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About Advocacy for Inclusion

Advocacy for Inclusion acknowledges the Ngunnawal people as the traditional owners of the land on which we work. 

Advocacy for Inclusion provides individual, self and systemic advocacy services for people with disabilities. We provide information, education, and representation to effectively advocate for positive and inclusive outcomes for people with disabilities.

We act with and on behalf of individuals in a supportive manner, or assist individuals to act on their own behalf, to obtain a fair and just outcome for the individual concerned.  

Advocacy for Inclusion works within a human rights framework and acknowledges the United Nations Convention on the Rights of Persons with Disabilities, and is signed onto the ACT Human Rights Act. 
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Executive Summary
Advocacy for Inclusion is a not-for-profit non-government community organisation in the Australian Capital Territory (ACT). We provide individual, self and systemic advocacy to people with disabilities to promote their human rights and inclusion in the community. We work directly with people with disabilities who experience the denial of their legal capacity on the basis of their disability, including through the use of formal and informal substitute decision-making regimes and practices.
Laws allowing substitute decision-making on the basis of impaired decision-making capacity exist in all Australian jurisdictions, including the Guardianship and Management of Property Act 1991 in the ACT. In our experience, substitute decision-making remains an accepted and largely unscrutinised practice. Supported decision-making is grossly under-utilised and generally not recognised as a legitimate alternative to substitute decision-making by tribunals, disability service providers, health professionals, other institutions and the broader community. In the ACT there are no frameworks
 that legally recognise supported decision-making. Australia’s Interpretative Declaration on CRPD Article 12 recognises the value of supported decision-making; however, it permits the use of substitute decision-making. 
The Draft General Comment provides clarity on Article 12 and is a platform for challenging the practices and instruments that deny the legal capacity of people with disabilities in the ACT. Key developments are outlined in this submission. Also outlined are areas for further development and clarification, including with regard to:

· The provision of training by States Parties

Training for decision supporters ought to be considered an aspect of providing access to adequate and appropriate decision supports for people with disabilities. States Parties should resource this training.

· Key conditions of supported decision-making

The General Comment must clarify that the person with disability is the decision maker and the support people are the decision supporters. 
The General Comment should articulate more clearly that the person with disability has the right to access decision supports in the first place on an entirely voluntary basis, free from coercion or undue influence.
· Awareness raising

The Committee should include comment on Article 8 of the CRPD in relation to Article 12 and recommend that States Parties promote awareness raising programs specifically focused on the rights of persons with disabilities under Article 12 of the CRPD.

· Restrictive practices

Restrictive practices must be discussed in the General Comment as practices which deny the legal capacity of people with disabilities. Recommendations should be made accordingly.

· Development of research
“Good practices” should be used by the Committee instead of “best practices” in support of the idea that human rights interpretations and expectations are always progressing and evolving.
Comments supported by Advocacy for Inclusion
Advocacy for Inclusion supports the recommendations and interpretations made in the Draft General Comment. In particular, Advocacy for Inclusion applauds the following initiatives:
1. The assertion that the CRPD implies a shift away from substitute decision-making to supported decision-making;
2. The distinction made between legal capacity and decision making (mental) capacity;
3. Clarification that substitute decision-making removes a person’s legal capacity, which on the basis of any impairment, including decision-making impairment (impaired mental capacity), is not permissible;
4. Clarification that support to exercise legal capacity should never amount to substitute decision-making;
5. Obligations placed on States Parties to abolish denials of legal capacity that are discriminatory on the basis of disability in their purpose or effect;
6. Obligations placed on States Parties to develop laws that replace (not supplement) substitute decision-making with supported decision-making, which gives primacy to the person’s autonomy, will and preferences (not perceived ‘best interests’);
7. Obligations placed on States Parties to provide training and all forms of support to the person with disability to exercise his/her legal capacity with appropriate safeguards;
8. Clarification that “[t]he need for support and reasonable accommodation in making decisions cannot be used to question legal capacity. Respect for Difference and acceptance of persons with disabilities as part of human diversity and humanity (Article 3 (d)) is incompatible with granting legal capacity on an assimilationist basis.”
Obligations of States Parties
Training – Paragraph 20

Obligations placed on States Parties to provide training to people with disabilities receiving decision support is an important initiative. It is also important that the people who support people with disabilities have access to formal and informal training about supported decision-making.
While a person with disability may learn confidence and skills in decision making, decision supporters need to have the skills to encourage and nurture this progress. Given the current context, whereby people with disabilities are denied their legal capacity through laws and cultural practices, training for support people who also operate in this context is essential otherwise they can act as barriers to the person’s legal capacity. 
Training about the human rights principles which sit behind supported decision-making for decision supporters ought to be considered an aspect of providing access to adequate and appropriate decision supports for people with disabilities.
Recommendation 1: That States Parties resource human rights based training for decision supporters so they can effectively support the person with disability to exercise their will and preferences, and their legal capacity.

Key conditions of supported decision-making – Paragraph 25
Advocacy for Inclusion is pleased to see that paragraph 25 outlines key conditions of supported decision-making regimes to ensure compliance with Article 12. 
There is one critical element omitted from this section; a clear statement that any supported decision-making arrangement is one where the person with disability makes their own decisions with support. The General Comment must clarify that the person with disability is the decision maker and the support people are the decision supporters. This is important in distinguishing supported decision-making from substitute decision-making. For example, the primacy of the person’s ‘will and preferences’ loses its intended purpose and effect when other people are made responsible for making decisions on the person’s behalf based on perceived ‘will and preferences’. 
Recommendation 2: In the conditions for compliance with Article 12 the General Comment should clarify that: 
· Any supported decision-making arrangement is one where the person with disability is recognised as the decision-maker who makes their own decisions with the support they need and choose.

· Supported decision-making does NOT involve substitute decision-makers who make decisions on the person’s behalf, whether or not based on a perception of the person’s will and preferences.

There should be no reference to decisions made by decision supporters in the General Comment. This implies that in supported decision-making arrangements decision supporters may be responsible for making decisions on behalf of the person with disability. This would amount to substitute decision-making. Given the confusion surrounding the meaning of Article 12 in relation to substitute decision-making, which is identified in paragraph 3 of the Draft General Comment, it is highly important that supported decision-making and substitute decision-making are clearly distinguished in the General Comment. 
Recommendation 3: There must be no reference to decisions made by decision supporters in the General Comment as this confuses the difference between supported and substitute decision-making. Specifically, paragraph 25 (d) must remove the reference to “a decision of a supporter” and replace with “an action of a supporter”. 
Paragraph 25 (g) requires some further explanation. Advocacy for Inclusion has had cases where a person with disability has been coerced into participating in a supported decision-making program following threats by a health professional to seek a guardianship or psychiatric treatment order if they do not participate. The General Comment should articulate more clearly that the person with disability has the right to access decision supports in the first place on an entirely voluntary basis, free from coercion or undue influence. The person has the right to refuse support and end or change the support relationship at any time they choose without adverse consequence. 
Recommendation 4: Articulate clearly that human rights compliant supported decision-making arrangements are accessed by a person with disability on a voluntary basis, free from coercion and undue influence. 
· Suggested wording: “The person has the right to access decision supports on a voluntary basis, free from coercion or undue influence. The person must have has the right to refuse support and end or change the support relationship at any time they choose, without adverse consequence”.
The final sentence of paragraph 25 (h) should read “The goal of these safeguards must be to ensure that the person’s expressed will and preferences are being respected” to reiterate that the person with disability is the decision maker, not a substitute decision maker who makes decisions based on perceived will and preferences.
Recommendation 5: Insert the word “expressed” into the final sentence of paragraph 25 (h). It should read: “The goal of these safeguards must be to ensure that the person’s expressed will and preferences are being respected”.
Interrelationship of Article 12 with other Provisions of the Convention
Article 8 – Awareness raising

The Draft General Comment aptly notes the historical and contemporary context of decision making for people with disabilities, which involves discriminatory denial of their right to make decisions and exercise legal capacity. This discrimination exists in formal legislative and policy frameworks; however, it is also culturally imposed through informal societal practices and attitudes. People with disabilities face assumptions that they are incapable or unworthy of making their own decisions. This includes at tribunal proceedings, when receiving paid support by service providers, or when receiving unpaid support in the family home. 
In the ACT, the Guardianship and Management of Property Act stipulates that Guardians must seek and act upon the expressed wishes of the person with disability whenever possible. However, our research and individual advocacy work indicate that in many cases, culturally imposed prejudice against a person’s disability prevents this aspect of the legislation from being put into practice; the person with disability is often not asked for their views, nor are their views taken into consideration
 
. It is inadequate to develop laws that abolish substitute decision-making in isolation from addressing cultural expectations and assumptions. 

The Committee should include comment on Article 8 of the CRPD in relation to Article 12 and recommend that States Parties promote awareness raising programs specifically focused on fulfilling the rights of persons with disabilities under Article 12 of the CRPD through cultural change.
Recommendation 6: Given the particular cultural barriers to legal capacity for people with disabilities, the Committee should:

· Include comment on the intersection of Article 12 with Article 8 of the CRPD;

· Recommend that States Parties resource awareness raising programs specifically focused on fulfilling the rights of persons with disabilities under Article 12 of the CRPD.

Restrictive practices (Articles 15, 16 and 17) – Paragraph 38

Restrictive practices are used against people with disabilities on the basis of their disability. They deny the decision-making capacity of people with disabilities and must be discussed in the General Comment on Article 12. Restrictive practices involve any practice that restricts the rights or freedom of movement of a person with disability. This includes:
· Seclusion – physical confinement of a person with disability in a room or space; 
· Chemical restraint – the use of medication or chemical substance for the primary purpose of controlling a person’s behaviour. This does not include medications prescribed by a health professional to treat a medical or psychiatric condition, which if administered without the persons consent would constitute forced medical or psychiatric treatment, and which can be administered through use of restraint;
· Mechanical restraint – use of a device to restrict a person’s movement;
· Physical restraint – use of action or physical force to restrict a person’s movement for the primary purpose of controlling a person’s behaviour;
· Environmental restraint – changing, interfering, or controlling the person’s environment for the primary purpose of restricting a person’s behaviour or movement;
· Psycho-social restraint – use of ‘power-control’ strategies.

Although restrictive practices are explicitly used to manage ‘challenging behaviour’, it is increasingly being acknowledged that challenging behaviours are legitimate forms of resistance, protest, or expression of unmet need used by people with communication barriers. 
 
 Restrictive practices are fundamental denials of a person’s legal capacity as they have the effect of supressing or removing a person’s ability to communicate and have acknowledged their needs, will and preferences. Often a person’s self-expression is seen as ‘challenging behaviour’, where their behaviour or interests are unconventional or inconvenient for support people or the community.
 
Restrictive practices are effectively used as a method for controlling a person with disability. They can cause physical and psychological pain and harm. They can be used as a form of discipline or for the purposes of degrading or humiliating the person with disability.

Despite this, in the ACT there is no legislation that explicitly covers the use of restrictive practices against people with disabilities. These practices are performed in the absence of any monitoring mechanism. They are administered by paid support workers and unpaid carers, both inside and outside of established behaviour management protocols developed by health professionals and organisations providing disability support. 

As recommended by the Committee in the Draft General Comment regarding forced medical or psychiatric treatment, States Parties should also be obliged to provide access to support for people with disabilities to prevent restrictive practices and enable them to exercise their legal capacity. Positive supports that cater to the person’s individual needs and assist the person to communicate should be implemented instead of restrictive practices. People with disabilities also require access to support for decisions about their own behaviour support plans and protocols. Policies and legislative provisions should be established to ensure that restrictive practices used on the basis of disability or disability support needs are eliminated.
Recommendation 7: That States Parties must provide access to support for people with disabilities that prevents the use of restrictive practices and enables people with disabilities to exercise their legal capacity. This includes access to positive behaviour support alternatives that support a person’s communication, and support for decisions about behaviour support plans and protocols.
Recommendation 8: States Parties must legislate to prevent the use of restrictive practices on the basis of disability or disability support needs.
Implementation at the national level and main implementation gaps
Development of research – Paragraph 47

Advocacy for inclusion recommends that “best practices” be replaced with “good practices” to avoid reinforcing the misconception that there is such a thing as a fixed ‘right’ way to support human rights. This Draft General Comment demonstrates that societal and international human rights expectations are always progressing and evolving. “Good practices” better reflects this notion.
Recommendation 9: Change paragraph 47 as follows: “The Committee encourages States Parties to undertake or to devote resources to the development of research on best good practices respecting the right to equal recognition of legal capacity and support to exercise legal capacity.”
Conclusion

The Draft General Comment proposes a robust and progressive framework, which has the potential to clarify ongoing misunderstandings about expectations under Article 12 of the CRPD. In particular, Advocacy for Inclusion applauds the clear statement that legal capacity must not be granted on an assimilationist basis, and that support to exercise legal capacity should never amount to substitute decision-making, which is fundamentally a denial of legal capacity. 
This submission outlines areas for development to ensure supported decision-making and substitute decision-making are clearly distinguished, as well as suggestions for recommendations on the implementation of Article 12. Advocacy for Inclusion thanks the Committee for the opportunity to participate in the development of the General Comment for Article 12.















� Proposed amendments in the ACT Mental Health (Treatment and Care) Amendment Bill 2013 include the first recognition of supported decision-making in ACT law; however this is yet to be enacted.


� Advocacy for Inclusion. (2012). Supported Decision Making, legal capacity and guardianship. http://www.advocacyforinclusion.org/publications/supported_decision_making_legal_capacity_and_guardianship2012final.pdf


� Advocacy for Inclusion. (2013). “Ask me. I make my own decisions”: Report on the findings of a study into the experience of control and choice of people with disabilities in the ACT. http://www.advocacyforinclusion.org/index.php/publications-home/decision-making


�WA Disability Services Commission. (2012). Voluntary code of practice for the elimination of restrictive practices. http://www.disability.wa.gov.au/Global/Publications/For%20disability%20service%20providers/Guidelines%20and%20policies/Behaviour%20Support/Voluntary%20Code%20of%20Practice%20for%20the%20Elimination%20of%20Restrictive%20Practices.pdf 


� Ramcharan, P. (2009). A view from people with disabilities and family carers: A final research report to the Office of the Senior Practitioner. Page 2. Retrieved from http://www.dhs.vic.gov.au/__data/assets/pdf_file/0008/608588/osp_experiencesofrestrictivepractices_pdf_0509.pdf


� Shadow report by CRPD Civil Society. (2012). Disability rights now: Civil Society report to the United Nations Committee on the Rights of Persons with Disabilities.


� Advocacy for Inclusion. (2013). Submission to the National Framework on Restrictive Practices. http://www.advocacyforinclusion.org/index.php/publications-home/restraint


� Shadow report by CRPD Civil Society. (2012). Disability rights now: Civil Society report to the United Nations Committee on the Rights of Persons with Disabilities.





Advocacy for Inclusion – Submission to Draft General Comment on CRPD Article 12                                                        Page 2 of 8

