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24 August 2021
Dear Madam/Sir,

Subject: Human Rights Council resolution 43_L.34


I would like to draw your attention to Human Rights Council resolution 43_L.34 (A/HRC/43/l.34) concerning the rights of persons with disabilities.
The above-mentioned resolution requests the OHCHR “to prepare its […] subsequent study on statistics and data collection under article 31 of the Convention, in consultation with States and other relevant stakeholders, regional organizations, the Special Rapporteur on the rights of persons with disabilities, civil society organizations, including organizations of persons with disabilities, and national human rights institutions, requiring contributions to be submitted in an accessible format, and requests that such stakeholder contributions, the studies themselves and an easy-to-read-version of them, be made available on the website of the Office of the High Commissioner, in an accessible format” (paragraph 13) and to make it available prior to the forty-ninth session of the Council.


The OHCHR would be grateful to receive any relevant information for the preparation of this study. In particular, we welcome views and information in relation to the following questions:
1(a). 
Do you have information on country laws, policies, plans, strategies or guidelines at any level of government relating to statistics and data collection about persons with disabilities? In particular initiatives to: 

· Collect statistical data in censuses or population registers on persons with disabilities (for example use of the Washington Group Short Set of questions, please clarify if the questionnaire is used as recommended by the Washington City Group on Disability Statistics or a modified version); 

· Collect statistical data on persons with disabilities in surveys such as household income and expenditure surveys, labor force surveys, demographic and health surveys or similar surveys  (please provide details and the data collection tools);

· Collect data on disability as part of a national disability survey or specific disability modules attached to other surveys.

· Collect statistical data on environmental barriers faced by persons with disabilities (please detail if you have country information on the use of human rights indicators in place to focus on the environmental barriers measured, e.g., access to public buildings and public access venues, access to information including public media –sign language interpretation, closed captioning, audiodescription-, access to justice independent living services, among others); or 

· Collect administrative data for the operation of government programs or services assessing persons with disabilities to access social protection or other benefits or as part of the Education Management Information System or Health Management Information System (please specify the disability assessment tools, e.g. International Classification of Functioning, Disability and Health; WHO Disability Assessment Schedule; among others)
· Collect administrative data including persons with disabilities, without discrimination, such as in birth registries, civil registries, voters registries, among others.
· Promote a human rights-based approach to data collection
, including research- and community-based data collection, to improve or develop policy in line with the Convention on the Rights of Persons with Disabilities.
1(b).
What are the challenges to implementing the above? 

2(a).
What legislative and policy measures are taken to address data protection and the implementation of safeguards to ensure protection of confidentiality and respect for the privacy of persons with disabilities? 

2(b).
In particular, please describe how the collection, administration and use of disability data complies with common principles such as:

· lawful, legitimate and fair use; 

· purpose specification and use limitation; 

· self-identification, including the option to disclose, or withhold, information about personal characteristics

· sensitive data administration, including in health, work and employment, and educational environments; 

· data security, privacy and confidentiality; 

· data retention;

· data minimization; 

· data quality; 

· data transparency and accountability, including accessibility of public and statistical data to persons with disabilities in a language and format, taking into account considerations such as disability, language, literacy levels and cultural background; and
· due diligence for third parties’ collaboration.

3.
Are indicators, including on the Sustainable Development Goals, COVID-19, among others; disaggregated by disability in general/non disability-specific data processes, such as in census reports or research based on surveys and community-based data collection? 

4.
Please provide information on the measures undertaken to share public data and ensure access to data for persons with disabilities, including dissemination of statistics, questionnaires, and metadata in accessible formats.  

5. 
Please provide information on the role of persons with disabilities and their representative organisations, including children with disabilities, in the design, implementation, monitoring and evaluation of all measures relating to data collection, analysis, use and dissemination.

The OHCHR would be grateful to receive relevant information at United Nations Office at Geneva, CH 1211 Geneva 10; fax. +41 22 917 90 08; e-mail: registry@ohchr.org; by 1 October 2021, in accessible format so that it can be posted on OHCHR’s website. Please do not hesitate to contact Mr. Facundo Chávez Penillas at disability@ohchr.org or Ms. Victoria Lee at vlee@ohchr.org for further information or clarification.

I thank you in advance for your contribution to this important thematic study.





Yours sincerely,



Todd Howland


Chief


Development and Economic and Social Issues Branch
� � HYPERLINK "https://www.ohchr.org/en/issues/indicators/pages/documents.aspx" �https://www.ohchr.org/en/issues/indicators/pages/documents.aspx�






