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1. Introduction

This paper will be presented at the "Workshop on Data Collection and Disaggregation for Indigenous Peoples" convened in New York by the United Nations Permanent Forum on Indigenous Issues from January 19 to 21, 2004.


The content of this document refers to the experiences of the Pan American Health Organization (PAHO), within the framework of the Health of the Indigenous Peoples Initiative, with the collection, disaggregation and dissemination of statistics on health of the indigenous peoples in the Americas.


In the first part of this document a brief summary of the Health of the Indigenous Peoples Initiative is presented as a context in which actions regarding information have been prioritized. In the second part there is a discussion about the terminology used, as well as about the analysis, quantity and quality of the existing data, comparison among countries, and use of those data in policy-making and local management.


We look forward to the valuable contributions by all participants in the upcoming workshop in order to move forward to developing actions leading to the achievement of equity within the context of recognition and respect of the cultural diversity of the populations in the Americas.

2. Health of the Indigenous Peoples Initiative

Cultural diversity clearly manifests itself in the Region of the Americas, and it is largely determined by the current presence of approximately 45 million indigenous persons who belong to more than 400 different indigenous peoples (PAHO, 2002). No analysis of standards of living and health conditions can ignore consideration of the multicultural, multiethnic and multilingual nature of this continent.


Vis-à-vis this reality, in 1992 PAHO's Subcommittee on Planning and Programming proposed a closer study of health and welfare issues of the indigenous peoples in the Americas. After a consultative meeting held in Winnipeg, Canada, in 1993, with the participation of representatives of indigenous peoples, governments and other stockholders in 18 countries, the recommendations were synthesized in a proposal --The Health of the Indigenous Peoples Initiative-- which later was presented to the consideration of the Executive Bodies of the Organization, and adopted by the 37th Session of its Directing Council (1993).


The recommendations of the Winnipeg Meeting and Resolutions CD37.R5 (1993) and CD40.R6 (1997) established five principles for working with the indigenous communities (Table 1), which guide the work, facilitate criteria for monitoring, and set the foundations for evaluation at the end of the International Decade of the World's Indigenous People, in 2004.


Table 1. Principles
1) Comprehensive health approach

2) Right of indigenous peoples to self-determination

3) Respect and revitalization of indigenous cultures

4) Reciprocity in relations

5) Right of indigenous peoples to a systematic involvement


The Health of the Indigenous Peoples Initiative represents an opportunity to show our determination to search for equity, as well as the value we attribute to cultural diversity. It also shows our commitment to the International Decade of the World's Indigenous People. Moreover, it encourages countries to uncover and monitor inequities determined by ethnic origin, as well as to implement programs and begin processes leading to the improvement of the sanitary conditions of the indigenous peoples and their access to health services.

3. Experiences with Data Collection and Disaggregation

In implementing resolutions CD37.R5 (1993) and CD40.R6 (1997) one of the priority areas has been developing scientific, technical and public information. Currently, the importance of strengthening information systems and analytical and management capacities in the countries, to give priority and attention to the indigenous population, is stressed in the 2003-2007 Strategic Lines and Plan of Action for the Health of the Indigenous Peoples Initiative. This implies both the promotion of actions to improve the collection, production and dissemination of information regarding standard of living and health conditions for indigenous peoples, and the analysis and use of information in policy-making and program development as well as in local management.

 Resolution CD37.R5 (1993) recommends expanding activities in the evaluation of standard of living and the health situation, in order to include the indigenous peoples in the Region, with the purpose of increasingly overcoming the current lack of information in this area both at the regional and national levels.


An account of experiences with data collection and disaggregation follows. It includes definitions used and a summary of advances and challenges that have been identified in this area.

3.1 Definitions Used

Few countries normally collect and analyze vital or service statistics by ethnic group; even less commonly do countries present disaggregated data by ethnic group and gender. It is therefore difficult to obtain data that permit an adequate assessment of the health situation, standard of living and coverage of health services for indigenous persons (PAHO, 1998 a). Most likely, one of the main reasons for not having adequate data is the difficulty of responding to the following question: To whom are we referring when we speak of indigenous peoples?


The terms used to define indigenous populations have varied among countries according to their social and historic contexts, taking into account the language spoken, descent, self-identification and territorial location or geographic concentration (Psacharopoulos, G. & Patrinos, H.A., 1994). Similarly, when referring to those populations different terms have been used, such as indigenous population, indigenous peoples, indigenous nationalities as in the case of Ecuador, original peoples as in the case of Bolivia, autochthonous peoples as in the case of Honduras, tribes, ethnicities, ethnic groups, nations, first nations as in the cases of Canada and the United States, societies as in the case of Brazil, Amerindians as in the case of Guyana or according to their specific names in other cases.


According to the International Labour Organization Convention (No. 169) concerning Indigenous and Tribal Peoples in Independent Countries (1989), indigenous peoples are "...Peoples in independent countries who are regarded as indigenous on account of their descent from the populations which inhabited the country, or a geographical region to which the country belongs, at the time of conquest or colonisation or the establishment of present State boundaries and who, irrespective of their legal status, retain some or all of their own social, economic, cultural and political institutions." (Convention No. 169, Article 1).


In the case of actions within the framework of the Health of the Indigenous Peoples Initiative these diverse definitions have been taken into account. The term people is used to make reference to this specific population group based on the definition posed by Stavenhagen, who indicates that the concept of people refers to a set of features that characterize a human conglomerate in territorial, historic, cultural and ethnic terms, thus providing a sense of identity (Stavenhagen, 1992).

3.2 Data Systematization

While in a majority of countries in the Americas a great deal of data exists regarding the standard of living of indigenous peoples, few countries offer a diagnosis of the situation in which indigenous peoples develop, and even fewer have developed a system of information and monitoring to capture disaggregated data by ethnic grouping. Considering this limitation, the Health of the Indigenous Peoples Initiative has promoted the systematization and analysis of data. Among the results of this process we note the following:


1.
1996: Analysis of the situation of indigenous peoples in 11 countries.


2.
1998: The scientific publication Health in the Americas, 1998 Edition, included a specific chapter on the health of indigenous peoples in Volume I, and 18 countries presented data on the subject in Volume II.


3.
2002: The scientific publication Health in the Americas, 2002 Edition, included data on the health of indigenous peoples in the chapter “Macro Determinants for Health in Human Sustainable Development,” specifically in a section on Ethnicity and Health, and in the chapter “Promotion of Health,” in a section on Health of Indigenous Peoples, in Volume I. In Volume II, 22 countries included information on indigenous peoples’ health in the corresponding chapters.


4.
2000: Project on "Strengthening Data for Local Management."


A description follows of the process of elaboration of documents for analyzing the situation, the process of inclusion of the information in the publication Health in the Americas; and the process of elaboration of the project on data for local management.

4.2.1 Documents on the Analysis of the Situation

Systematization of health data for indigenous peoples in Bolivia, Chile, Colombia, Ecuador, Honduras, Guatemala, Mexico, Nicaragua, Panama, Peru and Venezuela was supported in 1966, under the following terms of reference.

Terms of Reference

1.
To undertake a search of the available sources in the country of scientific and technical information about the health of indigenous peoples at the corresponding PAHO Documentation Center, Ministry of Health, universities, institutes, national libraries, and others, counting on the technical support of librarians at the different centers.


2.
To organize in each country the collected information, in cooperation with librarians at the Centers of Documentation of the World Health Organization/Pan American Health Organization (WHO/PAHO), in a collection to be kept at one or several headquarters, which should be decided by consensus with indigenous representatives (PAHO, Ministry of Health, indigenous organizations, university), at a location in the country accessible for supporting programming, education and research. This organization of the information considers, as much as possible, electronic links or other links to national and international collections, or planning those links for the immediate future.


3.
To elaborate an analytical document about the health situation of indigenous peoples in the country, based on the available information, in consultation with persons and organizations involved and/or interested in the theme of health of the indigenous peoples, and to develop a database of persons and organizations with experience on the different themes related to indigenous peoples. This analysis must include information on the 15 indicators that follow, which have been proposed as basic information both for the total population and for urban, rural and indigenous populations. (Table 2). Regarding the indigenous population, in case there are no total national figures, available data for different indigenous peoples will be included.


Table 2. BASIC DATA - COUNTRY


Indicators
	Demographic

1. Total population (year)/Indigenous population (year)

2. Life expectancy at birth/Total

Men (years)

Women (years)

      3.  Estimated total fertility rate
	Socioeconomic

4. Literacy rate:

Men (%)

Women (%)

5. Potable water services (%)

6. Sewage and waste disposal services (%)



	Mortality and Morbidity
7. Infant mortality rate per 1,000 live births (less than one year)

8. Under-5 Mortality rate (less than 5 years)

9. Under-5 registered deaths due to acute diarrhea disease  (less than 5 years)

10.  Maternal mortality rate per 100,000 live births (less than one year)

11. Annual number of registered cases of malaria. 
	Resources, Access and Coverage

12. Physicians per 10,000 inhabitants ratio (year)

13. Coverage with DPT3 (less than a year) (year) (%)

14. Birth assistance by qualified personnel (year) (%)

15. Use of contraceptives (women; all means of contraception) (year)



According to the terms of reference, a contract based on results was signed establishing that in case difficulties arose impeding the fulfillment of all terms of reference, the three first points would be a priority: identification of the available information on indigenous peoples; organization of the information in a collection with corresponding establishment or planning of linking mechanisms to other information networks; and presenting a document of the analysis of the health situation of indigenous peoples, including information about the 15 indicators proposed as basic data in Table 2.


The information presented in the documents elaborated responds to the processes carried out in each country, documentation and data availability, and the authors’ professional criteria. Each of the reports is an estimation of the present standard of living and health conditions of indigenous peoples in the above-mentioned countries. It must be noted, however, that the indicators presented in the various reports show a clear trend of inequity gaps in the standard of living and health conditions for indigenous peoples as compared to the national society.


A challenge for the future will be to expand the available information, and above all, to create an information system responding to the multicultural nature of the population in the Americas. This will require a shared and multisectoral work commitment, with the full involvement of indigenous peoples.

4.2.2 Publication Health in the Americas

Health in the Americas is one of the scientific publications presented by PAHO every four years. This publication has two volumes. Volume I presents the trends regarding the health of the population in the Region, and Volume II contains country profiles. In the elaboration process for the 1998 Edition, inclusion of information about indigenous health in the two volumes was promoted. Eighteen countries included that information in their specific chapters, and Volume I included an analysis of the situation of indigenous peoples in the Region, with emphasis on health determinants and evidence about inequities that were affecting those peoples in comparison with the national populations.


The 2002 Edition of Health in the Americas included information about the health of indigenous peoples in the chapter “Macro Determinants for Health in Human Sustainable Development,” particularly in a section on Ethnicity and Health, and in the chapter “Promotion of Health,” in the section on the Health of Indigenous Peoples, in Volume I. In Volume II, 22 countries included information about the health of indigenous peoples in the corresponding chapters.


The quantity and quality of the information varies according to country. For instance, Bolivia and Guatemala include references to the situation of the indigenous population within the entire chapter, and the other countries do so when they mention the introductory demographic data and later in a specific section on the indigenous population.

4.2.3 Project on information for local management

Due to lack of consideration of the ethnic variable by national systems of information, it is not possible to obtain reliable uniform data on the health and disease status of the 45 million or more indigenous persons who live in the Region of the Americas. Nevertheless, anecdotal evidence from several studies supports the need to prioritize action leading to solve serious inequities regarding the gap between the sanitary situation and health services coverage.


The project "Strategies for Improving Access to Health Care in Areas with Indigenous Populations: Strengthening of Information and Surveillance for Local Management" addresses the difficulties in effectively acting to provide adequate care of the health needs of the indigenous peoples. Inter alia, mention should be made of limitations in the collection, analysis and use of adequate, useful and timely information, in order to contribute to establishing and implementing policies, programs and strategies leading to better health conditions and access to health services in areas with indigenous populations in the countries in the Region.


Within the framework of interagency cooperation, this proposal notes the importance of promoting cooperation with the Indian Health Service (IHS) in the United States. Given that the population served by the IHS is similar to the population favored by this project, the health assistance network has institutional and functional similarities, equivalent to many of the region. Further, the HIS’ system of information and its computing applications that have been developed with the clinical, administrative and financial users in mind, include easy access and use by those users.


Similarly, this project recognizes the cumulative knowledge at WHO/PAHO for providing momentum to health sector reform processes, particularly for monitoring and assessing those processes where data collection and their adequate use represent a crucial aspect. Finally, within the process of implementing PAHO's Health of the Indigenous Peoples Initiative, this proposal stresses country contributions for generating conceptual frameworks, strategies and experiences for the health care of indigenous peoples in the Region.


The goal of this proposal is to contribute to strengthening data use, including the establishment of an appropriate data system and the monitoring of effective access and use of assistance services by the indigenous population of a given country, through a pilot project taking into consideration areas with indigenous populations.


The proposal’s purpose is to support the strengthening of each country's technical capacity to collect, use and analyze information on the inequities affecting indigenous peoples in order to better understand the problem and guide the elaboration of policies, strategies and programs favoring the improvement of access of those peoples to health care.


Among the expected results the following are noted:


-
To obtain a diagnosis on the needs and availability of information, including information about flow processes and the analysis, presentation and dissemination of data on the processes for health surveillance in areas with indigenous populations.


-
To produce capacity and development, as well as to adapt and/or transfer methodologies for the various stages of the process of data collection, flow, processing and presentation.


-
To elaborate guidelines for the development of a system of information, as well as for adequately monitoring the population profile and the needs of indigenous peoples, considering the information process as well as the quality of data and their analysis.

5. Advances

Table 4 shows a summary of the advances in the Health of the Indigenous Peoples Initiative in the area of information to detect and monitor inequalities:


Table 4


Information to detect and monitor inequalities: Advances
-
6 countries have proposals for data disaggregation on health services according to ethnicity.

-
3 countries involved in the social exclusion project identified indigenous peoples among the excluded groups, and indicated that women and children were the most affected by exclusion.

-
22 of the 24 countries that have indigenous peoples in the region included information in Health in the Americas, 2002 Edition.

-
In cooperation with the Program on Public Policies and WHO a project for supporting countries in their data disaggregation according to ethnic group has been elaborated, in order to promote the use of data for policy-making.

-
The Initiative has a web page.

-
Indigenous Bulletin’s first edition has been elaborated.

-
11 documents have been added to the list of publications.

-
Data banks for documents on indigenous health have been made available on PAHO’s web page, with 919 entries.

-
4 documents of analysis of the health situation of indigenous peoples have been issued: 

El Salvador (2000), Costa Rica (2003), Mexico (1998), and Panama (2000). 

6. Challenges

Despite progress made, there are challenges that must be addressed, among which the following are noted:


-
The epidemiological profile among the indigenous population is associated with high indices of poverty, unemployment, illiteracy, migration, marginalization, lack of land and territory, destruction of ecosystems, alteration of life dynamics, and failure to meet basic needs. Therefore, analyses must consider information originated from outside the health sector.


-
Lack of vital or service statistics disaggregated by ethnic group, gender and age group make it difficult to adequately assess the health situation, standard of living, and coverage of health services for indigenous persons, as well as to set priorities for action and the evaluation of impacts on these populations.


-
As much as for quantitative information, it is fundamental to understand social and cultural factors generating the population’s knowledge, attitudes and practices for keeping and restoring health. The challenge for public health is to translate social and cultural information into practical information to promote the welfare of indigenous communities and individuals.


-
Training for health personnel is necessary to provide appropriate services according to the social and cultural characteristics of users, both at the level of the sanitary authority and the subnational level
. This includes overcoming limitations in the capacity for data analysis and use in management decisions.


The following table shows evidence of the persisting challenges in health care for indigenous peoples.


Table 3


Challenges to Health Care for Indigenous Peoples


Evidence
	Poverty
	Infant Mortality

	Ecuador: In the rural areas of the Sierra and the Amazon region, which have indigenous populations, it is estimated that 76% of children are poor (PAHO, 1998)
	Mexico: The infant mortality rate among indigenous children was 59 per 1,000 live births in 1997, twice as much as the national rate (PAHO, 2002)

	Illiteracy
	Maternal Mortality

	Peru: In the Peruvian Amazon region, 7.3% of the total population has not achieved any level of instruction, while 32% of the population in indigenous communities has the same condition (INEI-UNICEF, 1997) 
	Honduras: The maternal mortality rate as a national average is 147 deaths per 100,000 live births. In the departments of Colón, Copán, Intibucá, Lempira and La Paz, which have indigenous populations, the maternal mortality rate varies between 255 and 190 deaths per 100,000 live births (PAHO, 1999)

	Unemployment
	Infectious Diseases

	El Salvador: 24% of the indigenous population is unemployed (PAHO, 2002)
	Nicaragua: The municipalities affected with plasmodium falciparum are located in the Autonomous Regions of the Atlantic Coast, an area settled by indigenous and Afro-descendant peoples (PAHO-NIC, 2003)

	Malnutrition
	Diabetes, Obesity, Alcoholism

	Guatemala: Chronic malnutrition is 67.8% among indigenous persons, and 36.7% among non-indigenous persons (PAHO, 2002)
	United States: The indigenous population has a much higher probability of dying from mellitus diabetes, which is linked to obesity and liver disease from alcohol abuse, than the population in general (PAHO, 2003)

	HIV/AIDS
	Suicide

	Honduras: Garifuna and English-speaking peoples are the most affected by HIV/AIDS in Honduras (PAHO, 2002)
	Canada: Rates of suicides among indigenous peoples are from two to seven times higher than for the population in general, and it is a matter of particular concern among young men in the Inuit communities (PAHO, 2002)

	Essential Services
	Geographical Location

	El Salvador: 33% of the indigenous population uses electricity for illumination purposes, while 64% uses candles or oil lamps. 91.6% of the indigenous populations uses water from rivers or wells (PAHO, 2002)
	The indigenous population is generally widespread, sometimes on the move, and located in areas with difficult access. The majority is located in rural and border areas or in marginal areas in the cities. Several indigenous peoples are multinational, such as the Miskitos in Nicaragua and Honduras, and the Quechuas in Colombia, Ecuador, Peru, Bolivia and Argentina (PAHO, 2002)

	Ethnic and Cultural Heterogeneity
	Culturally Appropriate Care

	Brazil: The estimated indigenous population is 350,000 inhabitants, belonging to some 210 peoples and speaking more than 170 languages. Although it is just 0.2% of the total population, the indigenous population inhabits 24 of the 26 States in the country (PAHO, 2003)
	Evaluation of the essential functions of Public Health indicates that function 8 “development of human resources and training in public health, including capacity for providing culturally appropriated health care” has a low level of implementation in the region (38%), and 17% for culturally appropriate care (PAHO, 2002)



Example


Inequities Affecting Afro-descendant and Indigenous Peoples in Nicaragua 
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    � Within the framework of the Initiative “Public Health in the Americas" (1999-2002), an assessment of the essential functions of Public Health was made. Essential function 8 --“Development of human resources and training in Public Health, including the capacity to provide culturally appropriate health care”-- has a low level of implementation (PAHO, 2002). 
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