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IDA CRPD Forum promotes the effective and full implementation of the UN Convention on the Rights of Persons with Disabilities worldwide, as well as compliance with the CRPD within the UN system, through the active and coordinated involvement of representative organisations of persons with disabilities at national, regional and international levels.

Introduction

Based on a social model definition of disability, it seems generally acceptable to consider persons affected by leprosy as persons with disabilities. Moreover, the concept of discrimination based on disability also covers persons who are being discriminated against because of their association with a person with a disability or who are perceived to have a disability. These situations seem clearly applicable to family members of persons affected by leprosy.

In view of this, it is very important that the principles and guidelines for the elimination of discrimination against persons affected by leprosy and their family members are fully coherent with and benefit from the advanced provisions included in the Convention on the Rights of Persons with Disabilities (CRPD), while at the same time providing further detailed elements directly related to persons affected by leprosy.

It is fair to acknowledge that there is not a great level of understanding among members of IDA about the situation of persons affected by leprosy and that includes the use of terminology. From a broader disability perspective, the term “affected by” as used in the consultation process is not a term with which most persons with disabilities would like to associate themselves. We will therefore use in this document (from now on) the more neutral term “persons with leprosy”, based on the term “persons with disabilities” used in the CRPD.

Building on the provisions of the CRPD

IDA welcomes the fact that many references in the draft principles are worded in a similar way to the CRPD, as this will ensure that the standards established by the CRPD, which should apply to persons discriminated against on the basis of leprosy (persons with leprosy as well as family members), will fully benefit persons with leprosy. At the same time, these principles and guidelines allow for a tailor-made approach to the specific situation of persons with leprosy and their family members, and for more detail than what is possible in a human rights Convention.
The distinction between principles and guidelines appears to be that guidelines detail what actions should undertaken by States. If so, it might be appropriate to include more measures to be undertaken by States in order to meet the principles. 

For instance, the very important family life related principles, found in principle 3 would benefit from being translated into concrete measures to be undertaken by States.
 It would also make sense to add to guideline 7 on Occupation, measures directed at the employment of persons with leprosy in the regular employment market, in particular protection from discrimination in all stages of employment as indicated in principle 6.

Also, guideline 8 on Education might benefit from more proactive guidelines asking States to protect persons with leprosy from discrimination in all stages of education, as well as in life-long training.

Under guideline 9, States should also have a role to play in removing discriminatory language from publications issued by private organisations.

The issue of reasonable accommodation is a key element when combating discrimination against persons with disabilities and can also be relevant for many persons with leprosy. This concept could be added to guideline 2 on Equality and Non-discrimination, and could be based on articles 2 and 5 of the CRPD.

The mainstreaming of women, children and other vulnerable groups of persons with leprosy is a vital issue. The approach followed by the CRPD in its article 6 on Women with disabilities and article 7 on Children with disabilities, makes it clear that their rights need to be taken into account, horizontally, in all measures to be pursued by States. Guideline 3 might especially benefit from strengthening in this respect.

Finally, the wording used in article 25 of the CRPD on right to health, refers to access on an equal basis with others and could be a useful inclusion in guideline 11.
Two issues which seem inconsistent with the CRPD

First, the CRPD makes it very clear in article 14 that deprivation of liberty based on disability is not permissible. From this point of view, the isolation, even on a temporary basis, which is foreseen in principle 2 and in guideline 1.1. (a) is not consistent with the CRPD. 

Second, the CRPD deliberately excludes any reference to the prevention of primary impairment and puts the focus on the need for persons with disabilities to benefit, as all other persons, from general public health measures, including, among many others, the prevention of work and traffic accidents, the promotion of healthy lifestyles and healthy motherhood. Applying this same rationale, one could question if the establishment of national targets to reduce the rate of new leprosy cases should be included in a document on the elimination of discrimination with leprosy and their families.

Having said this, if organisations of persons with leprosy and their family members support inclusion of these measures in this document, this is the advice that should be followed.

Reporting on the rights of persons with leprosy and their families

While specific reporting on the rights of persons with leprosy could be undertaken by the Committee proposed under guideline 14, IDA would suggest that the guidelines ask States Parties to the ICCPR, ICESCR and CRPD to include persons with leprosy and their family members in their State reports to the relevant UN human rights treaty bodies.




