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ENIL Submission for the Day of General Discussion on the right of persons with disabilities to live independently and be included in the community
This submission sets out key steps necessary for the implementation of Article 19 of the CRPD. In order to ensure that all disabled people are able to enjoy the right to live independently in the community, State parties should: recognize the equal right of all disabled people to participate in the community; ensure understanding of independent living as defined by disabled people; put in place an effective deinstitutionalisation strategy; provide for full inclusion and participation in the community versus integration; ensure disabled people are able to choose their place of residence and where and with whom to live on an equal basis with others; develop services to support participation in the community, and to prevent isolation or segregation from the community; provide all disabled people with access to personal assistance; and make mainstream services and facilities accessible to disabled people and responsive to their needs.
1. Introduction

Ten years after the adoption of the UN Convention on the Rights of Persons with Disabilities (“CRPD”), there continues to be a lack of vision by State parties on how disabled people can live independently in the community. In the absence of a universal definition of independent living, personal assistance, community-based services and deinstitutionalisation, many countries fail to implement Article 19. The European Network on Independent Living (ENIL) calls on the Committee on the Rights of Persons with Disabilities (“CRPD Committee”) to use the General Comment on Article 19 to promote and ensure a universal understanding of the right to independent living by State parties and the obligations which follow.

Article 19: Chapeau
States Parties to the present Convention recognise 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 […]

· Recognise the equal right of all disabled people to participate in the community
As a first step, States should make a commitment to realising the right of all disabled people to live included in the community. Although States are not expected to realise all aspects of Article 19 immediately, they should take concrete measures towards realising this right and using the maximum of their available resources to do so. A lack of resources does not justify inaction.
 States should therefore plan what action they will need to take to meet their obligations under Article 19 (for example, reviewing compatibility of existing legislation with Article 19 and adopting new legislation). Such plan should contain clear timeframes and progress indicators, to enable disabled people’s organisations (DPOs) to monitor its implementation.
Ensuring that there is no delay in implementing Article 19 is of great importance because of the link between Article 19 and other CRPD articles which require immediate application. This includes, for example, Article 12 (Equal recognition before the law), Article 14 (Liberty and security of person) and Article 23 (Respect for home and the family). The implementation of these articles is dependent on countries’ progress in ensuring the right of disabled people to choose where and with whom to live, and to participate in the community.

· Ensure understanding of independent living as defined by disabled people

ENIL defines independent living as “the daily demonstration of human rights-based disability policies. Independent living is possible through the combination of various environmental and individual factors that allow disabled people to have control over their own lives. This includes the opportunity to make choices and decisions regarding where to live, with whom to live and how to live. Services must be accessible to all and provided on the basis of equal opportunity, allowing disabled people flexibility in their daily life. Independent living requires that the built environment and transport are accessible, that there is availability of technical aids, access to personal assistance and/or community-based services. It is necessary to point out that Independent living is for all disabled persons, regardless of the level of their support needs.”

It is clear from this definition that independent living is not synonymous with self-sufficiency or self-reliance. It also does not require disabled people to live alone; rather, it is about disabled people having the same choice, control and freedom as any other citizen – at home, at work, and as members of the community. 
Independent living is not a concept exclusive to developed countries, nor can religion, cultural traditions etc. be used as an excuse for denying disabled people this right. As explained by the CRPD Committee, living independently is made possible by the adoption of “legislative, financial and other measures to ensure that persons with disabilities may live autonomously in the community”. These measures should “include personal assistance services, be culturally appropriate, enable beneficiaries to choose their lifestyle and place of residence and express their preferences and needs, and contain a gender and age perspective”.
 All disabled persons, regardless of where they live in the world, should have the same rights.
· Put in place an effective deinstitutionalisation strategy

By recognising “the equal right of all persons with disabilities to live in the community, with choices equal to others”, Article 19 of the CRPD sends a clear message to States that the practice of isolating and segregating disabled people in long-stay residential institutions is a violation of disabled people’s human rights. This has been highlighted by the CRPD Committee, which has made clear that “institutionalisation is incompatible with Article 19, and it is an obligation of States parties to make alternatives available”.

As noted by the CRPD Committee, Article 19 requires that State parties “develop and implement a national framework for the closure of residential institutions” (i.e. a deinstitutionalisation strategy) and allocate the resources necessary
 as a matter of priority.
 This will require progressively reducing state spending on institutional care until all institutions are closed and re-allocating resources to services in the community that promote independent living.

An effective deinstitutionalisation strategy must have a number of elements, including, for example: values and principles, measures for the prevention of institutionalisation and measures to support transition from institutional care to living in the community, measures to ensure equal access to universal services, including health, education, housing and transport, awareness-raising activities and financial arrangements to support its implementation.
 Crucially, it should have clear timeframes, benchmarks for implementation
 and monitoring/assessment measures
. It should cover all disabled people in institutions, or at risk of institutionalisation, including people with a high level of support needs.
 The placement of children under 3 years of age in institutions should be abolished as a matter of priority
, considering the life-long negative effects of institutionalisation at such an early age.

· Provide for full inclusion and participation in the community versus integration
‘Inclusion’ requires the removal of all barriers in society, in order to ensure full participation of disabled people. ‘Integration’, on the other hand, requires disabled people to fit into the existing system. Therefore, when translating CRPD into other languages, State parties must ensure that they do not change the meaning of Article 19 by referring to ‘full integration’ instead of ‘full inclusion’.

Article 19: Paragraph (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
· Ensure disabled people are able to choose their place of residence and where and with whom to live on an equal basis with others

Disabled people should be legally entitled to “freely choose where and with whom they live, while enjoying the necessary assistance to live independently”
. This means having access to the same housing options as other citizens, including privately rented housing, social housing, privately owned housing, housing co-operatives and others. Independent living cannot be achieved within residential care settings, such as group homes (also referred to as ‘family-type homes’, ‘living centres’ etc.). Commonly housing more than four disabled individuals, group homes perpetuate the ‘us and them’ mentality and the view that disabled people should be separated from the rest of society.

Should State parties develop group homes and similar residential services, they should comply with the principles of supporting living and inclusion in the community and preventing isolation or segregation from the community (Article 19(b)), and should only be provided on condition that there are other genuine independent living options available to all disabled people, in order to allow real choice.

Disabled people’s choice to stay in an institution should not be used as an argument against the closure of institutions. Similar to long-term inmates of prisons, residents of institutions often fear leaving the institution as a result of not knowing anything else. They should therefore be provided with peer support, in order to help gain confidence, get the right support and start building their social networks, among other. 

Disabled people can also be institutionalised in their homes, if State parties fail to put in place the necessary supports and make the mainstream services and facilities accessible, in line with Article 19. Therefore, in addition to the closure of institutions, State parties should seek to “prevent isolation or segregation of persons with disabilities from the community by being hidden in the family”.

Article 19: Paragraph (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 

· Develop services to support participation in the community, and to prevent isolation or segregation from the community

Although Article 19 gives State parties the freedom to decide on the type of services that will be developed, any support “must respect the choice of the individual to avoid forms of institutionalisation” and “the principles of control by persons with disabilities over their lives and non-segregation from the community”.

ENIL is concerned that, due to lack of understanding by State parties for the right to independent living, ‘residential support’ can be interpreted as ‘residential care’. It is therefore crucial to highlight that ‘residential support’ refers to support provided to disabled people to live in their own homes, bearing in mind that any support provided – residential or otherwise - should “meet the wishes, needs and preferences” of disabled people.

Alongside housing options in the community and specialised services for disabled people (in line with the CRPD), community services and facilities for the general population must be “available on an equal basis to persons with disabilities” and “responsive to their needs”. Segregated settings, such as special schools and sheltered workshops should be replaced with inclusive education and supported employment in the mainstream, as part of the deinstitutionalisation process. Day care centres “may also lead to isolation and stigmatisation” if used to keep disabled people segregated from the community.
 They should never replace education, employment or other meaningful activity that promotes inclusion and participation in the community.

State parties should adopt a “comprehensive strategy, with time frame and human-rights based indicators, to make community-based services available for persons with disabilities”.
 Disabled people should be provided with the necessary support “regardless of the place of residence”
 and should not be forced to relocate to another part of the country due to lack of support services where they live.
 State parties should carry out a mapping exercise of the services available, and by comparing them with disabled people’s support needs, establish any gaps in the provision of support. Furthermore, in order to prevent placement of children in institutions, State Parties should develop “effective quality support services for parents caring for children with disabilities”.

When developing community-based services, State parties should ensure they are organised on the basis of the following key principles: they are person-centred; they support family and community life; they adopt a social model of disability; they are user-led; they address all of people’s lives; and they ensure that these principles are expressed in the day-to-day assistance provided to the individuals they support.

Access to information about the services available is also key if disabled people are to exercise choice and control over the support they receive. Therefore, State parties should “systematically provide information to persons with disabilities and their families on how to claim services and assistance that would enable them to live independently in accordance with their own choice and as part of the community.”

· Provide all disabled people with access to personal assistance

ENIL considers personal assistance as a tool which allows for independent living. For personal assistance to be available to all disabled people, it is important that State parties establish a “framework providing for legal entitlement to personal assistance services.”
 Personal assistance should be available to all disabled people, regardless of their impairment (i.e. it should also be available to people with intellectual disabilities and mental health problems
), gender, age (i.e. it should be available to children and old people with disabilities) or place of residence.
 It should be provided regardless of whether disabled people have a family or not.

Personal assistance, as set out in Article 19, can be distinguished from other types of services (such as home care) by the following characteristics:
· It is purchased through earmarked cash allocations for disabled people, the purpose of which is to pay for any assistance needed;
· Personal assistance should be provided on the basis of an individual needs assessment and depending on the life situation of each individual;
· The service user is the customer or the boss. This means that they are able to contract the service of their choice from a variety of providers, or to hire, train, schedule, supervise, and, if necessary, fire their assistants. In the case of a person who cannot fully manage their own personal assistance, the employer’s responsibilities can be contracted out to another party. However, the user – in this case a person with intellectual disabilities or a person with mental health problems – must still remain at the centre of the decision making process. They should be supported in making the necessary decisions, so that the service is based on their own wishes, their person-centred plan and the assessment of their support needs;
· Users have the option to custom-design their own service, which requires that they are able to decide who will work for them, which tasks they will perform, at which times, where and how;

· Users are free to choose their preferred degree of personal control over service delivery according to their needs, capabilities, current life circumstances, preferences and aspirations;

· The funding follows the user, not the provider, and should be set at market level to allow recruitment of assistants on the open labour market, as opposed to among family members; furthermore, the funding “sufficient and fair […] to ensure that a person can live independently in the community”
; it should be based on the “characteristics, circumstances and needs” of the disabled person, rather than the “’degree of impairment’, and on the income of the person concerned”
;

· For a personal assistance policy to be effective – i.e. to enable disabled people with complex support needs to live in the community with self-determination and full participation, and to phase out residential institutions - it needs to be combined with other policies around independent living (on housing, barrier free environment, transport, education etc.). There should also be provision for peer support, which should be funded through personal assistance allocations, to support disabled people in managing their personal assistants;
· The term “personal assistance” must NOT be used for service delivery solutions where housing and assistance with the activities of daily living are provided in one inseparable package.

Article 19: Paragraph (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. 

· Make mainstream services and facilities accessible to disabled people and responsive to their needs

Sustaining a system of special institutions, such as special kindergartens, special schools and sheltered workshops cannot lead to the full and effective participation and inclusion of disabled people in society. The development of community-based services must therefore be accompanied by actions to ensure that services for the general population are accessible to disabled people. For example, State parties should develop “inclusive early childhood education and education settings” as an alternative to segregated settings for children, such as day-care centres or special schools.

This will require the involvement of a number of different agencies or sectors, including health, social care, housing, education, employment, transport, leisure, criminal justice and social security. 
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Annex: ENIL’s key definitions on Independent Living
Independent Living: is the daily demonstration of human rights-based disability policies. Independent Living is possible through the combination of various environmental and individual factors that allow disabled people to have control over their own lives.  This includes the opportunity to make choices and decisions regarding where to live, with whom to live and how to live. Services must be accessible to all and provided on the basis of equal opportunity, allowing disabled people flexibility in our daily life. Independent Living requires that the built environment and transport are accessible, that there is availability of technical aids, access to personal assistance and/or community-based services. It is necessary to point out that Independent Living is for all disabled persons, regardless of the level of their support needs.
Personal assistance: is a tool which allows for Independent living. Personal assistance is purchased through earmarked cash allocations for disabled people, the purpose of which is to pay for any assistance needed. Personal assistance should be provided on the basis of an individual needs assessment and depending on the life situation of each individual. The rates allocated for personal assistance to disabled people need to be in line with the current salary rates in each country. As disabled people, we must have the right to recruit, train and manage our assistants with adequate support if we choose, and we should be the ones that choose the employment model which is most suitable for our needs. Personal assistance allocations must cover the salaries of personal assistants and other performance costs, such as all contributions due by the employer, administration costs and peer support for the person who needs assistance.
Deinstitutionalisation: is a political and a social process, which provides for the shift from institutional care and other isolating and segregating settings to Independent Living. Effective deinstitutionalisation occurs when a person placed in an institution is given the opportunity to become a full citizen and to take control of his/her life (if necessary, with support). Essential to the process of deinstitutionalisation is the provision of affordable and accessible housing in the community, access to public services, personal assistance, and peer support. Deinstitutionalisation is also about preventing institutionalization in the future; ensuring that children are able to grow up with their families and alongside neighbours and friends in the community, instead of being segregated in institutional care.
Community-based services: The development of community-based services requires both a political and a social approach, and consists of policy measures for making all public services, such as housing, education, transportation, health care and other services and support, available and accessible to disabled people in mainstream settings. Disabled people must be able to access mainstream services and opportunities and live as equal citizens. Community-based services should be in place to eliminate the need for special and segregated services, such as residential institutions, special schools, long-term hospitals for health care, the need for special transport because mainstream transport is inaccessible and so on. Group homes are not independent living and, if already provided, must exist alongside other genuine, adequately funded independent living options.
An institution: is any place in which people who have been labelled as having a disability are isolated, segregated and/or compelled to live together. An institution is also any place in which people do not have, or are not allowed to exercise control over their lives and their day-to-day decisions. An institution is not defined merely by its size. 
� Research into the cost of institutional care and services in the community has shown that community-based models of care are not inherently more costly than institutions, once the comparison is made on the basis of comparable needs of residents and comparable quality of care.


� See the European Coalition for Community Living (2009) Focus Report on Article 19, available at � HYPERLINK "http://community-living.info/wp-content/uploads/2014/02/ECCL-Focus-Report-2009-final-WEB.pdf" �http://community-living.info/wp-content/uploads/2014/02/ECCL-Focus-Report-2009-final-WEB.pdf� 


� CRPD Committee, Concluding observations on Mexico


� UN OHCHR (2014) Thematic study on the right of persons with disabilities to live independently and be included in the community (A/HRC/28/37), available at � HYPERLINK "http://www.ohchr.org/EN/HRBodies/HRC/.../A_HRC_28_37_ENG.doc" �www.ohchr.org/EN/HRBodies/HRC/.../A_HRC_28_37_ENG.doc� 


� CRPD Committee, Concluding observations on Australia


� CRPD Committee, Concluding observations on Costa Rica and Mexico 


� CRPD Committee, Concluding observations on Belgium and Denmark


� See the European Expert Group on the Transition from Institutional to Community-based Care (2012) Common European Guidelines on the Transition from Institutional to Community-based Care, Chapter 3, available at: � HYPERLINK "http://deinstitutionalisationguide.eu/wp-content/uploads/Common-European-Guidelines-on-the-Transition-from-Institutional-to-Community-based-Care-English.pdf" �http://deinstitutionalisationguide.eu/wp-content/uploads/Common-European-Guidelines-on-the-Transition-from-Institutional-to-Community-based-Care-English.pdf� 


� CRPD Committee, Concluding observations on Brazil, the Czech Republic and Kenya


� CRPD Committee, Concluding observations on Mexico and the Czech Republic


� CRPD Committee, Concluding observations on China


� CRPD Committee, Concluding observations on the Czech Republic


� See the European Expert Group on the Transition from Institutional to Community-based Care (2012) Common European Guidelines on the Transition from Institutional to Community-based Care, Chapter 1 


� See, for example, the Italian translation of the CRPD.


� CRPD Committee, Concluding observations on Denmark


� See the ENIL Myth buster on Independent Living (2014), available at � HYPERLINK "http://www.enil.eu/news/the-enil-myth-buster-now-available-in-6-languages/" �http://www.enil.eu/news/the-enil-myth-buster-now-available-in-6-languages/� and the ENIL Fact sheet on Independent Living, available at � HYPERLINK "http://www.enil.eu/policy/faq/" �http://www.enil.eu/policy/faq/� 


� CRPD Committee, Concluding observations on Gibon


� UN OHCHR, Thematic study on the right of persons with disabilities to live independently and be included in the community (A/HRC/28/37), 12 December 2014


� CRPD Committee, Concluding observations on the Dominican Republic


� UN OHCHR (2014) Thematic study on the right of persons with disabilities to live independently and be included in the community (A/HRC/28/37)


� CRPD Committee, Concluding observations on Kenya


� CRPD Committee, Concluding observations on Australia


� CRPD Committee, Concluding observations on Denmark


� CRPD Committee, Concluding observations on Mauritius


� See the European Coalition for Community Living (2009) Focus Report on Article 19, p.9


� CRPD Committee, Concluding observations on Quatar


� CRPD Committee, Concluding observations on Brazil and Croatia


� CRPD Committee, Concluding observations on Austria


� CRPD Committee, Concluding observations on Spain


� CRPD Committee, Concluding observations on Mongolia


� CRPD Committee, Concluding observations on Sweden


� CRPD Committee, Concluding observations on Korea


� See ENIL’s Fact sheet on Personal Assistance, available at � HYPERLINK "http://www.enil.eu/policy/faq/" �http://www.enil.eu/policy/faq/� 


� CRPD Committee, Concluding observations on Mauritius
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