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INTRODUCTION
1. The US civil rights activist Martin Luther King argued that “of all forms of discrimination, discrimination in health is the cruelest.” Racism and racial discrimination in society shape many important social determinants of health and not merely individual discriminatory encounters during treatment. As significant as they are, these latter incidents of prejudice are only surface manifestations of the institutional and structural forms of discrimination that permeate popular culture, educational institutions, and the employment and housing markets and affect the well-being of persons of African descent throughout the course of their lives. Thus, racism affects not only the availability, accessibility, acceptability and quality of health facilities, goods and services for persons of African descent, but also their environmental and occupational health. Further, its impact can be seen not only in physical but also in mental health.  

2. As the Declaration and Programme of Action of the World Conference Against Racism, Racial Discrimination, Xenophobia and Related Forms of Intolerance (Durban Declaration and Programme, respectively) recognized, these are issues of fundamental human rights as well as population health.
  The United Nations Development Programme pointed out in its Human Development Report in 2000 that indicators can be critical instruments in the promotion of human rights as well as health, which help to: (1) formulate better policies and monitor progress; (2) determine the undesirable effects of laws and policies; (3) determine which actors are influencing the realization of rights; (4) highlight whether given actors are (not) complying with their obligations; (5) warn of possible violations and permit possible preventative measures; (6) strengthen social consensus about difficult decisions that have to be taken due to scarce resources; and (7) bring to light questions that have been neglected or silenced.
  In this context, the use of indicators can be a powerful tool to combat the invisibility not only of the health problems –but also of the concomitant rights violations--faced by many people of African descent around the world.

3. This paper presents an introduction to issues concerning the use of statistical data and indicators to monitor progress in achieving the right to health and eliminating discrimination in health, together with some conclusions and recommendations with respect to gathering and analyzing statistical data to detect and understand the underlying causes of health disparities faced by people of African descent.

USING DATA AND INDICATORS FOR MONITORING PROGRESS IN ACHIEVING THE RIGHT TO HEALTH FOR PEOPLE OF AFRICAN DESCENT 
4. In addition to the core provision regarding the right to health in Article 12 of the International Covenant on Economic, Social and Cultural Rights (ICESCR),   both health and the right to be free from discrimination in health are set out in a broad array of international and regional treaties that are relevant to the protection of the health of people of African descent.  For example, the International Convention on the Elimination of all Forms of Racial Discrimination (ICERD) calls for States parties to “to prohibit and to eliminate racial discrimination in all its forms and to guarantee the right of everyone, without distinction as to race, colour, or national or ethnic origin, to equality before the law, notably in the enjoyment of … the rights to public health [and] medical care.” 
 

5. A review of these treaties, together with the other interpretive documents, makes it clear that the right to health includes: (1) both health care and healthy conditions—including environmental and living conditions that constitute social determinants of health; and (2) effective participation in decisions affecting one’s personal or group well-being. 
   Securing health rights should be construed therefore as part of securing full citizenship rights for racial minorities and, in particular, people of African descent. Further, eliminating racially-based health disparities requires collecting data on and addressing factors that go far beyond the health sector.
6. With respect to the difference between a health indicator and a right to health indicator, the UN Special Rapporteur on the Right to Health, Paul Hunt, suggests that a right to health indicator “derives from, reflects and is designed to monitor the realization or otherwise of specific right to health norms, usually with a view to holding a duty bearer to account. Thus, what tends to distinguish a right to health indicator from a health indicator is less its substance than (i) its explicit derivation from specific right to health norms; and (ii) the purpose to which it is put, namely right to health monitoring with a view to holding duty-bearers to account. 5  Consequently, in measuring disparities in health for human rights purposes, for the most part, we need not invent new indicators or gather some new form of statistical information.  A health indicator, such as infant mortality, may be regarded as a right to health indicator if it corresponds to a specific right to health norm and is used with the idea of holding duty-bearers to account.
   

7. Duty-bearers include not just governments but also third-party states, and in a different capacity, international institutions, such as the World Bank, International Monetary Fund and World Trade Organization. The realization of the health rights of persons of African descent living in many countries of the South is in large measure dependent on the actions and decisions of other actors beyond their own governments.  In addition to general obligations of “international assistance and cooperation,” it is essential that indicators be further developed and applied to measure, for example, the Millennium Development Goal of “[developing] a global partnership for development,”  as well as implementation of the Declaration of Commitment on HIV/AIDS,  and performance under the Global Fund to Fight AIDS, Tuberculosis and Malaria.  Although these are not specific human rights-based commitments, such indicators should be constructed and construed in light of human rights obligations and in particular, the Durban Declaration, so that particular consideration is given to the victims of racism, racial discrimination, xenophobia and related intolerance, including people of African descent.

8. In all cases, according to the Special Rapporteur on the Right to Health, “right to health indicators should not only reflect specific right to health norms, but also related human rights provisions, including non-discrimination and equality.”
  Thus, disaggregation of indicators—along racial, as well as gender, ethnic, and other lines-- is essential to measure disparities for health programming purposes, but also to reveal potential discrimination or inequity, which is inconsistent with international human rights obligations.  In disaggregating data along racial lines it is important to note that as race is not a biological category, but a social one, which refers to groups who share ancestry and often a cultural heritage forged by oppressive systems of race relations, people should be allowed to self-identify in terms of their racial classification, in keeping with the Durban Programme.

9. The need for disaggregation applies to measuring the policies and conduct of third-party states just as it does to that of governments.  Despite the enormous financial as well as logistical challenges involved in collecting reliably disaggregated data in many countries, we must acknowledge that this is a precondition to understanding and addressing racial disparities in health and enjoyment of the right to health for male and female victims of racism, racial discrimination, xenophobia and related forms of intolerance.

10. However, as much of a challenge as it is, collecting disaggregated data alone is not sufficient. Appropriate mechanisms must be established to regularly and systematically analyze data with the purpose of detecting and racial disparities, and in turn redressing such disparities and providing accountability.  Such mechanisms, which are exceptionally rare today at the country level even in wealthy countries, should exist at both the national and international levels.

11. At the international level, the creation of the Anti-discrimination Unit of the OHCHR can facilitate the implementation of the recommendations in the Durban Programme with respect to the analysis of statistical data throughout the UN system. Further, certain processes already exist which lend themselves to the detection and analysis of disparities and disadvantage faced by persons of African descent and other vulnerable groups.  For example, in General Comment No. 14 the United Nations Committee on Economic Social and Cultural Rights (ESC Rights Committee) set out a four-stage process for States parties to develop and apply indicators to monitor progress with respect to the right to health. 
  This four-step process, together with the processes undertaken by other international agencies and monitoring bodies, can be contextualized to take special account of progress in indicators and benchmarks (i.e., national targets) with respect to racial minorities, including people of African descent.
12. Further, even when the capacity to analyze data exists, detecting disparities is not sufficient. Even in those few countries where robust data exists to show that racial disparities are a pervasive problem throughout the health care system and throughout society, as is the case in the United States, we have far less information about the underlying causes of those disparities.
 Understanding causal factors is critical for “the development and evaluation of legislation, policies, practices and other measures aimed at preventing and combating racism, racial discrimination, xenophobia and related intolerance, as well as … determining whether any measures have an unintentional disparate impact on victims,” in keeping with the Durban Programme.

13. For example, at least five key pathways have been identified in the literature on social epidemiology through which racism can harm health by shaping exposure and vulnerability, each of which in turn calls for greater study and better data on the mechanisms by which they affect health intra- and inter-generationally in specific contexts: (1) disproportionate vulnerability through economic and social deprivation.  For example, segregation in housing and employment lead to greater economic deprivation among African Americans in the United States and many persons of African descent in other countries; (2) disproportionate exposure to toxic substances and hazardous conditions, which is also tied to residential and occupational segregation; (3) enhanced vulnerability and exposure through socially inflicted trauma (from perceived discrimination to threats to violence);(4) disproportionate exposure to targeted marketing of commodities that can harm health (including alcohol and tobacco); and (5) inadequate, discriminatory and degrading medical care. 
  
14. Further, racism does not act independently of gender and class relations.  As Krieger writes, ‘Since the global expansion of European power and economies in the mid-15th century and contingent territorial conquest and intercontinental slave trade, people have lived in a world of racialized class relations and class-contingent race relations.  It logically follows that racial/ethnic inequalities are shaped and fostered by class inequalities and vice versa.”
  Thus, empirical research is certainly necessary to isolate the effects of  racism and socio-economic status; however, neither need be prior as a philosophical principle and in policy responses, it should virtually never be a question of either /or but rather both /and.  The same is true of gender and race relations.  

15. Multiple layers of indicators are required to assess the contributions of these different causal factors and, from a human rights perspective, the affirmative efforts by governments and other duty-bearers to reduce racial disparities over time.  The Special Rapporteur on the Right to Health and the ESC Rights Committee have agreed upon the terms “structural”, “process” and “outcome” indicators, to describe the taxonomy of indicators necessary to measure progress on people’s health rights in general. 
  In brief:

16. “Structural indicators” provide qualitative information to assess the capacity that exists within a country to achieve progress with respect to the right to health.  These indicators are intended to check whether the key structures, laws, systems and mechanisms necessary to implement the right to health are in place in the country.  An example of a key structural indicator to assess with respect to people of African descent is whether the state has an epidemiological surveillance system that disaggregates all major diseases and conditions (as well as social determinants) by race, as well as along other lines. 
17. “Process indicators” provide quantitative information on the processes by which a health policy is implemented. These indicators generally focus on conduct or effort by the government or other relevant actor.  They include, for example, number of primary care facilities or health personnel per population. Crossing these data with other demographic information can provide a picture of whether populations composed in their majority by racial minorities are systematically underserved, and can in turn provide the basis of remedial policy actions. 
18. Finally, “outcome indicators” measure not efforts but the results achieved and the changes that can be attributed to the implementation of the actions of the government or, in certain cases, to another actor.  These include such measures as:  under-five mortality rates; infant mortality rates; HIV/AIDS incidence and prevalence rates; and maternal mortality ratios, which should always be disaggregated by race, as well as other lines, although they are often not.

19. Alone, no type of indicator is sufficient to provide an accurate picture of the health situation of  victims of racial discrimination, the causal pathways through which racism affects health—which, as mentioned, go far beyond the health sector--  nor the measures undertaken by the State and other duty-bearers to reduce racial disparities and discrimination.

CONCLUSIONS AND RECOMMENDATIONS
20. When understood and appropriately used, statistical data and indicators can:  (1) provide new understanding into the health problems of persons of African descent by identifying areas and patterns of omission or violation; (2) present systematic information with respect to disparities as well as factors to assist in monitoring and comparisons, and suggest policy directions at national and international levels; (3) promote public awareness and debate about the health situations of persons of African descent and highlight specific issues and disparities; and (4) communicate concisely the value of eliminating racial discrimination and protecting the health rights of persons of African descent as well as other victims of racism, racial discrimination, xenophobia and related intolerance.
  
21. Three preliminary recommendations follow, which draw heavily on the ideas set forth in the Durban Programme and are in no way intended to be exhaustive:

22.  Create systems to collect appropriately disaggregated data.

To the greatest extent possible, data regarding underlying social determinants (e.g. literacy, housing and access to safe water and sanitation), diseases and conditions collected through census and surveys, as well as all clinical encounters and records should be recorded with a person’s self-reported race and ethnicity. Priority must be placed in funding systems to collect reliably disaggregated data. Leadership is needed from national governments to enact legislation and set national policy to ensure uniformity and compliance across regions and settings.  Leadership is needed from international institutions and agencies both in fostering the measurement of inequalities among specific social groups, in addition to global inequality measures, and in implementing funding and aid programs accordingly. 

23.  Establish mechanisms and processes to systematically assess health and socio-economic data in order to detect disparities based on race and promote accountability.

To the greatest extent possible, national governments should ensure that educational institutions train professionals in the techniques of appropriate data collection and analysis as well as ensure the quality of data analysis, with an eye toward enhancing the enforcement of non-discrimination norms in keeping with international human rights standards.  Data should be widely available to the public and the design, implementation and evaluation of policies and programs based on such data analysis should provide for public consultation and participation.  At the international level, treaty-monitoring committees and other international agencies can ensure that existing processes assess progress on reducing racial disparities in addition to other health measures. International institutions and donor states can encourage the analysis of data to reveal racial disparities as well as provide resources needed to create such mechanisms and train professionals in data gathering and analysis.
24. Undertake research to understand causal pathways of racism’s effects on health in order to better tailor laws and remedial social policies. 
Funding is required to better understand the specific mechanisms by which racism affects health in different social contexts. Such understanding will require both (i) direct studies, to obtain statistical as well as subjective information on people’s physiological and psychological reactions to situations involving racial discrimination in different social settings; and (ii) indirect studies, to investigate racial disparities in distributions of specific deleterious exposures and health outcomes in order to infer how and to what extent racism underlies these outcomes. 
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