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Response to Draft General Comment no.5 Article 19, The Right to live independently and be included in the community
Introduction
Inclusion International
 welcomes the opportunity to respond to the draft General Comment (GC) number 5, Article 19: The right live independently and be included in community. Inclusion International (II) is a global federation of persons with intellectual disabilities and their families. Through a series of webinars and round tables, II has consulted with its members and partners in developing our response. From Kenya to Colombia, and from NGOs to development partners, II’s network has contributed to developing this submission; our submission reflects the input of persons with intellectual disabilities and their families and attempts to capture the inputs from our members and our partners with a particular emphasis on the issues related to the inclusion of children and adults with intellectual disabilities and their families. Some of our members will contribute their own comments via direct submissions to the Committee.

The current draft has many strengths and has taken on many of the key issues II has raised with the Committee as part of the Conference of States Parties session on the Draft General Comment no.5. Our response will highlight the strengths of the GC, priority issues for action, and identify areas that require additional effort.

Strengths
II applauds the Committee for explicitly interpreting Article 19 as the equal right of all persons with disabilities to live independently and be included in the community, with choices equal to others, irrespective of independence in expressing legal capacity, intellectual capacity, self-functioning, or support requirement (Paragraphs 2, 8, 19, 20, 23). This is an important distinction particularly for persons with intellectual disabilities, and sets the tone for the GC as a whole. The GC provides a universal and holistic approach that can be used to provide clarity to governments on choice, supports, and living in community and provides civil society organizations good arguments to use with governments to build the human rights, social and cultural, and economic case for supporting community living. Particular strengths of the draft GC that should be emphasized and retained in the final GC include that it:
· Explicitly refers to all persons with disabilities; affirming that neither legal capacity issues nor the level of support required may be invoked in order to deny the right to independent and community living to persons with disabilities.

· Distinguishes between independent living, community living, life settings outside of institutions, and personal assistance.  

· Recognizes that institutionalization is not about living in a particular setting, but is first and foremost about losing control as a result of the imposition of a certain living arrangement. 

· Recognizes that the choices and decisions of an individual is a precondition for living independently and being included in the community, as well as recognizes that individual choice is not limited to the place of residence but includes all aspects of a person’s living arrangements: daily schedule and routine as well as way of life and lifestyle of a person, covering private and public spheres in a daily and long-term dimension.
· Recognizes that often, persons with disabilities cannot exercise choice because there is a lack of options to choose from. 

· Explicitly calls for institutions to be closed, and no new institutions to be built. 
· Defines Article 19 as playing a distinct role as one of the most intersectional articles of the Convention and recognizes that it must be considered as a precondition for the implementation of the Convention across all articles.
· Recognizes that individualized support services are a human right as opposed to a form of medical care or charity, and are not restricted to services inside the home but must also extend to employment, education and/or political and cultural participation. 

· Identifies States parties’ obligation to protect as also covering “support services not provided directly by States parties” and requires States parties to take measures to prevent third parties from directly or indirectly interfering with the enjoyment of the right to independent and community living, under the obligation to protect.

· Defines a human rights-based approach to support to mean that support systems, including personal assistance, do not exclude persons with disabilities because of their impairment or the kind of support they require, and explicitly names persons with intellectual and/or psychosocial disabilities or complex support requirements as most at risk. 

· Recognizes that families can contribute to the realization of the right to independent living but their role does not replace States parties’ obligations in the exercise of the right to living independently and being included in the community.
· Ensures equal access to social protection and support regardless of migrant, asylum-seeking and refugee status. 
· Recognizes that often the right to living independently and being included in the community is violated not because resources are not available, but because they have been misallocated, and calls upon States parties to make immediate steps to reallocate funding and phase out funding for institutions.
· Recognizes that international cooperation, investments and projects should not contribute to the perpetuation of barriers to independent and community living but rather eradicate them and support the implementation of the right to live independently and be included in the community.
II welcomes that the draft GC affirms that:

· To choose one’s place of residence and to decide how, where and with whom to live is the central idea of the right to live independently and be included in the community. 

· Segregation and isolation achieved through the imposition of social barriers count as discrimination. 
· The right to an adequate standard of living not only includes having equal access to adequate food, accessible housing and other basic material requirements, but also the availability of support services and assistive devices which fully respect the human rights of persons with disabilities.
· Support should not be limited to a number of pre-established activities, should not be tied to specific living arrangements, must be provided irrespective of persons with disabilities having a family or the income of the individual or family and should be delivered on the grounds of free and informed consent.

· Institutionalized settings are not compliant with the concepts of independent and community living.
· Misallocation of resources into institutionalized support services is a clear violation of article 19.

Finally, II strongly supports the Draft General Comment’s affirmation that closing institutions is not enough, but must be accompanied by comprehensive service and community development programs. 
Major Concern for Changes Needed in the Draft GC
Removal of Paragraph 47
II and our members in different regions of the world have expressed deep concern about the reference in paragraph 47: “the right to decide where, how and with whom to reside also embraces the decision to live in institutional care settings, because there is no obligation to live under a particular living arrangement.” While draft GC para 3 recognizes that the CRPD general principles, specifically, Article 3 (c) ensuring “full and effective participation and inclusion in society” are foundational to the right to live in the community, the GC, specifically paragraph 47, ignores that institutions by their very nature are incompatible with Article 3 (c) and that their continued existence is not compliant with these core principles.

Paragraph 47 represents a potential risk for States Parties to obfuscate its duties in ensuring the rights of persons with disabilities in institutional arrangements are fully respected and to work towards the right to live in the community. States may perceive that they are not responsible for efforts to close institutions if they are privately owned and operated.

People with intellectual disabilities and their families have been clear that inclusion is a pre-requisite of self-directed lives. Congregate care in all its guises is the basis for isolation and social exclusion for people with disabilities, and denies people the opportunities to form natural relationships and lead their own lives. Inclusion International takes the position that true autonomy derives from inclusion, and hence interaction with and exposure to the wider community. To these ends, social embeddedness - the achievement of an inclusive life through living and growing alongside peers and progressing toward the same life goals (such as a home of one’s own, employment and a career path) is critical to achieving self-determination (and the exercise of choice).  

An institution represents an approach that denies choice, denies opportunity; congregates, segregates and isolates people. Inclusion International’s position is that one cannot have real choice without inclusion. 
Because of the danger implied by this paragraph and its internal contradiction, Inclusion International calls for the removal of paragraph 47.
Potential substitution to Paragraph 47

Inclusion International does not presume to know the intention of Paragraph 47. However, should the Draft general comment’s original paragraph 47 have been written to address the potential resistance toward deinstitutionalization by persons currently living in institutions, Inclusion International offers the following as a potential substitute to the current draft: 

Congregate care is the basis for isolation and social exclusion for people with disabilities, and denies people the opportunity to form natural relationships and lead their own lives. Individuals with disabilities who are institutionalized are not typically provided with the supports needed to develop or relearn the skills necessary to return to community or live independently. In the absence of such support, people with disabilities lose ties with their communities and become further dependent on institutions, resulting in diminished autonomy and increased illness and support needs. Furthermore, research on deinstitutionalization has documented that fear and resistance are common initial reactions to closure efforts from individuals and/or their families. For individuals who have spent their life in an institution and who have not been supported to pursue other options, choice and change can be daunting. Deinstitutionalization research also confirms that the vast majority of those who initially resisted closure efforts became supportive once they experienced living in community, and prefer life in community once personal autonomy and community-based supports are established. Finally, research on deinstitutionalization has shown that as natural supports in the community are established – more specifically, inclusive education – the rates of institutionalization go down. States parties must recognize that personal choice based on fear of the unknown or a lack of alternative options is not actual choice.
Specific Opportunities to Strengthen the Draft GC

Paragraph 5 – This paragraph could be strengthened by recognizing the need for poverty reduction strategies to be inclusive of persons with disabilities. 
Paragraph 11 - Inclusion International supports the concern of the Committee regarding the situation of children with disabilities facing forced institutionalisation and separation from their families. The draft GC could further strengthen State parties’ obligation to provide families with an adequate support to avoid these situations of blatant violation of human rights. The importance for children to grow up in their families, enshrined in the Convention on the Rights of the Child, should be mentioned in paragraph 11. The paragraph should also highlight the need for support when family care breaks down, in the form of foster care or other adequate alternatives for children. ADD: Article 7 of the Convention on the Rights of the Child establishes the right of children to know and be cared for and by their families. Article 9 of the CRC enshrines the right of children not to be separated from their parents unless it is necessary for the best interest of the child. ADD: To ensure the full enjoyment by children of these rights, States parties have a duty to assist family members in their duties and facilitate the development of services as guaranteed by Article 18. However, Article 20 declares that if this family environment is absent or no suitable for children, foster or alternative care must be provided for by States. 
Paragraph 14 – The Draft GC attempts to identify the gap between the goals and spirit of Article 19 and implementation. The Committee should consider whether listing remaining barriers is helpful given the lists within are not comprehensive. ADD - Failure to close institutions and congregate care settings; Lack of access to safe and affordable housing; Lack of access to inclusive education; Lack of accessible juridical mechanisms to challenge the deprivation of legal capacity/ decision of a guardian; Lack of support for family caregivers; Lack of implementation and monitoring of the existing deinstitutionalization strategies; Misallocation of funds toward the creation or maintenance of institutional services. 
Paragraph 15 – II supports the clarification of key terms in paragraph 15. This clarification could be strengthening by distinguishing between “support” and “care”. 
Paragraph 18 - ADD - Community living does not equal communal living. 
Paragraph 40 – II supports the establishment of core elements in paragraph 40. The core elements could be strengthened with specificity as to how Article 19 is different, as well as the addition of core minimums for living independent and being included in the community, and an explicit timetable for deinstitutionalization. The GC must provide a timeline for action and provide direction on a reasonable timeframe for making the transition to inclusion.
Paragraph 41 – Making the distinction between the two generations of rights and allowing for one to be progressively realized contradicts statements made elsewhere in the Draft GC that acknowledge the requirement of services for the successful implementation of housing and supports (as example, paragraph 7). Paragraph 41 should be further clarified as it distinguishes the nature of the right to choose from the provision of both disability-specific services and inclusive general services in the community. The right to choose is meaningless without the existence of adequate services to choose from, as pointed out by the draft GC itself (paragraph 40(b)). ADD: Progressive realisation entails the immediate obligation to plan strategies and allocate resources to develop community based services and to make existing general services inclusive. State parties shall take immediate steps towards the creation of these services.
Paragraph 44 – This paragraph is contradictory in the statement that regressive measures are duly justified. The paragraph could be strengthened by including an explicit statement to the effect that retrogressive measures include continuing to fund institutions in all their forms and are not duly justified in any case. REMOVE: Retrogressive measures only should be adopted after careful consideration of all alternatives, if they are duly justified by references to the totality of the rights provided for in the Convention, in the context of the use of the maximum available resources of the State party. ADD: Such measures deprive people with disabilities of the full enjoyment of right to live independently and being included in the community. As a matter of consequence, retrogressive measures constitute a violation of article 19. 
Paragraph 48 – …Examples include guardianship and mental health laws which force persons with disabilities to live in institutions as well as laws on social protection or building law which prioritize residential or institutional services. ADD – and laws or policies that tie supports to housing.  
Data, Evaluation and Monitoring 
Accurate, disaggregated data is critical for achieving living independently and inclusion in community. Better and more useful data is essential to influence and impact policy and practice. Paragraph 51 - … States parties should establish ADD: independent monitoring mechanisms of service providers, adopt measures which protect persons with disabilities from being hidden in the family or isolated in institutions… ADD: Independent monitoring mechanisms should include people with disabilities as experts with lived experience. 
Paragraph 50, 53, 73 – Paragraphs 50, 53, and 73 generally stigmatize the role of families. Inclusion International regrets that the draft GC does not highlight the crucial and positive role played by families across the world. In many countries, families are the sole support that persons with intellectual disabilities can rely on. Families cannot be merely assimilated to third parties (paragraph 51) and should not be seen as a rigid category in itself. It must be recognized that many families contribute to the inclusion and independence of their family member, and do not receive support from their States parties for the support and housing options necessary for implementation. The GC should go further in recognizing the supports that families and caregivers need to protect their family member from institutionalization. Specifically, it should recognize that families need:
· Information – positive disability information, help navigating systems, planning for the future;
· Help with disability associated costs – via cash transfers, tax relief and/or benefit programs;
· Supports for parents – including breaks from caregiving responsibilities and employment protections; and, 
· Capacity building of parents and their organizations – critical for getting information and providing opportunities to connect with other families.
Furthermore, the Convention on the Rights of Persons with Disabilities is for all persons with disabilities, including those with complex needs. The Draft General Comment in its current form does little to acknowledge and support the role of families specifically for persons with complex and significant support needs. The voices of persons with complex and significant support needs is lost when families are not welcomed, respected, and included. The role of families in these cases is particularly critical as families are often the primary communicator and champion for their family member’s decision making. The Draft General Comment’s general stigmatization of families is acutely damaging for persons with complex and significant support needs.  
Paragraph 50 - … The obligation to protect requires States parties to take measures to prevent ADD: family members and third parties from directly or indirectly interfering with the enjoyment of the right to independent and community living. The duty to protect requires ADD: States parties to put in place and implement laws and policies prohibiting conduct by REPLACE: family members and third parties, such as REMOVE: families, service-providers, landlords or providers of general community services, which undermines the full enjoyment of the right. …
Paragraph 53 - … States parties should also ensure that autonomy and self-determination of persons with disabilities concerning their living arrangements prevail and are protected in family contexts. REMOVE: Families can ADD: Many family members contribute to the realization of the right to independent living but their role does not replace States parties’ obligations in the exercise of the right to living independently and being included in the community. 
Paragraph 55 - The holistic approach given by the draft GC to independent living requires a participation of all in the transitional process. Disabled people’s organizations as well as family organizations should be consulted at each step of the deinstitutionalization process, including: preparation and adoption of a strategy, implementation, and assessment. ADD - … through their representative organizations as well as family-based organizations on all aspects concerning … 
Paragraph 85 - While the paragraph acknowledges that independent and community living are inherently linked to inclusive education, the paragraph and explicit link between early inclusion in education and living independently in community could be strengthened. Children with intellectual disabilities often are placed into institutionalized settings as there is “nowhere else to go during the day”, a direct failure of the education system for children with disabilities. Additionally, children who live and are included in the community in inclusive quality education settings from a young age are more likely to live independently and be included in community in their adult years. 
Paragraph 87 – While the paragraph acknowledges that the purpose of rehabilitation is to enable persons with disabilities to participate in the community, the paragraph could be strengthened to show that community based rehabilitation has typically been focused on individual rehabilitation and must be geared toward participation and inclusion in the community. 
General Opportunities to Strengthen the Draft General Comment 
1. Support to Families

Inclusion International and our global members feel the Draft GC must strengthen its expression of the positive role of family members in enabling their relative to live independently and the need for families to be supported to achieve this goal throughout the GC. Families are a central actor in the learning of independent living skills and in the development of people with disabilities through transitional periods, from childhood to adulthood. However, the lack of support families face negatively impacts on the social and economic possibilities of all family members, including those family members with a disability. Inclusion International remains seriously concerned about the institutionalisation of children with disabilities who are deprived from their fundamental right to grow up in a family environment. 
We applaud the recognition in the Draft GC that families do not replace the obligations of State parties in the exercise of the right to live independently and being included in the community. However, this acknowledgement is not followed by concrete recommendations for States to support families - which are, in many countries, the sole support for people with intellectual disabilities. While we recognize the importance of awareness-raising and capacity-building, the GC should also address the provision of support to families as outlined above in specific reference to paragraphs 50, 53, and 73. 
Addition of paragraph in “C. Obligation to fulfil” (p.13)
ADD: States parties should provide adequate support to families so that they can support their family member to live independently. The role of the families is critical during the transition periods in childhood and adulthood. Family support includes: information (positive disability information, help navigating systems, planning for the future); help with disability associated costs (via cash transfers, tax relief and/or benefit programs); supports for parents and caregivers (including respite breaks from caregiving responsibilities and employment protections); and, capacity building of parents and their organizations, which is critical for receiving information and providing opportunities to connect with other families.
2. Self-advocacy

The essential role of self-advocates and self-advocacy organizations in empowering people with disabilities, including people with complex support needs, to make their own decisions and to live independently cannot be overlooked in the realization of Article 19. It is essential to provide self-advocates more control of the deinstitutionalization process by systematic consultations with policy-makers and service providers in deinstitutionalization strategies. 
Addition of a paragraph in “C. Obligation to fulfil” (p.13)



              
ADD: Self-advocates and their respective organizations have an essential role to play in providing expertise and advice on the implementation of the right to live independently and being included in the community. This importance should be formally recognised by States parties through the allocation of funds to their organizations as well as their full participation in the development, implementation and assessment of legislation and policies. State parties have also a role to play in raising the awareness of people with disabilities about their rights, including people living in institutional settings.  
3. Addressing Lack of Infrastructure 
Inclusion International and our global members feel the Draft GC must explicitly clarify Article 19 for countries with weak or no social infrastructure. In many countries, particularly low-income countries, few or no public resources are used to support people with intellectual disabilities or their families. Informal supports, sometimes called natural supports, are often used as an alternative to formalized service and support systems, further highlighting the significant role of families. In the current Draft GC, a fundamental question remains for States parties: What are States parties’ obligations and the key elements for national implementation in countries where service and support infrastructure does not exist?  
In our global experience, there is often an assumption that for countries with no social infrastructure the guiding directive should be “build services to respond to disability support needs”. In clarifying Article 19 for countries with no social infrastructure, a lack of infrastructure should not be equated to replication of models that exist in service-rich countries. Instead, States parties should be encouraged to build strong and inclusive systems for all, including persons with disabilities (e.g. healthcare systems, education systems, etc.). Clear directive should be given to build inclusive systems and to avoid replication of poor service structures should no social infrastructure exist. 
The Draft GC could go further on Article 19 to address the lack of infrastructure in some countries by affirming that: 

1. Low income countries must be supported to implement progressive and innovative approaches. 

2. No development funds should be used to support the building of institutions or segregated systems. 

3. The absence of specific disability supports and services requires ensuring an inclusive approach in what does exist. Natural community supports, inclusive education, etc. are of paramount importance. 

4. International cooperation efforts should not export outdated service delivery models, as consistent with Article 32 of the CRPD.



ENDNOTE:





� Inclusion International (II) is a global federation of family-based organizations advocating for the human rights and full inclusion of persons with intellectual disabilities and families worldwide. II is an assembly of the voices of persons with intellectual disabilities and their families that promotes shared values of respect, diversity, human rights, solidarity and inclusion. For over fifty years, II has helped the voices of persons with intellectual disabilities and their families be heard. The inclusion and active participation of persons with disabilities and their families into their communities, as valued neighbours and citizens, is a priority for Inclusion International and its membership. II is one of the largest international non-governmental organizations in the field of disability recognized by the United Nations, and the only international disability organization to focus on persons with intellectual disabilities and their families. II has over 200 member federations in 115 countries throughout five regions including the Middle East and North Africa, Europe, Africa, the Americas, and Asia Pacific.
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