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Summary
Association Azul, for the independent living of persons with disabilities is a non-profit non-governmental organization of people with disabilities and allies established in the province of Buenos Aires, Argentina.  
Our observations focus on the need to:

· Ensure that independent living and its supports are available for ALL persons with disabilities, irrespective of type or degree of disability.
· Ensure the closure of institutions and the termination of all kinds of arrangement where the professionals control the lives of persons with disabilities. Re-direct the funds to establish safe and sustainable systems of support in the community
· The government establishes and regulates the services of personal assistance, with special attention to the personal assistant.
· Articulate with education and rehabilitation the access of people with high support needs to forms and modes of alternative and augmentative communication and to assistive technology.
· Ensure that records of each person’s form of communication (each ACC user’s form of communication) are kept by a NGO of persons with disabilities and/or a relevant government office, so that they are available in case of extreme need.
· Promote the creation of independent living centers, created and managed by people with disabilities.
· Ensure that recommendations and decisions for the coverage of independent living services for one person are taken by an interdisciplinary group that is not restricted to professionals of health, with the active participation of the user applying for it, focusing on his/her wishes, requirements and needs.
1. Association Azul, for the independent living of persons with disabilities is a non-profit non-governmental organization of people with disabilities and allies established in the province of Buenos Aires, Argentina.  Asociacion Azul focuses on training, advocating and rising consciousness about the right to independent living, full participation, inclusive education and access to communication and information in the framework of the Convention on the rights of persons with disabilities (the Convention).  

Asociacion Azul acknowledges the opportunity to make this submission for the Committee on the Rights of Persons with Disabilities (the “Committee”).

2. The Convention on the Rights of Persons with Disabilities (CRPD) was ratified by Argentina in 2008, and has acquired Constitutional status in December 2014.
3. We believe that the right to live independently is the backbone on which the Convention is structured, and which expresses the general objective of the life of any person: contribute to the community and be nurtured by it, be valued as full member and feel that the own contributions are also valued by the community. Without this possibility, the fulfilment of other rights will be incomplete, ineffective and people may not reach the fullness of their lives.
4. We adhere completely to the Thematic study on the right of persons with disabilities to live independently and be included in the community, of the High Commissioner for human rights of United Nations, adopted on December 12, 2014, so that our contribution will be limited to aspects informed by our direct and close experience.
5. Paragraph 1 of Article 19 says: “States Parties to this Convention recognize the equal right of all persons with disabilities to live in the community,…”. Many States do not understand this basic principle when they consider, explicitly or implicitly, that the principle of independent living is only for those people with disabilities who have at least some cognitive capacity, i.e., that it is not for all persons with disabilities. A worrying aspect is that many persons with disabilities share this belief. In addition, relatives, allies and organizations of and for people with disabilities share it.
6. We believe that it is necessary that a general comment on article 19 emphasizes the fundamental principle of human rights: that all human beings are born equal in dignity and rights and that all lives are of equal value, thus supporting the obligation of States to comply with the requirement (marked by us in bold) of the first paragraph of the Art 19.
7. For these reasons, we believe that the requirement "States Parties to this Convention recognize the equal right of all persons with disabilities to live in the community,..." should be treated deeply and in detail.  Trainings on human rights, the Convention, highlighting Articles 9, 12, 19, 24, and the forms of communication included in Article 2, should be delivered for agents of the State, professionals in law, medicine, rehabilitation, education, families and organizations of people with disabilities. We suggest also revising Appendix 1 of our presentation: People with complex difficulties of communication and their independent life decisions: ALL means ALL.
8. In relation to the Inc a. Article 19, it is necessary to define and explain clearly that “…Persons with disabilities have the opportunity to choose…” and “…..are not obliged ….”. States must begin immediately to prepare the transition of services from all kind of institutions to the network of support in the community, especially promoting the creation of centers for independent living, created, led and managed by people with disabilities. The current lack of policies and actions in many States affects in particular persons with intellectual and psychosocial disability, as well as those who have high support needs and speech impairments. These groups have in common that their voices are silenced, not listened to, or not valued. Small experiences in some areas can provide information of the best strategies for each region, which should be capitalized in the process of transformation.
9. We also draw attention here on certain proposals for deinstitutionalization that build community networking but where decisions and control remain in the hands of professionals. These deficits of States and professionals harm the lives of people with disabilities: in addition to spoiling those who today live under their control, prevent derivation of funds to genuinely empowering structures of persons with disabilities, thus affecting also future generations.
10. In relation to subparagraph (b), the delay in the adequacy of laws and policies has as a result that community-based services are not available. Thanks to the litigation and the case-law thus seated, these services are available in some areas (province of Buenos Aires, Argentina, is an example) but they are disorganized, temporary, not fair, not regulated properly, with confusion of roles, dubious quality, etc. All of these conditions make these few services useless to organize a life in community of sustainable quality that complies with the rights of all persons with disabilities. Nevertheless, users of personal assistance may make useful contributions to the planning of policies, laws and actions for independent living, as well as to their monitoring.
11. In relation to personal assistants, we believe that it is necessary to define and highlight its role as a support person who is directed by the person with disability that she/he assists. According to our annex 1, we believe that it is necessary for all the actors on the stage of disability to understand that even people with complex support needs, can be in control of their own lives if their options are understood and respected by their environment. Therefore, the personal assistant must be trained to understand this principle, as well as to understand the expression of likes and needs of users. Independent living centers mentioned above would be areas suitable for the training of personal assistants, coordinated and provided by people with disabilities.
12 Concerning persons with high support needs, we believe that organizations of persons with disabilities should stand as depositaries of individual records detailing the forms of communication for each person. These records should be used in the absence of family, friends, and professionals (health, education, rehabilitation) that know him/her well, to inform those who are close to him/her, especially personal assistants. We believe that this would turn particularly necessary in the case of disappearance of the families, and emergency disasters, migration, among other extreme situations.
13. It is necessary to be alert about proposals of systems of life in the community with personal assistance, guided by the medical model. We are concerned in particular about the recommendation of the Committee to launch the SAVA project in Argentina. This project predates the adoption of the Convention. Although its drafting and proposal was a step forward in connection with the model of preponderant institutionalization, SAVA model gives health professionals the control of options in the life of persons with disabilities. Therefore, today no longer seems an option according to the concept of independent living, having become, according to our vision, a valuable input for new plans focusing on the free choice of the people with disabilities, in charge of their lives, with support guaranteed by the State.
14. As for Inc c. we believe that the key to the free enjoyment of services in the community is the accessibility, as it is reflected and explained in article 9 of the Convention, and in the general comment No. 2 (2014) of the Committee. Failure to comply with the laws that regulate the accessibility to public and private spaces of public use, transport, communication and information is very high. Without accessibility, persons with disabilities are excluded: it is impossible for us to use services in the community. The indolence of State and society about this form of discrimination shows a general lack of awareness. It is necessary to highlight the need for States to write the rules in accordance with article 9 of the Convention including significant penalties to punish those who violate them. It is necessary that the State controls the fulfilment of these laws and apply the penalties. It is necessary that people with disabilities participate in all these steps.
APPENDIX 1

People with complex difficulties of communication and their independent life decisions: ALL means ALL. (summary)
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In the framework of independent life, the form that will take the personal assistance for persons with physical and sensory difficulties is clear. It is still clear for people who have an intellectual disability labeled 'light'. In other words, it is relatively easy to imagine how to implement personal assistance for people who the others can understand.  But there are many people to whom the majority fails to understand, whose form of communication remains unknown, except for very basic questions. Do the principles of independent living not fit to them, then?
When you struggle for a human right, you wish to achieve a situation where you feel safe because the right has been recognized and is therefore respected. If there appears a line that divides the population: those that stay over the line enjoy the right,  those below the line, do not enjoy it  because they do not fit the characterization of the limit, then nobody is safe. A right achieved after this definition has not beaten real barriers, but has only partly changed the previous situation, now creating a new, precarious, weak and unworthy one.  However, very often, the defense of rights in the area of disability seem to be built on these principles. Activists used a motto for inclusive education that says all means all. We like to use it for every right: All have the right to independent living. But many parents, relatives and professionals think: "This is not for this person", while others, more convinced that the current situation is not fair will say: "Yes, okay, but how is it made?"
This issue of freedom of choice and control over their lives, in the case of persons with disability is linked to another right, which rules the exercise their legal capacity, conceived as a capacity to act, using supported decision making when necessary. This action of making decisions is the same that is put into play when a person lives independently. How does this happen in the case of persons who do not communicate conventionally?  It is imperative to resort to the definition of communication in the Article 2 of the CRPD: ""Communication", as well as to the Art 24, Inc. a."
They indicate that some people will be able to handle their life once they have access to the method and equipment they need to communicate.  But we know from experience in Latin-Americans countries that for some other persons, it will be much longer and more laborious to set their communication system. In these cases, the commitment of those around them to the principles of independent living will determine their possibilities to control their lives. 
The basement of valuing every form of recognition of the likes, desires and needs of a person, is to consider that every person knows what he/she wants, especially in the topics of his own life that interest her the most. Everybody can express this, in some way. The difficulty is that he/she may say so in a way that the others do not understand, and thus the person is isolated, gets more and more angry, gets mentally sick and stops trying. Meanwhile, those that surround her believe that she does not understand, and is unable to communicate. When others do not understand the individual’s form of communication, communication efforts are interpreted as symptoms of the “pathology": someone biting and crying will be having a fit and someone who looks directionless because is concentrated in producing a response, will be "absent". On the other hand, if the person manages to articulate a delayed response, this is taken by a gesture without sense, because he was not granted the required waiting time. 
The support suitable for a person with great supports needs to express her decisions should be based on the deep knowledge of the person and its system of communication. The reserve of that knowledge is in certain circles of support: family, friends and an organization where there are people who know the person very well as well as her form of communication. These resources must be available for the person whenever she needs them. Official registries and databases should be created in order to be consulted by those surrounding the person in any situation of need or crisis. 
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