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Introduction 

The European Disability Forum (EDF) is the European umbrella organisation representing the interests of 80 million persons with disabilities in more than 30 countries in Europe. The mission of EDF is to ensure disabled people full access to fundamental and human rights through their active involvement in policy development and implementation in Europe. EDF is a member of the International Disability Alliance and works closely with the European institutions, the Council of Europe and the United Nations.

The aim of this paper is to contribute to the General Comment on Article 19 UN Convention on the Rights of Persons with Disabilities (UN CRPD) by providing the position of the European Disability Forum. 

According to the European Commission funded report “Deinstitutionalisation and Community Living: Outcomes and Costs”
, there are more than one million children and adults with disabilities that live in institutions in the European Union and in Turkey. While efforts have been undertaken in several European countries to improve the situation, subsequent reports
 show that institutionalisation is still widespread, while alternatives are not sufficiently being developed. The economic crisis has still further exacerbated this situation with reduction in income and social spending, and with the postponement of reform measures.
 Although the situation in the different EU countries and also within EU countries diverges significantly, the right to independent living must be ensured for all people with disabilities.

EDF’s concrete vision of Article 19 is as a key facilitator of self-determination, freedom of choice, empowerment, participation and inclusion, to ensure that persons with disabilities can live and be fully involved as equal citizens in all aspects of community life.

2. EDF analysis of Article 19 UN CRPD

2.1. Key principles and link to other substantive provisions in the UN CRPD

Article 19 is a core right of the UN CRPD. If the exercise of this right is not facilitated, then all other Convention rights cannot be enjoyed properly. 

Article 19 links to many of the key principles of the Convention, such as freedom to make one’s own choices, independence of persons, full and effective participation and equality of opportunity. In other words, independent living signifies that people must be free to make choices and decisions about how to organise their own lives and how to engage in the community on an equal basis with others. To make this possible, people must be in full 
control over their own support and have the option to have full control over the resources allocated for their support needs.

Living in the community is also closely linked to many of the other rights in the Convention:

Accessibility and reasonable accommodation requirement (Articles 2, 5 and 9) are pivotal in ensuring the realization of Article 19.

Raising awareness (Article 8) plays a crucial role in terms of supporting all persons with disabilities including the large proportion of persons with disabilities who have been living in institutional settings. Article 8 mandates that State Parties provide disabled people with the necessary information to be in a position to make informed choices.
 

Right to equal recognition before the law (Article 12): Without an equal recognition of their legal capacity, persons with disabilities are denied the opportunity and the right to decide how to lead their lives in accordance with their own will and preference.

Prevention of deprivation of liberty, including compulsory and unwanted treatment, at home or in an institution: persons with disabilities, including persons with psychosocial and intellectual disabilities should not be deprived of their liberty on the basis of their disability (Article 14), be free from torture or cruel, inhuman and degrading treatment (Article 15), and be protected against exploitation, violence and abuse within and outside the home (Article 16).

Rights to education, employment, health care and family life (Articles 23, 24, 25 and 27).

Personal mobility, habilitation and rehabilitation (Articles 20 and 26). The latter right seeks to enable disabled people ‘to attain and maintain maximum independence, full physical, mental, social and vocational ability, and full inclusion and participation in all aspects of life’.

2.2. An equal right for all persons with disabilities (Article 19 CRPD, introductory sentence)

All persons with disabilities have the right to live in their local communities or in the community in which they choose to live on the same terms as any other person.

All persons with disabilities have the right to be fully included and participate meaningfully in the everyday life of that community. They have the right to be visible in the community life (at school, at work, in the neighbourhood, etc.) and to do the same activities as everybody else together with everybody else.
 

People with disabilities should have the opportunity to engage in social interactions and develop relationships on an equal basis with others.

Women with disabilities have the right to live in the community with choices equal to others, and their full inclusion and participation in the community should be ensured. Women with disabilities have less access to employment and education. Without economic independence, they often depend on their family and cannot afford the necessary support to live independently. Mothers with disabilities have additional problems to live independently. Mothers with disabilities shall not be separated from their children when accessing support, and the necessary resources must be provided for them..

Children and young people with disabilities have the right to grow up at home in a family and young people have the right to grow step by step into being independent from parents or care professionals, including personal assistants.

Older persons with disabilities also face difficulties to enjoy the right to live in the community and to contribute meaningfully to society. They find themselves often excluded or socially isolated.
 

People with disabilities belonging to ethnic minorities such as Roma in Central and Eastern Europe or immigrants with disabilities are often disproportionally sent to institutions compared to the rest of the population.
 

Lack of early interventions, accessible information and lack of peer support and support services for disabled persons and their families and friends are an obstacle in enjoying the right to live in the community. These barriers contribute to institutionalisation of persons with disabilities, which is contradictory to Article 19 CRPD.

Lack of awareness of care and health professionals or judges also leads to institutionalisation for many persons with disabilities. For people with psychosocial disabilities and intellectual disabilities it can even lead to their detention and forced treatment.

Fight against negative stereotypes is needed in order to leave once and for all the charitable approach and start assessing the real needs and abilities of people with disabilities. Only in this way, the community can develop and provide appropriate and effective services to its citizens. Moreover, according to Article 8 CRPD, it is an obligation for State Parties to fight prejudices against persons with disabilities and promote full inclusion in society.

2.3. Choice and control over your living arrangements (Article 19(a) CRPD)

Persons with disabilities have a right to have a home of one’s own, with a private space to develop one’s identity and relationship with others.
 People’s place of residence shouldn’t depend on where they can receive their needed support.

All people with disabilities have the right to choose how they live, independently from where they live. A disabled person can e.g. live in his or her own house without having full control over his support, while being completely dependent and not able to decide when to eat, get up, leave the house, visit friends, etc. 

Persons with disabilities also have the right to choose where and with whom they want to live.
 A person can for example choose to live on their own, with friends or family. However, personal tailored supported living options in the community need to be available before a real choice between different options can be made. When no real alternatives are available in the community, an adult person might find him or herself in segregating living arrangements against his/her own will or to be ‘institutionalised’ in his/her own home. Another result can be that adults with a disability have no other option than being completely dependent on their parents and family.

Quality of services varies too much from one country to another, and in the same country from one region to another generating inequality. Availability of services should be guaranteed so that disabled persons are not forced to move to another region or country due to lack of services in their own community. The same high level of quality must be guaranteed via compulsory human rights standards. This should be done without hindering the flexibility needed when providing tailor-made services, designed around the person’s need. 

Some people might require support in making their own decisions on how, where and with whom to live. This support, including peer support must be available. The will and preferences of the disabled person must be respected in all decision making processes on his or her living arrangements. Indeed, any support system or living arrangement which does not respect the choice, will and preferences of the person is not in line with Article 19.

Persons with disabilities must be able to refuse living in a particular living arrangement or receiving forced services or treatment, at home or in institutions. 

Choice options should take the gender perspective into account, both in the built environment and location and in the design of their services and fittings.

States Parties must ensure that the practice of opening new institutions ceases and that transition plans are developed for replacing institutions with community-based services.
 Clear targets, timetables and resources need to be developed and earmarked in order to implement these transition plans within a reasonable amount of time.

2.4. Access to personalised services (Article 19(b) CRPD)
Persons with disabilities must have access to a range of support services, including at home, in shared housing, and social housing and community based services. The services have to be adapted to the specific needs of persons with disabilities.
 Special attention must be paid to satisfying the needs of women and girls with disabilities in need of intensive support from others.

The support should be provided in the community, at the place where the disabled person has chosen to live. The person should not be forced to live where the services are provided.

The range of support services must ensure people with disabilities opportunities for lifelong development of talents and skills, according to their vocation.

Families and informal networks of people close to the disabled person must also be able to receive support in order to develop and strengthen the disabled person’s potential. 

Users, families and networks of people close to the disabled person and representative organisations of people with disabilities must be involved in the design, implementation and evaluation of support services and independent living schemes.

People with disabilities should control the quality of support services. Public authorities should develop and adopt at EU level standards on quality, in close consultation with people with disabilities and their representative organisations.

For some people with disabilities, such as persons with major social disabilities and challenging behaviour, tailored and personalized support is needed in order to prevent and manage the challenging behaviours while respecting the integrity and the fundamental freedoms of the person. 

The support should be based on the person’s own needs, preferences and individual and family circumstances.

Support should equally enable access and participation in social life, education, employment, cultural events or other leisure activities.

Persons with disabilities should not be controlled or judged on how they use the support but it should be up to them to define their own priorities and take control of their own lives. 

The support should also be provided to persons with disabilities for as long as needed and it should be amended in accordance with the evolving needs and preferences of the user (self-directed needs assessment).

A comprehensive personal assistance support in all aspects of life should be ensured: personal assistance should be accessible for all persons with disabilities, irrespective of one’s income and type of impairment, and independent of one’s place of residence.
 Personal assistance should be understood as it was invented and developed by disabled people themselves. This means the user can choose directly his own personal assistant, decide how, where and when to be assisted.

All people with disabilities should be protected from violence and abuse, in particular women and girls with disabilities through the adoption of protocols for standard working practices.

Persons with disabilities should also have access to support groups and peer supporters, in particular for young disabled persons, persons with intellectual disabilities as well as persons with psychosocial disabilities in their everyday lives.

Persons with disabilities should have the freedom to employ and train their own personal assistant. At the same time, personal assistants should have favorable and fair working conditions to ensure sustainable and long term solutions, and to allow persons with disabilities to hire personal assistants from the open labour market.
Persons with disabilities should receive a personal budget to purchase a service from a provider and/or to organize the service him or herself. In this respect, a disabled person can live where he or she wants and is not forced to live where the service is provided. Personal budgets enable persons with disabilities to make life choices that preserve their personal dignity. In this case, availability of services is a precondition and public authorities must ensure that there are services available and accessible in their community.

The provision of financial assistance for residential adaptations or the provision of technical aids is necessary to increase the person’s autonomy and to enjoy her and his fundamental rights.
 For the person to be able to rely on the support, the financing has to be secured in the long term.
2.5. Mainstream community services inclusive of all persons with disabilities (Article 19(c) CRPD)

States Parties must take measures to ensure the accessibility of mainstream services such as education, transport, health care, prevention and elimination of violence and employment for persons with disabilities. Affordable and accessible housing options must also be made available to all persons with disabilities
.

Information and communication on the mainstream services should be accessible, including through clear signage, adapted orientation signs, subtitling, easy-to-read formats, making all auditory information visually accessible as well as live assistance by intermediaries. Augmentative and alternative communications are also an option to achieve accessibility for particular groups of persons with disabilities where this is needed.

Training to the staff employed in mainstream community services should be provided to understand the particular needs of persons with disabilities with a gender perspective and to raise awareness of its importance. 
Support should be organised within mainstream facilities and tailored to the specific needs of persons with disabilities.  

States Parties must also provide reasonable accommodations where needed in a particular case to ensure that persons with disabilities can exercise the access of the mainstream services on an equal basis with others. 

Relevant social services should develop suitable measures to support mothers with disabilities or mothers of children with disabilities in their search for employment and efforts to retain employment so as to be able to lead an independent life. Member States should improve accessibility to childcare, in particular through financial support, and should strengthen public childcare systems and offer incentives to companies to set up childcare facilities in their premises. Women with disabilities and mothers of children with disabilities should have priority when such services are offered.

3. Conclusions 

The right to live independently and to be included in the community is vital to the full and effective participation of persons with disabilities in society. It is a complex right, with many different facets and its full realization is imperative in order to ensure access to other 
substantive rights in the Convention. In this understanding, the implementation of Article 19 CRPD is an important leverage to progress and enable the enjoyment of those fundamental rights by all disabled people.
Public authorities have to accelerate the transition from institutions to living in the community and people with disabilities should have access to community based services and support. People with disabilities should also be empowered to make a decision about where and with whom to live in the community. 

It is essential that States Parties to the UN CRPD closely monitor the implementation of this right. Monitoring mechanisms should be put in place at national level and persons with disabilities should be able to lodge complaints. Disability policies in line with Article 19 CRPD should be developed based on the expertise by experience of persons with disabilities and the social model on disability. The complete and effective shift from institutionalisation and care to self-directed support for independent living and community participation should be realized. The implementation and monitoring should not take place without the full involvement of all persons with disabilities and their representative organizations, reflecting the diversity of perspectives and different needs.
 

Annex: clarification of concepts
Independent Living

Independent Living does not mean being “self-sufficient” but to be free to make choices and have real alternatives about where, how and with whom to live and to organize his/her daily life on equal basis with others. If necessary supported decision making must be provided. In simple words, independent living means having the same range of options and same degree of self-determination that people without a disability take for granted. This requires accessibility of transport, the built environment and ICT as well as access to technical aids, personal assistance and community-based services. 
Deinstitutionalization

It is not just the closure of institutions but rather the political and social process of developing services in the community to eliminate the need for institutional care. Institutions are not defined by their size but rather by their culture and organisational structure. Also small scaled group homes in regular settings as well as specialized day care centres and ambulant services can institutionalize people. The provision of affordable and accessible housing, access to public services, personal assistance and peer support are essential parts of this deinstitutionalization process.  Examples of good practices can be found in the Common European guidelines on the transition from institutional to community- based care. 
Community based services

In the Common European Guidelines on the Transition from Institutional to Community-based Care , the term ‘community-based services’, or ‘community-based care’, refers to the spectrum of services that enable individuals to live in the community and, in the case of children, to grow up in a family environment as opposed to an institution. It encompasses mainstream services, such as housing, healthcare, education, employment, culture and leisure, which should be accessible to everyone regardless of the nature of their impairment or the required level of support. It also refers to specialised services, such as personal assistance for persons with disabilities, respite care and others. In addition, the term includes family-based and family-like care for children, including substitute family care and preventive measures for early intervention and family support. 
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