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Written Submission on Draft Guidelines on Deinstitutionalization, including in emergencies

Note: The suggested changes/comments are reflected in bold as an addition to the specific paragraphs.

II. Duty to end institutionalization
Para 13. States Parties should take immediate action by providing individuals with opportunities to leave institutions, revoking any detention authorized by legislative provisions that are not in line with Article 14 of the Convention, whether under mental health acts or otherwise, and prohibit involuntary detention based on disability. States Parties should immediately stop new placements in institutions, by adopting a moratorium on new admissions and on the building of new institutions, wards, and refrain from repair or maintenance. State Parties should mandatorily designate one or more authorities at the local level to work in consultation with their respective central/national department of health to a.) conduct a survey and publish a report on the physical and mental health of persons with disabilities including women and children who have been subjected to institutionalization (while collecting data for the survey, States Parties should abide by their respective data protection laws, to ensure respect for the right to anonymity/confidentiality and guarantees of privacy of personal data) and b.) based on the published report formulate schemes and programs to provide immediate physical, mental and economic support to all individuals with disabilities who have been institutionalized. For this purpose, State Parties shall also provide an open and transparent consultative forum through which persons with disabilities, their representative organizations, and other interested parties (such as civil society, researchers) can meaningfully participate in the formulation of schemes and programs.

III. Understanding and implementing key elements of deinstitutionalization process

Deinstitutionalization processes

Para 17. Deinstitutionalization comprises interconnected processes that should focus on restoring autonomy, choice and control to persons with disabilities about how, where and with whom they decide to live. In situations where the individual with disability is not in a condition to decide about how, where and with whom he/she wants to live, assistance can be sought from the court of law in the decision-making process keeping in mind individual autonomy, independence, will and preferences, and the overall well-being of such individual. This step is also important especially when it comes to women, girls and people from marginalised and vulnerable communities with disabilities because they are at a greater risk of facing violence, injury or abuse, neglect or negligent treatment, maltreatment, or exploitation. 

Para 18. Processes of deinstitutionalization should not be led by management or those involved in the maintenance of institutions, and should prevent common errors that violate Article 19, such as renovating settings, adding more beds, legislating standards such as “least restrictive alternative” into mental health legislation, which perpetuate human rights violations. State Parties should mandatorily amend existing criminal legislations on protection of persons with disabilities to include strict punishment for those found guilty of forcefully institutionalizing persons with disabilities depriving them the opportunity and the freedom to make their own choices.

Allocation of funding and resources

Para 27. States Parties should stop using public funds for building and renovating institutions and should immediately ensure investments from public funds in compliance with the Convention. State Parties shall also ensure that institutions run by private organizations including non-governmental organizations do not invest in renovating their institutions and should focus on the immediate release of residents. State Parties should mandatorily amend existing criminal legislations on protection of persons with disabilities to include strict punishment for those found guilty of investing into institutions, including renovations. 

Para 30. States Parties should provide a comprehensive compensatory package comprised of goods for daily living, cash vouchers, communication devices and information about services immediately upon departure to persons with disabilities leaving institutions. Such packages should provide basic security, support and confidence to persons with disabilities leaving institutions to recover, seek support when they require it, and to have an adequate standard of living in the community without fear of homelessness or poverty. For this purpose, State Parties shall also provide an open and transparent consultative forum through which persons with disabilities, their representative organizations and other interested parties (such as civil society, researchers) can meaningfully participate in the formulation of schemes and programs that allow persons with disabilities to access housing, support and service options that ensures their full and effective participation in society on an equal basis with others. Further, State Parties should also mandatorily review their existing laws and policies and bring in immediate reforms in accordance with the principles of the Convention to prohibit discrimination on the basis of disability with regard to all matters concerning all forms of employment, including conditions of recruitment, hiring and employment, continuance of employment, career advancement and safe and healthy working conditions. State Parties shall take steps to also combat sexual harassment, exploitation, and abuse in the workplace against women with disabilities and provide redress for women who are victims of sexual harassment. For this purpose, State Parties shall also review their existing policies and laws and bring in immediate reforms to combat violence against women. These steps are essential to ensure the full and effective participation of persons with disabilities in society on an equal basis with others.



Involvement of persons with disabilities through their representative organizations in deinstitutionalization processes 

Para 33. States Parties should closely involve persons with disabilities through their representative organizations, and especially people leaving institutions and survivors of institutionalization, and their representative organizations, in all stages of deinstitutionalization processes, in line with articles 4(3) and 33 and General Comment No. 7. 

[Note: Para 33 is amended below]

Amended Para 33. States Parties shall closely involve persons with disabilities through their representative organizations, and especially people leaving institutions and survivors of institutionalization, and their representative organizations, and other interested parties (such as civil society, researchers) through an open and transparent consultative forum in all stages of deinstitutionalization processes, in line with articles 4(3) and 33 and General Comment No. 7 particularly in the formulation of schemes and programs for the benefit of persons with disabilities. 

IV. Deinstitutionalization grounded on a person-centered and differentiated approach

Para 37. Wherever these Guidelines refer to the involvement of families in deinstitutionalization processes, this should only be with the express consent of their adult family member with disabilities. The Committee recognizes that some persons with disabilities may prefer to receive support from a family member, complementing, or as an alternative to, public services. Where a person chooses to receive support from their family, States Parties should ensure that the family has access to adequate financial, social, and other assistance to fulfil their support role. State Parties shall allocate yearly budgetary funds to be utilized for the timely and effective implementation of all schemes and programs to financially support families of persons with disabilities. State Parties shall not discontinue or divert funds meant for providing financial support to families of persons with disabilities. Stringent actions be taken against officers who divert funds so allocated. There shall be a law in accordance with the same.  State support to families should only be provided with full respect for the right of the person with disabilities to have choice and control over the kind of support received, and how it is used. Support to families should never include any form of short- or long-term placement of persons with disabilities in an institution, and should enable persons with disabilities to realize their right to live independently and be included in the community.

Intersectionality

Para 38. States Parties should adopt an intersectional approach to tackle discrimination, segregation, isolation, and other forms of ill-treatment of persons with disabilities living in and leaving institutions. The personal identities of persons with disabilities are multifaceted and disability will likely only be one characteristic. Other characteristics include race, sex, gender identity, sexual orientation, gender expression, intersex variation, language, religion, ethnic, indigenous or social origin, migrant or refugee status, age, or impairment group, or other status, and these may intersect to shape a person’s individual identity. Intersectionality plays an important role in the lived experiences of all persons with disabilities. State Parties shall take effective intersectional measures in the promotion of activities such as the employment of persons with disabilities in the open labour market, and in education, particularly persons with disabilities from marginalized groups. State Parties shall provide incentives including tax subsidies to private employers who hire persons with disabilities. State Parties shall focus on skill development of persons with disabilities to generate self-employment opportunities. These steps are vital to tackling negative attitudes, deep rooted stereotypes, and a general lack of interest against persons with disabilities. More importantly, these steps will help in mainstreaming disability issues as an integral part of relevant strategies of sustainable development. Further, an intersectional approach will be instrumental in identifying and overcoming varied stigma against persons with disabilities and help them in their participation as equal members of society.

Children with disabilities

Para 42. For children with disabilities, deinstitutionalization should be directed towards protection of the right to family life. For children, the core of the right to be included in the community entails a right to grow up in a family.  Consequently, for children, an “institution” is any placement that is not family-based. Placements in large or small group homes are especially dangerous for children.  International standards that justify or encourage States Parties to maintain a system of residential care are not consistent with the Convention and should be updated. Harmonization of international standards is essential to the protection of children with disabilities. According to a recent report by the World Health Organization, globally, it is estimated that one out of two children aged 2-17 years’ experience some form of violence each year including sexual abuse. Further, at least 120 million girls are estimated to have suffered some form of forced sexual contact before the age of 20 years. However, the actual number is said to be even higher because many victims of sexual violence, including young boys, never share with anyone. Sexual abuse is one of the most unsettling of children’s rights violations and it can take place anywhere. Note that, often children, especially, children with disabilities are more at risk of being physically or psychologically abused or face neglect in their homes either by their parents and other family members. In such scenarios, what steps do State Parties need to follow in relation to children with disabilities during the deinstitutionalization process?

V. Enabling legal and policy frameworks

a. Creating an enabling legal environment

i. Right to access to justice
Para 54. The right to live independently and be included in the community is closely connected to the right to access to justice for all persons with disabilities, particularly for women and girls living in or leaving institutions who experience gender-based violence. Environmental, attitudinal, legal, and procedural barriers to access justice for persons with disabilities, including those placed in institutions, should be removed, across all legal domains. Procedural accommodations, such as Easy Read materials and plain language, should be made available. States Parties should ensure legal standing in courts and tribunals and provision of legal representation for persons with disabilities in the justice system. States Parties should ensure law and judicial procedures recognizing the right of persons with disabilities to provide testimony and stand as witnesses, and ensure persons in institutions have an effective right to call police and file criminal charges while inside an institution. With reference to the right to access to justice particularly for women and girls with disabilities who have been or are at risk of facing gender-based violence (including sexual violence), the State Parties should mandatorily a.) have a systematic data collection practice to record such violence and its impact on women and girls with disabilities (while collecting data, States Parties should abide by their respective data protection laws, to ensure respect for the right to anonymity/confidentiality and guarantees of privacy of personal data); b.) develop comprehensive policies which address structural factors such as prevailing gender biased social-cultural norms in society that allow for sexual violence to continue unabated; c.) develop effective monitoring mechanisms that allow for early identification of women and girls with disabilities who are victims or potential victims of sexual violence so that appropriate health and social protection interventions can be taken; d.) develop and strengthen existing institutions that are easily accessible to women and girls with disabilities and which can facilitate access to justice and e.) establish mental health counselling and therapy centres to help the survivors process the trauma.

iii. Right to liberty and security of the person 
Para 56. The right to liberty and security of the person is intimately connected with the right to live independently and be included in the community. All legislative provisions that authorize deprivation of liberty or other restrictions on liberty and security of persons on the basis of impairment, including involuntary commitment or treatment based on “mental illness or disorder” should be repealed. Security measures applied in criminal proceedings, guardianship and other forms of substitute decision-making regimes, and provisions for psychiatric hospitalization, including of children, should be repealed. States Parties should provide emergency assistance to persons with disabilities to leave places where they are arbitrarily detained. State Parties should mandatorily amend existing criminal legislations on protection of persons with disabilities to include strict punishment for those found guilty of depriving the right of liberty and security of persons with disabilities.

iv. Right to equality and non-discrimination 
Para 57. States Parties should recognize in law that institutionalization on the basis of disability, separately or in combination with other grounds, amounts to a prohibited form of discrimination. State Parties should mandatorily either amend existing criminal legislations or pass new criminal legislations strictly penalizing institutionalization on the basis of disability.

b. [bookmark: _Toc102220570][bookmark: _Toc102220571]Legal Framework and resources 
i. Legislation
Para 60. Legislation that needs to be brought in line with the Convention includes legal provisions governing legal capacity; criminal laws; labour laws; disability laws; family laws; health laws; civil laws; laws governing social care provision for children, adults, and older persons; and social protection legislation. Such legislation should be reviewed in line with the Convention and Committee’s general comments. Provisions in mental health laws allowing for institutionalization of persons with disabilities should be abolished. 

[bookmark: _Toc102220574]                              iv. Identifying new elements of support systems
Para 63. States Parties should: 

(a) Identify gaps in support for persons with disabilities and the need for new service structures to be developed;
(b) Consult with organizations of persons with disabilities to develop, introduce, and evaluate pilot projects;
(c) Ensure that a wide range of support mechanisms and services exist in the community and that all persons with disabilities can plan and direct their own support, including persons with high support requirements, and those that use alternatives to verbal communication; 
(d) Develop that support services respond to the will and preferences of persons with disabilities. 
(e) Ensure that persons with disabilities, including those who may require support in choosing and managing their support, have real choice and are not obliged to choose from services that do not comply with the Convention. 
(f) Provide funds to be accessed/utilized either by the State Parties or other organizations (including recognized non-governmental organizations) for the purposes of developing new service structures in compliance with the Convention.

VI. Inclusive community support services, systems, and networks	

a. Support systems/networks

Para 70. Support persons, circles of support and support networks can only be chosen by persons with disabilities, and not by third parties, such as judicial or medical authorities, family members, service providers, or others. Supporters should respect the will and preferences of persons with disabilities. No support person should be appointed against the will of persons with disabilities. However, in rare circumstances, for instance, when a person with disability is unbale to choose support persons, circles of support and support networks the guidance of judicial authorities can be sought bearing in mind the individual autonomy and independence, including respecting that the will and preferences of such person are subject to change.   
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