Submission to the Committee on the Rights of Persons with Disabilities

Comments on the draft General Comment on the right of persons with disabilities to live independently and be included in the community (article 19) 

Japan National Assembly of Disabled Peoples’ International (DPI-Japan)
　Japan National Assembly of Disabled Peoples’ International (DPI-Japan) is a cross-disability organization, advocating the rights of persons with disabilities. Working with Japan Council on Independent Living Centers, we develop independent living movement not only in Japan but also in Asia, South America and Africa, in total more than 12 countries. The followings are our comments to the draft.
【14】

Add the following after “k” as one of the remaining barriers, since strong family tie tends to overprotect children, especially when they have disabilities.
        “l Disempowerment resulted from suffocating overprotection by family members”

【15-(d)】
 
It is recognized that persons with disabilities receive personal assistance service under indirect-payment system in some countries.  They establish and run so-called independent living cent to provide personal assistance service, and manage and coordinate the services for their members with disabilities according to their will and preference. Hence the text should mention collective effort of persons with disabilities for person-directed/user-led services by adding a sentence indicated below:

“... The service is led by the person with disability, meaning that he or she can either contract the service from a variety of providers or act as an employer. In some countries, persons with disabilities even establish and run centers with more than 51 of board members with disabilities, to provide services for independent and community living, Persons with disabilities have the option to custom-design his or her own service ...."

【23】

In order to express our consciousness to the issues of LGBT and other minority groups, the following underlined phrases are to be added.

“The paradigm shift from the medical model to the human rights model of disability, which lies at the heart of the Convention, prohibits discrimination and deprivation of human rights based on impairment. Persons with disabilities of all ages, all sexes and all races fall within the personal scope of the article. Children with disabilities, adults and older persons with disabilities are right-holders under Article 19. Women, men and LGBTI (Lesbian, Gay, Bisexual, Transgender/Transsexual and Intersexed) with disabilities enjoy equal protection under the scope of article 19. Furthermore, the right to living independently and being included in the community encompasses protection of persons with disabilities belonging to ethnic groups, scheduled caste, linguistic and/or religious minorities.”

【30】

Emphasis of cultural aspect has a possibility for family members, especially female members, to be forced or for persons with disabilities to accept them to serve as caretakers in many countries in Asia, since we respect “will and preference” of persons with disabilities rather than family members, as stated in 40(c), the underlined should be inserted to the second sentence.

“While community support services may vary in name, type or kind according to the cultural, economic and geographic specifics of the State party, all services must be designed “to support living and inclusion in the community and to prevent isolation or segregation from the community, not taking informal support from family and friends into account. Parents, siblings and other family members must not be considered as first supporters because it will adversely affect privatization and diversification of services and the service from them tends to be paternalistic and invisible, and deprives the family members of income opportunities. They may be named ….”
【42】


De-institutionalization needs not only structural planning to replace any institutionalized settings with independent living and community-based services but also individual follow up of those discharging from institutions by making individualized plan to transit to independent living, as stated in 94(d). Therefore the following sentence should be inserted.
“…with all general principles of article 3 of the Convention. State parties are also obliged to create a scheme to make individualized plans to transit from institution to independent and community living for those who are de-institutionalized. The margin of appreciation of States ….”

【48】



Cases of persons with psychiatric disabilities and respiratory users with disabilities show that segregation is a usual practice for medical professionals and parents. They are confined in institutions, group homes, hospitals or residential facilities attached to hospitals. The last sentence should make it clear by making addition as follows.
“Examples include guardianship and mental health laws which force persons with disabilities to live in institutions, hospitals and group homes as well as laws on social protection or building law which prioritize residential or institutional services.”

【49】


It should be clarified that “disability support services” exclude services provided in such residential settings as institutions, hospitals and group homes. In this regard, the following addition is to be made.
“… policies and structures that create barriers in access to disability support services intended to promote independent and community living as well as general community facilities and services.” 

【52】


It is also noted that third parties may choose institutionalization on behalf of persons with disabilities, so that an addition is to be made as follows.
“…States parties should prohibit and prevent third parties from choosing institutionalization on behalf of persons with disabilities as well as imposing practical or procedural barriers to living independently and being included in the community,”

【53】


As to persons with disabilities who have already been institutionalized, State parties should clarify their obligation to them.  In reality, there are not many persons with disabilities who are institutionalized with their own will.  Rather, in many cases, living at institutions begin with external reasons, such as, shortage of resources for independent living, lack of information on options, or decision of family members or third person. For substantial guarantee of the rights secured by Article 19, State parties should regard institutionalization of persons with disabilities with enforcement of family members or third person including guardian as violation of the rights to independent and community living, and owe the obligation to protect them. Hence, following sentence should be add as the last sentence.
 "State parties should check the will of residents of institutions without the presence of family members and concerning persons of institutions, and take appropriate measures for independent and community living with maximum utilization of resources if institutionalization against their will is confirmed."

【56】


The period of transition from institution or parent home to community settings should be planned step by step. That point is emphasized by making an addition to the second sentence.

“It requires a systemic transformation which goes beyond the closure of institutional settings and requires the establishment of a range of individualized support services which include individualized plan for transition with time frame as well as inclusive community services.”

【93】 .

Role of international cooperation on Article 19 should not be limited to provision of fund. Support services for independent and community living, such as personal assistance, are very new to some State parties.  Therefore, development and implementation of support services necessitate the transfer of knowledge and skills from State parties that already have experience.  

It is suggested to add as the last sentence that “Skill transfer and consultation are also to be provided together with fund in a way to foster independent living.”

【94(l)】
“Full consultation and participation of persons with disabilities in monitoring and implementation” does not clarify the criteria of persons with disabilities. Since this general comment as in 15, 20 and 27 emphasizes that support services should reflect actual needs of users, priority is better to be given to those who have significant or profound disabilities and actual needs to the service.

The sentence is to be changed to “… full consultation and participation of persons with disabilities, preferably those with high demands and high support requirements, through their representative organizations.”

