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My name is Michael E. Bird and I am from Santo Domingo and San Juan Pueblos in New Mexico. I am the Executive Director of the National Native American AIDS Prevention Center (NNAAPC) located in Oakland, California, and Past-President of the American Public Health Association. For the past 15 years, NNAAPC has provided capacity building, training, and technical assistance services to American Indian, Alaska Native, and Native Hawaiian organizations, agencies, and communities, as well as culturally responsive HIV-case management services and HIV education to those who serve these populations.  

I would like to begin my statement with a quote by former President Richard Nixon in a message to Congress:

The first Americans - the Indians - are the most deprived and most isolated minority group in our nation. On virtually every scale of measurement - employment, income, education, health - the condition of the Indian people ranks at the bottom. The condition is the heritage of centuries of injustice. From the time of their first contact with European settlers, the American Indians have been oppressed and brutalized, deprived of their ancestral lands and denied the opportunity to control their own destiny.

While this statement was made in 1970, it unfortunately still holds true today.

1. DISPOSSESSION CREATES HEALTH DISPARITIES IN INDIAN COUNTRY

Native Americans have a unique historical and cultural context to their lives. After thriving for thousands of years as independent nations, they have been subjected to mass genocide, forced resettlement, and compulsory acculturation - as a matter of Federal policy! Native American communities can be found throughout the US - on reservations, in rural areas, in urban centers.  Some Indian Nations are large, some small, some recognized by the Federal government, others just by States. The resulting cultural dislocation has transcended generations and manifested itself in current days into a dispersed, socioeconomically disadvantaged people overburdened by disease. The combined adverse effects of poverty, inadequate education, discrimination, and a high prevalence of disease co-factors put Native Americans at great risk for HIV infection. But the diversity and dispersion make it difficult for most individual Native agencies to reach the goals required by federal and private funders of HIV prevention programs - a frightening fact given the high risk of HIV-infection that Native Americans face.

General demographics: According to the 2000 US Census, there were 4.1 million people (1.5% of the total population) who reported being American Indian/Alaska Native (AI/AN), including 2.5 million (0.9%) who reported only AI/AN and 1.6 million (0.6%) who reported AI/AN with some other race(s). Because of changes in the way race has been reported across censuses, the change in population is reported as a range: between 1990 and 2000, the Native population increased by 516,722 to 2.2 million, or 26% to 110% (vs. 13% for the total population). 43% of Natives resided in the West (including California), 31% in the South (including North Carolina, Maryland, Oklahoma, South Carolina), 17% in the Midwest, and 9% in the Northeast (including Rhode Island). The 10 states with the largest Native populations were, in order: California, Oklahoma, Arizona, Texas, New Mexico, New York, Washington, North Carolina, Michigan, and Alaska.

There are a number of health disparities - socioeconomic and clinical markers - that indicate that Native Americans are at particularly high risk for HIV infection. These include:

Poverty: According to the 2000 US Census, a large number of Native Americans are living in poverty. The 1999 average per capita income for Natives was only $12,893 (vs. $21,587 for the US as a whole) and the average median household income was $30,599 (vs. $41,994). 26% of Native individuals were living below poverty, as were 22% of Native families (vs. 12% and 9%, respectively). Twelve percent (12%) of adult Natives in the civilian workforce were unemployed (vs. 6%). Only 42% of Natives older than 25 had more than a high school education and only 4% had more than a Bachelor's degree (vs. 80% and 24%, respectively).

Mental health: According to IHS, more than one-third of the demands on its health care facilities involve mental health concerns. There are no large-scale national studies, but smaller studies have found rates of depression among Natives ranging from 10% to 30%; one found the lifetime prevalence of mental disorders to be 70%. IHS says that Natives experience disproportionately high mortality compared to other Americans from suicide (180%). The highest suicide rate is found in Natives ages 15 to 34, compared to ages 74 and older for the general population.

Substance use: Native Americans have a higher prevalence of illicit drug use, alcohol dependency, and the need for drug abuse treatment. The National Household Survey on Drug Abuse shows that between 1999 and 2001, Native Americans were more likely to have used an illicit drug in the past month than any other racial/ethnic group and they had a higher rate of past year dependence or abuse on illicit drugs or alcohol than other groups. According to the Substance Abuse and Mental Health Services Administration (SAMHSA), the prevalence of illicit drug use was 20% among Natives (vs. 12%), and in 2000, almost 3% of all admissions to publicly funded treatment facilities were Natives. According to IHS, Native Americans die at higher rates of alcoholism than other Americans (770%) and according to the Health Resources and Services Administration (HRSA), about 33% of all Native deaths before the age of 45 are due to causes directly or indirectly related to substance abuse. For the period of 1990 to 1992, mortality due to alcoholism among Native women ages 25 to 34 years was 21/100,000 population, in comparison to 2/100,000 for women of all races; women between 35 and 44 had a mortality rate of 47/100,000, almost 10 times the rate for women of all races.

Housing: According to the US Census, only .3% of Natives were householders; over 19% of Native heads of household were single females. While representing less than 2% of the US population, Native Americans constituted 8% of the US homeless population in a study by the Department of Housing and Urban Development.  

Sexually transmitted infections: According to the CDC, in 2001, Native Americans had a reported rate of gonorrhea of 114/100,000 population, four times higher than that for Whites (29/100,000). The rate for Natives rose 5% during 2001. The rate of syphilis was 38 times higher (102/100,000 vs. 3/100,000) and the rate for Chlamydia was about 3 times higher (261/100,000 vs. 100/100,000).

II. HIV/AIDS IN INDIAN COUNTRY

There are many people in Indian Country and within the federal and state bureaucracies who believe that HIV/AIDS is not a pressing problem in the American Indian and Alaska Native (AI/AN) populations. The AI/AN population is relatively small compared to the total U.S. population, and Indian people are often misclassified as other races. As a result, those infected with HIV/AIDS are often overlooked when the subject of AIDS treatment and prevention is addressed. In fact, HIV infection and AIDS are serious threats to the health and well-being of tribal and urban Indian communities.

According to the Centers for Disease Control and Prevention (CDC), the number of reported AIDS cases among Native Americans has steadily increased since the early 1980s, growing by 62% in just 5 years (1996 to 2001). Through December 2001, there were 2,537 reported AIDS cases, a 9% increase over 2000. In 2001, there were 194 AIDS cases reported among Natives, for a rate of 11.7 per 100,000 population (vs. 4.8 for Asian/Pacific Islanders (API) and 7.9 for non-Hispanic Whites). There were an additional 962 reported cases of HIV infection. There have been a cumulative total of 1,070 deaths in persons with AIDS, with 70 in 2000. In that year, the age-adjusted death rate for HIV for Native Americans was 2.7 (vs. 0.7 for API and 2.8 for Whites). According to the CDC, in 2001, there were an estimated 1,296 Native Americans

living with AIDS and 698 living with HIV, for a total prevalence of 1,994. In 2001, the rate for HIV was almost 3 times higher for Natives than it was for Whites (18/100,000 vs. 6/100,000).

Last March 2003, the Albuquerque Journal reported an outbreak of HIV on the Navajo reservation. HIV infections were believed to occur in the big cities since few cases of AIDS existed on the Nation. Over five new cases were identified as new infections within the reservation. The CDC is closely monitoring this recent outbreak. Since 1987, the CDC has tracked 151 cases of HIV on the reservation, with about 49 active cases. 

While the actual numbers of HIV/AIDS among Native Americans are relatively low, in a small population, they are alarming. Even worse, these numbers are conservative and do not reflect the true burden of the epidemic on the Native American community. Firstly, they are reported cases that do not include those who do not get tested or come into contact with the health care system. There are significant cultural issues that keep Natives from getting tested or seeking care, and in communities that are often small and close-knit, the stigma and (real or perceived) lack of confidentiality win out. Secondly, after generations of discrimination and acculturation, many Natives either self-identify as White or Hispanic or are misclassified as such by service providers.

In addition, in 1999, the results of a national survey indicated that most tribes were not reporting HIV/AIDS, nor was the Indian Health Service (IHS) asking for these reports. The restructuring and downsizing of IHS and the tribal compacting have ended HIV/AIDS surveillance for all practical purposes in the IHS and for many tribal health systems. Thus, patients who test positive in a tribal or IHS facility are not necessarily reported to state departments of health. There is ample evidence of ongoing and still unaddressed problems of racial/ethnic misclassification on surveillance forms for AIDS as well as for all other reportable diseases.

This failure of the surveillance system cripples tribal governments in their ability to track infectious diseases in their populations. Over the last several years, the National Congress of American Indians (NCAI) has supported the efforts of NNAAPC and has called upon the Native American community, through consultation with the Department of Health and Human Services, the IHS, and the CDC to make the improvement of the national disease surveillance system for Native America a top priority and have urged the Surgeon General, tribes, IHS, federal and state agencies to develop a formal plan to respond to the HIV/AIDS surveillance needs of AI/AN's.  

Furthermore, in order to improve surveillance, a defined process that involves reservation and urban Indian representatives must be implemented. Tribal governments and Native American organizations must develop a more comprehensive system of data collection, including HIV reporting in order to better meet the needs of community planning and ensure that resources are being distributed accurately. However, to further this commitment, formal consultation is necessary to bring all 562 federally recognized tribes into these discussions.

III. INDIANS LIVING WITH HIV/AIDS
As the HIV epidemic has expanded in Indian Country, the profiles of the populations infected and affected has changed. This transition parallels those found among other ethnic / racial populations in this country, as represented in the CDC HIV/AIDS Surveillance Reports. Initial patterns were linked overwhelmingly with the men who have sex with men (MSM) community, which has been increasingly displaced by injection drug users and women.

Similar patterning among HIV-infected populations receiving care is more difficult to establish.  No data collection system comparable to that of the CDC program exists for the care sector.  Consequently no centralized source of information can be utilized to describe any population receiving services, nor their special needs and problems. As a consequence of HRSA's Special Projects of National Significance (SPNS) support for the National Native American AIDS Prevention Center's Native Care Network, however, national data do exist for the Native population, albeit of a relatively small number of individuals.

At the conclusion of the recent five-year project period (1997-2002), baseline information had been collected for nearly 200 Native individuals enrolled in the Native Care case management network. This figure represents only those persons who completed the new data collection instrument; approximately 50% more refused or were unable to respond to the questionnaire.  The patterns discussed here describe a very basic profile of the community receiving services through the Native Care program. These same patterns may or may not be reflected in a local site, but at least these data serve to provide some guidance for the design of local programming.

The Native Care Network comprised nine project sites across the country: Oklahoma City, Tulsa, Minneapolis, Kansas City, Honolulu, Maui, Phoenix, New York, and Navajo. The composite illustration of this client population (N=193) includes 145 (75.1%) males, 42 (21.8%) females, and 6 (3.1%) transgenders. Average age for this cohort is 37.1 years of age (sd = 8.0).  Education attainment was relatively high, with 33.7% completing some college and 32.6% completing high school or GED. Only 7.4% completed four years of college and 2.6% some years of graduate or professional schools.

Regular employment was noted by 21.7% of the total, while 32.3% identified as having a permanent disability precluding work. Only 6.3% responded that they did not have access to health care, while the remainder noted a variety inclusive of private and public. Just over 50% noted IHS or tribal clinics as sources of care. Insurance for health care was lacking for 19.2%, while 29.6% identified Medicaid as a source of health care financing. The largest support for services was the IHS, noted by 36.8% of the respondents.

Fifty six percent of respondents were on combination therapy, while 14% did not even have primary care oversight. All clients were asked about needs in the six months previous to their completing the questionnaire. Positive responses among those answering included 72.9% (40.4% of the total) for mental health services, 42.5% (16.1% of the total) for substance abuse treatment, 46.4% for housing, 66.5% for financial assistance, 48.7% for food, 27.7% for employment, 9.7% for homecare, 29.3% for household assistance, 4.6% for childcare, 25.3% for legal assistance, and 51.4% for transportation.

In the simplest terms, this profile offers some idea of the type of client a Native American program might anticipate, as well as the scope and emphasis of services to be made available.  Local issues populations certainly will influence how a case management program needs to focus its efforts, but this national perspective provides a baseline.

IV. THE INDIAN HEALTH SERVICE

Unfortunately, the response of tribal governments to the threat of HIV has been slow, in part due to the historic under-funding of the IHS that has made tribal leaders reluctant to devote limited resources to HIV/AIDS efforts. IHS is an essential source of care for many AI/ANs and, for those who live on or near reservations, it is the provider of last resort.

Begun in 1989, the IHS HIV/AIDS program has played only a minor role in funding HIV/AIDS projects for Native Americans, and many Native Americans with HIV/AIDS will not use HIS services due to concerns over confidentiality. In addition, inadequate HIV/AIDS surveillance, the political invisibility of Native Americans within the AIDS community, and the complexities of jurisdictional issues often place Native Americans at a disadvantage for funding.  Moreover, a lack of coordination among federal, state, and tribal governments greatly binders efforts to deal with the HIV epidemic in Native American communities. In FY 2003, the IHS HIV/AIDS program initiated a collaborative effort with organizations that have expertise in HIV prevention.  Current collaborative efforts start at the Secretary level by way of the Minority AIDS Initiative, with other agreements being effected with such agencies as the National Institute of Health, the Substance Abuse and Mental Health Administration, and the CDC. Without adequate funding these collaborative efforts will be crippled before they can truly effect any substantial change in the AIDS services in the Native American community.

In FY2003, the IHS HIV/AIDS program received $3.94 million to implement programs of risk assessment, education, and prevention to health care workers and AI/AN communities, and treatment for those persons infected with HIV/AIDS. The IHS has informed NNAAPC that all of these allocated funds go directly to tribal shares. NNAAPC was also informed that there are no clear reporting requirements or criteria directing tribes to report the actual disposition of these funds. For FY2004, the President has requested $3.99 million for the IHS HIV/AIDS program, a mere increase of$ 61,000 from the previous year. Since this money will continue to be funneled directly to the tribes, and since we know that CDC surveillance and reporting data regarding the scope of the epidemic in Native American communities is incomplete, we feel that $3.99 million is insufficient to adequately address the increasingly critical problem of HIV/AIDS in these communities. NNAAPC believes that $10 million is a more appropriate sum to deal with the issues raised by HIV/AIDS in AI/AN communities. Further, some consideration should be given to the establishment of criteria for the reporting of the actual disposition of these IHS funds.  Without such information, actual need cannot be accurately assessed. Cooperation and communication between federal, state and tribal governments and agencies are key to the development of an effective HIV/AIDS strategy.

V. THE MINORITY AIDS INITIATIVE IN INDIAN COUNTRY
Through the Minority HIV/AIDS Initiative (MHAI), IHS, along with 5 other DHHS agencies, is to provide grants to community-based organizations and others, for programs dealing with HIV/AIDS prevention and education. With funding from the MHAI and support from the Congressional Black Caucus, training is now being provided through HRSA to care providers of IHS, Tribally Administered Health Care Facilities and Urban Indian health centers on the latest prevention and treatment techniques in HIV and AIDS. For FY2004, $848,000 has been requested under the Special Minority Initiative for the IHS HIV/AIDS program. This request is a $12,000 increase from the FY2003 level and a $28,000 increase from the FY2002 level.

VI. CONCLUSION
Funding is not keeping up with the increasing infection rate of HIV. Tribal care providers do not have the money necessary to adequately care for infected persons, much less increase effective prevention efforts. In fact, funding is so low that in many IHS/Tribal areas, salaries cannot be paid to HIV/AIDS Coordinators; the average distribution of funds, when broken down, comes to between $8,000 and $10,000.

In 2000, then Surgeon General David Satcher said. We must work together to prevent the further spread of HIV/AIDS in these communities that are already at tremendous risk due to undercounting, under-reporting and the high risk mix of other sexually transmitted diseases, drug use and alcoholism.  Native Americans have shown tremendous resilience as a people and have survived despite incredible adversity, this program is another step in working together to overcome health disparities and improve the health of Native communities.

I would like to thank the Commission for its interest and investigation of health disparities that affect American Indians, including access to health services.
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