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Input by the European Network on Independent Living to the report of the Special Rapporteur on the rights of persons with disabilities (HRC 52)

This submission is a response to the call for inputs by the UN Special Rapporteur on the Rights of Persons with Disabilities to the thematic study looking at innovation in the design and delivery of services that underpin the right to live independently and being in the community. 

The European Network on Independent Living - ENIL is a Europe-wide network of disabled people, with members throughout Europe. ENIL is a forum for all disabled people, Independent Living organizations and their non-disabled allies on the issues of Independent Living. ENIL represents the disability movement for human rights and social inclusion based on solidarity, peer support, deinstitutionalization, democracy, self-representation, cross disability and self-determination. ENIL has special consultative status with ECOSOC and is a member of the of the Conference of INGOs of the Council of Europe. For more information, please see: www.enil.eu. 

The European Network on Independent Living – ENIL welcomes all efforts to ensure that support services facilitate the right to live independently and being included in the community and prevent institutionalisation of disabled people, in line with Article 19 of the UN Convention on the Rights of Persons with Disabilities. For this reason, in our advocacy and other work we use the following documents, which already provide authoritative guidance to States Parties on how to plan, develop, deliver, monitor and evaluate supports and services, to ensure they are CRPD compliant:

· General Comment No. 5 (2017), on living independently and being included in the community
· UN Guidelines on deinstitutionalization, including in emergencies (2022)
· Thematic report of the UN Special Rapporteur on the Rights of Persons with Disabilities on access to rights-based support to persons with disabilities (2016)

ENIL is concerned that initiatives to highlight innovation in service provision do not necessarily lead to improvement in opportunities by disabled people to enjoy their right to independent living. In our experience, service providers are not interested in relinquishing their power over disabled people and many are convinced that what they are doing is best for the people using their services, even when such services are of institutional character. 

Community-based services, which are not developed in genuine co-production with disabled people, have been chosen by disabled people and are not under control of disabled people, should not be considered as innovative.

We are faced on a daily basis with the misuse and hijacking of our terminology. ‘Independent living services’ are used to describe anything from day care centres, sheltered workshops to group homes, care villages and large institutions. Many service providers have adopted the language of the Convention, to market their work and their services, and to access public and private funding, yet in reality continue to treat disabled people as objects of care, in need of protection. ENIL’s advocacy for clear definitions of independent living, community-based services, institutions, deinstitutionalisation – in line with the CRPD and the General Comment No.5 - among service providers and Governments has not been successful, because these are considered too ‘costly’, ‘restrictive’ and ‘unrealistic’, among other.

Rather than witnessing ‘innovation’, we are seeing continued segregation of disabled people in group homes, family-type homes, sheltered workshops and similar services[footnoteRef:1]. Access to personal assistance, in line with the CRPD, is still rare[footnoteRef:2], and for many people, residential care remains the only option or a constant risk. Where community-based services are in place, such as personal assistance, they often exist in isolation and are not accompanied by other services disabled people may want and need, in order to be able to live independently. [1:  See ENIL’s Shadow report on the implementation of the CRPD in the European Union (2022), available at: https://enil.eu/wp-content/uploads/2022/03/ShadowReport_EU_Final_140222.pdf ]  [2:  See ENIL’s Independent Living Survey (2020), available at: https://enil.eu/wp-content/uploads/2022/03/IL-Survey_Summary-report_Dec2020.pdf ] 


Thanks to the Covid-19 pandemic, we are seeing a return to medical model of care, and an emphasis on the needs of carers and service providers, rather than the rights of disabled people. An example of this is the European Care Strategy[footnoteRef:3], a document which has received widespread support, despite its reference to residential care services as innovative and excluding any reference to choice and control, in the form of user-led services and funding. [3:  See ENIL’s reaction to the European Care Strategy (2022), available at: https://enil.eu/statement-on-the-european-care-strategy/ ] 


For this reason, we call on the Special Rapporteur to reinforce the principles outlined in the Guidelines on deinstitutionalization, including in emergencies, on how support should be organised and services should be funded. While the Guidelines should be read and implemented in their entirety, we highlight below some key preconditions for independent living:

· Processes of deinstitutionalisation should be led by disabled people, including those affected by institutionalisation, and not by those involve in managing or perpetuating institutions.
· Disabled people must exercise their legal capacity in choosing, managing and terminating the provision of community-based support.
· There is a need for definitions of community-based support services, including in-home, and other support services, and personal assistance, in order to prevent the emergence of new segregated services, group housing (including ‘small group homes’), sheltered workshops, institutions for the provision of ‘respite care’, transit homes, day-care centres, or coercive measures such as community treatment orders.
· Governments must legally recognise the right to live independently and to be included in the community for all disabled people, including a right to personal assistance, alongside the rights to legal capacity, access to justice, to liberty and security of person, and to equality and non-discrimination.
· Governments must identify gaps in support for disabled people and the need for new service structures, ensuring that all disabled people can plan and direct their own support, including those with more intensive support requirements and those that use alternatives to verbal communication. They must ensure that support services respond to the will and preferences of disabled people, and that all disabled people have real choice and are not obliged to choose between services that do not comply with the Convention. 
· Governments must invest in peer support, self-advocacy, circles of support and other support networks (including organisations of disabled people, and particularly those of survivors of institutionalization) and centres for independent living. 
· Governments must ensure that communities and families and trained and supported to provide support that is respectful of the choices, will and preferences of disabled people.
· Governments must ensure that support persons, circles of support and support networks are chosen by disabled people only, and not by third parties such as judicial or medial authorities, family members or service providers.
· Peer support should be self-directed, independent of institutions and medical professionals, and organised by disabled people.
· Where disabled people decide to receive support from their families, adequate support services to families should be provided, so they can in turn support their relative to live independently in the community.
· Disability-related support services must not be segregating, not strengthen the isolation of persons with disabilities. 
· Funding models for support services must be flexible and not limited by “supply”.
· Support should remain subject to the choice and control of disabled people and should not be imposed involuntarily or delivered in a way that infringes upon the person’s autonomy, liberty or privacy.
· Older disabled people should not lose access to support, such as personal assistance, once they reach old age.
· Governments must provide disabled people with access to accessible, affordable, and high-quality mainstream services in areas such as personal mobility, accessibility, communication, health-care, family life, an adequate standard of living, inclusive education, participation in political and public life, housing, social protection, and participation in cultural and community life, leisure, recreation and sport.
· Governments must prohibit the use of transitional institutional services as temporary measures or “stepping-stones” to living in the community.

Finally, we call on the Special Rapporteur to continue engaging with disabled people, and their representative organisations, on how they would like services and systems to be re-organised, or abolished, to support the right to independent living.

We stand at your disposal for any additional information or clarifications. Please contact Ines Bulic Cojocariu, Director, ines.bulic@enil.eu or Florian Sanden, Policy Coordinator, florian.sanden@enil.eu.


In Brussels, 14 October 2022

European Network on Independent Living Brussels Office vzw/asbl
Mundo J – 6th Floor, Rue de l’Industrie 10, 1000 Brussels, Belgium, tel: 00 32 2 893 25 83,            website: www.enil.eu, e-mail: secretariat@enil.eu
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