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Background paper

Convention on the Rights of Persons with Disabilities

Article 19: Living independently and being included in the community.

States Parties to this Convention recognize the equal right of all persons with disabilities to live in the community, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community, including by ensuring that:

(a) Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

(b) Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

(c) Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs.
Introduction

1. Living independently and being included in the community means that persons with disabilities should have the choice, on an equal basis with others, on the way they want to live in and participate in their community.  This is not merely an issue of being in the community but having the means and necessary support to participate meaningfully.
2. Many persons with disabilities, especially those in need of strong support, have faced continuous violation of their human rights either by:
· Forced institutionalization in social care institutions, psychiatric hospitals and other residential institutions where they are at risk of violence, abuse, neglect and isolation.
· Being obliged to live in social or medical residential institutions due to the inexistence of community services or their unaffordability, as well as inability of families to provide support to their disabled family members.
· Being obliged to remain isolated at home with no support due to the non existence of community services, or their unaffordability, relying exclusively on family support  with often very little control and choice due to lack of awareness and /or constraints faced by families.
3. Since the 20th century, industrialized countries have been developing the number of residential institutions where persons with disabilities in need of care and support are placed. However, the way in which they are grouped together and the way in which their lives are tightly regulated, is not in keeping with the way in which the general population considers acceptable. The possibility for participation in society, self-determination and choice within institutions is severely inhibited regardless of the physical conditions in the institution or even the types of services it provides. Since institutions as a segregated system are removed from conventional exposure to the public eye, torture, abuse and acute neglect are widespread within them. As a result, institutions for persons with disabilities are the setting for some of the most profound violation of human rights of persons with disabilities. 

4. Beginning in the late 1960’s and increasingly since the 1990s, an increasing but still uneven movement of deinstitutionalisation policies have been carried out. Still today many states continue to use institutions as a form of “home” for persons with disabilities: they fund institutions, refurbish and build new ones, and have not taken steps to develop community-based services and enable the transition from institutions to the community. Many people with disabilities face institutionalisation, whether by an outside order or by lack of another option, denial of choice, bundling of support obliging them to live in segregated settings. Many others face segregation at home, as community service in most of the world remain non-existent, difficult to access and/or of very poor quality especially in developing countries.

5. Article 19 of the CRPD emphasises four core elements that should guide states policies, combining person’s choice and control with a twin track approach to community services:
· The right of all persons with disabilities to live in the community

· The right of persons with disabilities to have choice and control on where and how they want to live in their community on an equal basis with others. This implies that persons with disabilities have to be protected from forced institutionalization, deprivation of legal capacity, bundling of support services or assistance with the obligation to live in segregated settings and denial of choice due to non accessibility of mainstream services in the community.
· The imperative need to develop a wide range of community support services, including personal assistance services, which should follow the principle of user’s choice and control as well as service availability, affordability and quality.
· At the same time, all mainstream community services need to be made inclusive of and accessible for persons with disabilities. While this will contribute to decrease barriers faced by persons with disabilities and increase their opportunities to participate, it would also diminish the needs for specific support for some of them. 
Questions for consideration:
Question1: What are the good practices to enable a transition from care policies relying on residential institutions towards policies enhancing access to community based support?

Question 2: Are all resources aiming at support for persons with disabilities directed or redirected towards developing inclusive community services or are investments in residential institutions still occurring?
Question 3: Are personal assistance services being developed in your country?
Question 4: Is adequate support provided to families, considering that families remain the main provider of support services?
Question 5: Are official mechanisms for assessing persons with disabilities support needs and granting access to social services being revised to prevent institutionalisation and facilitate the development of community services?
Question 6: Do all social policy and decentralisation reforms mainstream disability rights so that all community services impacted by those reforms become inclusive of and accessible for persons with disabilities?
Question 7: Are partnerships being established between public authorities, social service providers, persons with disabilities and their families in order to develop availability, affordability and quality of support services?
Question 8: Are social protection policies taking into consideration the current and future development of community support services with adequate budget allocation or re-allocation?
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