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While many of the experiences of disabled adults and children and young people are similar, they are not the same. While parents and children share many joint concerns, their interests are not always the same. It is not appropriate, therefore, that the rights of children and young people are simply subsumed under those of adults. In order to ensure that the rights of disabled children and young people are addressed appropriately within the new Convention, it is imperative that their distinctive experiences and interests are reflected and made explicit in the text. For disabled children, the Convention offers a unique opportunity to strengthen the rights already established in the Convention on the Rights of the Child and place clear obligations on governments to take action to make them reality. 

Save the Children is an international child rights organisation fighting for the rights of all children, including disabled children. We look forward for a world in which disabled children are afforded respect and value on an equal basis with all other children. Based on our experience in child rights and child participation, we consider it to be our duty to take part in the shaping of the new Convention.  We draw our input from the concerns disabled children have identified in the course of our work with them: their priorities for a more inclusive society rooted in respect for their rights. However, although this paper is informed by our experience in working with disabled children and young people, it does not claim to formally represent their voices.
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PREAMBLE

Proposal

(k) Recognising the importance for persons with disabilities of their individual autonomy and independence, including the freedom to make their own choices, taking into account, for children, Article 5 of the Convention on the Rights of the Child relating to the evolving capacities of the child  

(s) Recognising the particular circumstances of the child with disabilities and that the child with disabilities should enjoy the right to a full and inclusive life in conditions that ensure dignity, promote self reliance and autonomy and facilitate their active participation in the community – (new para proposed by the EU)

Rationale

1
The proposed amendment to paragraph (k) seeks to address the fact that children, whether disabled or non-disabled, do not have the right to autonomy in respect of decisions affecting their lives. Depending on the prevailing legislative framework in any given country, children’s rights to independent decision-making will be restricted in order to provide protection in accordance with their relative youth and immaturity. Parents are granted rights and responsibilities to make decisions on children’s behalf until such time as those children are capable of taking decisions for themselves. Article 5 of the Convention on the Rights of the Child makes clear that any direction and guidance provided by parents must be appropriate, be directed toward the exercise by the child of their rights and be consistent with the evolving capacities of the child. In other words, the rights of parents to exercise control over their child’s decision-making only exist for as long as that child lacks the competence to exercise choice for him or herself. Furthermore, it is important to recognise that the experience of active participation within decision-making is a central part of the process of developing the capacity for making informed choices.  

One of the difficulties faced by many disabled children is that parents find it difficult to allow them to take increasing responsibility for their own lives. However, disabled children must be accorded equal rights with non-disabled children, both to develop their evolving capacities, and to respect for those capacities. The proposed amendment to paragraph (k) re-affirms the principle embodied in Article 5 of the Convention on the Rights of the Child, that although children lack equal status with adults in respect of full autonomy, appropriate recognition must be afforded to their evolving capacities to exercise responsibility for decision-making in their own lives.  

Differing views on children’s capacities

A day centre in Romania catering for physically impaired children, developed a questionnaire and gave it to both parents and children in order to get their views on the children’s levels of competence. The children’s answers consistently indicated that they felt themselves to have a higher level of competence and confidence to undertake decisions and tasks than they were allowed by their parents.  The parents were surprised by the children’s answers and how widely they diverged from their own. It forced them to reflect on the assumptions they made about their children’s capacities.

2
We endorse the EU proposal for an additional paragraph (s). This paragraph is of critical importance because children with disabilities are rendered largely invisible in many societies in the world. They are excluded from school, from play, from social and cultural activities, from friendships. They are also widely excluded from legislative, policy and administrative measures targeted at strengthening the rights of children. This invisibility arises often not through deliberate intent but rather, through a failure to understand or introduce  the measures that are needed to protect their rights. Neither measures targeted exclusively at adults with disabilities, nor measures targeted at non-disabled children will necessarily address the situation of children with disabilities. For example, measures introduced to ensure the right of children to engage in leisure and recreational activities will exclude disabled children unless they address, from the outset, the potential social, cultural, physical and transport barriers they are likely to face. Measures to ensure the rights of persons with disability to leisure and recreation will exclude play facilities, unless explicit acknowledgement is made that persons with disabilities includes children. It is imperative therefore, that they are explicitly recognised, and rendered visible within the text of this Convention. 

Article 2   

General principles

Proposal

The fundamental principles of the Convention shall be: 

(a) Dignity, individual autonomy including the freedom to make one’s own choices and independence of persons, taking into account, in respect of children, Article 5 of the Convention on the Rights of the Child relating to the evolving capacities of the child  

Rationale

See rationale (1)  provided for the Preamble

Article 3  

Definitions

Proposal

The definition of ‘Persons with disability’ within this Convention shall include all disabled persons irrespective of age, impairment or capacity. 
Rationale

See rationale (2) provided for the Preamble 

Article 6   

Statistics and data collection

Proposal

……The process of collecting and maintaining (statistical) information should:

(a) Respect the right to privacy, the dignity and the rights of persons with disabilities, and the information collected about persons with disabilities should be on a voluntary basis; 

(e) Include detailed information on the realisation of their rights including political and social participation, and access to public services, rehabilitation programmes, education, housing, employment and play and leisure facilities;

(h) Include the numbers of people with disabilities who are victims of crime, including crimes of violence, abuse and neglect in domestic, educational and other institutional settings, disaggregated by age, sex and type of impairment.

Rationale

Lack of data on the lives of disabled people and the extent to which they are able to exercise their rights impedes progress in understanding the legislative and policy frameworks necessary to promote non-discrimination and equality of opportunity, or the resources necessary to achieve those goals. 

1
The amendment to paragraph (a) is designed to give recognition to the fact that whether information is being provided by or on behalf of a person with disabilities, the same principles should apply. Lack of capacity to give consent to the collection of data should not undermine the right to privacy and dignity of the individual concerned. In respect of disabled children, parents, guardians or other persons with legal responsibility will be empowered to provide that consent on the child’s behalf. In doing so, they must have regard to Article 3 of the Convention on the Rights of the Child, the best interests of the child, and Article 5, appropriate recognition of the child’s capacities to give consent on their own behalf.

2
The amendment to paragraph (e) seeks to broaden the range of data to be collected to enable governments to monitor the exercise of civil and political as well as economic, social and cultural rights in respect of persons with disability. It also extends the collection of data to rights of particular concern to children. 

3
The additional paragraph (h) proposes the extension of collection of data to the experience of crime. There is a significant body of evidence indicating that, for example, disabled children are disproportionately vulnerable to both physical and sexual violence
. The Disability Awareness in Action violations database has evidence of individual violations of the right to protection from all forms of violence relating to 1.24 million people, including 252,000 children. This represents around 16% of the total number of violations, although disabled children only constitute 2-4% of the total disabled populations. Yet few governments are currently collecting disaggregated data to enable them to identify the levels of risk of disabled children to violence.  Without this data, the experience of violence and abuse remains unrecognised and can continue with impunity for the abusers. Disabled children face significant difficulties in challenging violence and abuse. Their social isolation, dependency on carers, low social status, and widely-held discriminatory attitudes, combined with child protection strategies, where they exist, which fail to address their needs, all serve to  render them  more vulnerable to and less able to challenge abuse. It is significant that in three recent studies of disabled children in Nepal, Romania, and South Africa, the children all highlighted violence and abuse as one of the most important rights violations to be addressed
. A requirement to record and disaggregate statistics relating to violence would provide invaluable data for governments seeking to protect the rights of disabled children.   

Article 25   

Monitoring – a briefing paper

1
National implementation

It is clearly imperative that appropriate measures are introduced at national level for the effective implementation of the rights embodied in the Convention. In this regard, the recent General Comment No 5 from the Committee on the Rights of the Child provides a comprehensive overview of the range of measures needed in order to ensure meaningful fulfilment, protection and respect for human rights. These measures, while drafted in respect of a Convention addressing the rights of children, have general applicability in respect of the realisation of human rights for all other groups.  Accordingly, consideration needs to be given to the following measures to promote implementation at a national level:

Legislative measures – States parties need to review all relevant legislation and related administrative guidance to ensure that it is consistent with the principles of the Convention. While this needs to be undertaken internally by government departments, some independent scrutiny, for example by parliamentary committees or national human rights institutions is also valuable. In addition, States parties must ensure that the provisions of the Convention are given effect within national law, whether by incorporation, introduction of new legislation or other means.   

Judicial remedies – effective remedies must be available to enable persons with disabilities to redress violations. These remedies must to be accessible to persons with disabilities, including children, and provide for accessible information, access to independent advice and advocacy, safe access to complaints procedures and courts with the necessary legal and other assistance. Where rights have been breached, there should be appropriate reparation.

National strategy for implementation -  a strategy must be developed for implementing all the rights embodied in the Convention and in respect of all persons with disabilities, irrespective of age, gender, impairment, ability, ethnicity, or other status. It must be developed through a process of consultation with adults and children with disabilities. The strategy must establish concrete and realisable targets.  

Co-ordination of implementation of rights across government – most government departments will carry responsibilities which have a direct or indirect impact on the realisation of the rights in the Convention. It is not sufficient for exclusive responsibility to lie within one department such as the department for social welfare. Article 25 proposes the designation of a focal point within government for matters relating to the implementation of the Convention.  Some governments have established dedicated units with responsibility for overseeing implementation of the rights of disabled people under national legislation. If such a unit has sufficiently high level authority within government, has trained staff and is properly resourced, it can be a highly effective means of giving visibility to disabled people and ensuring greater respect for their rights.  

Monitoring implementation – States parties need to undertake a continuous process of disability impact assessment, a process of predicting the impact of any law, budget or policy which affects disabled people and their enjoyment of rights.  This process needs to be built into government at all levels and as early as possible in the development of policy. Governments also have responsibility for monitoring implementation of rights. In addition, it is important for independent monitoring to be undertaken by, for example, parliamentary committees, academics, disabled people’s organisations, including youth and children’s organisations, and national human rights institutions.

Data collection – this is already dealt with in Article 6

Visibility in budgets – Governments need to undertake budgetary analysis to assess whether an appropriate proportion of national budgets are being allocated to persons with disabilities. It is not yet clear whether the final text of the Convention will include reference to the progressive realisation of economic, social and cultural rights, on the lines of the text included in the International Covenant on Economic, Social and Cultural Rights and the Convention on the Rights of the Child. If it does, it needs to be recognised that States parties cannot assess whether they are fulfilling their obligations to the maximum extent of their available resources, unless disabled people are rendered visible in budgetary allocations.  

Training and capacity building – all personnel involved in implementation of the Convention will require training and capacity building including government officials, parliamentarians, members of the judiciary, police, education and health professionals and staff working in institutions.   The aim of such training is to promote awareness of persons with disabilities as subjects of rights, to increase awareness and understanding of the Convention and to promote active respect for all its provisions.  

Co-operation with civil society – while implementation is an obligation for States parties, it also requires the engagement of all sectors of civil society.  For example, in its General Comment No 14 on health, the Committee on Economic, Social and Cultural Rights emphasizes that all members of society have a responsibility regarding the realisation of the right to health and that States parties should therefore provide an environment which facilitates the discharge of those responsibilities. In addition, the State must work closely with organisations of disabled people, including those of and representing disabled children and young people, as well as other civil society actors.

Independent human rights institutions – the establishment of independent human rights institutions by States parties provides a mechanism by which they can be held to account on the commitments undertaken in the Convention. The Committee on the Rights of the Child in its General Comment No 2 observes that ‘the establishment of such bodies falls within the commitment made by States parties upon ratification to ensure the implementation of the Convention’.  Such bodies provide a complementary process of monitoring and should not lead to governments delegating their own monitoring obligations. Human rights institutions must be independent of government and free to set their own agenda and determine their own activities.

Making the Convention widely known -  rights are of little value if they are not known about. Both disabled and non-disabled adults and children need to understand the implications of the Convention and the status of disabled people as subject of equal rights. States parties need to develop a strategy for disseminating knowledge about the Convention throughout society.  

2
International monitoring mechanisms

To date, the text of the draft Convention contains no provisions on international monitoring mechanisms. Clearly, if the new Convention is to have force, it will be necessary to introduce mechanisms through which states parties can be held to account on their obligations to disabled people. A number of different options exist, including:

· A new treaty body established under the terms of the new Convention to monitor States parties progress in implementation

· An international Ombudsman to oversee progress in ratification and implementation

· A provision included in the new Convention requiring the treaty bodies for the existing human rights conventions to appoint a minimum of two disabled human rights advocates to those bodies.  

The International Save the Children Alliance supports the third approach for the following reasons:

1
Governments already have a heavy burden of reporting to existing treaty bodies. Acknowledgement of this problem has led to a current review of the reporting processes by the UN
. It is at least possible that the establishment of a new treaty body under the terms of this Convention will act as a deterrent to ratification, with governments reluctant to undertake a commitment to further reporting. On the other hand, the appointment of disabled human rights experts to the existing treaty bodies would serve to strengthen their capacity for effective monitoring, while introducing no additional reporting obligations. It is axiomatic that these individuals are themselves disabled people with expertise in the field of disability rights.  

2
The fundamental rights and freedoms embodied in the existing human rights treaties already extend to persons with disabilities. The problem is not that the rights do not exist: it is that they are not recognised or implemented for disabled people.  A primary goal for this Convention, therefore, should be to ensure that those existing rights are more effectively monitored and implemented. Creating a separate treaty body will not advance this objective. It may have the consequence of further marginalising disabled people and failing to ensure that State parties are properly examined on their obligations to disabled people under the existing human rights treaties.

3
Although the appointment of an international ombudsman may play a valuable role in mainstreaming disability rights and raising their profile, such a post is unlikely to have the direct impact on States parties that can be achieved through the reporting process and subsequent dialogue with treaty bodies. It would, therefore, not compensate for the existing weaknesses in monitoring the rights of persons with disabilities.

4
From 2001-2003, Rights for Disabled Children, an international working group of disabled people’s organisations and the International Save the Children Alliance, undertook regular scrutiny of States parties reports to the Committee on the Rights of the Child and the subsequent summary records and concluding observations of the Committee. It found that, apart from on education and institutional care, there was little reference made to the rights of disabled children
. For example, the right to express views and have them taken seriously, to protection from all forms of violence, to information, to freedom of association, to an adequate standard of living for proper development, to play and recreation were rarely, if ever raised in respect of disabled children. There is a significant lack of expertise within the Committee on the social model of disability and its implications for the realisation of rights. The presence on the Committee of a minimum of two disabled experts would transform the examination of States parties and go a long way towards ensuring that they were held to account in respect of the rights of disabled children to enjoyment of all the rights in the Convention on the Rights of the Child.  Similar benefits would accrue to the other human rights treaty bodies from such appointments.
� The proposed changes are contained in the italic text


� Lansdown G (2003) Disabled Children in Romania: progress in implementing the Convention on the Rights of the Child, Rights for Disabled Children/DAA, London


� see, for example, Report on the maltreatment of children with disabilities, Crosse, Kaye and Ratnovski, National Centre for on Child Abuse and neglect, Administration for Children and Families, US Department of Health and Human Services, Washington, 1992, and Violence and people with disabilities: A review of the literature, The Roeher Institute for the National Clearinghouse on Family Violence, Health Canada, 1994


� see reports on Disabled Children in Nepal, South Africa and Romania, Rights of Disabled Children/DAA, London


� Strengthening of the United Nations: an agenda for further change (A/57/387).


� Review of recommendations made by the Committee on the Rights of the Child in respect of disabled children 2001-3, paper presented to the Committee on the Rights of the Child, September 2003 by Rights for Disabled Children
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