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About the author of the submission
Bundesverband der Berufsbetreuer/innen (BdB) is a national association of professional guardians with about 6400 members. Most of our clients are persons with cognitive and/or psychosocial disabilities and extensive personal assistance needs. As guardians we try to support our clients to organize the needed assistance according to their preferences and to manage other personal affairs in the bureaucratized German society. Unfortunately this kind of support is only accessible through a legal proceeding which regularly violates the human rights of the people concerned: It is the guardianship court and not the user themselves who appoints the support person. Furthermore the appointment of the guardian automatically results in the transfer of the right to representation. 
Our working basis, German guardianship law, is highly ambivalent between the purpose to foster autonomy and a sharp focus on substituted decision making. In addition, there are no mandatory quality criteria or supervised work processes to ensure compliance with the emancipatory ideas introduced by guardianship reform in 1992. 

Against this backdrop we call for ethical und professional standards (based on dialog and empowerment) and propose an independent system of supported decision making, which can be used by individuals without their legal capacity called in question by guardianship court.
We very much welcome the draft General Comment on Article 12, because it gives strong counter-arguments to the conservative position of leading experts and politicians in Germany who claim that the German guardianship law fulfills the obligations of States Parties under Article 12 CRPD. 

Main focus of our submission: The significance of independent support
The background of our submission is a critical reflection of the German welfare system that is dominated by private social companies with a very strong lobby and good political contacts. These companies are structurally and economically connected to the old system of institutionalized service delivery (which is until now their main source of income) and tend to hinder the development of individualized support services.
 Without access to independent support to exercise legal capacity, which is not connected to psychiatry, to carers or to social services, the realization of autonomy and freedom to make one`s own choice will remain a fiction for most people in Germany with cognitive or psycho-social disabilities and high support needs. 
The Committee states (paragraphs 40 – 42) that there is an interconnection between Article 19 (Independent Living) and Article 12 (Equal Recognition before the Law): Persons with disabilities must have the opportunity to live independently in the community and have choice and control over their everyday lives in order to exercise their legal capacity in conditions equal to others. 
In this context the Committee reports on directors of institutions who are vested with the legal capacity of the individuals who reside there. This is an extreme variant of institutional incapacitation, rooted in the paternalistic tradition of institution-centered “help” for people with disabilities. 
Currently in Germany, and probably in other rich countries in the western hemisphere, the exercise of power and control over people with disabilities has changed. The field of choices and options has been extended under the influence of the normalization principle. Instead of big institutions outside populated areas with strict routines directed by staff, people with disabilities now have a choice between residential groups in different neighborhoods and are invited to co-determine their “individual” support plans. However, the idea of person-centered assistance has only partially been developed. Instead of a home director, who has legal power to decide how residents live, there are now care supervisors employed by service providers, who try to adapt the preferences and interests of their clients with the welfare products of their employers. 
People with cognitive disabilities and high support needs have (at least in Germany) only minimal chance to live in their own four walls and purchase services according to their preferences. There is a legal basis for individualized support services established in the German social code, but authorities are unwilling to pay for extensive personal assistance. At the same time the field of service providers is dominated by powerful welfare organizations that try to maintain their institution-centered service culture and their good relationship with the funding authorities. 
Without a clear stand in favor of supported decision making schemes which are not connected with service provider agencies, the welfare organizations will read the General Comment in the following way: Our competent employees qualified in curative education and disability assistance are the right persons to provide support in accordance with Article 12 (3). The welfare organizations will use the concept of supported decision making to strengthen their position and ensure the dependence of their clients, which is an important component of their economic success. Supported decision-making in this context will be an “embedded” form of support: Persons with disabilities will only be able to make decisions inside a system of choice compatible with the interests of the social welfare companies.
Against this backdrop structurally independent schemes of supported decision-making are indispensable. People with cognitive and/or psychosocial disabilities and high support needs should have access to support persons that are not hindered by conflicts of interests. These support persons must be able to assist them planning their future, communicating their needs, and enforcing their rights even if this means going against the powerful interests of service providers and government agencies.
 
Recommendations
In paragraph 15 the Committee states possible forms of support or support arrangements in accordance with Article 12 (3). We would suggest a minor change in the fourth sentence of this paragraph: 

For example, persons with disability may choose one or more trusted support persons to assist them in exercising their legal capacity for various types of decisions, or may use other forms of support, such as peer support, independent advocacy, self advocacy support or assistance in communication.  
In paragraph 16 the Committee states that at all times, including crisis situations, the individual autonomy and capacity of persons with disabilities to make decisions must be respected. We would suggest adding (after the last sentence of the paragraph) the following sentence: 
“A support relationship to exercise legal capacity should be totally committed to the person receiving support and never be compromised by the interests of third parties.”
In paragraph 25, which defines the key provisions to ensure compliance with Article 12, we would suggest adding a new subparagraph to address the significance of independence:

(k) States Parties must ensure availability of independent forms of support which are not connected to service providers and government agencies. 
In paragraph 40 – 42 the Committee addresses the interconnections of legal capacity and independent living and focuses on social networks and naturally-occurring community supports as key to supported decision-making. At this point the potential influence of services on the everyday lives of persons with cognitive and/or psychosocial disabilities and high support needs should be considered: Their “naturally-occurring” community is commonly shaped by assistants and case managers employed by service provider agencies who want to sell their services. An independent support person (which is comparable with the Personal Ombud in Skåne)
 would be in many cases the precondition for deinstitutionalization and the development of social networks and supporting communities. 

In this context we would suggest adding – after the penultimate sentence of paragraph 42 – the following demand: 
“To foster deinstitutionalization and the development of naturally-occuring community supports, assistance to exercise legal capacity must be available independent from psychiatry, carers and social services.”
Annex
Thank you for the opportunity to provide input on the draft General Comment of the Committee. If we can be of any further assistance in expanding on our comment, please don’t hesitate to contact Alexander Laviziano, Social Scientific Associate for Bundesverband der Berufsbetreuer/innen (BdB) at alexander.laviziano@bdb-ev.de, or by phone at 0049-040-3862903-91. 
� See Ratzka, Adolf: Personal Assistance in Sweden, keynote presentation at the Panel Discussion on Personal Assistance in Würzburg, Germany on November 20, 2002: “Today there is hardly anybody in Sweden who would propose the return to the institutions. One reason for this is probably that Sweden – in contrast to Germany – has no welfare industry. That means there are no private operators with a strong lobby and good political contacts that have always organized homes. The organizational structures of the German welfare industry favor only slow progress and the private operators have little economic interest […] to present individuals with disabilities as self-supporting citizens who are able to live and work independently like other people in society.” (Original German text translated by the author, available at � HYPERLINK "http://www.independentliving.org/docs5/ratzka200211.html" �http://www.independentliving.org/docs5/ratzka200211.html�). 


In 2010, according to Federal Statistical Office of Germany (see � HYPERLINK "https://www.destatis.de/DE/PresseService/Presse/Pressemitteilungen/2011/12/PD11_483_221.html" �https://www.destatis.de/DE/PresseService/Presse/Pressemitteilungen/2011/12/PD11_483_221.html�), only 43% of the aid recipients got social welfare assistance outside of institutions. Furthermore, “outside of institutions” in many cases means, that people with disabilities live inside supervised residential groups, which are officially considered as private homes but in fact are small institutions. The individuals living there have to adapt themselves to fit daily routines determined by social care professionals. 


� See Minkowitz, Tina: Submission to the Committee on the Rights of Persons with Disabilities


Day of General Discussion on CRPD Article 12. (available at � HYPERLINK "http://www.wnusp.net/index.php/crpd.html" �http://www.wnusp.net/index.php/crpd.html�): “For those with more intensive or ongoing support needs, whether intermittently in a crisis situation (especially applicable in the mental health context) or long-term, a support relationship can be developed. Such a relationship should be accountable only to the person receiving support, and not to authorities or third parties.” (paragraph 3).


See also Council of Europe, Commissioner of Human Rights: Who gets to decide? [CommDH/IssuePaper(2012)2]: “States Parties shall ensure that all measures that relate to the exercise of legal capacity provide for appropriate and effective safeguards to prevent abuse in accordance with international human rights law. Such safeguards shall ensure that measures relating to the exercise of legal capacity respect the rights, will and preferences of the person, are free of conflict of interests and undue influence, …” (paragraph 4.1, subparagraph 4).


� See � HYPERLINK "http://www.po-skane.org/ombudsman-for-psychiatric-patients-30.php" �http://www.po-skane.org/ombudsman-for-psychiatric-patients-30.php� 
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