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Article 1:

Purpose

We strongly support the Expert Working Group’s formulation of this article.  However, we urge the incorporation of the additional concept of ‘dignity’ into the article.  Rights and dignity are independent concepts, and recognition of rights alone will not necessarily ensure persons with disability will be treated with dignity. Apart from its potential mention in the title of the convention, the concept of dignity will not otherwise appear in this convention, unless it is included in this article or under Article 2: General Principles.

The article might therefore read:

The purpose of this Convention shall be to ensure the dignity and the full, effective and equal enjoyment of all human rights and fundamental freedoms by persons with disability.

Article 2:

General Principles

We generally support the Expert Working Group’s formulation of this article.  However, we urge several additions to encompass other general principles upon which the convention ought to be based.  

The additional principles proposed are:

(f)
Equality between women and girls and men and boys;

(g)
Protection from exploitation, violence, victimisation, vilification, harassment, abuse and neglect;

(h)
Recognition and respect for the ability and contribution of people with disability to society and to the political, social, economic and cultural diversity and wellbeing of the community.

In support of these proposals, we make the following observations:

· Many delegations, non-government organisations, and independent experts have called for specific recognition of equality between women and girls and men and boys in this convention. We therefore suggest that this ought to be one of the ‘general principles’ on which the convention is based.

· People with disability are subject to significantly higher levels of exploitation, violence, victimisation, vilification, harassment, abuse and neglect than other members of the community. All people with disability are at increased risk, but particular groups, including women and children with disability and people with multiple and severe impairments, are at particular risk.  We therefore strongly recommend that a fundamental principle of this convention should be protection from these harms.
· There is often too much emphasis on the inability of people with disability and what we need from the community.  There is not enough emphasis on what we contribute to the political, social, economic and cultural diversity and wellbeing of the community.  We therefore believe that there should be a fundamental principle incorporated into the convention that recognises our contribution.

Additionally, we note that the article current separates into separate sub-paragraphs the concepts of equality and non-discrimination.  In essence, these are the positive and negative expressions of the same ethical idea.  We therefore suggest that they are combined into a single sub-paragraph:  

(b) equality and non-discrimination.

Article 3:

Definitions

This article should only define those terms necessary to understand the text of the treaty as a whole.  Where a term only has application in a specific article, we suggest that it be defined in that article.

Accessibility

The concept of accessibility permeates the whole convention.  We therefore believe this concept should be defined in Article 3: Definitions. In this respect we recommend a plain language outcome-based definition of the terms ‘access’ ‘accessible’ and ‘accessibility.’ A more detailed functional exposition of these concepts, such as that included in the Bangkok draft, runs the risk of creating potential lacunas of meaning, and potentially time-locks the convention into the present by relying on contemporary understanding of best practice in accessibility, which is likely to change as the environment and technology evolve.  An outcome-based, plain-language definition of accessibility might be framed as follows:

“Accessibility:” In this convention the terms “access” “accessible” and “accessibility” shall mean the ability to use or understand on the basis of equality of outcome with others.

 Communication

Although all means of communication and communication technologies, used by people with disability should be recognised by the convention, the proposed definition of ‘communication’ in this article is currently overly prescriptive.  In attempting to exhaustively set out all communication forms, there is a risk that the definition may omit specific forms of communication used by some individuals.  It may also time lock the convention’s understanding of communication to the current level of technological capability, which is likely to change rapidly over time.  

We therefore suggest a simpler outcome-based definition of communication, which is more capable of evolving over time: 

“Communication:” In this convention “communication” includes all forms of alternative and augmentative communication used by people with disability to communicate on the basis of equality with others.

 Disability

We strongly support the incorporation of a definition of disability into the convention.  In this respect we believe that such a definition should be broad and inclusive and should encompass all impairment groups (including people with disability resulting from long-term health conditions such as HIV/AIDS), and should recognise that disability may be permanent, temporary, episodic, or transitory in nature.  

A broad and inclusive definition of disability is recommended for a number of reasons. Most significantly, it is critical that the class of persons entitled to the protections provided by the convention is clearly identified.  Failure to identify the class may result in some States refusing to recognise particular impairment groups as entitled to this protection.  In the Asia Pacific region for example, failure to explicitly define people with psychiatric disability or HIV/AIDS as persons with disability is likely to result in some States denying the protection of the convention to these groups. The convention therefore would not stimulate the fundamental changes required in some societies to protect the human rights of some groups. 

Additionally, from a legal perspective, it is important that the obligations imposed on States by the Convention are clearly ascertainable.  Unless the population group to whom this convention applies is ascertainable, it will give rise to uncertainty and conflict, particularly in relation to any monitoring and complaint (communication) procedures under the convention.

Views have been expressed in the Ad Hoc Committee that the class of persons to benefit from the convention should be confined to “traditional disability groups” (apparently meaning people with physical, sensory and intellectual impairments).  These views appear to arise primarily from a concern that States not be required to spread attention and scarce resources more thinly over ‘new’ population groups.  

In response to this concern, we note that this convention will provide a wide range of human rights protections for people with disability.  Some of these human rights simply restrain negative conduct, while others involve intensive positive measures.  In this respect a major distinction needs to be drawn between eligibility for protection under the convention, and the targeting of positive measures to specific population groups with high needs.  It is our view that the convention can provide for the former without compromising the capacity of States to do the latter.

Some States and non-government organisations have called for a social model definition of disability. The main tenet of the social model is that, while people may be limited by impairment, it is society that disables people, by establishing and maintaining institutional, social and physical barriers to access and inclusion with society.  The social model places the ‘problem’ of disability in the social environment, rather than in the ‘pathology’ of the individual. Its action implication is social change rather than personal cure. 

The entitlement to protection under this convention must, however, be established at the level of impairment rather than disability. This is necessary to avoid the problems that have emerged in superior Court interpretation of definitions of disability in anti-discrimination legislation in the United Kingdom and the United States of America, which have resulted in the denial of protection to people with impairments on the basis that they are not sufficiently “disabled” to justify protection. There is a genuine risk that a social model definition, which fails to incorporate a direct and objectively ascertainable connection to underlying impairment, will fail to provide necessary protection for many people with disability. 

Avoidance of this risk therefore requires a blending of the social model of disability with a physiological and psychosocial definition of disability. In this respect it is important to note that all of the substantive articles of the convention identify and respond to the social and environmental barriers encountered by people with disability, so the convention has achieved its objective of being based in a social model of disability.  This is not the work required of the definition of disability. As noted above, the work required of the definition of disability is to identify the class of persons entitled to the protection of the convention.  

In this respect we believe that the definition of disability included in the Australian Disability Discrimination Act 1992 is an appropriate starting point:

“Disability:” In this convention “disability” means: 

(a) 
total or partial loss of the person's bodily or mental functions; or 

(b) 
total or partial loss of a part of the body; or 

(c) 
the presence in the body of organisms causing disease or illness; or 

(d) 
the presence in the body of organisms capable of causing disease or illness; or 

(e) 
the malfunction, malformation or disfigurement of a part of the person's body; or 

(f) 
a disorder or malfunction that results in the person learning differently from a person without the disorder or malfunction; or 

(g) 
a disorder, illness or disease that affects a person's thought processes, perception of reality, emotions or judgment or that results in disturbed behaviour; 

and includes a disability that:

(h) 
presently exists; or 

(i) 
previously existed but no longer exists; or 

(j) may exist in the future; or 

(k) is imputed to a person. 

Discrimination on the ground of disability

We strongly support the incorporation of a broad definition of discrimination on the ground of disability into the convention. A definition of discrimination is currently set out in Article 7: Equality and Non-Discrimination at paragraph 2(a). We support this definition in principle, but suggest it requires some further elaboration to properly encompass the concepts of both direct and indirect discrimination. The current draft text only deals direct discrimination.

We are concerned about the reference to ‘systemic’ discrimination in this definition.  It is not clear what meaning this term is intended to convey that is not already encapsulated within the meaning of ‘indirect’ discrimination.  Indirect discrimination is essentially structural (or systemic) in nature. If structural discrimination is defined separately to indirect discrimination, what does the term indirect discrimination mean? It is therefore suggested that reference to systemic discrimination be deleted. 

We also strongly recommend that discrimination on the ground of disability be defined to include less favourable treatment of an associate of a person with disability because of that other person’s disability or because of the association. 

Article 7 of the convention must set out a clear obligation on States to impose a positive duty on State and non-State actors to make reasonable adjustments to meet the participation requirements of people with disability.  The definition of discrimination on the ground of disability must then make it clear that failure to provide reasonable accommodation amounts to discrimination on the ground of disability. 

The definition must also cover situations where a discriminatory act is done for two or more reasons, where one of those reasons is the disability of the person, even if this was not the dominant or a substantial reason for the act being done.

Taking these concerns into account, discrimination on the ground of disability might be defined as follows:

“Discrimination on the ground of disability” includes:

(a)
any distinction, exclusion, or restriction on the ground of disability which has the purpose or effect of nullifying or impairing the recognition, enjoyment or exercise of human rights and fundamental freedoms in any area of life; or

(b) 
any act, criterion, provision, practice, policy, rule or arrangement which, although not explicitly based on disability -

(i) 
has a disproportionate impact on persons with disability or persons with particular disability;

(ii)
 has the purpose or effect of nullifying or impairing the recognition, enjoyment or exercise of human rights and fundamental freedoms in any area of life; and

(iii)
 cannot be objectively justified as a reasonable and proportionate means of achieving a legitimate aim.

(c)
 failure to provide reasonable adjustments to facilitate the participation of a person with disability in any area of life; or

(d) 
an act is done for two or more reasons, where disability is one of those reasons, whether or not it is the dominant or a substantial reason for doing the act; or

(e) 
less favourable treatment of an associate of a person with disability because of that other person’s disability or because of the association.

 Language

We support in principle the view that a definition of “language,” which incorporates oral-aural language and sign language, should be incorporated into this article.

Reasonable Accommodation

We strongly support the view that the concept of reasonable adjustment/accommodation and positive measures needs to be included in this convention.  However, in our view, the appropriate place to deal with this issue is in Article 7: Equality and Non-Discrimination.  

Universal Design

We prefer the use of the term “universal design” to “inclusive design,” on the basis that universal design encompasses broader principles than inclusion. The concept of universal design is already defined and is well understood. We therefore believe that this existing definition should be incorporated into the convention:

“Universal Design:” In this convention universal design means the design of products and environments to be used by all people to the greatest extent possible without the need for adaptation or specialised design.

Article 4:

General Obligations

We generally support the Expert Working Group’s formulation this article.  However, we are strongly of the view that the human rights set out in the convention must be enforceable at the domestic level, and therefore that the convention must oblige States to provide domestic remedies for the breach of these rights.  In this respect, many people with disability will require legal assistance in order to assert their rights under this convention. Some people with disability (especially those with cognitive disability and severe sensory disability) will also require modified and flexible procedure and rules of evidence if they are to have effective remedies under this convention. Current legal processes and rules are in many respects very ‘disabling’ of people with impairments and result in the denial of our claims to justice.

To address this issue, we propose incorporation into this article an amended version of the proposed text concerning remedies from the Bangkok draft:

3. States Parties to this convention undertake:

(a) To ensure that any person, or class of persons, whose human rights under this convention are violated shall have an effective remedy, whether the violation has been committed by persons or entities acting in an official capacity or by private persons or entities;

(b) To ensure that any person claiming such a remedy shall have his or her right thereto determined by a competent judicial, administrative, or legislative authority, or by any other competent authority provided for by the legal system of the State;

(c) To ensure that any person claiming such a remedy shall have the right to seek from such competent authorities just and adequate reparation or satisfaction for any damage suffered as a result of the breach of his or her human rights;

(d) To ensure that the competent authorities shall enforce such remedies when granted.

4.
States Parties to this convention shall recognise that access to effective remedies may require the provision of free legal assistance to persons with disability and the modification or flexible application of existing laws and practice regulating matters of procedure and evidence.

Many delegations, non-government organisations and independent experts have called for this convention to incorporate a framework for international cooperation.  In light of the central role of international cooperation in achieving the rights set out in this convention, we suggest the incorporation of an additional paragraph into this article imposing an obligation on States to cooperate in order to achieve the objectives of the convention.  It will also be helpful to define what is meant by international cooperation. This should include bilateral and multilateral action, including through international intergovernmental organisations and civil society.  It should involve information exchange; technical and scientific cooperation, exchange and advise; harmonisation of laws with cross-jurisdictional impact; and the incorporation of disability perspectives into international efforts to promote development and eradicate poverty. This additional paragraph might be in the following terms:

5.
States Parties to this convention undertake to engage in international cooperation to ensure the progressive realisation of all human rights set out in this convention for all the world’s people with disability. International cooperation means bilateral and multilateral action, including through international intergovernmental organisations and civil society, and shall include: information exchange; technical and scientific cooperation, exchange and advise; harmonisation of laws with cross-jurisdictional impact; and the incorporation of disability perspectives into international efforts to promote development and eradicate poverty.

Article 5:
Promotion of Positive Attitudes to Persons with Disabilities

We strongly support the Expert Working Group’s formulation of this article. 

Article 6:

Statistics and Data Collection

We support the inclusion of Article 6 in principle but note that statistics and data collection are not appropriately characterised as a human right. They represent operational activities that should be included with other operative provisions at the end of the convention among those measures that relate to the monitoring and implementation of the convention.

We believe that statistics and data collection on the prevalence of disability and enjoyment of human rights by people with disability is essential to effective policy development, planning and evaluation of disability initiatives at both the national and international levels.  In this respect, we suggest that the opening paragraph of this article could be improved in four ways. 

1. By incorporating direct references to ‘planning’ and ‘evaluation’ as activities supported by effective statistics and data collection. 

2. By making it clear that States have a direct obligation to collect, analyse and codify disability-related statistics and other data, rather than to merely ‘encourage’ others to do this.  

3. By inserting a requirement that States make disability related statistics and other data publicly available. This will facilitate effective policy development, planning and evaluation by the private sector.  

4. By clarifying that statistics are to be collected in relation to the ‘incidence’ of impairment and disability – the oblique reference to ‘information on disabilities’ leaves the obligation too uncertain.  

The revised paragraph would therefore read:

In order to formulate, implement, and evaluate appropriate policies and plans to protect and promote the rights of persons with disability, States Parties shall collect, analyse, codify and publish statistics and other information in relation to the incidence of impairment and disability and the effective enjoyment of human rights by persons with disability.

We also believe there should be an amendment to paragraph d of the article to require statistics and data collection to be disaggregated into specific population groups (eg by gender and by racial, ethnic, linguistic and religious minorities) and locality, to assist in effective planning and targeting of social assistance.

It is generally accepted that disability statistics and other data play an important role in policy development, planning, and evaluation of international aid programs, standards development, and trade liberalisation measures etc. The development of consistent statistical and data collection methodologies between countries is therefore a key priority for international cooperation. For this reason we recommend the inclusion of an additional paragraph in this article promoting the development, through international cooperation, of consistent statistical and data collection methodologies between States.

States Parties to this convention shall take progressive measures within a framework of international cooperation to harmonise disability statistics and data collection.
Article 7:

Equality and Non-Discrimination

The principles of equality and non-discrimination are central in this convention.   The current draft article can be improved both in terms of its structure and content in a number of respects.  

Article 7 currently includes a definition of discrimination on the ground of disability.  We believe a definition of discrimination should be incorporated into the definitions section of the convention, rather than in this article, as the concept of non-discrimination is used throughout the convention (see our commentary on Article 3 above for a proposed definition).

In terms of structure, we believe the article should commence with an obligation on States to take immediate and effective measures to achieve equality of opportunity for people with disability.  We are concerned that the reference to equality in paragraph 1 is to ‘equality before the law.’  That concept is dealt with under Article 9: Equal Recognition as a Person Before the Law.  The relevant concept in this article is equality of opportunity.  

Next, we recommend that the article contain an obligation on States to take immediate and effective measures to eliminate discrimination on the ground of disability, and to guarantee to all persons with disability equal and effective protection from discrimination on the ground of disability.  The article currently confuses the ground of discrimination to be eliminated under this convention by citing a range of social disadvantages in addition to disability.  The intention may be to prohibit discrimination on the ground of disability even if disability is only one of the factors that result in discrimination, but if this is so, the article fails to make this clear.  To clarify the meaning of this sentence it is suggested that it is replaced with a sentence that states that discrimination on the ground of disability includes an act done for two or more reasons, where one of the reasons is the disability of the person, whether or not disability is the dominant or substantial reason for the act being done.
 We have proposed this addition in the definition of discrimination set out in our discussion of Article 3 (above).

Next, the article should set out a clear obligation on States to impose a positive duty on State and non-State actors to make reasonable adjustments to meet the participation requirements of people with disability.  The definition of discrimination on the ground of disability must then make it clear that failure to provide reasonable accommodation amounts to discrimination on the ground of disability (again, refer to our proposed definition of discrimination on the ground of disability above).

It is also suggested that the article should set out exceptions to the prohibition of discrimination, which in our view ought to be limited to exceptions based on the public order, ‘active (special) measures’ and unjustifiable hardship.  These exceptions ought to be very narrowly framed, so as to ensure that other human rights obligations continue to apply, and that while the measure itself may be excepted, all acts done in its administration and implementation remain subject to the prohibition on discrimination.  They should also be expressed as subject to the principle of the least restrictive alternative, and acceptance of an active measure by a person with disability must be voluntary.  

Taking these proposals into account, it is suggested that the article is redrafted as follows:


Equality and Non-Discrimination

1. States Parties to this convention shall take immediate and effective measures to ensure equality of opportunity for persons with disability in all areas of life.

2. States Parties to this convention shall take immediate and effective measures to eliminate discrimination on the ground of disability in all areas of life, and to guarantee to all persons with disability protection against discrimination on the ground of disability.

3. States Parties to this convention shall take immediate and effective measures to impose a positive duty on State and non-State actors to make reasonable adjustments to facilitate the participation of people with disability in all areas of life on the basis of equality with others.  

4. States Parties to this convention shall excuse discrimination on the ground of disability only in exceptional circumstances:

(a) Where the measure resulting in discrimination is necessary for the ordre public. States Parties to this convention shall ensure that where discrimination on the ground of disability is necessary for ordre public, such discrimination will be the least restrictive absolutely necessary in the particular circumstances.

(b) Where the adjustment required to facilitate the participation of a person with disability would constitute an unjustifiable hardship, having regard to the benefit of the adjustment to the individual, any broader benefits of the adjustment to the community, and the resources available to the discriminator;

(c) Where the measure is a positive measure designed to benefit a particular person or class of persons with disability.  States Parties to this convention shall ensure that all acts done in the administration and implementation of a special measure remain subject to the prohibition on discrimination on the ground of disability.

States Parties to this convention shall ensure that where discrimination on the ground of disability is excused under this paragraph, all other human rights set out in this and other human rights conventions shall continue to apply.
Article 8:

Right to Life

We strongly support the inclusion of the Right to Life in this convention however, we wish to highlight that the current formulation of the right is essentially the same as that set out in Article 6 of the International Covenant on Civil and Political Rights. It is suggested that the right should be more directly applied to the specific risks to life faced by persons with disability.

The lives of people with disability are often regarded as inferior to those without disability.  As a result, medical and social interventions are often denied or restricted to people with disability, or given secondary priority. In the absence of these interventions people with disability sometimes cannot survive or develop to their full potential. There is general acceptance of the fact that people with disability are subject to greater levels of violence and abuse leading to higher mortality.  In light of this it is suggested that States must accept a special obligation to protect the lives of people with disability.

The expression of the Right to Life in the Convention on the Rights of the Child includes a right to survival and development.  We strongly suggest that a similar right be incorporated into this convention with respect to people with disability.  

Pre-natal genetic testing to detect chromosome variations that may result in impairment is most often used for the purposes of supporting selective termination on the basis of that impairment.  In this respect, it should be noted that the Human Genome Project, whatever the benefits it may offer people with disability, also represents a fundamental eugenic threat to the continued existence of many impairment groups.  For this reason, we believe that this convention should attempt to erect an ethical constraint on the use of genetic information for the purpose of preventing the lives of children with disability. 

This obviously presents a difficult ethical challenge, not least because of its potential impact on the choice of women in relation to pregnancy. However, it might be possible to address this issue more indirectly.  For example, much of the information that is made available to parents at the time of genetic testing and immediately following the birth of a child with disability is overwhelmingly negative and inaccurate, and induces parents to opt for termination of pregnancy or withdrawal of life sustaining treatments.  It is possible to impose an obligation on States to ensure that prospective parents of a child with disability receive positive and realistic orientation to their child and its future life.  This may reduce the chances that parents will opt for termination of pregnancy.

The ability to detect impairment prior to birth brings with it grave risks that both States and private actors – such as insurers – may deny or restrict social assistance to children with disability and parents where parents make a conscious decision to proceed with a pregnancy where disability has been detected prior to birth.  This convention must eliminate any risk that social assistance will be denied or limited to parents or children with disability in circumstances where a genetic variation was detected prior to birth.

Taking into account these proposals, the article might be redrafted as follows:

1.
States Parties reaffirm the inherent right to life of all persons with disability, and shall take all necessary measures to ensure the protection and enjoyment of this right.

2.
States Parties to this convention shall ensure to the maximum extent possible the survival and development of the person with disability. 

3.
States Parties to this convention shall take immediate and effective measures to discourage termination of pregnancy on the basis of actual, suspected, imputed, assumed or possible future disability.  This shall include:

(a) Establishing ethical standards and guidelines for genetic information and counselling services;

(b) Ensuring that information and support provided to parents during the pre-natal period provides a positive orientation to the child with disability;

(c) Ensuring the availability of all necessary post natal information and support to parents and the child with disability;

(d) Prohibiting State and non-State actors from limiting or refusing social assistance on equal terms with others on the basis of a parental decision to bear a child with disability.

Article 9:

Equal Recognition as a Person Before the Law

We strongly support the principles set out in draft Article 9, but suggest that they require refinement in a number of key respects.

The terminology of paragraph (a) ought to be strengthened to more closely reflect Article 16 of the International Covenant on Civil and Political Rights, from which it is derived. In its current form, it is of lesser scope than its parent article, and therefore has the potential to derogate from it. It is also suggested that the next paragraph in the article should incorporate the important principle of equality and equal protection before the law contained in Article 26 of the International Covenant on Civil and Political Rights, which is currently missing from the draft text.  These paragraphs might be expressed as follows:

States Parties to this convention shall recognise that all persons with disability have the right to recognition everywhere as a person before the law. 

States Parties to this convention shall recognise that people with disability are equal to all other persons before the law, and are entitled to the protection of the law on the basis of equality with others.

We also propose a stronger formulation of the right to recognition of legal capacity set out in paragraph (b). The word ‘accept’ does not impose a sufficiently active obligation on States.  Article (b) is also not drafted in a manner that interlocks well with paragraph (c), which concerns substitute decision-making arrangements.  A key issue in this respect is the presumption of legal capacity, rather than incapacity.  To address this concern the paragraph might be reformulated in terms similar to Article 15 of the Convention on the Elimination of All Forms of Discrimination Against Women, as follows:

States Parties to this convention shall recognise that all persons with disability have the right to be presumed to have full legal capacity to make decisions in all areas of life.

Paragraph (c) of Article 9 is controversial. Views have been expressed which are opposed to adult guardianship and substitute financial management arrangements. We acknowledge that in many parts of the world forms of adult guardianship (or trusteeship) have resulted in the denial of the legal and social personality of the individual with disability, and in the abuse and neglect of their human rights. However, the absence of decision-making and financial management arrangements for adults with cognitive disability has also resulted in extensive exploitation, abuse and neglect.  This includes exploitation of the person’s financial resources, sometimes even by family members; failure to perform beneficial medical and dental procedures on the basis that there is no-one to consent or advocate for them; and, failure to protect against harmful or unnecessarily restrictive interventions, for example, non-therapeutic sterilisation, polypharmacy, and aversive behaviour management procedures etc.  We are therefore firmly of the view that appropriately safeguarded substitute decision-making and financial management arrangements are essential to protect and promote the rights of some people with disability. 

We note that the Ad Hoc Committee’s attention has been drawn to a proposal for ‘Supported Decision-Making’ elaborated initially by the Canadian Association of Community Living.  We applaud this proposal in two important respects.  First, for advocating a conceptual and linguistic change from ‘adult guardianship’ and ‘substitute decision-making’ towards ‘supported decision-making.’ This conceptual and linguistic change is far less damaging to the person with disability’s dignity.  Second, for affirming the principle that, wherever possible, supported decision-making should be undertaken on an informal basis by persons in a close supportive relationship with the person with cognitive disability.  However, this proposal for supported decision-making does not displace the need for formal supported decision-making and financial management arrangements for some people in some circumstances. 

Taking all of these considerations into account, the sub-paragraph might be reworded as follows:

(c) 
States Parties to this convention shall recognise that some persons with cognitive impairments, due to the nature of their impairment, or their social circumstances, will require formal assistance to exercise their legal capacity.  State Parties shall take immediate and effective measures to ensure such assistance is rendered.  The provision of such assistance shall be subject to rigorous safeguards of the rights of the person with disability, which shall include:

(i) This assistance will only be provided where informal supported decision-making facilitated by disinterested family, friends and or others with a close personal relationship to the person are insufficient in the circumstances;

(ii)
Incapacity shall only be determined by a competent, independent, administrative or judicial body, operating subject to judicial review;

(iii)  The paramount consideration in any substitute decision shall be the best interests of the person;

(iv) The person shall be protected from neglect, abuse and exploitation, and harmful or unnecessary medical, psychological, and other social interventions;

(v)  The person shall be assisted to obtain necessary or beneficial medical or dental treatment, and health and other social services;

(vi)  The assistance will be proportional to the degree of assistance required by the person concerned and tailored to their specific circumstances;

(vii)  The assistance will be limited in duration to what is required in the specific circumstances, and shall be subject to regular review by a competent independent administrative or judicial body, operating subject to judicial review;

(viii) The freedom of decision and freedom of action of such persons should be restricted as little as possible;

(ix) The views of the person in relation to the decisions to be made shall as far as possible be ascertained and taken into consideration by the decision maker;

(x) The assistance shall not interfere with the legal capacity, rights and freedoms of the person;

(xi)  The person shall have free access to legal aid in relation to any proceeding dealing with their legal capacity, including an appeal from such proceedings, and in relation to a decision to be taken pursuant to a finding of incapacity.

People with disability do not enjoy equality before the law in fact because legal procedures, rules, and practices are very disabling, especially for people with cognitive disability.  This results in a situation, for example, where women with intellectual or psychiatric disability are subject to higher levels of violence than virtually any other members of the community, but these crimes are rarely reported, and where they are reported, they are rarely investigated, where they are investigated, this rarely leads to prosecution, and where prosecutions occur, conviction is rare.  Paragraph (d) of Article 9 appears to require States Parties to make adjustments to legal procedure and rules of evidence to accommodate the participation needs of people with disability.  If this is the intention of the paragraph, then it ought to be more clearly worded, for example:

States Parties to this convention shall recognise that the full and effective enjoyment by people with disability of the right to equality before the law shall require the modification, adjustment and flexible application of legal procedures, practices and rules, including rules of evidence.  States Parties shall take immediate and effective measures to provide such accommodation, which shall include:

(i)
 Provision of information in plain-language and other formats accessible to people with disability;

(ii) 
Provision of personal assistance to understand legal procedures, practices and rules;

(iii)
 Recognising and facilitating access to alternative modes of communication, and communication technology, including Sign Language and Braille.

Article 10:

Liberty and Security of the Person

We strongly support the principles contained in draft Article 10, but believe they can be strengthened in several respects. 

Compulsory assistance has led to the abuse and neglect of the human rights of people with disability in all parts of the world.  However, the failure to render compulsory assistance in some circumstances has also lead to the abuse and neglect of the human rights of people with disability. Examples of persons who may be in need of compulsory assistance include persons with severe cognitive disability who engage in self-injurious behaviours that may lead to death or further impairment and persons with acute mental illness who refuse social assistance and risk death from exposure, violence or starvation on the street. We therefore do not view compulsory assistance as inherently incompatible with human rights, and argue that in some cases it is necessary for the realisation of human rights. 

Any form of compulsory assistance however must be subject to stringent procedural safeguards.  It is to these ends that our comments on draft Article 10 are directed.

It is crucial that paragraph 1 specifically states that any deprivation of liberty must be subject to judicial review independent of executive government. The use of executive discretion in the mental health context is a pervasive human rights abuse of people with psychiatric disability.  To address this concern it is proposed that an additional sub-paragraph be added to paragraph 1 in the following terms:

(c)
Shall have the absolute right to final determination of the right to liberty by a competent, independent, and impartial administrative or judicial body, operating subject to judicial review.

In relation to the safeguards set out in paragraph 2, four changes are proposed – three additional principles and an elaboration of the safeguards in relation to information set out in sub-paragraph 2(b).  The three additional principles are directed at ensuring the deprivation of liberty is the least restrictive alternative; that the person deprived of liberty continues to enjoy all other human rights; and that the person shall have access to free legal assistance in relation to all proceedings concerning deprivation of their liberty, including to appeal any decision providing deprivation of liberty.  

Taking these proposals into account this paragraph might now read:

2.
States Parties to this convention shall take immediate and effective measures to ensure that:

(a) 
Persons with disability deprived of their liberty are treated with humanity and respect for the inherent dignity of the human person, and in a manner that takes into account the needs they have because of their impairment or disability;

(b) 
Any deprivation of liberty of a person with disability is the least restrictive absolutely necessary in the circumstances;

(c)
 Persons with disability deprived of their liberty shall continue to fully enjoy all other human rights and freedoms;

(d) 
Persons with disability are provided with information about and support to understand the reasons for the deprivation of their liberty, and their means of redress.   This shall include:

(i) 
The provision of information in plain language or other formats accessible to people with particular disability or impairment;

(ii) 
Signed interpretation, at a competent level, where required;

(iii) 
Access to a competent support person to assist the person to comprehend his or her situation.

(e) 
Persons with disability deprived of their liberty shall be provided with prompt access to free legal and other assistance to:

(i) 
Challenge the lawfulness of the deprivation of their liberty before a court or other competent, independent, and impartial authority (in which case they shall be provided with a prompt decision on any such action)

(ii) 
Seek regular review of the deprivation of their liberty before a court or other competent, independent, and impartial authority;

(f) 
Persons with disability shall be provided with compensation in the case of unlawful deprivation of liberty, or deprivation of liberty based on disability, contrary to this convention.

Consistent with footnote 37 of the Expert Working Group text, we call for an additional paragraph in the article obliging States Parties to the Convention to reform laws and procedures that perpetuate the unnecessary arrest and detention of persons with disability.  This article would go some way to addressing the critical over-representation of people with disability, particularly those with psychiatric or intellectual disability, or brain injury, in criminal justice systems in most parts of the world.  

It is also strongly suggested that this article ought to provide for the diversion of people with cognitive disability from the criminal justice system where their arrest and/or detention is not in the interests of justice, and is not likely to result in the correction of the person.  Further, it is suggested that the article should require states to recognise the legal defence of mental illness to a criminal charge, where the act or omission leading to the charge is involuntary due to mental illness.

These paragraphs might be framed in the following terms:

3.
States Parties to this convention shall take immediate and effective measures to reform laws, policies, and procedures that result in the unnecessary arrest and detention of persons with disability on the basis of disability;

4.
States Parties to this convention shall take immediate and effective measures to divert people with cognitive disability from the criminal justice system where their arrest and/or detention is not in the interests of justice, and is not likely to result in the correction of the person.

5.
States Parties to this convention shall recognise the defence of mental illness to a criminal charge, where the act or omission the subject of the charge was involuntary due to the person’s mental illness.

As footnote 35 of the Expert Working Group text suggests, deprivation of liberty is frequently narrowly interpreted by States to apply only in the area of criminal justice. Paragraph 1 must therefore be more clearly expressed to apply to all forms of deprivation of liberty including involuntary detention in a treatment facility, involuntary institutionalisation, involuntary restrictions on freedom of movement, and involuntary chemical restraint. We therefore recommend the addition of a further sub-paragraph (5) that defines deprivation of liberty to include these situations.  This sub-paragraph might be in the following terms:

5.
Reference to deprivation of liberty in this article shall include detention in a criminal justice facility or program, involuntary detention in a treatment facility, involuntary institutionalisation, involuntary restrictions on freedom of movement, and involuntary chemical and other restraints.

We note the suggestion of the some delegations in the Third Session of the Ad Hoc Committee that the words ‘solely on the basis of disability’ be inserted into paragraph 1(b). We strongly disagree with this proposal. Disability should never be a justification for the deprivation of liberty. This includes a situation where an act is done for two or more reasons, where disability is one of those reasons, whether or not it is the dominant or a substantial reason for doing the act. 

Article 11:
Freedom from Torture or Cruel, Inhuman or Degrading Treatment or Punishment

We strongly support the terms of draft Article 11: Freedom from Torture or Cruel, Inhuman or Degrading Treatment or Punishment but suggest an additional paragraph proscribing non-therapeutic sterilisation of children with disability and adults with decision-making disability as inhuman and degrading treatment.  This paragraph might be in the following terms:

States Parties to this convention shall take immediate and effective measures to eliminate the practice of non-therapeutic sterilisation of children and young people with disability, and adults with decision-making disability, on the basis that this constitutes inhuman and degrading treatment.

It is also suggested that this article must proscribe the placement of persons diverted to the mental health system from the juvenile or criminal justice system on the ground of mental illness from placement in criminal justice facility. It is strongly felt that this must be clearly characterised as cruel, inhuman, degrading treatment and punishment.  Services and supports for such individuals must be provided in appropriate mental health services located in the general community.  Health and social services should never be used as a form of punishment.  

The paragraph might be in the following terms:

States Parties to this convention shall take immediate and effective measures to ensure that persons diverted from the juvenile and criminal justice systems on the ground of mental illness are provided with appropriate services and supports in the general community, and are not incarcerated in juvenile or criminal justice facilities. 

The final phrase of paragraph 2 in Article 11 is repeated in paragraph 2 of Article 12. It might therefore be deleted from Article 11.

Article 12:

Freedom from Violence and Abuse

We strongly support the thrust of Article 12 but recommend a number of amendments to increase the clarity and scope of the article. 

The phrase “in and out of the home” in paragraph 1 should be replaced with the phrase “in all aspects of life,” as this term better encompasses the various domains in which people with disability are vulnerable to violence and abuse. 

Harassment, victimisation, vilification, economic exploitation and emotional abuse need to be added to the types of harm specified in paragraphs 1, 3, 4 and 5. 

This article also needs to be strengthened in its references to the measures required to be taken by States, in terms of enacting prohibitions of harms against people with disability, the establishment of protective services to investigate and prosecute these harms, and support services for victims.  

The article should address the fact that people with disability are systemically excluded from programs and services provided to the general population that have the aim of reducing exposure to violence, and emergency and short-term residential and other support services provided to people escaping violence. The article ought to therefore include a paragraph guaranteeing that violence prevention and relief services are fully accessible to people with disability.

The term “judicial involvement” in paragraph 6 is vague and uncertain, and ought to be clarified.  Laws, legal procedures, and rules of evidence need to be modified, adjusted and applied flexibly if they are to effectively combat crimes perpetrated against people with disability, including crimes of violence and abuse. The article should contain an acknowledgement that certain groups of people with disability are subject to even greater levels of abuse, particularly women and children with disability, indigenous people with disability, and people with multiple and severe impairments.

Apart from these substantive issues, the article is unnecessarily dense and repetitive.

Taking into account the concerns outlined above, article 12 might be reformulated as follows:

1.
States Parties to this convention shall recognise that persons with disability are at greater risk of harm than other people in all aspects of life.  These harms include physical, sexual and emotional violence and abuse, harassment, victimisation, vilification, sexual and economic exploitation, abduction, neglect, negligent treatment and injury.

2.
States Parties to this convention shall therefore take immediate and effective measures, including all required legislative, administrative, social, educational and other measures, to protect people with disability from harm. Such measures shall include:

(i) The enactment and enforcement of laws prohibiting harms against persons with disability. Such laws shall carry criminal and administrative penalties commensurate with the serious of the harm they proscribe;

(ii) The establishment of protective services and procedures for the identification, reporting, referral, investigation, and prosecution of harms against persons with disability;

(iii) The modification, adjustment and flexible application of legal procedures, practices and rules, including rules of evidence, to facilitate the effective investigation and prosecution of harms against persons with disability;

(iv) Continuing professional education for persons working in investigatory, prosecutorial, and judicial roles aimed at developing their knowledge and sensitivity in relation to harms against persons with disability;

(v) Protection from forced intervention or forced institutionalisation aimed at correcting, improving, or alleviating any actual or perceived impairment;

(vi) Harm prevention and minimisation measures, including the provision of information and public education; 

(vii) Assistance to victims of harm, including medical, health, psychological and other support services, that will promote recovery and social reintegration;

(viii) Ensuring all programs and services provided to the general population aimed at reducing exposure to harm, and to persons escaping harm, are accessible to persons with disability;

(ix) Effective monitoring of all public and private services, facilities and programs for people with disability.

3.
States Parties to this convention shall recognise that certain groups of people with disability are especially at risk of harm, including women, children and young people with disability, indigenous people with disability, and people with multiple and severe impairments.  States Parties to this convention will take immediate and effective special measures to protect these groups from harm.

Article 13:
Freedom of Expression and Opinion, and Access to Information

The ability to communicate and receive information in Braille, sign language, plain-language, and by other alternative or augmentative means is an instrumental pre-condition to the exercise of the civil and political right of Freedom of Expression.  It is therefore appropriate that accessible means of communication are given detailed attention in this Convention.  Nevertheless, accessible means of communication are only one dimension of the human right of Freedom of Expression.  The current drafting of this article creates the risk that accessible means of communication will be taken to be the only dimension of the right of Freedom of Expression applicable to people with disability.  

This article also combines two distinctly different ideas – the right to freedom of expression and opinion, and the right to accessible information. In our view these rights ought to be dealt with separately. The dimensions of access to information are already dealt with in Article 19: Accessibility, and in our view, should therefore be elaborated within that article.  Article 13 should then be confined to the issue of Freedom of Expression and Opinion.

In our view, paragraphs (a) to (g) are overly prescriptive implementation measures, and are more appropriately included in guidelines or standards to be developed pursuant to the convention, rather than in the convention itself.  

Sub-paragraph (b) requires States parties to ‘accept’ the use of alternative modes of communication. The article should be significantly strengthened to require official recognition of sign language.  In most States of the world, sign language is not officially recognised.  This results in inequality before the law, and an inability to enjoy other rights and duties of citizenship for people who are deaf.  A number of States, including most recently New Zealand, have recognized sign language as an official language. We believe it is critical that this emerging human rights norm is mandated in this convention.

This article (and/or the article dealing with accessibility) must include the obligation to provide information in plain-language formats that will facilitate comprehension of information by people with cognitive disability or people who have limited literacy.

Additionally, some of the terms of the article require refinement – “equal footing” in the opening paragraph should be amended to read “on equal terms” and the term “encouraging” in sub-paragraph (f) should be significantly strengthened to read “requiring.”  This would more properly address the fundamental importance of non-State actors also being bound by the terms of this convention, given the impact of their activities on the lives of people with disability.

Taking into account these proposed revisions, it is suggested that Article 13 be redrafted as follows:



Freedom of Expression

1.
States Parties to this convention shall recognise in respect of people with disability that the right to freedom of expression and opinion includes the ability to communicate, on the basis of equality with others, in sign language, and by other alternative or augmentative means, and to receive information in Braille, plain-language and other accessible formats.

2.
States Parties to this convention shall give official recognition to sign language for deaf and deaf/blind persons.

Article 14:

Respect for Privacy, the Home and Family

We support in principle the content of draft Article 14 but suggest that the subject matter should be divided into two separate articles. One article should deal with privacy and the other should deal with personal relationships. 

With respect to privacy, it is our view that the clarity and scope of paragraph should be enhanced. Key areas where the scope of the article should be expanded are in relation to genetic information, which is currently the basis for widespread discrimination and other misuse, and the nature of measures States should be obliged to take to protect privacy. We also suggest that the term ‘correspondence’ should be replaced with the more encompassing term ‘communications.’ The term ‘medical records’ should also be broadened to ‘personal information, including medical records.’ This would ensure that other personal information that cannot be characterized as medical information would also receive privacy protection. 

Taking these proposals into account the article would then read:

Right to Privacy

State Parties to this convention shall take immediate and effective measures to protect, by legislative, administrative, programmatic and educative means, all persons with disability, including those living in institutional environments, from arbitrary or unlawful interference with their privacy in any aspect of life, including in relation to the home, family, communications, and in relation to personal information such as medical records and genetic information.

With respect to the home and family, we recommend a number of changes to paragraph 2. The scope of the article ought to be broadened to encompass all personal relationships, including family relationships, but not limited to them. In this respect the title of the article ought to be amended to refer to “personal relationships,” and the term “marriage and family relationships” ought to be amended to read “personal relationships, including marriage and family relationships.”  

The second sentence of sub-paragraph (d) is applicable to both sub-paragraph (d) and (e), and is perhaps of greater significance to sub-paragraph (e).  We therefore recommend that this sentence be either relocated to the end of paragraph (e) – which would then encompass (d) as it refers to parents – or established as a sub-paragraph standing alone. 

We also recommend that the phrase ‘on the basis of equality with others’ is inserted after ‘the rights of persons with disabilities’ to make it clear on what basis this right is to be enjoyed.  This would be consistent with the approach taken in sub-paragraphs (a) and (c).  

Further, the term ‘against their will’ in the first sentence of paragraph (e) should be deleted, as it is not clear whether the term applies to the child or to the parent, or both. If it applies to the child, we are concerned that it may result in circumstances where children can be removed voluntarily without appropriate procedural safeguards, including judicial review.

We are strongly against the insertion of the word ‘solely’ in subparagraph (e) as suggested by footnote 50 of the Expert Working Group text. Disability should never be a justification for the separation of children from their parents – whether it is the child or parent, or both, who are disabled.  Where other factors are involved in the decision to separate children, those factors should be the only basis for the separation. The insertion of the word ‘solely’ creates a very real risk of opening a loophole that would permit authorities to separate children from parents with disability by relying on a secondary reason that may not in itself be sufficient justification for the separation.  

Finally, we strongly urge the inclusion of a new sub-paragraph guaranteeing children and parents access to legal aid in relation to these rights.

Taking these proposals into account the article might read as follows:

Right to Personal Relationships

States Parties to this convention shall take immediate and effective measures to eliminate discrimination on the ground of disability in all matters relating to personal relations, including marriage and family relationships.  In particular, States Parties shall ensure:

(a) …

(b) …

(c) …
(d)
 the rights of persons with disability, on the basis of equality with others, with regard to guardianship, wardship, trusteeship, and adoption of children, or similar institutions where these concepts exist in national legislation;

(e)
 that a child shall not be separated from his or her parents except when competent authorities subject to judicial review determine, in accordance with applicable law and procedures, that such separation is necessary for the best interests of the child.  The child shall not however be separated from parents with disability on the basis either directly or indirectly of their disability. States Parties shall ensure that parents with disability and their children have access to free legal assistance in relation to any separation proceedings.

(f) …

(g)
 for the purposes of guaranteeing these rights, especially the rights set out in paragraphs 2(d) and (e), States Parties shall render appropriate assistance to parents with disability in the performance of their child rearing responsibilities.

Article 15:
Living Independently and Being Included in the Community

We strongly support the Expert Working Group’s formulation of this article.  The ability to live independently in the community with the support services necessary for this to occur is fundamental to the realization of many human rights. The continued institutionalisation of people with disability remains one of the greatest abuses of their human rights. It is essential that this convention place an unequivocal obligation of State and non-State actors to cease institutionalising people with disability, in disability specific institutions, as well as other institutional settings, such as residential aged care facilities.  In this respect it is important that sub-paragraph (b) is strengthened to require States to eliminate institutional care, rather then merely “not oblige” people with disability to live in institutions. If institutional care is the only form of residential of accommodation available, people with disability will have no choice but to accept this form of assistance.  Institutions must therefore be removed entirely from the spectrum of State provided or supported residential services.  Further, this article ought to require States to develop and implement plans to relocate people with disability who are currently institutionalised to the community along with the supports they require for successful community living.  

It is also important that sub-paragraph (c) is particularized to the circumstances of families and children with disability.  Children with disability must be enabled, wherever possible, to grow up in the context of a family, preferably with their birth family, but where this is not possible, in a substitute family, with the support services necessary to enable this to occur.

The article might therefore be amended to read:


1.
…

(a) 
…

(b) 
No person with disability is placed in an institution.  States Parties who maintain institutional facilities at the time this convention enters into force shall relocate residents to community living arrangements as soon as practicable.

(c) 
Persons with disability and their families have access to a range of in-home, residential, family and community support services, including personal care and domestic assistance, necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community.

� Bangkok Draft: Proposed Elements of a Comprehensive and Integral International Convention on the Protection and Promotion of the Rights of Persons with Disabilities, United Nations Economic and Social Council for Asia and the Pacific, October 2003, at page 17; Article 5: Obligations in Relation to Remedies.


� Cf s 10 Disability Discrimination Act, 1992.
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