NHRI Intervention on Article 25 (Health).

Chair, 

National Human Rights Institutions have two brief observations on the draft text.  

First, National Human Rights Institutions believe that the text proposed by you would be further strengthened with the addition suggested by US in a new para (e) with respect to the conditions under which genetic information can be obtained and used.  We remind delegates that this matter already arose in the Working Group.  Footnote 78 of the Working Group text stated:

Some members of the Working Group suggested there should be a specific mention of the fields of (bio)medical, genetic, and scientific research, and its applications, and its use to advance the human rights of persons with disabilities.

We are naturally delighted to see the United States move these ideas forward with its draft textual proposals for a new para (e).  There is ample precedent in, for example, Article 11 of the Council of Europe Biomedicine Convention.  And we are of course mindful of the UNESCO Universal Declaration on the Human Genome and Human Rights – especially Articles 6 and 7.  We view the US proposals in this regard as fully in keeping with the norms and principles contained in these instruments and a welcome step forward in the disability context.  We therefore urge delegations to take the ideas contained in the US proposal seriously as the draft text moves forward.  

Secondly, we recognize that the ideas contained in Para D and new E and G proposed by the US in Article 25 and para 3 of article 17 are interconnected and premised on the principles of equality and autonomy. Indeed, they are throughout consistent in their intent. 

However, the ideas contained in Para 4 of article 17 seem to make a slight deviation and may amount to inconsistency.  Our intent is not to reopen the debate on involuntary intervention but to simply to highlight a possible drafting inconsistency. In that respect – and for the sake of drafting consistency - it may be a good idea to revisit the congruence between Article 17 and Article 25.  

