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Submission of the World Network of Users and Survivors of Psychiatry (WNUSP) for the Day of General Discussion (DGD) on the right of persons with disabilities to live independently and be included in the community, to be held on 19 April 2016 in Geneva.

Introduction

1.
We, the World Network of Users and Survivors of psychiatry, begin this memorandum for the formulation of the General Comment on Article 19 by asserting that the explicit inclusion of this right means a lot to us, as many of us have lived lives where this right has been either partly or wholly denied. The experience of those deprivations and denials has taught us what is the substance of this right; why it is required; and how it can be realized. We have closely consulted with each other in finalizing this memorandum, which is most significantly informed by our lived experience. In addition, like all other memorandums that are received by the Committee, we have drawn upon the jurisprudence of this Committee, other human rights bodies and other human rights Conventions. 

2.
The right to live independently and to be included within the community under Article 19 of the CRPD is a restatement of the established right to choose ones place of residence
, and has been re-contextualised to give meaning to this right for persons with disabilities. The failure to secure this right for those of us with actual or perceived psychosocial impairments
 is often linked to the denial of legal capacity
 : that we are perceived to be incapable of caring for ourselves, or that we are too dangerous to live in the community. The Convention has already established the falsity of the latter
. For the former, Article 19 is more than a mere notional equality of a right to live in the “community”
. Global experience in this regard is evidence of the fact that few of us have a free choice in where we want to live, and even where we do, we still face exclusion and segregation. Where schemes like housing, and other support services exist, they are not framed to promote our true inclusion and participation. Even in States allegedly proposing ‘deinstitutionalization’ programmes, the lack of perspective in design merely results in reinstitutionalization in new and/or alternative forms. 
Normative Content of Article 19

Article 19 (a)
3.
‘Choices’ require real opportunities and facilities to choose from to prevent us from having to resort to homelessness and/or reliance on institutions for self-preservation. Such choices must be informed and supported, if required, in accordance with Article 12. 
4. 
We have a right to choose our place of residence, including residential arrangements like hostels, group homes, independent housing etc. These places of residence will also have to be sensitive to the human rights compliant cultural practices and preferences of the area. We find that the ‘living arrangements’ currently available to us are based on residential models that are not CRPD compliant. The Thematic study provides the tests
 that should be adopted to identify living situations that are not compliant with the CRPD; and these tests should be reiterated in the General Comment. While total deinstitutionalization is progressive realization of Article 19, the General Comment should stipulate that immediate realization requires a moratorium on new admissions to “institutions” and that opportunities and facilities for reasonable accommodation should be ensured for persons who may require support for living in the community. 

5.
Our choice of where we live may be informed by many factors - our proximity to our family and workplace, city centre etc. The availability of services and facilities must be designed in such a way so as to facilitate any choice we make. For the full realisation of this right and to prevent isolation, effective transport services must be made available connecting us to nearby towns and cities, especially in cases where such places of residence are located in the outskirts of towns and cities. 
6.
We have the right to choose the persons with whom we may share a living arrangement and we should not be grouped together on account of a shared diagnosis or a label, or denied rights to live with our willing friends, family or partners. Our choice or rejection of companion should not impact our access to services or other facilities, especially our right to personal support.
7. 
It is important to acknowledge that in certain States the facilities and opportunities for the realisation for this right may not be available as yet for anyone, and thus pose a challenge to the obligation of ensuring this right “on an equal basis with others”. States have an obligation to undertake measures for provision of housing and residential options for all, and the obligation to ensure that the services offered are non-discriminatory.

Article 19 (b)

8.
While examining the provision of services, they must be evaluated to ensure
:
· Availability: The design for all services must be ‘person-centric’ and impairment should not be the basis for the design of the services. The focus of support services should be our own capabilities and needs rather than the diagnoses. These services must be located as per our convenience, and respect whether we prefer to take the same in person, or remotely. While the Article does not prohibit the provision of residential services and facilities, these must be CRPD compliant as above.
· Accessibility: Information about the measures should be available to us in simple language, and the process to utilize this measure should be straightforward. We should not be discriminated against utilizing these measures because of other intersectionalities – poverty, sexuality, history of drug or alcohol abuse, vagrancy etc. Any sort of denial or restriction of services and facilities on the grounds of our not cooperating with mental health treatment directives is discrimination on the basis of disability. The provision of personal assistants or personal ombudsmen
 is very important for facilitation of our right to supported decision-making and CRPD Compliant crisis recovery. In most countries where personal assistant programmes exist, these are not extended to us
. 
· Affordability: The measures should be backed by social protection, as mental health needs are also linked to nutrition and other indicators. Where required, transport and food allowances should be provided. 
· Adaptability: As psychosocial disabilities are very much a product of the social conditions and realities, any measures taken must be responsive to our individual context and overcoming the barriers which exist for us in particular to be a part of the community.
· Quality: Our choices must be paramount, and all measures must have the end goal of the rights based approach to full inclusion and participation in the community. Measures must enable us to move within the community, use community spaces and services on an equal basis with others, and build relationships and supports. 
9.
Community mental health programmes need to develop a rights based approach. The ultimate goal should be to ensure that mental healthcare is provided as part of overall healthcare. However, in the interim, community mental health care services must be CRPD compliant and must be based on the respect for the informed choice of the individual and should provide a range of services including alternatives, and CRPD Compliant crisis management options.  Such services and facilities must be made available to us at a place of our comfort.
10.
Some immediate specialized services may be required to facilitate the protection and achievement of Article 19. Such services may include family and community members acting as arbitrators to assist us in getting the reasonable accommodation that we require, including pro bono legal services and assistance to challenge current institutionalization and/or legal or judicial orders to this effect.
Article 19 (c)

11.
Mainstream community services like legal services, hospitals, shelters etc. often force us to use segregated services or consult ‘specialists’
.  Such practices must be prohibited, and we should be provided reasonable accommodation to access all these services. The spatial and policy design of all schemes and services must be re-evaluated to ensure that they also fulfil their obligation to us, not only with regard to accessibility of procedures and information, but also specific concerns e.g. recognition of support systems for decision making, maintaining and ensuring of privacy of records. This should involve the participation of DPOs, including ones working on psychosocial disability. 

State Obligations

12.
States parties have an immediate obligation to respect, protect and fulfil the right of all persons with disabilities to live in the community, with choices equal to others. The fulfilment of State Obligations on Article 19 is also crucial for achieving the Sustainable Development Goals
 with respect to the vulnerable group
 of persons with disabilities
.
In light of the State Obligations under Article 4 of the CRPD, State parties shall:

1. Issue a moratorium on any admission into residential facilities that are not CRPD compliant, whether or not through the legal process
.
2. Remove all laws, legal rules, policies that allow for our forced institutionalization. 

3. Establish a voluntary entry, exit and visitation system in CRPD non-compliant residential facilities during the transition phase. 

4. In the transition period, promote the training of professionals and staff currently engaged in residential institutions as well as provision of mental health care, on the rights based approach to the CRPD. 

5. Enable and facilitate our access to all existing and future places of refuge e.g. domestic violence shelters, homeless shelters etc.

6. Establishing a monitoring mechanism for those of us presently deprived of our liberty as we transition to community living. For this purpose establish linkages to registered DPOs, legal and other services for enabling access to justice.
7. Raise awareness among families and communities on our rights to live in the community including about facilities and opportunities for reasonable accommodation made available through schemes and policies.

8. During the transition period, allow us those of us confined to these facilities access to education, vocational training, employment opportunities, places of worship and spiritual exploration available in the locality and prohibit discrimination in access to community services through effective law, rules and policies.
9. Enable our obtaining community identity documents – election registration, local resident registration etc. to establish our identity as a part of the community.
10. During the transition period, extend and provide accessible information to us on all policies and programmes of the Government regardless of the type of residence we are in and prohibit any sort of linkages between eligibility and our decision to discontinue or modify treatment directives.
11. Involve us, through our representative organizations, in the redesigning of mainstream schemes and policies to fulfil the obligations under Article 19 to ensure that they are responsive to our requirements. 
12. Involve, through our representative organizations, to designing of a range of residential, in-home and community services to ensure inclusion and full participation in the community, and encourage innovation in this through research.
13. Allocate sufficient resources towards housing options, and provide for a social participation floor to us to exercise a multiplicity of choices on an equal basis with others, and prevent retrogression
. 
14. Support community development activities that will be important for creating supportive and inclusive communities.

15. Review the nature and purpose of services offered to us with a perspective to enable us to lead a life as we prefer, by maximising our choices and control over support services and avoid bundling such services in a manner which compromises our choice
.

16. Make existing community mental health services inclusive of alternatives, and trained in CRPD compliant methods of crisis management, and ultimately, merge community mental health and alternatives into overall health and social care provision.
17. Convert CRPD non-compliant residential facilities into those that comply with all principles of the CRPD under management of residents, or shut them down entirely ensuring that every resident is accommodated in the community in a manner that is not inferior or further violates his or her rights.

Ensure that the process of transition to community-based services and supports does not fall short of achieving full implementation of the right to live in the community, recognising that smaller institutions or segregated frameworks and mechanisms may not fulfil the obligations of Article 19 of the CRPD.
.

Relationship with other Articles

13. 
The failure to respect, protect and fulfil other rights under the Convention supports the non-fulfilment of Article 19, and conversely, the potential for the rights under Article 19 and most of the other rights in the whole of the CRPD to mutually reinforce each other is also evident.

Article 7

As children, we are often abandoned under child welfare legislation and do not have the same opportunities of being adopted as our peers without psychosocial disabilities, and may merely be placed under another legal regime akin to institutionalization when we reach majority
. 
Article 8

The idea that we are dangerous to society or cannot make our own choices or look after ourselves is an image perpetuated by the media and popular culture. Initiating and maintaining effective public awareness campaigns to combat these stereotypes is an important step towards community inclusion. 

Article 9

While infrastructure is often examined for physical accessibility, the built environment can also be a deterrent to our participation, including but not limited to cramped and closed spaces, badly planned acoustics, use of triggering lights and sounds at public events, etc. Universal design standards must be developed to ensure that public facilities are also safe spaces
, including the training of mainstream service personnel, like the Police, on CRPD compliant assistance and services that can be provided during times of crisis.   


Article 12

The Committee has already explored the crucial linkages between Articles 12 and 19. Unless we are recognized to have the capacity to make our own decisions and have the right to support in our decision-making, other rights are meaningless, as are any choices that may be offered to us
. Persons of ‘unsound mind’ are not allowed to sign contracts of any kind, open and operate bank accounts, enter into formal or informal relationships, testify as witnesses and even vote in elections, all part of community living.

Article 13

The existence of legal norms contrary to the CRPD on substitute decision-making and forced institutionalization or incarceration is still an insurmountable barrier to access to justice for us in many places. Those of us who commit crimes should be dealt with under the criminal justice system, with appropriate supports to allow us to stand trial
 


Article 14

The linkages with Article 19 have been explored in the Guidelines
 as well as in Concluding Observations
 and should be reiterated in the General Comment.


Article 15

Immediate realization of Article 19 would demand absolute ban on all coercive and non-consensual measures and be applicable to all places of deprivation of liberty, including restraint, solitary confinement, psychiatric and social care institutions
. 


Article 16

Existing mechanisms must be strengthened to protect us, both within and outside the home, from all forms of exploitation, violence and abuse. Many amongst us have been exposed to traumatic forms of restraint and abuse in our residential settings, and may require access to processes for physical, cognitive and psychological recovery, rehabilitation and social reintegration, to enable us to live fulfilling lives in the community.


Article 22

We should not be compelled to face any form of monitoring or supervision of our living arrangements, treatment plans as this would violate our rights to privacy and would amount to discrimination on the basis of disability. Similarly, any access to community facilities and programmes should be designed to respect our privacy with regard to requests for reasonable accommodation etc. 


Article 23

While Human Rights instruments have repeatedly referred to the family as the natural and fundamental group unit of society, the right to family has been denied to many amongst us. Families are often forced to abandon or restrain children and persons with psychosocial disabilities because they have no alternative caregiving facility to prevent the abuse or ill treatment in the community.   

Article 28

We are often disproportionately confined to abhorrent/destitute living conditions, in institutions, in jails, on the streets, at homes, in certain traditional settings, in the community, leading to a visibly poor quality of life, which increases the stigma, prejudice, and segregation.  To enable participation and inclusion in the community, an adequate standard of living and social protection must be ensured, including provision and facilities for independent living. We should be meaningfully included in the design, monitoring and control of services, to ensure quality of services
. We should have access to public housing programmes that are responsive to our needs. A social protection floor should be developed to ensure our participation on an equal basis with others.

Conclusion

14. This submission has highlighted the potential for this General Comment to be a powerful step in the domestic advocacy being carried out by our DPOs towards community-based inclusion. We sincerely hope that the Committee will consider our submissions, and we are ready and willing to respond to any questions or clarifications that may arise in the Committee discussions on this. We thank you for the opportunity to be of assistance to the Committee.
ANNEXURE A

Extracts from Human Rights Instruments

Universal Declaration of Human Rights

Article 13.
(1) Everyone has the right to freedom of movement and residence within the borders of each state.
(2) Everyone has the right to leave any country, including his own, and to return to his country.
International Covenant on Civil and Political Rights

Article 12

1. Everyone lawfully within the territory of a State shall, within that territory, have the right to liberty of movement and freedom to choose his residence. 

2. Everyone shall be free to leave any country, including his own. 

3. The above-mentioned rights shall not be subject to any restrictions except those which are provided by law, are necessary to protect national security, public order (ordre public), public health or morals or the rights and freedoms of others, and are consistent with the other rights recognized in the present Covenant. 

4. No one shall be arbitrarily deprived of the right to enter his own country. 

Article 25
Every citizen shall have the right and the opportunity, without any of the distinctions mentioned in article 2 and without unreasonable restrictions: 

(a) To take part in the conduct of public affairs, directly or through freely chosen representatives; 

(b) To vote and to be elected at genuine periodic elections which shall be by universal and equal suffrage and shall be held by secret ballot, guaranteeing the free expression of the will of the electors; 

(c) To have access, on general terms of equality, to public service in his country. 

International Convention on the Elimination of All Forms of Racial Discrimination

Article 5
In compliance with the fundamental obligations laid down in article 2 of this Convention, States Parties undertake to prohibit and to eliminate racial discrimination in all its forms and to guarantee the right of everyone, without distinction as to race, colour, or national or ethnic origin, to equality before the law, notably in the enjoyment of the following rights: 

...

(d) Other civil rights, in particular: 

(i) The right to freedom of movement and residence within the border of the State; 

(ii) The right to leave any country, including one's own, and to return to one's country; 

(iii) The right to nationality; 

(iv) The right to marriage and choice of spouse; 

(v) The right to own property alone as well as in association with others; 

(vi) The right to inherit; 

(vii) The right to freedom of thought, conscience and religion; 

(viii) The right to freedom of opinion and expression; 

(ix) The right to freedom of peaceful assembly and association; 

(e) Economic, social and cultural rights, in particular: 

(i) The rights to work, to free choice of employment, to just and favourable conditions of work, to protection against unemployment, to equal pay for equal work, to just and favourable remuneration; 

(ii) The right to form and join trade unions; 

(iii) The right to housing; 

(iv) The right to public health, medical care, social security and social services; 

(v) The right to education and training; 

(vi) The right to equal participation in cultural activities; 

(f) The right of access to any place or service intended for use by the general public, such as transport hotels, restaurants, cafes, theatres and parks.

International Convention on the Protection of the Rights of All Migrant Workers and Members of Their Families

Article 39 

1. Migrant workers and members of their families shall have the right to liberty of movement in the territory of the State of employment and freedom to choose their residence there. 

2. The rights mentioned in paragraph 1 of the present article shall not be subject to any restrictions except those that are provided by law, are necessary to protect national security, public order (ordre public), public health or morals, or the rights and freedoms of others and are consistent with the other rights recognized in the present Convention. 

Convention Relating to the Status of Refugees

Article 26

Freedom of Movement

Each Contracting State shall accord to refugees lawfully in its territory the right to choose their place of residence to move freely within its territory, subject to any regulations applicable to aliens generally in the same circumstances.

� Various elements of this right to choose one’s place of residence forms an integral part of several Human Rights instruments, see Annexure A. 


� The use of the term ‘psychosocial impairments’ or ‘psychosocial disabilities’ in this document shall be construed to include both actual and perceived disabilities or impairments.


� General Comment No. 1, CRPD Committee, para 44 to 46.


� “…it is contrary to Article 14 to allow for the detention of persons with disabilities based on the perceived danger of persons to themselves or to others.” Guidelines on article 14 of the Convention on the Rights of Persons with Disablities: the right to liberty and security of persons with disabilities, CRPD Committee 


� The use of the term community in the Article must be distinguished from that which may be artificially created within settings that amount to deprivations of liberty. Communities should be identified to be neighbourhoods, integrated schools, free labour market workplaces. The principles of the Ubuntu Centre, South Africa, are also useful in this regard. “Ubuntu speaks of the very essence of being human, of generosity, of being hospitable, friendliness, caring and compassion. You share what you have. It is to understand that my humanity is caught up, is inextricably bound up, in yours. A person is a person through other persons. An identity is derived from this sense of belonging.”


� Office of the High Commissioner for Human Rights, OHCHR Thematic study on the right of persons with disabilities to live independently and to be included in the community A/HRC/28/37 paras 20  - 22.


� OPERA framework http://cesr.org/section.php?id=179


� Maths Jesperson, “PO-Skåne –a concrete example of supported decision-making”, Presentation at the OHCHR Symposium on


the Human Rights of Persons with Psychosocial Disabilities Forgotten Europeans Symposium No 5


 � HYPERLINK "http://europe.ohchr.org/SiteCollectionImages/Events/Disabilities%20symposium%20October%202014/Maths%20Jesperson.pdf" �http://europe.ohchr.org/SiteCollectionImages/Events/Disabilities%20symposium%20October%202014/Maths%20Jesperson.pdf�


� Examples include Kenya.


� “Chennai: Hospitals refuse to admit woman with schizophrenia” http://health.economictimes.indiatimes.com/news/hospitals/chennai-hospitals-refuse-to-admit-woman-with-schizophrenia/48651111


� Henry Shue in his seminal work on Basic Rights Subsistence, Affluence and US Foreign Policy ( Princeton University Press 2nd Edition 1996) pp 13-15 contended that a right is a rational basis for a justified demand that the actual enjoyment of a substance be socially guaranteed against standard threats. The SDGs are the programmatic interventions that ensure the actual enjoyment of the right guaranteed under article 19. We are therefore forging this linkage between the CRPD and the SDGs. 


� Transforming our world: the 2030 Agenda for Sustainable Development, para 23.


� Particularly those relating to Reduced Inequalities and Sustainable Communities Goal 10.2: By 2030, empower and promote the social, economic and political inclusion of all, irrespective of age, sex, disability, race, ethnicity, origin, religion or economic or other status 


10.3: Ensure equal opportunity and reduce inequalities of outcome, including by eliminating discriminatory laws, policies and practices and promoting appropriate legislation, policies and action in this regard. 


Goal 11.1 By 2030, ensure access for all to adequate, safe and affordable housing and basic services and upgrade slums 


11.3 By 2030, enhance inclusive and sustainable urbanization and capacity for participatory, integrated and sustainable human settlement planning and management in all countries. 


� Recommendation No. 4 “Adopt a no-admissions policy to prevent new placements of persons with 


disabilities in institutional settings” The Right of People with Disabilities to Live Independently and be Included in the Community Issue Paper published by the Council of Europe Commissioner for Human Rights. � HYPERLINK "https://wcd.coe.int/com.instranet.InstraServlet?command=com.instranet.CmdBlobGet&InstranetImage=2397433&SecMode=1&DocId=2076280&Usage=2" �https://wcd.coe.int/com.instranet.InstraServlet?command=com.instranet.CmdBlobGet&InstranetImage=2397433&SecMode=1&DocId=2076280&Usage=2� 


� The impact of austerity measures and retrogression of policy upon deinstitutionalization efforts has been under observation � HYPERLINK "http://www.enil.eu/wp-content/uploads/2012/12/Austerity-European-Report_FINAL.pdf" �http://www.enil.eu/wp-content/uploads/2012/12/Austerity-European-Report_FINAL.pdf� 


� Recommendation No. 11 “The Right of People with Disabilities to Live Independently and be Included in the Community Issue Paper published by the Council of Europe Commissioner for Human Rights. � HYPERLINK "https://wcd.coe.int/com.instranet.InstraServlet?command=com.instranet.CmdBlobGet&InstranetImage=2397433&SecMode=1&DocId=2076280&Usage=2" �https://wcd.coe.int/com.instranet.InstraServlet?command=com.instranet.CmdBlobGet&InstranetImage=2397433&SecMode=1&DocId=2076280&Usage=2�


� Recommendation No. 7 “The Right of People with Disabilities to Live Independently and be Included in the Community Issue Paper published by the Council of Europe Commissioner for Human Rights. � HYPERLINK "https://wcd.coe.int/com.instranet.InstraServlet?command=com.instranet.CmdBlobGet&InstranetImage=2397433&SecMode=1&DocId=2076280&Usage=2" �https://wcd.coe.int/com.instranet.InstraServlet?command=com.instranet.CmdBlobGet&InstranetImage=2397433&SecMode=1&DocId=2076280&Usage=2�


� The Republic of Estonia found high instances of recidivism for persons who had experienced institutionalization at early stages. “Customers living in such institutions have received institutional services for decades (e.g. those with an orphanage background) and only a few of them have a home and family or an experience of living in a family-like setting” Operational Programme for Cohesion Policy Funds 2014-2020, Ministry of Finance of the Republic of Estonia, 2014EE16M30P001, page 61.


� For example, in Pune city, India, the Bapu Trust has secured a contract with the Pune Municipal Corporation to set up some safe spaces for people to de-stress and to undertake a variety of activities towards healing and recovery, and towards community negotiations. These are primary health care centers doubling up as centers for wellness.


� General Comment No. 1, CRPD Committee, para 44 to 46


� CRPD/C/KOR/CO/1 paras 27-28.


� Guidelines on article 14 of the Convention on the Rights of Persons with Disabilities: the right to liberty and security of persons with disabilities, CRPD Committee 


� See CRPD/C/ESP/CO/1 paras 35-36. 


� Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, Juan E. Méndez A/HRC/22/53 para 63. 


� Office of the High Commissioner for Human Rights, “OHCHR Thematic study on the right of persons with disabilities to live independently and to be included in the community” A/HRC/28/37 Para 38.
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