International Convention on Protection and Promotion of the Rights and Dignity of Persons with Disabilities

Dr. Richard Light, NGO Representative, UK Delegation

Introduction

The 4th Session of the UN Ad Hoc Committee met at UN Headquarters, New York, from 23 August to 3 September 2004.  For the second year, I joined the UK Delegation as NGO nominee.  This paper seeks to outline issues of concern arising from the 4th Session.
It would appear that the number of people gaining access to the reports from the Ad Hoc Committee [AHC] substantially increases after each session.  I am obviously delighted that information about the AHC is becoming more accessible, but increasing interest in the process presents a significant editorial problem: should background information about the process, or more detailed information about the human rights system, be available in every report?  Against the need to ensure that these reports are accessible to all must be balanced the need to convey as much information as briefly as possible; too many of us are fighting a losing battle to stay on top of mountains of paperwork.
I have chosen to produce as brief a report as possible, partly in the hope that additional information, including previous reports from the AHC will shortly be available on the Internet. As arrangements for this facility have not been finalised at the time of writing, I will circulate the URL [web site address] as soon as it is known.
I hope that the briefer – and more focussed – report will meet the needs of both NGOs and individuals; as ever, I welcome your comments, suggestions or enquiries.
For the avoidance of doubt, the views expressed in this paper are my own; no attempt has been made to adjust the content to comply with the editorial preferences of any governmental or non-governmental agency.
Finally, I must apologise for the delay in circulating this report; regrettably it took over a month for all the relevant documentation to return from New York and, as will be readily appreciated, any attempt to prepare this paper without reference to this material risked error and omission.
The role of the DPO Nominee
As a result of conversations with colleagues, it has become clear that the nature of my role as a member of the UK Delegation to the AHC is poorly understood.
In 2003, Maria Eagle MP, Minister for Disabled People, Parliamentary Under Secretary of State for Work and Pensions, agreed to provide funding for a representative of disabled Britons to attend the AHC in New York.  The nominee could attend either:
Independently, as an NGO delegate, or as part of the official UK delegation.  
At a meeting between Disabled Peoples’ Organisations [DPOs] and the Department of Work and Pensions (the ‘lead’ department on the Convention), DPOs opted for the second option: to include their nominee within the official delegation.  I was BCODPs nominee and have attended all but the first session of the AHC in that capacity.  
Although I am part of the UK delegation at the AHC, and was invited to attend an EU preparatory meeting in the Netherlands prior to the 4th Session of the AHC (“COHOM”), my responsibility is to disabled Britons, not the government.
Work of the 4th Session

The 4th Session began without member state agreement on the nature and extent of NGO participation, particularly in relation to “informals”.  There had been considerable effort, between the 3rd and 4th sessions, to find a formula that would meet the very different demands of member states/regional groupings and NGOs.  The EU has consistently maintained that NGOs should be allowed to attend “informals” as observers, whilst some states voiced opposition to any NGO participation at such meetings.
In the absence of agreement on NGO participation, the Session began with formal [plenary] meetings, which accredited NGOs have been free to attend throughout the work of the AHC.  The Committee made rapid progress, with matters originally timetabled for debate on Tuesday and Wednesday completed by the end of the first day.  The first day’s debate included discussion of:
· The title of the convention, with broad consensus that it should be shorter and more accessible;
· Structure, with wide ranging discussion of the content of the preamble and the use of section headings to group similar Articles (as used in the Working Group text);
· Defining ‘disability’, including the necessity to provide any such definition;
· Monitoring mechanisms.
Discussion of monitoring mechanisms was reopened on the second day of the Session, with a statement by the EU.  Whatever the intent of EU member states, its intervention on monitoring was seen as ambiguous.
On Tuesday afternoon, it was announced that member states had reached a compromise agreement on NGO participation: during the first week, the AHC would continue as it had done in previous Sessions, by meeting in plenary and with participation by NGOs; during the second week, NGOs could observe proceedings, but meetings would move into closed session “where necessary”.  The remainder of the first week was taken up with discussion of Articles 1-15.
During the second week, Ambassador MacKay of New Zealand – whose chairmanship of the January Working Group was widely applauded – acted as the facilitator for ‘informal’ discussion of Articles 4 - 7. As Ambassador Mackay remarked at the end of the second week, at the rate that the AHC had dealt with these 4 Articles, it would take 5-years to complete the current reading of the text.  I emphasise: ‘current reading of the text’, rather than completion of the final text.
Having returned to formal session on the final afternoon, the 4th Session concluded with an excellent statement from the International Disability Caucus (an informal alliance of the NGOs represented at the AHC), presented by Lex Grandia, Secretary General of the World Federation of the DeafBlind http://www.un.org/esa/socdev/enable/rights/ahc4idcfinal.htm. 
The Draft Text, including amendments made at the 4th Session, are available on the UN Enable web site: http://www.un.org/esa/socdev/enable/rights/
Modifications proposed to the Draft Text by governments should be available at URL: http://www.un.org/esa/socdev/enable/rights/ahc4governments.htm, but there appears to be a problem with some of the pages on the UN Enable site, where text and HTML code appear onscreen illegibly.
Review

The conduct of this 4th Session of the AHC was substantially different from previous sessions, with the Committee moving rapidly to ‘informal’ discussion in the presence of NGOs.
 The change in procedure at the 4th Session can only be attributed to the active lobbying by the International Disability Caucus, and the achievement of this concession is to be applauded.  There are, nonetheless, risks associated with ‘open informals’, not least that:
· Negotiation of the most controversial elements of the Convention will take place in private, alongside or, indeed, entirely separately from, the ‘open informals’ to which NGOs are admitted;
· That negotiation of the convention will take longer as, fearing negative public reaction to their position, member states use alternative means to prevent the inclusion of obligations that they are unwilling to accept.
As will be clear from the brief report on the work of the AHC (above), the conduct of the 4th Session suggests that such anxieties are justified with, for example, detailed discussion of the definition of ‘disabled’ being postponed indefinitely and Ambassador MacKay’s observation that, at the current rate of progress, the first reading of the text in informal discussion would take another 5-years.
As might be expected, I am committed to the ideal of an open and transparent process, not least to ensure that organisations of disabled people have the opportunity to inform discussion.  However, readers will have to form their own opinion as to the extent to which states will embrace such openness and transparency and, accordingly, whether the price paid for observing the ‘informals’ is greater than the benefit gained.
Aiming high or shooting low?
There can be but one justification for seeking a new thematic human rights convention: ensuring equal access to human rights.  Whilst the majority of UN member states have made it clear that they are not prepared to negotiate new rights, many appear equally unwilling to acknowledge the need to review and, where necessary, modify existing law or procedure.  Thus, such states negotiate the Draft Text so as to ensure their existing law and procedure do not fall foul of any subsequent obligations arising from the Convention and, thereby dilute – if not entirely defeat – the instrument’s potential to achieve its goal: equal access to human rights.

Areas of particular concern to UK NGOs/disabled Britons
It has to be admitted that I am finding it extremely difficult to adequately review all the proposals for Draft Text at the AHC and assess its implications for:
· UK legislation and current Bills;

· European Directives and, most importantly,

· The aspirations of disabled Britons.  
Accordingly, I implore all UK NGOs to identify any:

Domestic or European law recognised as creating risk or hardship for their constituency, and policies or practices that are of particular concern to their constituency.
Discussion at the UN has made it abundantly clear that NGOs must pay particular attention to the Draft Text and amendments proposed to the following Articles:
Article 8 - Right to life [see http://www.un.org/esa/socdev/enable/rights/ahc4da8.htm for the amended text];

Article 9 - Equal recognition as a person before the law [see http://www.un.org/esa/socdev/enable/rights/ahc4da9.htm for the amended text];

Article 10 – Liberty and security of the person [see http://www.un.org/esa/socdev/enable/rights/ahc4da10.htm for the amended text];

Article 11 – Freedom from torture or cruel, inhuman or degrading treatment or punishment [see http://www.un.org/esa/socdev/enable/rights/ahc4da11.htm for the amended text];

Article 12 - Freedom from violence and abuse [see http://www.un.org/esa/socdev/enable/rights/ahc4da12.htm for the amended text];

Article 16 - Children with disabilities (see Working Group Text http://www.un.org/esa/socdev/enable/rights/ahcwgreportax1.htm and http://www.un.org/esa/socdev/enable/rights/ahc3sum16.htm)

I have grave concerns about how the foregoing Draft Articles affect our protection in relation to:
Access to medical ‘treatment’, including hydration;

Clinical trials;

Involuntary institutionalisation, and

Involuntary medical intervention.
Although the Survivor Movement has been most prominent in speaking out against involuntary intervention, the generality of some of the proposals for the Draft Text presents, in my estimation, substantial risk to all disabled people.  For example, the current wording of some proposals would appear to permit – irrespective of whether states would seek to impose – involuntary cochlear implants or sterilisation, for example.
Ideally, I should like to be able to obtain counsel’s opinion
 on the interaction between proposals for Draft Text of the UN Convention, European Union Directive 2001/20/EC and Article 7 of the International Covenant on Civil and Political Rights [ICCPR].  Article 7 of the ICCPR states that: 
“No one shall be subjected to torture or to cruel, inhuman or degrading treatment or punishment. In particular, no one shall be subjected without his free consent to medical or scientific experimentation.”
I fear that EU Directive 2001/20/EC, Draft Text from the AHC and current practice in many EU member states set a substantially lower standard.

Timescales
The speed with which the UN is moving toward a Convention is prompting increasing dispute amongst governments and NGOs alike.  The Chair of the AHC: Snr. Gallegos, and delegates from Latin America (in particular), have been keen to ensure that the process is concluded by September 2005.
The concern raised by some NGOs – and many governments – is that such a timescale is unrealistic, would prevent debate adequate to ensuring an effective convention and increase the risk of inappropriate compromises to the text.  The opposing view is that failing to set an early deadline will see the convention pushed further and further down the UN agenda.
In view of my substantial concerns about the wording of some of the Draft Text, I have remained silent in this debate to date; I would, however, welcome the views of colleagues on the preferred approach to timescales.
The role and perception of the UK/EU at the AHC

As has been previously reported, the European Union, and by implication the UK, have been the subject of considerable suspicion; although the EU position appears quite positive, an article published in the US during the 4th Session quotes an “unnamed source” as suggesting that the EU’s conduct at the AHC presents a significant barrier to progress.
It is inevitable that a union of 25-states will embrace substantial cultural, legal and ethical diversity such that, if a common EU position is to be achieved in relation to the Convention, it has to be subject to compromise.  Nonetheless, it is difficult to avoid the view that in some cases, such compromise brings all member states down to the lowest common denominator.  In this regard, there is a pressing need for disabled Europeans to ensure that their governments are in no doubt as to our views about the need for the Convention, and our expectations as to its content.
Conclusion

Progress toward a Convention during the 4th Session was modest indeed; nonetheless, the opportunity to integrate substantial amendments to the Draft Text appears to be rapidly diminishing.  In short, the ability of NGOs to ensure a Convention adequate to its task is receding.  In addition to the procedural barriers to substantial revision of the text, and as was predicted in earlier reports, NGOs with little or no previous experience or interest in disability are seeking to exert influence on the process, often outside of the AHC Sessions with written submissions to the Committee or private lobbying of member states and UN agencies.  Whilst I am delighted by the increasing interest in the Convention, there is a very real risk that the views – and needs – of disabled people will, once again, be marginalised.
If NGOs – and particularly disabled people’s organisations – do not seize the initiative there is a very real danger that we will have to make do with a Convention that fails to adequately address the demands of disabled people.
As previous experience amply illustrates, no legislation can be better than poor legislation; I believe that the same can be said of international human rights instruments.  A Convention that authorises a new – and reduced – standard of human rights for disabled people remains, in my estimation, a very real possibility.
E-mail: daart@rjlight.clara.co.uk; postal address: c/o DAA, 11 Belgrave Road, London, SW1V 1RB; telephone: 020 7834 0477
* NGOs were entirely excluded from ‘informals’ at previous sessions of the AHC.

**Obtaining such opinion will not be possible without financial support; if any UK NGOs would be prepared to collaborate to obtain counsel’s opinion, or know of a barrister specialising in human rights who may be prepared to act pro bono, I would be pleased to hear from them.
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