on rehabilitation, especially within the existing models of Community Based Rehabilitation
. Specific observations of the Committee on the services and personal assistance required for persons who face high restriction in participation would be extremely useful for advocacy for such services. It is also essential that training of these individuals providing personal assistance be given from a rights based perspective
. 

v. Quality: The choice of the individual must always be the focus. All measures must have the end goal of a rights based approach to inclusion. The principles of the CRPD in Articles 1 and 3 must be a part of the standards that are adopted for the measures, and monitoring mechanisms must be used to test the above parameters of the measure. Persons with disabilities facing high restrictions in participation, through their representative organizations, must participate in the design of all schemes and policies to ensure responsiveness to their needs.

Budget

i. Allot allocation of necessary budgetary and other resources towards community-based supports rather than institutional placement and services, in accordance with the principle of progressive realisation.
ii. All existing resources must be optimally utilized to fulfil State obligations under Article 4 (2) of the Convention. 
iii. Design social protection measures with a social participation floor that enables persons with disabilities to purchase their own services and supports and thus exercise control over the quality of these choices.
Relationship with other Articles

9. Article 19 is the sum of the realization of all rights under the CRPD, and so its relationship with other rights is extremely crucial. The provision of community supports can be tested against the other Articles of the CRPD to ensure overall compliance with the spirit of the document:
i. Article 7: In the case of children with disabilities who face abandonment or separation from their families in their best interests, respect must be given to their evolving capacity and disability and age appropriate supports must be given to them to make decisions.
ii. Article 8: Community support measures must be widely publicized with details being given in a simple manner, including grievance redressal mechanisms, and positive outcomes of the support measures. Active members of the community in promoting inclusion should be positively recognized. There must be extensive promotion of awareness-training programmes regarding persons 

with disabilities and the rights of persons with disabilities among implementing authorities and stakeholders – both State and not State actors.
iii. Article 9: The design of our community spaces is very important in ensuring accessibility by all persons with disabilities. These include signage and information for persons with learning disabilities, tactile markings for the deafblind, and comfortable spaces without triggering environment for persons with epilepsy or psychosocial disabilities. Universal design standards must be inclusive of the needs of all persons with disabilities to overcome high restrictions in participation.
iv. Article 12
:  The right to supported decision making is a prerequisite to the exercise of the right to choose ones living arrangements. A range of supported decision making arrangements should be recognized, including circles of support and peer groups.
v. Article 13: A crucial support which may be required by persons with disabilities is the interventions of Courts in the exercise and securing of their rights to live in the community and other related issues. Legal procedure must facilitate such representations, through the active participation of legal services authorities as well as other support measures which may be required in individual cases. 
vi. Article 14 and 15: Support measures, particularly in crisis management, must be strictly monitored to ensure that persons are not deprived of their liberty unlawfully or arbitrarily, and that no such support shall be tantamount to torture or to cruel, inhuman or degrading treatment or punishment.
vii. Article 16: The condition of persons with disabilities in residential settings has already been pointed out, and the lack of resources in these homes has led to traumatic forms of restraint and abuse. Individual deinstitutionalization programmes must include access to support services for physical, cognitive and psychological recovery, rehabilitation and social reintegration, to enable person from such backgrounds to live fulfilling lives in the community.
viii. Article 22: Many supports towards independent living involve situations, and in fact must cover situations  which the person availing of the service may require utmost guardianship of their privacy. These can range from communication, to support to financial decisions, to enabling sexual relationships.    
ix. Article 24: Adults and children who experience high restrictions in participation cannot be declared ‘uneducable’. Even within children’s institutions, as an immediate measure, these residents should be allowed access to mainstream education options within the community. Education is the first place at which the individual interacts with society and is extremely important.

x. Article 25: Health related support services may also include services with regard to reproductive and sexual well being. 
xi. Article 26: An alarming consequence of deprivation of liberty for persons experiencing high restrictions in participation is the failure to provide any rehabilitative services or trainings to them. Rehabilitation and habilitation are necessary towards independent living, and initial and continuing training for professionals and staff working in habilitation and rehabilitation services. 

xii. Article 28: Social protection must be construed meaningfully and with due respect to the need for establishing a ‘social participation floor’. Persons with disabilities should have the resources in hand to pay for the services that they require and be accorded the respect due to consumers, including the right to reject services. Persons with disabilities themselves, including those experiencing high restriction in participation, should be involved in monitoring of services
. 
xiii Article 32: Facilitating and supporting capacity-building, including through the exchange and sharing of information, experiences, training programmes and best practices towards empowering committees is crucial, particularly with regard to establishing and sustaining DPOs of persons with disabilities facing high restriction in participation, and social movements supporting community living for persons with disabilities. 
Conclusion

It is hoped that the Committee will put in place clear and comprehensive indicators towards the realization of Article 19 to be complied with by State parties, which will play an important role in the work of organizations working on realization of Article 19 in advocacy around the same. 
� For example, in India, the Minimum Wages Act permits an exemption for persons with disabilities. In our field work we have found that persons with disabilities are made to work in sheltered workshops, styled as training centres, and are paid mere stipends their entire lifetime. They are also not recognized as unorganized workforce by the larger movement.  


� Study by Meenakshi B. of the Equals Centre for Promotion of Social Justice for the years 2013-14, 2014-15, 2015-16. Publication forthcoming. 


� Besides the disability maintenance allowances, there are no resource allocations towards the fulfillment of Article 19 for persons with disabilities facing high restrictions in participation.


� The Accessible India Campaign, which purports to implement India’s obligations under the Incheon Strategy, does not mention community-based inclusion as any of its goals. 


� Submission by the Equals Centre to the Special Rapporteur on The right of persons with disabilities to participate in decision-making 


 http://www.ohchr.org/Documents/Issues/Disability/DecisionMaking/CSOs_DPOs/CSOs%20-%20EQUALS_India_ENG.docx


� This is also linked to Article 12 which prevents groups of persons with psychosocial or learning disabilities from registering themselves as Trusts, Societies or Companies. 


� The latest draft of the Rights of Persons with Disabilities Bill does not include provisions towards effective realization of Article 19. A draft CBR policy presented to the Ministry of Social Justice and Empowerment several years ago still remains unconsidered. 


�Reena Bannerjee & Anr v. Govt. of NCT Delhi Special Leave to Appeal (Civil) 39321/2012. This submission relies on much of the work of the Going Home Collective which is currently participating in the Public Interest Litigation around a home called Asha Kiran with several members being part of the Expert Committee.


� Advisory Expert Group Panel Report of AshaKiran, Para 1.3.8


� Advisory Expert Group Panel Report of AshaKiran, Para 1.3.5


�Office of the High Commissioner for Human Rights, OHCHRThematic study on the right of persons with disabilities to live independently and to be included in the community A/HRC/28/37 paras 20  - 22.


� http://www.who.int/disabilities/cbr/cbr_matrix_11.10.pdf?ua=1


�In India, for example, all certifications related to persons with disabilities are issued by the Rehabilitation Council of India, which is very much in the medical model of disability.  


� The links between Article 19 and 12 have been well explored in General Comment No. 1, CRPD Committee, para 44 to 46


� Office of the High Commissioner for Human Rights, “OHCHRThematic study on the right of persons with disabilities to live independently and to be included in the community” A/HRC/28/37 Para 38.
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