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Executive summary

Mental Health Europe (MHE) is the largest independent European non-governmental network working in the field of mental health. We are committed to the promotion of positive mental health, the prevention of mental distress and improvement of care. We advocate for social inclusion and the protection of the rights of (ex)users of mental health services, persons with psychosocial disabilities, their families and carers. We also raise awareness to end mental health stigma and discrimination.

Based on more than 35 years of experience in deinstitutionalisation and independent living, MHE would like to propose the following changes to the draft Guidelines on article 19 of the UN CRPD. While the initial draft already touches upon many of the relevant aspects of the deinstitutionalisation process for persons with disabilities, particularly people with physical disabilities, MHE's proposed changes aim to ensure that the final text also captures the needs and barriers faced by persons with psychosocial disabilities as well as the adequate provision of mental health community-based services. In this sense, MHE suggestions want to highlight the characteristics that can be used to identify institutions and the type of culture that permeates them, the way community-based services should be delivered and evaluated, as well as the important role that various actors can have to ensure a successful deinstitutionalisation process. 

Paragraph 14

	Draft text
	MHE’s proposed changes

	Institutionalization includes all forms of placement and detention. Forms of institutionalization vary, but may include social care institutions, psychiatric institutions, long-stay hospitals, nursing homes, special boarding schools, rehabilitation centres, half-way homes, group homes, family-type homes for children, sheltered or protected living homes, transit homes, albinism hostels, leprosy colonies and other congregated settings. Mental health settings where a person can be deprived of their liberty for purposes such as ‘observation, care or treatment’ and/or preventive detention are a form of institutionalization. Mainstream institutional settings, such as prisons, refugee camps, migrant shelters, shelters for homeless persons, or prayer camps, should also be included in deinstitutionalization efforts.
	Institutionalization includes all forms of placement and detention, where residents are isolated from the broader community and/or compelled to live together, do not have sufficient control over their lives and over decisions which affect them and the requirements of the institution tend to take precedence over the residents’ individual needs. Forms of institutionalization vary, but may include yet these characteristics may at times be present or developed in social care institutions, psychiatric institutions, long-stay hospitals, nursing homes, special boarding schools, rehabilitation centres, half-way homes, group homes, family-type homes for children, sheltered or protected living homes, transit homes, albinism hostels, leprosy colonies and other congregated settings. Mental health settings where a person can be deprived of their liberty for purposes such as ‘observation, care or treatment’ and/or preventive detention are a form of institutionalization. Some mainstream institutional settings, such as prisons, refugee camps, migrant shelters, shelters for homeless persons, or prayer camps, should also be included in deinstitutionalization efforts ensure not to perpetuate the process of institutionalization and replicate its characteristics.



Paragraph 24

	Draft text
	MHE’s proposed changes

	Support services for living independently and being included in the community include personal assistance, peer support, crisis support, support for communication, mobility, securing housing and household help, and other community-based services. Support should also be available so that persons with disabilities can access and use mainstream services such as education, employment, and the justice system.
	Support services for living independently and being included in the community include personal assistance, peer support, crisis support, support for communication, mobility, securing housing and household help, community-based mental health services, and other community-based services. Support should also be available so that persons with disabilities can access and use mainstream services such as education, employment, and the justice system.



Paragraph 25

	Draft text
	MHE’s proposed changes

	Personal assistance services must contain the following elements: individualised, with funding that should be based on individual needs, and controlled by the user who should be able to decide to what degree they will manage the service themselves, either as an employer, or to contract the service from a variety of providers. All persons with disabilities should have access to a personal assistance, regardless of their requirements for support in exercising their legal capacity.
	Personal assistance services must contain the following elements: individualised, with funding that should be based on individual needs, and controlled by the user who should be able to decide to what degree they will manage the service themselves, either as an employer, or to contract the service from a variety of providers. All persons with disabilities should have access to and be able to choose the type of personal assistance, regardless of their requirements for support in exercising their legal capacity.



Paragraph 26

	Draft text
	MHE’s proposed changes

	Definitions of community-based support services, including in-home, residential, and other support services, and personal assistance should prevent the emergence of new segregated services during the deinstitutionalization process. For example, group housing – including small group homes –, sheltered workshops, institutions for providing respite care, transit homes, day care centres, or coercive measures such as community treatment orders, are not community-based services.
	Definitions of community-based support services, including in-home, residential, and other support services, and personal assistance should prevent the emergence of new segregated services during the deinstitutionalization process. Criteria, such as localization of the setting, prioritization of needs and wishes of persons with disabilities, active inclusion in the community, person-centred support and planning, adequate ratio between support staff and people in need of support, among others, should also be the basis of assessing a service as community-based or the contrary. For example, group housing – including small group homes –, sheltered workshops, institutions for providing respite care, transit homes, day care centres, not meeting the criteria mentioned above, or coercive measures such as community treatment orders, are not community-based services. Institutional culture may appear in any setting, regardless of the size. Therefore, definitions based on quantitative indicators (i.e. numbers) alone are not sufficient to determine the potential institutional character of a setting.  



Paragraph 30

	Draft text
	MHE’s proposed addition

	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. [...]
	States Parties should provide a comprehensive compensatory package comprised of goods for daily living, cash vouchers, communication devices and information about services immediately upon before departure to persons with disabilities leaving institutions. [...]



Paragraph 33

	Draft text
	MHE’s proposed addition

	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. Service providers, charities, professional and religious groups, trades unions, and those with financial or other interests in keeping institutions open, should be prevented


	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. 7.13 The decision-making processes should be driven and primarily influenced by persons with disabilities and their representative organizations. Relevant stakeholders, such as services providers, support staff, policy makers, families, local communities’ representatives, trade unions, and others, should be part of the consultation processes to share their experiences and expertise around deinstitutionalization and the development of community-based services. Those stakeholders Service providers, charities, professional and religious groups, trades unions, and those with proven financial or other interests in keeping institutions open, should be prevented.



Paragraph 36

	Draft text
	MHE’s proposed addition

	[...] Deinstitutionalization processes should aim at restoring the dignitiy and recognize the diversity of persons with disabilities.
	 [...] Deinstitutionalization processes should aim at restoring the dignitiy dignity and recognize the diversity of persons with disabilities.



Paragraph 40

	Draft text
	MHE’s proposed addition

	[...] They are denied the right to legal capacity more often than men with disabilities, and more often than women without disabilities, leading to denial of access to justice, choice, and self-control. States Parties should consider these risks when designing and implementing deinstitutionalization plans to ensure the fulfilment and protection of the rights of women and girls with disabilities, ensuring gender equality is reflected transversally throughout all process and policies.
	 [...] They are denied the right to legal capacity more often than men with disabilities, and more often than women without disabilities, leading to denial of access to justice, choice, control and self-determination control. States Parties should consider these risks when designing and implementing deinstitutionalization plans to ensure the fulfilment and protection of the rights of women and girls with disabilities, ensuring gender equality is reflected transversally throughout all process and policies.



Paragraph 50

	Draft text
	MHE’s proposed addition

	[...] To prevent institutionalization of children, accessible information should be made available for families and children. It should be presented in multiple user-friendly formats through schools, community centres, doctors’ offices, parent resource centres, and religious institutions. Training of professionals on the human rights model of disability is key to prevent families being advised or encouraged to place their child in an institution.
	[...] To prevent institutionalization of children, accessible information should be made available for families and children. It should be presented in multiple user-friendly formats through schools, community centres, doctors’ offices, parent resource centres, and religious institutions. Training of professionals on the human rights model of disability is key to prevent families being advised or encouraged to place their child in an institution. Families should also be given appropriate financial support and access to services to prevent institutionalisation of their children.



Paragraph 52

	Draft text
	MHE’s proposed addition

	[...] (i) the right to legal capacity; (ii) the right to access to justice; (iii) the right to liberty and security of the person; and (iv) the right to equality and non-discrimination.

	[...] (i) the right to legal capacity; (ii) the right to access to justice; (iii) the right to liberty and security of the person; and (iv) the right to equality and non-discrimination; and (v) the right to adequate standard of living and social protection.



Paragraph 53

	Draft text
	MHE’s proposed addition

	[...] To prevent forced mental health treatment, affirmative, free, informed expression of consent by the person concerned is required.
	[...] To prevent involuntary forced mental health treatment, affirmative, free, informed expression of consent by the person concerned is required.



Additional paragraph to be added after paragraph 57

	Draft text
	MHE’s proposed addition

	---

	(new) 58. In order for the deinstitutionalization process to be effective, States Parties should guarantee adequate and equal access to affordable and quality standard of living. Under article 28 of the Convention, States Parties have an obligation to ensure access by persons with disabilities to public housing programmes, social protection programmes, poverty reduction programmes, retirement benefits and programmes.



Paragraph 62

	Draft text
	MHE’s proposed addition

	[...] Planning should ensure availability, accessibility, affordability, acceptability, and adaptability of services. Services that do not comply with the Convention should be discontinued.
	[...] Planning should ensure availability, accessibility, affordability, acceptability, and adaptability of services. On the basis of this planning, services that do not comply with the Convention should be evaluated to identify 1) to which extent they do not comply and 2) the feasibility of their transformation to services that comply with the Convention. Services for which this transition is deemed impossible should be discontinued.



Paragraph 64

	Draft text
	MHE’s proposed addition

	States Parties should map the workforce, including demographic and employment trends, and the impact these may have on deinstitutionalization. States Parties should establish priorities for improvement, assessing the feasibility of transformation of the existing workforce to the provision of services to persons with disabilities that comply with the Convention. They should provide services solely under the direction of persons with disabilities, or their family members in respect of children with disabilities. States Parties should ensure that those responsible for human rights violations are not licensed to provide new services.

	States Parties should map the workforce, including demographic and employment trends, and the impact these may have on deinstitutionalization. States Parties should establish priorities for improvement, assessing the feasibility of transformation of the existing workforce to the provision of services to persons with disabilities that comply with the Convention. If the transformation of the workforce is feasible, they should be offered the possibility to work in the remaining or nearly established community-based services, on the basis that they are provided with adequate training and support. States Parties should ensure that services are sufficiently and adequately staffed to respond to the needs and wishes of persons with disabilities. They should work towards the attractiveness of these employment opportunities as career options. States parties should establish continuous learning and training opportunities, including supervision and mentoring schemes, to ensure that the workforce is adequately prepared and trained to support people with disabilities in compliance with the Convention. They workforce should provide services solely under the direction of persons with disabilities, or their family members in respect of children with disabilities. States Parties should ensure that clear legal frameworks are in place (e.g., deontological guidelines) to ensure that services are provided in a legally correct environment and that the workforce is protected and adequately prepared to enable people with disabilities to exercise their right in directing their support services. States Parties should ensure that those responsible for human rights violations are not licensed to provide new services.



Additional paragraph to be added after paragraph 65

	Draft text
	MHE’s proposed addition

	---

	(new) 66. Deinstitutionalisation strategies and action plans should also include measures to prevent institutionalisation, particularly for persons with psychosocial disabilities. Human rights-compliant mental health and community-based services are key in preventing hospitalisation that often leads to institutionalisation. Where such services do not exist, deinstitutionalization strategies should include plans with budgets to establish them.



Paragraph 67

	Draft text
	MHE’s proposed addition

	[...] Support systems are key for some persons with disabilities, in particular for persons with intellectual disabilities and persons with high support requirements, in navigating through and determining the support services they may require.
	[...] Support systems are key for some persons with disabilities, in particular for persons with intellectual disabilities, persons with psychosocial disabilities and persons with high support requirements, in navigating through and determining the support services they may require.



Paragraph 73

	Draft text
	MHE’s proposed addition

	[...] States Parties should not use medical criteria when developing new needs assessment tools, and medical professionals should not be involved. Instead, a person-centred process should be used, identifying the range of supports a person may need to live independently and be included in the community.
	[...] States Parties should not use medical criteria when developing new needs assessment tools, and medical professionals should not be involved the sole and primary driver of the process. Instead, a person-centred process should be used, identifying the range of supports a person may need to live independently and be included in the community.



Paragraph 75

	Draft text
	MHE’s proposed addition

	[...] Disability-related support services, provided in some contexts under the frame of community-based rehabilitation or community-based inclusive development, should link with existing services and existing networks in the community. They should not be segregating nor strengthen the isolation of persons with disabilities. The use of day-care centres or sheltered employment are paternalistic and do not comply with the Convention.
	[...] Disability-related support services, provided in some contexts under the frame of community-based rehabilitation or community-based inclusive development, should link with existing services and existing networks in the community. They should not be segregating nor strengthen the isolation of persons with disabilities. The use of day-care centres or sheltered employment are paternalistic and do not comply with the Convention.



Paragraph 76

	Draft text
	MHE’s proposed addition

	Funding models of support services should be flexible and not limited by “supply”. States Parties should invest in creating and developing a wide range of flexible support services to respond to the demands and wishes of diverse individuals, respecting their choice and control, including the option of designing new forms of support.
	Funding models of support services should be flexible and not limited by “supply”. States Parties should invest in creating and developing a wide range of flexible support services to respond to the demands and wishes of diverse individuals, including those living in rural and insular areas, respecting their choice and control, including the option of designing new forms of support. States Parties should ensure that these services are funded adequately and sufficiently to ensure the continuity of the support provided, especially in the period of transformation. States Parties should also invest in equipping these services with adequate and well-trained workforce.



Paragraph 101

	Draft text
	MHE’s proposed addition

	States Parties should ensure comprehensive health care, including primary health care, for persons leaving institutions, on an equal basis with others. Health care services should must respect the choice, will and preferences of persons with disabilities leaving institutions, and provide additional health care support as needed, for example, to withdraw from psychiatric medication, and to access nutritional and fitness programs, with a view to retrieving their overall health and wellbeing, and always on the basis of their free and informed consent.
	States Parties should ensure comprehensive health care, including primary health care, for persons leaving institutions, on an equal basis with others. Health care services should must respect the choice, will and preferences of persons with disabilities leaving institutions, and provide additional health care support as needed, for example, to withdraw from psychiatric medication when the person wishes, and to access nutritional and fitness programs, with a view to retrieving their overall health and wellbeing, and always on the basis of their free and informed consent.



Paragraph 125

	Draft text
	MHE’s proposed addition

	Data collected by States Parties should be disaggregated according to race/ethnicity, age, gender, sex, sexual orientation, socio-economic status, type of impairment, reason for institutionalization, date of admission, expected or actual date of release, and other attributes that can elucidate the marginalization faced persons with disabilities.
	While respecting privacy laws, data collected by States Parties should be disaggregated according to race/ethnicity, age, gender, sex, sexual orientation, socio-economic status, type of impairment, reason for institutionalization, date of admission, expected or actual date of release, and other attributes that can elucidate the marginalization faced persons with disabilities.
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