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Introduction

According to recent estimates about 10% of the world’s population (= 600 million people) have a disability of one form of another. Over two thirds live in developing countries and between 40-50% of them are children (persons < 18 yrs). 

Only 2% of disabled children in the developing world receive any education or rehabilitation (1). A majority of the impairments and consequent disabilities are directly caused by preventable and/or man-made factors like malnutrition, (non-) infectious diseases, accidents and war. Only about 20% is caused by congenital diseases. 

Among persons with disabilities children are the most vulnerable (2)

- it is disproportionately likely that they live in poverty;

- they are four times more likely (than other children) to be neglected and physically abused;

- discrimination in terms of access to life saving treatments, health care, child care services and education is endemic;

- their lives are often not treated as of equal value with others. Parents and medical professionals who kill disabled children have reduced sentences and use mercy killings defences;

- in some countries 90% of disabled children will not survive beyond the age of 20.

In short: the human rights of millions of disabled children are seriously and chronically violated. This grim picture gives rise to a couple of quite obvious questions. E.g. is there a lack of recognition and/or interest in the special vulnerability of persons, and children in particular, with disabilities? If so, why? If not why are the results of this recognition so limited? 

These and other questions are not easy to answer. I shall first briefly describe action in the field of Human Rights in general with special attention for children with disabilities. 

Secondly I will discuss some possible explanations for the grim picture just presented and finally conclude with some suggestions for possible actions to improve the situation.

2. Persons with disabilities and Human Rights

2a. In General
Within the UN system disabled persons have been given quite some attention over the last 25 à 30 years. Just by way of example:

- the adoption in 1975 by the UN General Assembly of the Declaration of the Rights of Disabled People emphasizing that they have the same civil and political rights as others (Resolution 3447 (xxxx)9 Dec. 1975)

- a UN Decade of Disabled Persons (1983-1992) with a World Programme of Action agreed upon by all members of the UN (GA Resol. 37/52  and 37/53 of 3 Dec. 1982);

- the appointment in 1984 of a Special Rapporteur on Human Rights and Disability whose report was published in 1990 (UN Doc. E/CN.4/Sub. 2/1991/31)

- the adoption in 1993 by the UN General Assembly of the UN Standard Rules in Equalisation of Opportunities for Persons with Disabilities (GA Resol. 48/96 of 20 Dec. 1993).

These and other activities indicate that within the UN Persons with Disabilities are certainly not ignored and that their special needs are given due attention.

But at the same time, it is remarkable that the major international Human Rights Treaties, with an exception of the UN Convention on the Rights of the Child (more about it in a minute), do not contain specific provisions on Persons with 

Disabilities.

The Committees monitoring the implementation of the HR treaties do, in different degrees, pay some attention to Persons with Disabilities in their Recommendations (in the Concluding Observations) to the individual States Parties but often limited to the issue of non-discrimination (3).

The Committee on Economic, Social and Cultural Rights has been so far the only one that issued a General Comment (nr.  5) in 1994 on Persons with Disabilities. 

In this document the Committee explained how the specific provisions of the Covenant on Economic, Social and Cultural Rights should be applied to Persons with Disabilities.

But despite this important document the overall visibility of persons with disabilities in the monitoring of Human Rights implementation, has been limited and not consistent and/or comprehensive. This makes it understandable that the need for a separate Convention on the Rights of Persons with Disabilities has been growing over the past decade. Currently an open-ended working group of the Commission on Human Rights is preparing the draft of such a Convention (I’ll come back to that later). In the middle of all that the CRC has a rather unique position as the only one with a specific provision on children with disabilities.

2b. The CRC in general, art. 23 in particular
As I said before the CRC is the only Human Rights Treaty that contains an explicit  and rather detailed provision exclusively for children with disabilities. This art. 23 is central for the specific rights of children with disabilities, but those children should also enjoy all other rights enshrined in the CRC. I shall first present the content of art. 23 CRC and then pay some attention to the larger picture of the CRC. 

2.b1
Article 23 CRC  To avoid misunderstandings: the CRC, including art. 23, is about obligations that States Parties   take up on themselves by the ratification of the CRC. For art. 23 it means that 192 governments  are under the obligation to recognize:

- the right of a disabled (mentally or physically) child to enjoy a full and decent life (4) in conditions, which


- ensure  the dignity  of that child;


- promote the self reliance of that child;


- facilitate the disabled child’s active participation in the community.

- the right of the disabled child to care and assistance, which is designed to ensure that the disabled child has effective access to and receives:


- education and housing;


- health care and rehabilitation services;


- preparation for employment;


- recreation opportunities.

And all these services should be provided in a manner that helps and supports the disabled child in achieving the fullest possible social integration and individual development, including cultural and spiritual development. I will come back to these specific requirements in the broader context of the CRC hereafter (para 2.b2).

But this care and assistance will be provided subject to available sources. In the light of art. 4 CRC this means that these measures (care and assistance to a disabled child) shall be undertaken tot the maximum extent of available resources. This could mean that a government can be challenged to provide “evidence” that available resources are indeed used to the maximum extent possible.

Secondly, the care and assistance shall be provided to those (child, parents, other caretakers) who are eligible and have applied for it. According to the drafting history (5) this provision was included to avoid that States Parties would be obliged to extend care   and assistance to disabled children who did not need them or did not want them. The application should be a simple request and not imply complicated bureaucratic proceedings.

Thirdly, the care and assistance shall be provided free of charge, if possible, taking into account the financial resources of the parents or other caretakers.

This provision was the result (compromise) of some discussion during the drafting (see note 5). From that discussion it can be concluded that the provision of care and assistance should not cause undue financial hardship for parents or other caretakers. In other words: a fee can be charged if parents/caretakers can afford to pay it (different fees for different income categories) but should not cause financial problems. In that regard the government should take into account that often parents/caretakers have an extra financial burden in caring for their disabled child.

Finally (art. 23, para 4)  the States Parties shall promote international exchange – in a spirit of cooperation – of appropriate information in the field of prevention and treatment, including on methods of rehabilitation, education and vocational services. In that regard particular account shall be taken of the needs of developing countries. The goal: to improve the capabilities and skills of States Parties in the areas of prevention and treatment and to widen their experiences. 

In short: an impressive set of obligations of States parties concerning the rights of children with disabilities. But it would be a mistake that this article 23 is the only provision in the CRC relevant for these children. The article should be seen as an extra provision in addition to all the other rights in the CRC equally applicable to children with disabilities.

2.b2  Children with disabilities in the context of the CRC
The most fundamental provision of the CRC is the obligation of States Parties to respect and ensure (6) the rights in the CRC to each child within their jurisdiction without discrimination of any kind, irrespective of the child’s (…..) disability (art. 2 CRC).

This means that every child with disabilities has the right (to be ensured by the State Party where he/she lives) to fully enjoy all the rights in the CRC. This includes inter alia the right to life survival and development (art. 6), to birth registration (art. 7), to a name and nationality (art. 8), the right not to be separated from her/his parents unless ….(art. 9), the right to be heard (art. 12; and that includes e.g. the deaf-mute child), the civil rights and freedoms (art. 13-17), the right to be protected against all forms of neglect, abuse and exploitation (art. 19, 32-36), the right to the highest attainable standard of health (art. 24), to an adequate standard of living (art. 27) and to education (art. 28) and so on and so forth.

In conclusion: the CRC provides the child with disabilities not only with all the rights that every child has, but also with extra explicitly described rights to care and assistance which should address her/his special needs in order to allow her/him to enjoy a full and decent life.

3. The implementation
So far so good. But the key question is of course: do children with disabilities really enjoy all those rights? And if not how can we promote a better implementation of their rights? 

For the answer to the first question: the reports which the States Parties have to submit to the UN Committee on the Rights of the Child  (hereafter: the Committee) are the most important source of information. In these reports (7) the States Parties inform the Committee about the implementation of the CRC. Without going into details (8) the following general conclusions seem to be fair:

- there  are States Parties which do pay special attention to children with disabilities e.g. in the law, in special national programs and/or the establishment of e.g. a National Council for the Comprehensive Care of Disabled minors (9);

- in the majority of States Parties children with disabilities are far from enjoying their rights and in too many States Parties they are even (seriously) discriminated. After a discussion of the report with a delegation from the State Party, the Committee issues Concluding Observations and Recommendations. And it should not come as a surprise that almost in every Concluding Observation the Committee identifies the difficulties and shortcomings in the realisation of the rights of children with disabilities. The focus is on the implementation of art. 23 CRC, but also under other articles the Committee draws the attention to the plight of children with disabilities. This happens quite systematically under art. 2 CRC (non-discrimination) and sometimes under e.g. art. 28 (right to education). 

In its Recommendations the Committee  rather frequently refers to the Standard Rules on the Equalisation of Opportunities for Persons with Disabilities (GA Resolution 48/96) and to the Committee’s Recommendation adopted after the Day of Discussion on Children with Disabilities held in 1997 (UN Doc. CRC/C/69, para 310-339). Major problems in most States Parties are the general (negative) attitudes resulting in at least a lot of de facto discrimination, the (lack of) inclusion in education, the institutionalisation and the lack of adequate services and statistical data. Recommendations of the Committee address these problems. Just by way of illustration some examples:

- the Committee encourages the State Party to include disability as a legally unacceptable ground for discrimination in the Constitution currently under consideration (Angola, 1 October 2004);

- collect adequate and disaggregated statistical data and use the data to develop a comprehensive policy for children with disabilities (many States Parties);

- undertake awareness-raising campaigns to sensitize the public, parents in particular, about the rights and special needs of children with disabilities (e.g. Kyrgyzstan and Equatorial Guinea, 1 October 2004). Many States Parties are encouraged or urged to combat the discriminatory attitude concerning children with disabilities (e.g. Botswana, 1 October 2004);

- reinforce the efforts to develop early detection programmes to prevent and remedy disabilities;

- make greater efforts to implement alternatives to the institutionalisation of children with disabilities, including community-based rehabilitation programmes (e.g. Armenia, 30 January 2004);

- provide adequate training for teachers and ensure that all children with disabilities have access to education and that they are, as much as possible, integrated into the mainstream education;

- promote the participation of children with disabilities in all aspects of social and cultural life;

- provide more resources for education, vocational training and for the support given to families with children with disabilities.

These and other recommendations make it clear to States Parties what they should do in order to improve the enjoyment of rights by children with disabilities. And this brings me to my second question on de facto implementation of the CRC and the Committee’s Recommendations. It should be emphasised that it is in the first place the responsibility of the States Parties to implement the CRC. It is their obligation. At the same time – and given the fact that States Parties do not always take the recommended actions – it is important that the civil society and in particular NGO’s are more actively developing political/societal pressure on the governments to really fulfil their obligations regarding children with disabilities. Children’s Rights NGO’s usually pay limited attention to children with disabilities e.g. in their shadow/supplementary reports to the CRC Committee.

It is in this regard very regrettable that the international NGO Rights for Disabled Children does not receive the necessary funding to continue with providing the Committee with the very helpful country specific analysis of the information on children with disabilities in the States Parties reports. This analysis was an excellent tool in the Committee’s dialogue with States Parties on the implementation of the rights of children with disabilities.

The Committee likes to urge relevant agencies/foundations to consider (or: resume) funding of this important work. At the same time, it is necessary that national NGO’s for persons with disabilities become more active for the rights of children with disabilities. 

In order to improve the understanding of States Parties of the rights of children with disabilities and to improve the implementation of these rights, the Committee is currently drafting a General Comment. In this document meant for all States Parties, but also for NGO’s and UN agencies, the Committee will explain what the CRC means for children with disabilities and what is expected form States Parties in terms of implementation. We hope to adopt this General Comment in September (?) 2005.

One aspect that needs more systematic efforts is the international cooperation with special attention for the needs of developing countries that is mentioned in para 4 of art. 23 CRC.

In that regard international NGO’s and UN agencies, in particular UNICEF, should try to develop specific and targeted actions to establish systematic exchange of information  as called for in the CRC.

Finally, some remarks regarding the current efforts to draft a new international convention on the protection and promotion of the rights and dignity of persons with disabilities:

- this Convention can become an important instrument for strengthening the implementation of the human rights of persons – including children – with disabilities

- article 16 of the draft text deals with children with disabilities. It is important to ensure that nothing in the new Convention can affect the full implementation by children with disabilities of all the rights and freedoms enshrined in the CRC. An explicit provision to that effect should be included in art. 16 of the draft;

- the promotion of international cooperation should be an explicitly stated obligation of the States which ratify this new Convention. An article similar to para 4 of art. 23 CRC should be included in that new Convention.

In conclusion: we are slowly making some progress in the implementation of the rights of children with disabilities, but we have still a long way to go and a lot to do.

Notes

1. Gerard Quin and Theresia Degener (e.o.) Human Rights and Disability  UN/OHCHR  New York  Geneva 2002. Others e.g. UNICEF estimates the total at 500 million and the number of children would be between 120-150 million. It indicates how much estimations can differ.

2. See inter alia: It is our world too! A report on the lives of disabled children by 

Gerison Lansdown (Rights for Disabled Children) for the UN General Assembly Special Session on Children. New York, September 2001 (postponed to May 2002).

3. See for a detailed assessment of the activities of the Human Rights Treaty Bodies (monitoring committees) the publication mentioned in note 1.

4. This right (to enjoy a full and decent life) is based on the UN Declaration of 1975; that also applies to promotion of self reliance and active participation (see para 3, 5 and 9 of this Declaration).

5. See Sharon Detrick, A Commentary on the United Nations Convention on the Rights of the Child, p. 386, 397 (The Hague, Kluwer law International 1999).

6. Obligations of States Parties in the CRC are presented in different wordings like “shall recognise”, “shall undertake measures”, “shall respect”. Within these descriptions of States Parties obligations the strongest and most far reaching obligation is “shall ensure”. This requires where necessary positive actions by the States Parties.

7. Reports have to be submitted to the Committee regularly (see art. 44 CRC) in order to examine the progress made and the difficulties encountered in the implementation of the CRC (art. 43 and 44, para 32 CRC).

8. So far 182 first or initial reports have been submitted; 86 second and 11 third reports.

9. See e.g. the 2nd periodic report of Panama (CRC/C/70/Add. 20) submitted on 27 March 2002.

