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PREFACE

During the past three years, the National Commission on AIDS has conducted
public hearings and site visits to foster a greater understanding of the challenges facing
communities of color as they confront the HIV/AIDS epidemic. These activities served
as a crucial part of the Commission’s effort to meet its statutory mandate of
"promoting the development of a national consensus on policy concerning AIDS."

Since December 1990 the Commission has collected information and advice
from hundreds of individuals within communities of color in forums that examined
issues specific to African American, Native American, Hispanic/Latino, and Asian
American/Pacific Islander communities. This report is a result of the Commission’s
finding that the HIV/AIDS epidemic presents unique challenges to communities of
color and, in this context, to all public policymakers.

For people of color, America’s racial divides are an ever-present reality—this
is particularly true for those who are HIV infected. The abiding and widespread
stigmatization of people of color creates enormous difficulties in mobilizing effective
responses to the HIV/AIDS epidemic. Racial inequality in the United States is
preeminent among the festering social problems that HIV highlights and upon which
the epidemic feeds. It forms the backdrop against which efforts to deal with
HIV/AIDS take place. Therefore, as a nation we have no choice but to take account
of race if we are to alter the course of the epidemic. If we succeed, we will have
learned much that is important to the country as a whole and of particular significance
to those who would safeguard the public’s health.

This report does not address the entire range of issues refated to HIV disease
in communities of color. As a national advisory body, the Commission seeks to
highlight key issues for consideration by the President and Congress in the formulation
of HIV/AIDS policy. The Commission feels strongly that the challenges raised in this
report warrant diligent attention and present opportunities for collaboration in creating
the best possible response to the HIV/AIDS epidemic. Effective intervention requires
that each of us appreciates that communities themselves are significant units and that

they must be taken into account when developing programs geared toward the health
of the public as a whole.

June E. Osborn, M.D. David E. Rogers, M.DD.
Chairman _ Vice Chairman
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The Challenge of HIV/AIDS in Communities of Color

Introduction

The HIV/AIDS epidemic is composed of thousands of uniquely personal
tragedies. Behind every statistic is a flesh and blood human being whose life is filled
with pain and whose death will come much too soon. Yet, as a nation, we are
profoundly unable to identify with the majority of people living with HIV disease—they
remain faceless and their suffering distant and unreal.

This is especially true of people of color, Their plight as individuals has been
overshadowed by their identification with communities that have been pushed to the
margins of our society. Race, and to a lesser extent social class, is used to define
people as different, as "not like us,” and as therefore not the concern of the majority
of Americans.

We must recognize that the HIV/AIDS epidemic affects communities as well
as individuals. The term ‘community” is used here to describe people who have
particular characteristics in common, such as race or ethnicity, and to describe the
social and cultural networks they form. In this report, we have chosen to focus on four
such communities: African Americans, Asian Americans and Pacific Islanders,
American Indians and Alaskan Natives (Native Americans), and Hispanies/Latinos.

Three of these communities are defined by race. The fourth—the
Hispanic/Latino community—is a multiracial ethnic group. Socially and to some extent
by law, however, Hispanics/Latinos have been treated in much the same way as racial
minorities; therefore, we include this unique ethnic group along with the three
"minority" races, noting differences where appropriate.

Race and the HIV Epldemic

The term "race" has no fixed biological or anthropological meaning. In the
United States, people are lumped into one of four racial categories based broadly on
physical characteristics (principally skin color, hair texture, and facial features) and/or
ancestry. In so doing, we sometimes lump together cultures that have been historical
antagonists and have little in common except that they are viewed as indistinct by the
majority of Americans. The "Asian American/Pacific Islander” category is a striking
example, for in that official designation is coalesced four thousand years of human
history and conflict, brought only recently to American shores.
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All races are marked by cultural heterogeneity. For exé.mple, within the Native

 American designation are many nations (commonly called *tribes,” a term that

minimizes sovereignty) that differ markedly from one another. As the current strife in
the former Republic of Yugoslavia makes abundantly clear, the same is true of white
"tribes.” Although "race” and "ethnicity" are sometimes used interchangeably, the latter
usually refers to cultural commonality and is associated with people who once shared
a common geographic region and language. For example, the official designation
"Hispanic" is applied by the government to people of many nauonalmes whose racial
heritage is varied but who share common cultural roots.

*Race" itself would be irrelevant to the HIV/AIDS epidemic if as a nation we
ascribed no special meaning to it or if people of all races were treated equally. That,
unfortunately, has not been the American way. For much of our history, racial lines
have been drawn not with an eye toward capturing and honoring that which is
distinctive about each grouping, but instead to assert control and maintain power.
Those who have had the power to define race have used it to construct inequalities and
maintain a racially stratified society in which persons who are nonwhite (people of
color) have been consigned to the bottom.

Until relatively recently, people of color were subjugated on the basis of race
and purposely, even forcibly, kept from competing with whites on terms of equality.
The specific history of each group differs: slavery, Jim Crow laws, lynching, and
segregation for African Americans; physical conquest, land expropriation, treaty
abrogation, and a guardian/ward relationship for Native Americans; racially restrictive
immigration quotas, Alien Land Laws, and internment for Asian Americans; land
annexation, occupational subordination, and forced mass repatriation for

Hispanics/Latinos. Although their specific historical experiences have varied, each of

these communities of color has faced broad, sustained, systernahc discrimination
designed to maintain racial inequality.

Of course, much has changed in recent decades, but the legacies of the past
still surround us. The cumulative effects of racial discrimination, the chronic lack of
access to resources, and the resulting underdevelopment of community infrastructures
have had lasting effects. For communities of color, the sense of economic inequity,
social distance, discrimination, and social stratification—of not being accorded full
equality—is undoubtedly strong and persistent. The relative impoverishment of African
Americans, Hispanics/Latinos, Native Americans, and many Asian Americans/Pacific
Islanders (contrary to the *model minority" myth) bears testament to the enduring
nature of yésterday’s burdens, and the difficulty of playing catch-up at a time when the
dominant society is apt to discount matters of race. In addition, barely concealed
appeals to racial hatred remain a staple of our national political life, promoting
prejudice and discrimination against people of color and reinforcing social and
institutional arrangements that limit opportunities for members of these communities.

The continuing widespread stigmatization of people of color creates enormous
difficulties for effectively combatting the HIV/AIDS epidemic. Perhaps the greatest of

these is that communities of color fear that stigmatization and discrimination are likely

to increase as the public becomes more aware of the disproportionate number of
people of color who are infected with HIV. For these communities, disproportionate
representation raises the fear that they will be saddled with the disease-blamed for it,
stigmatized by it, and left to deal with it on their own. As one ‘witness stated:
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As the American public becomes increasingly aware of AIDS as a
significant health problem in the black community, there will both be
danger and opportunity. The opportunity is to deal comprehensively
rather than haphazardly with the problem as a whole—to see it as a
social catastrophe brought on by years of economic deprivation and
to meet it as other disasters are met, with an adequacy of resources.
The danger is that AIDS will be attributed to some innate weakness
of black people and used to justify further neglect and to rationalize
continued deprivation. (Thomas, 1992)

In short, racial inequality in the United States is preeminent among the
festering social problems that HIV highlights and upon which thé epidemic feeds, It
forms the backdrop against which efforts to deal with HIV/AIDS take place.
Therefore, as a nation we have no choice but to take account of race if we are to alter
the course of the epidemic. If we succeed, we will have learned much that is of
importance to the whole country and of particular significance to those who would
safeguard the public’s health,

The Commission recommends that:

» Federal, state, and local governments should squarely confront problems
associated with racial inequality and its effect on the public health. Public
health officials should ensure that effective and equitable HIV policy,
program, and funding efforts are brought to bear in communities of color.

Epldemiology

People of color have been affected by the HIV/AIDS epidemic since its
inception, The first report of AIDS in an African American man was made in June
1981; by August 1981, one in nine of the reported homosexual males with AIDS were
African American. The first case-series report on women with AIDS, published in
April 1982, described five women: three Hispanics/Latinas, one white, and one African
American. Indeed, as early as 1982, statistical evidence suggested that the epidemic
posed a disproportionately serious problem for African Americans and
Hispanics/Latinos and that most of the people at risk for infection in these groups
were of relatively low socioeconomic status,

In 1982 African Americans and Hispanics/Latinos accounted for Just under
half of the males, more than three-fourths of the females, and almost two-thirds of the
children diagnosed with AIDS in the United States. Of all those who died of AIDS
from 1981 through 1990 (a total of 100,777 people), 28 percent were African American
and 15.7 percent were Hispanic/Latino. As early as 1988, HIV disease was the leading
cause of death among African American women aged 15 to 44 in New York State and
New Jersey (CDC, 1991b). African American and Hispanic/Latino men with AIDS
have comprised between 30 percent and 40 percent of all AIDS cases among adult and
adolescent men; the proportions of African American and Hispanic/Laiino women and
children with AIDS have remained conmderably more than half of all cases among
women and children.
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As of September 1992, reported U.S. AIDS cases totaled 242,146 and deaths
from AIDS totaled 158,243 (CDC, 1992e). HIV disease has continued to have a
profoundly disproportionate impact on African Americans and Hispanics/Latinos.
African Americans constitute 12 percent of the United States population, but account
for nearly 30 percent of AIDS cases—-71,984 as of September 1992. Hispanics/Latinos
constitute 9 percent of the population, but account for 17 percent of AIDS
cases—40,353 as of September 1992. (See Figure 1.) Thus, African Americans and
Hispanics/Latinos together account for 46 percent of U.S. AIDS cases so far, Death
rates from HIV-related causes have been highest for African’ Americans and
Hispanics/Latinos. During 1990, the number of reported deaths per 100,000 population
was 29.3 for African Americans and 22.2 for Hispanics/Latinos, as compared with 8.7
for whites (CDC, 1991b). '

Figure 1: Comparison of U.S. AIDS Cases (through September 1992)
and Estimated 1991 Population, by Race/Ethnicity

52.5%

0.6%

16.7%
29.7% 0.2% 11.8%
AIDS Patients U.S. Population
(242,146) (250,675,41 9)
Clwhites [JAfrican Americans M Native Americans

Hispanics!Latinos B Asian Americans/Pacific Istanders

SOURCE:Centers lor Disease Control/Nationat Center on tnlectious Digeases/Division of HiV/AIDS.

The impact of the epidemic has been particularly profound on the African
American community. It is striking to note that in 1989 the age-adjusted HIV-related
death rate among African American males was three times that of white males (40.3°
deaths per 100,000, as compared with 13.1 deaths per 100,000). African American
females were nine times more likely to die from HIV than white females (8.1 deaths
per 100,000, as compared with 0.9 per 100,000). Accordingly, the years of potential life
lost per 100,000 population due to HIV was 177 percent higher for African American
males than white males and 796 percent higher for African American females than
white females (Department of Health and Human Services, 1992). :

Examination of trends in ATDS diagnosis and HIV infection shows that this
disproportionate impact is likely to continue. In 1991 the reported number of AIDS
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cases rose 5 percent overall as compared to 1990. However, cases increased by 11.5
percent among Hispanics/Latinos, increased by 10.5 percent among African Americans,
and decreased by 0.5 percent among whites. African Americans and Hispanics/Latinos
were, respectively, neatly five and three times more likely to be diagnosed with AIDS
than were whites in 1991 (CDC, 1992¢). The Centers for Disease Control noted that
during 1991 the proportion of reported cases rose most among women, African
Americans, Hispanics/Latinos, persons exposed through heterosexual contact, and
persons living in the South,

The number of reported AIDS cases does not, however, accurately portray the
scope of the epidemic in these communities because such figures represent only a
portion of the total number of people now infected with HIV. Although data are
uneven and sparse, there are strong indications that people “of color are also
disproportionately represented among persons with HIV infection. One study in South

- Carolina has examined the distribution of newly identified HIV infection as compared

to that of AIDS cases. The proportion of new HIV infection in women (27%) and
African Americans regardless of gender (71%) was significantly higher than that
observed for AIDS cases—19 percent for women and 60 percent for African Americans
{CDC, 1992a).

The rates of HIV infection among applicants to the mllltaly and the Job Corps
also give cause for concern. With the exception of Asian Americans/Pacific Islanders,
for whom HIV antibody seroprevalence rates were comparable to whites, communities
of color had significantly higher prevalence of HIV infection, indicating a
disproportionate future impact of HIV disease. Since most persons with HIV infection
are unaware that they are infected, present rates of HIV transmission in racial/ethnic
groups are likely to parallel the disproportionate prevalence of infection. (See Figures
2 and 3.) :

Figure 2: HIV Seroprevalence in Civilian Applicants for Military Service
by Sex and Race/Ethnicity, United States, October 1985-December 1990
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SOURCE: Department of Defense; CDC, 1991 National HIV Serosurveillance Summary.
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Figure 3: HIV Seroprevalence in Job Corps Entrants
by Sex and Race/Ethnicity, January 1988-December 1990
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SOURCE: Departmant of Labor; CDC 1991 National HIV Serosurveiltance Summary.

.In addition, estimates of the percentage of youth in the United States who
have been or will be left motherless by the HIV epidemic suggests that by the year
1995, 17 percent of U.S. children and 12 percent of U.S. adolescents whose mothers
die will lose their mothers to HIV/AIDS. More than 80 percent of all youth whose
mothers have died or will die of HIV/AIDS (an estimated 36,560 youth) are offspring
of ,African American or Hispanic/Latina women (Michaels and Levine, 1992).

In contrast to the expeiience of African Americans and Hispanics/Latinos,
Native Americans and Asian Americans/Pacific Islanders are as yet underrepresented
among AIDS cases in proportion to their numbers in the total population. As of
September 1992, Asian Americans/Pacific Islanders, who make up 3 percent of the
U S. population, accounted for 0.6 percent of the AIDS cases so far. As of September
1992, Native Americans accounted for 0.8 percent of the U.S. population and 0.17
percent of the AIDS cases reported to the Centers for Disease Control.

While the number of AIDS cases in Asian American/Pacific Islander and
Native American populations is relatively low at present, these communities are still
in the early stages of a growing HIV epidemic. Because of their relative insularity,
which magnifies the effect of infectious diseases once they take hold, the course of the
epidemic in these communities could come to resemble that of the African American
and Hispanic/Latino populations if effective prevention interventions are not brought
-to bear. Focusing on the relatively low number of Native Americans and Asian
Americans/Pacific Islanders with AIDS has resulted in complacency and a lack of
attention to efforts targeting these communities both by public health officials and by
community members, Even more troubling, the relatively low number of cases has sent
an inaccurate message to these communities that they do not have to worry about
AIDS.
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Careful attention should be given to how HIV/AIDS statistics are interpreted
and used. An effort must be made to assure that populations that are currently
underrepresented are not overlooked in HIV prevention efforts. If we wait to see large
numbers of AIDS cases before we begin targeted HIV prevention, we will have missed
a brief opportunity to prevent those cases from ever occurring.

It is important to note that from 1989 to 1990 the number of Native American
AIDS cases increased faster than cases among any other ethnie or racial group (Metler,
Conway, and Stehr-Green, 1991). AIDS cases among Native Americans rose 23
percent, as compared to 13 percent for Hispanics/Latinos, 12 percent for African

- Americans, and 2.5 percent for whites. Additionally, the number of actual AIDS cases
may be significantly undercounted in these communities. A Centers for Disease Control
study of death certificates and AIDS service organization records in Los Angeles and
Seattle reported that between two-thirds and three-fourths of Native American AIDS
cases were misrepresented as white or Hispanic/Latino (Conway, 1990). Additionally,
studies of applicants for military service from 1985 to 1990 indicate that Native
American male recruits have a seropositivity rate twice that of white male recruits.

There is currently a dearth of information regarding the HIV/AIDS epidemic
among Asian Americans/Pacific Islanders and Native Americans. Demographic
information by racial group and nationality is critically needed for health planning and
public policy use.

The Commission recommends that:

® The Centers for Disease Control and Prevention should review the adequacy

: of demographic information regarding HIV/AIDS currently available by race,
ethnicity, and nationality, particularly with regard to Asian
Americans/Pacific Islanders and Native Americans. Additionally, the
National Center for Health Statistics should make information available
regarding HIV/AIDS knowledge, attitudes, beliefs, and behaviors among
Asian Americans/Pacific Islanders and Native Americans.

° The federal government should work with the states to establish and support
foster care programs for children with HIV infection and noninfected youth
orphaned by the loss of parents to HIV/AIDS. Federal and state government
should also support programs designed to assist family members in caring
for children whose lives have been affected by HIV/AIDS.

Toward an Understanding of the Disproportionate Impact of HIV/AIDS on
Communities of Color

In discussing race and its relevance to the HIV/AIDS epidemic, it is important
to stress that there is no evidence that race is a biological risk factor for HIV infection.,
That is, even though greatly disproportionate numbers of African Americans and
Hispanics/Latinos have developed AIDS, there is no demonstrated genetic reason why
HIV/AIDS has had a disparate impact on these communities. Therefore, in trying to
understand racial differences in HIV seroprevalence, in AIDS diagnosis, and in the
length of time from diagnosis to death, it is important to look for social explanations.
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Social and Economic Factors

Currently, it is impossible to determine the extent to which differentials in
HIV/AIDS can be explained by differentials in income, education, and other social and
economic differences between the races. However, even though we cannot sort out the
complex interactions among these factors, we do know from past experience that
disease incidence is associated with particular social arrangements, especially economic
inequality. Thus, while HIV is transmitted by individual behavior, we can infer that
social and economic factors have a powerful influence on how mdmduals behave as
well as on the overall shape of the epidemic.

It has often been demonstrated that underdevelopment (oomparatlvely fewer
economic, material, and organizational resources), unemployment, poverty, and
illiteracy are correlated with decreased access to health education and to health care,
which in turn result in poor health prospects and increased risk of disease. These
factors, combined with high rates of sexually transmitted diseases and injection drug
use, favor the spread of HIV,

Over all, people of color fare poorly in indices that determine socioeconomic
status. On average, people of color have higher rates of unemployment and lower
incomes than white Americans. In 1991 the poverty rate among whites was 11.3
percent, among Asian Americans/Pacific Islanders it was 13.8 percent, among
Hispanics/Latinos it was 28.7 percent, and among African Americans it was 32.7
percent (Bureau of the Census, 1992).! In September 1992 the unemployment rate was
6.7 percent for whites, 11.9 percent for Hispanics/Latinos, and 13.7 percent for African
Americans (Department of Labor, 1992). In 1991 the median income was $15,332 for -
whites, $14,754 for Asian Americans/Pacific Islanders, $10,877 for Hispanics/Latinos,
$10,542 for African Americans, and $10,503 for Native Amencans (Bureau of the
Census, 1992).

As noted above, low income and poor health are strongly linked. Persons with
low incomes generally experience a higher incidence of illness and a poorer survival
rate than do the economically advantaged. The association of poverty, underdeveloped
community structures, and disease is well demonstrated by the impact of the HIV
epidemic in communities of color. Poor people of color often are isolated from all but
the most rudimentary health care. Urban public hospitals that serve a high proportion
of African Americans and Hispanics/Latinos are often overcrowded and are
increasingly less able to meet the growing needs of the communities they serve. Poor
people of color are less likely to seek eatly treatment for HIV infection, are likely to
have been less healthy when they contracted the virus, and are likely to have more
advanced symptoms when they present themselves for treatment. Consequently, African

- Americans and Hispanics/Latinos tend to die sooner from AIDS.

Another disease illustrates the links between race, poverty, and disease,
Tuberculosis (TB) is a disease caused by a bacterium known as Mycobacterium
tuberculosis, Transmission of this organism occurs most commonly in cough-generated
air droplets from a person with active (infectious) pulmonary tuberculosis.
Transmission occurs more frequently where persons are routinely in close proximity
with inadequate ventilation. Such conditions-crowded housing, shelters for the

! The Census Bureau has not calculated the poverty rate for Native Americans
owing to the smallness of the sample size.
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homeless, prisons—are disproportionately shared by persons of color. Exposure to the
causative organism for tuberculosis may result in infection followed fairly rapidly by
active disease, or in latent (nontransmissible) infection, which may last for years. About
5-10 percent of immunaologically normal persons who are latently infected will later in
life develop active tuberculosis.

In the United States, African Americans, Hispanics/Latinos, and Native
Americans have historically had higher rates of TB than whites, probably because the .
conditions under which they live favor higher rates of infectious exposure. The present
social conditions of a disproportionate number of people of color and their relative lack
of access to curative care also perpetuate the cycles of exposure—disease—exposure and
exposure—latent infection—disease—exposure. In recent times, Asian and Pacific
Islander immigrants to the United States have had high rates of tuberculosis because
of high rates in their countries of origin (which result in high rates of latent infection
and subsequent reversion to disease). .

Roughly fifty percent of persons infected with both HIV and M, tuberculosis
are likely to develop active tuberculosis within two years, compared with the lifetime
risk of TB of 5-10 percent for persons infected with M. tuberculosis alone. Hence
exposure to or latent infection with M. ruberculosis is a significant risk for persons with
HIV infection. Thus, many persons of color are in triple jeopardy: from a greater
likelihood of latent infection with M. tuberculosis, from a greater likelihood of HIV
infection, and from a resultant greater likelihood of developing active tuberculosis.

Injection Drug Use

Injection drug use has played a significant role in the disproportionate impact
of AIDS on African Americans and Hispanics/Latinos. In these communities the
proportion of AIDS cases attributable directly to injection drug use is four times that
for whites (40 percent, as compared to 9 percent). Simitarly, of persons with AIDS
whose disease is linked to injection drug use, fully half have been African American
{as of 1992) and anocther 29 percent have been Hispanic/Latino (CDC, 1992e).

According to National Institute on Drug Abuse estimates, there are 1.1 to 1.3
million injection drug users in the United States, all of whom are potentially at risk for
HIV infection, as are their sexual partners and children (NIDA, 1990). The Public
Health Service estimates that in communities with large populations of illicit drug
users, such as New York City, between 30 percent and 40 percent of injection drug
users aged 15 through 24 are infected with HIV (PHS, 1990). Furthermore, numerous
studies have shown the HIV infection rates among African American and
Hispanic/Latino drug users to be higher than among white drug users.

Although members of subordinated racial and ethnic groups are not the only
people who use illicit drugs, in the United States injection drug users tend
disproportionately to be African American and Hispanic/Latino. The National
Household Survey on Drug Abuse found that African Americans are twice as likely as
whites to have used drugs intravenously. While the reasons for this greater prevalence
are not fully understood, several factors seem implicated.

Certainly significant is the fact that over the last several decades, African
Americans have migrated to and been abandoned in inner-city areas, where drug
trafficking is heaviest. Although the injection of illicit drugs is thought to have begun
in the American South (O’Donnell and Jones, 1968), centers of narcotic distribution
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historically have been located in impoverished urban areas of the northeast where they
are less likely to generate a police response or political opposition. As a result,
injection drug use has been disproportionately associated with northeastern urban life,
It is estimated, for instance, that between one-fourth and one-half of injection drug
users live in New York City alone (Turner, Miller, and Moses, 1989), a
disproportionate number of whom are African American and Hispanic/Latino
(Friedman et al, 1987). As some researchers have suggested, African American
injection drug use has been "a concomitant of urbanization” (Courtwright, Joseph, and
Des Jarlais, 1989). As a result of the mass migration of the African American
population from the rural South to urban centers, African Americans, who prior to
World War II were not considered heavy drug users, increasingly were exposed to
narcotics and to conditions that spawned illicit narcotic use (Singer, 1991). Unlike the
immigrants who lived in these same or similar neighborhoods before them, low-income
African Americans have been unable to distance themselves from decaying inner-city
conditions in which heroin has become a staple of the local economy. According to
researchers, "by 1970, African-Americans had become an urbanized population, even
more.so than the US. population generally" (Singer, 1991). Demographic trends
indicate that one of the fastest-growing groups of African Americans are those who are
poor and live in census-defined poverty areas of central cities (Bureau of the Census,
1592).

A similar set of circumstances has occurred in the Hispanic/Latino community,
especially with regard to Puerto Ricans. In the 1950s and 1960s, Puerto Rico's shift
from an agricultural to an industrial economy brought about an increase in
migration—from the island to the continental United States. In search of jobs, Puerto *
Ricans settled in urban areas where they were likely to find employment as unskilled
laborers. Their experience in these urban areas was not unlike that of African
Americans. In these urban areas, Puerto Ricans often found open drug markets,
oppressive conditions, and few economic opportunities. As one researcher observed,
*He.roin is seemingly everywhere in black and Puerto Rican ghettos and young people
are aware of it from an early age” (Waldorf, 1973), Furthermore, during the late 1970s
and early 1980s there was a substantial increase in the supply of both heroin and
cocaine in many urban areas. This led to increases in the use of these drugs, primarily
among persons who already had histories of injecting drugs.

A permanent African American and Hispanic/Latino "ghetto,” characterized
by a virtually unchecked heroin trade, widespread unemployment, and poverty, among
other factors, has assured that urban African American and Hispanic/Latino

populations suffer high rates of addiction to injection drugs (Courtwright, I oseph and
Des Jarlais, 1989).

Not only is injection drug use dlspropomonately high among Afrlcan
Americans and Hispanics/Latinos within the universe of injection drug users, HIV
infection is also highest among these same groups. The reascns are several, It is
increasingly clear from a decade of research that where sharing of injection equipment
is common, frequency of injection is positively correlated with likelihood of HIV

" infection. A study in New York City found that white users inject less frequently than
African Americans or Hispanics/Latinos {Friedman, Des Jarlais, and Sterk, 1990). In
addition, the use of shooting galleries—places where one may rent reusable drug
injection equipment—provides a mechanism for the spread of HIV to large numbers
of other injection drug users and has also been linked to HIV exposure. White users
patronize shooting galleries less often than other groups (Des Jarlais et al., 1989). Also,
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HIV may have entered African American and Hispanic/Latino injector groups earlier
than white groups and may have saturated these drug-using communities, resulting in
a high prevalence of infection in the local drug population network (Schoenbaum et al.,
1989).

Significantly, injection drug use has played a major role in spreading HIV
among heterosexuals and newborn babies. Of all AIDS cases attributed to heterosexual
contact, 53 percent involved persons who reported sexual contact with an injection drug
user. Three-fifths (59%) of all heterosexual AIDS cases related to injection drug use
are African American. Whites represent 21 percent of these cases and
Hispanics/Latinos represent another 19 percent. In addition, perinatal transmission
associated with a mother’s exposure to HIV owing to injection drug use represents 40
percent of all cases among children. Of these cases three-fifths (59%) are African
American, one-fourth (25%) are Hispanic/Latino, and one-seventh (15%) are white,
Perinatal transmission associated with a mother’s exposure to HIV owing to sexual
contact with an injection drug user represents 17 percent of all cases among children,
Of these cases African Americans represent 45 percent, Hlspamcs/Latmos 39 percent,
and whites 15 percent (CDC, 1992¢).

Socletal and Community Influences: Looking Beyond HIV as Solely an
Individual Behavloral Problem

As noted earlier, AIDS cannot be seen as solely an individual behavioral
problem. In communities of color, attention must be paid to the social and economic
setting of risk behaviors, To the extent that poverty and unemployment are risk factors,
proposed interventions must take these conditions into account. Where communities
are unable to support healthy behaviors, AIDS intervention efforts will not work. As
one witness stated,

The one thing we know about poverty in this country in the last
twenty years is that it has really altered the structure of many of the
neighborhoods in the United States. Blacks and Latinos are
increasingly concentrated in areas that are becoming poorer and
poorer, and with that concentration has come a tremendous increase,
not just in HIV infection, but a whole host of other serious social
problems ranging from crime to just about anything that you can
possibly describe. . . . Until we're able to stabilize these communities,
there simply is no place for the seed of the individual prevention
measure to take fruit. Unless we’re able to do something dramatically
to alter the economic structure of these neighborhoods, we really fear
very, very strongly that the things we have embarked on for the last
nine or ten years simply are not going to see the kind of results that
we desire. (Fullilove, 1991)

We cannot continue to teach individuals about the dangers of certain behaviors
as if they choose to engage in them indiscriminately. We would do well to take account
of social forces and institutions that undermine individuals’ capacity to adopt and
sustain a healthy lifestyle. It is difficult to change practices effectively without changing
circumstances. As another witness stated,
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The first decade of AIDS was characterized by an almost single-
minded focus on interrupting the cycle of HIV transmission. Our
approach to AIDS prevention reflected an illusion that we as a society
are all educated individuals eager to do the right thing if only we have
all the appropriate information. We cannot expect a national
prevention campaign based only on information alone to change
recalcitrant problems. The spread of HIV has highlighted the complex
relationship among social class, gender, and race in a society where
health care facilities are impoverished, access to care is inadequate,
and prevention technology is devalued. We must enter the second
decade of AIDS with the knowledge that existing public health efforts
have failed to stop the disproportionate spread of HIV infection.
(Thomas, 1992)

This is not to say that AIDS prevention efforts should wait for a solution to
our overall social ills. Obviously, they cannot. But as with other facets of the epidemic,
if we use this tragic stimulus of HIV as a prod to readdress old problems that have
been bandaged or ignored, we have the opportunity to emerge a stronger society.

The Commission recommends that:

. Public health officials should work with researchers, health professionals,
and community-based service providers to gain a better understanding of the
role of cultural and socioeconomic factors in the transmission of HIV, the
disease process, and access to care. Information gleaned from these efforts
should be taken into account in designing HIV prevention messages, services,
and programs, and in providing expanded treatment opportunities.
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Assessmg the Federal Response to the HIV/AIDS
Epidemic in Communities of Color

Prevention

In this second decade of the HIV epidemic, there will be an increasing need
to supplement individual behavior change strategies with a concept of intervention that
focuses on the community as a whole. Interventions aimed at changing the norms of
entire communities are among the most promising HIV prevention strategies. These
interventions have proven to be effective in promoting a variety of health behaviors,
such as family planning, cardiovascular risk reduction, and smoking cessation.

For such interventions to be successful, health educators must first understand
the behavior patterns and cultural norms of the community, More often than not,
health departments and AIDS service organizations have failed to integrate such
knowledge into their planning and programming processes. This is especially true with
regard to the Native American and Asian American/Pacific Islander communities.

Improving channels of communication with communities of color is crucial to
successful prevention efforts. For example, efforts at communication must employ
appropriate language. Language is more than a catalog of words and grammatical
rules; it is an integral part of culture. The values, beliefs, incentives, hopes, and fears
of a people are absorbed in it. For cultures constantly under siege, both by subtle and
by obvious forces, language is a means by which the community preserves its distinct
way of life and makes sense of its experience, history, and struggle. Thus,
understanding the importance of language and ascertaining its potential as a point of
entry to a community is essential to public health efforts.

Health education must be developed in a manner that properly informs the
community about the benefits and risks of HIV interventions and treatments. Health
education must also empower the community by providing sufficient guidance and

* technical information for communities to undertake public health efforts themselves.

The potential for misinformation must be explicitly recognized and addressed.

The Commission recognizes that the Centers for Disease Control and
Prevention (CDC) has worked hard to listen to, understand, and address concerns
voiced by people of color. In many instances the CDC has borne the burden of the
frustration individuals and communities have felt in the face of government failure to
respond adequately to the threat of HIV in communities of color. In particular, the
CDC has played an important role in responding to community suggestions on how to
improve surveillance efforts and prevention activities. In addition, the CDC has
provided much-needed funds to programs serving racial and ethnic populations at risk
of HIV infection and worked to establish credibility for the targeting of resources to
specific populations in need.

With regard to programs sponsored by the CDC, communities of color have
benefitted most from those that have provided direct funding to national minority
organizations and to community-based organizations. These programs have been
important because they have helped communities of color embrace HIV/AIDS as a
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serious concern, enabled better targeting of resources, and in many instances provided
desperately needed resources to direct service providers.

Federal efforts to design, fund, and implement prevention programs that reach
communities of color have not, however, been without problems. First, serious
questions have been raised as to whether the populations most at risk for AIDS within
communities of color are being appropriately targeted. For example, fully half of
African American and Hispanic/Latino male adults with AIDS are men who have sex
with men. Yet, HIV services in communities of color are often not designed to reach
them. Since the same can be said of services in predominantly white gay organlzatlons
gay men of color frequently are left in limbo.

Second, funds allocated by Congress and budgeted by the CDC for programs
in communities of c¢olor have simply not been enough to support the intense and
- sustained national effort needed to ensure that effective prevention efforls reach these
communities.

Third, the CDC must act more vigorously to provide sustained funding or help
organizations build the capacity to effectively seek alternative funds from other sources.
In addition, program dollars have been awarded without ensuring that the necessary
technical assistance for fiscal management is provided to help organizations comply
with federal regulations and effectively manage these scarce resources.

Fourth, national education programs such as the "America Responds to AIDS"
campaign have been generally ineffective in reaching communities of color. The
information provided is often vague and targeted toward an anonymous general public.

The Commission recommends that:

L The Centers for Disease Control and Prevention should ensure that the
prevention and education needs of persons of color who engage in high-risk
behaviors are appropriately addressed by current and future prevention
initiatives and funding efforts. Programs specifically targeted toward men of
color who have sex with other men, toward injection drug users, and toward
women are needed.

[ Federal, state, and local governments should join forces with the private
sector in providing long-term support to community-based organizations
serving communities of color. As part of this effort, the U.S. Public Health
Service should expand and promote comprehensive and integrated programs
for technical assistance to and capacity building in these communities.

Health Care

There are many people of color in the early phases of HIV disease who could
benefit from treatments designed to retard the onset of symptoms, as well as from
social and mental health services. Unfortunately, many of these people have no point
of entry into the health care system. Access to care for people of color has been
impeded both by a lack of sufficient health insurance coverage and by a dearth of
appropriate health services. '

People of color historically have had difficulty in gaining access to and paying '

for primary care services. In many instances, limited income precludes the purchase of
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insurance. For example, individuals who are employed in low-paying or minimum wage
jobs in the service industry often do not have any health insurance coverage, or at least
not adequate coverage. For those who are forced to rely on public programs, Medicaid
eligibility criteria in some states are very restrictive (GAO, 1992). Persons living with
HIV disease can attest to the difficulties they confront in the absence of insurance.
Even those with insurance may exhaust the coverage and be left with limited
government support and community assistance.

Lack of access to health care has many ramifications. Delay in seeking care
may result in complications and more clinically serious and costly conditions. As with
other chronic diseases, waiting until symptoms are persistent or severe can result in
preventable morbidity and can shorten survival time. In the era of Preumocystis carinii
pneumonia prophylaxis, aggressive TB therapy, and antiretroviral therapy, health care
is optimally begun early in the course of HIV infection, However, many people of color
are diagnosed with HIV disease for the first time only when serious symptoms of
opportunistic infections develop.,

In order to more adequately meet the health needs of people of color living
with HIV disease greater priority must be given to delivery of comprehensive services
and primary care, with a focus on prevention of illness, early intervention in the disease
process, continuity of care, and coordinated service delivery, as well as better
integration of medical and social services. Improvements in these areas will depend in
part on achieving a better supply and distribution of primary care providers.

Unfortunately, for many medically underserved communities the only access
to care is the emergency room or a hospital bed. This situation is both economically
foolish and medically unsound. Much greater priority should be given to the
development of outpatient ambulatory care services. When such services are available
persons with HIV disease are able to avoid inpatient hospitalization during much of
the course of their illness, thus lowering their medical costs and increasing their sense
of control over their lives. For example, many drugs previously administered on an
inpatient basis during lengthy hospitalizations can safely be offered in a clinic setting.

Increasingly, hospitals are giving higher priority to providing ambulatory care
services that focus, in particular, on better primary care delivery. The availability of
primary care services can also be facilitated by ensuring that community-based health
services such as community health centers, migrant health centers, and clinics funded
by the Indian Health Service are given increased support. In many communities of
color, such centers provide primary care services as well as mental health and social
services. Such care is cost-effective as well as more accessible to patients.

Awareness that HIV disease is a serious threat to our nation’s young people
is growing. The number of teenagers with AIDS almost doubles each year. An
estimated 75,000 teenagers are now infected with HIV. Over 20 percent of all reported
AIDS cases are among individuals in their teens and twenties, most of whom were
infected during adolescence. The majority of these cases are among young adults of
color. Of all AIDS cases among 13- to 19-year-olds, approximately 38 percent are
African American and 20 percent are Hispanic/Latino (CDC, 1992b). Meeting the
health needs of the adolescent population will require innovative approaches to the
design of health services that address the host of risk factors leading to behaviors that
place individuals at risk of HIV infection. Also needed are targeted initiatives such as
improvements in school-based health, mental health, and social services.

As the epidemic grows and resources become chronically strained, it is
increasingly important to maximize available funding by ensuring that health and social
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service delivery systems are coordinated. This has become particularly true in inner
cities where available resources fall far short of what is needed to confront the HIV
epidemic effectively. Thus, state and federal funding sources have encouraged localities
to develop consortia and institutionalize mechanisms for sharing resources. Funds made
available under the Ryan White CARE Act are the only resources targeted for
addressing the crisis in HIV care brought on by the growing epidemic. The CARE Act
provides critically needed relief to cities hardest hit by the HIV epidemic and to all
states. Title I of the CARE Act distributes "emergency assistance” to metropolitan
areas with more than 2,000 diagnosed AIDS cases, Each eligible area is required to
~ establish an HIV planning council, whose task it is to set service priorities and to
allocate resources for health care and support services for the geographic area, across
all affected populations and subpopulations. Title II of the CARE Act provides funds
for states to respond to an array of primary care needs. Such state responses include
the creation of HIV care networks in both urban and rural areas, drug reimbursement,
COBRA premium payments, and the delivery of home care services. Each state must
document that 15 percent of their funds are targeted to women and children with
HIV/AIDS, the vast majority of whom are people of color. Title III of the CARE Act
provides crucial early intervention, primary care, and mental health services through
community migrant and homeless health centers, as well as sexually transmitted
disease, family planning, and tuberculosis clinics.

The extent to which CARE Act funds have resulted in greater access to quality
care has not yet been adequately documented. It is clear, however, that the
effectiveness of the CARE Act in providing relief to cities and states hard hit by HIV
has been hampered by inadequate funding levels. The shortfall between needed and
available funds has been particularly detrimental to communities of color, where
resources are needed for financial relief of institutions providing care to underserved
and indigent patients. Strained public hospitals and health clinic infrastructures, which
for too long have bomne the burden of HIV care, require urgent and ongoing
assistance, both to continue providing current services and to expand to meet the rising
demands of both the HIV positive and sercnegative populations. The Commission
strongly believes that the Ryan White CARE Act should be funded at the fully
authorized level. While comprehensive health reform is desperately needed in order
to rescue a health care delivery system heading for collapse, full funding of the Ryan
White CARE Act can help to fill the breach by creating cost-effective alternatives to
hospitalization.

By establishing HIV Health Service Planning Councils and local consortia, the
CARE Act creates an innovative community partnership process by which affected
individuals and community-based organizations are empowered to participate in the
decision-making process of setting priorities and allocating resources. While many
communities participating in the planning process have reported frustrations regarding
the adequacy of efforts to ensure that all communities are represented, this
nontraditional model for decision-making has challenged many of the existing power
structures and worked increasingly to allow community entities to share responsibility
for determining how HIV health services are provided. The Commission is encouraged
that many of these frustrations are being addressed by efforts to ensure that
communities of color are adequately represented in the planning process and
appropriately served by the resources available. In recent guidance to grantees, the
Health Resources and Services Administration has made clear its commitment to
increasing the objectivity of local needs assessment and subsequent resource allocation
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decisions, and to ensuring a participatory HIV Health Services Planning Council
process. The Commission believes that it is important to explore the Ryan White
CARE Act planning council experience and the role of representatives of communities
of color as participants. This must be done in order to begin to understand what these
comununities have set as priorities and why, how they perceive their funding needs and
their relationship to other communities, the nature of their organizational
infrastructure, and the capacity of the Ryan White CARE Act to help them provide
services both in the present and in the future,

The Commission believes that in addition to ensuring the availability of
primary care services, it is also important to recognize that people of color living with
HIV disease may not have sufficient information about the benefits of early care or
may not learn of their HIV infection until far along in the disease process, despite
contacts with health care providers. It is important that people of color be educated
about the availability and effectiveness of early care. Thus far, educational efforts have
focused on information about transmission risks and have emphasized the mortality of
AIDS. Not enough effort has been made to communicate to people of color that many
of the manifestations of HIV disease are amenable to prophylaxis and/or treatment.
In addition, information about treatment options may be inadequate.

Many people of color are initially tested for HIV because of institutional
requirements. Testing is often a condition for admission to drug treatment programs
and military service, required within the criminal justice system, offered by legislative
mandate (for example, to prenatal patients), or routinely practiced because of provider
perception of high risk (for example, in hospital emergency and operating rooms).
Except in the case of the military, the attendant counseling is often cursory, and testing
frequently is not linked to the provision of medical care for HIV mfecuon
Improvement on both counts is needed.

Increased emphasis also should be placed on training and equipping health
care practitioners in communities of color to provide care to persons infected with
HIV. The federal government has made important strides in this area through the
development of the AIDS Education and Training Centers and through increased
efforts by the National Institute of Allergy and Infectious Diseases (NIAID) to provide
updates on developments in HIV care to physicians. The need continues, however, for
better coordination of government dissemination of the results and implications of
clinical research. Also needed is better information on the regulatory status of
investigational therapies and their availability, for example, through expanded
access/parallel track mechanisms. Information should also be disseminated on
epidemiologic trends, such as those in tuberculosis, which may affect clinical
management of persons with HIV. An effort should be made to target physicians who
practice in communities of color. Similarly, there must be increased assistance to
schools and professional associations that traditionally have trained and educated
minority health professionals in order to assure that the populations they serve have
the benefit of current developments in AIDS care and treatment. The importance of
these efforts cannot be overstated, given the growing complexity of HIV-related care
and treatment.

The Commission believes there is an urgent need to improve the availability
of primary care services in communities of color. To accomplish this a multifaceted
approach is needed, incliding but not limited to the following efforts.
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) The President and the Congress should increase support for community-
based primary care, including community health centers, migrant health
centers, and clinics funded by the Indian Health Service to ensure delivery
of prevention and care services, including those for HIV/AIDS.

. The President and the Congress should fully fund the Ryan White CARE Act
and ensure that communities of color are adequately represented in the
planning process and appropriately served by the resources available,

] The President and the Congress should provide additional incentives for
health care professionals to work in underserved areas by increasing support
for programs such as the National Health Service Corps and programs such
as the Disadvantaged Minority Health Improvement Act of 1990 targeted

specifically at increasing the number of minority health care professionals.

. Likewise, state and local jurisdictions should increase support for public
hospitals and other locally supported components of comprehensive primary
care systems that deliver HIV prevention and care services.

[ Additionally, the Health Resources and Services Administration should
assess the capacity of special initiatives, such as the Ryan White CARE Act
and the Health Care for the Homeless Program, to develop and support a
strong primary care infrastructure in communities of color.

] The federal government should provide adequate resources to community
programs designed to improve access to health care and support services
and to prevent the spread of HIV among adolescents. Passage of legislation
similar to the proposed Comprehensive Services for Youth Act of 1992 would
foster coordination and coflaboration among - educators, health care

~ providers, and community-based organizations through the development and
operation of citywide and statewide youth service center systems.

. The Agency for Health Care Policy and Research, the Health Resources and
Services Administration, and the National Institute of Allergy and Infectious
Diseases should conduct a review of current efforts to educate physicians on
developments in HIV/AIDS care and aggressively pursue methods to improve
the quality of HIV/AIDS care. In order to assure that people of color living
with HIV receive the benefit of current developments in HIV/AIDS care these
agencies should strive to coordinate better the dissemination of information,
target physicians who practice in communities of color, and work intensively
with schools and professional associations that have tradltmnally trained

- minority health prof&;swnals.

Clinical Trials
Hlstoncally, the Natlonal Institutes of Health-sponsored AIDS Cllmcal Trials

Group (ACTG) protocols have included significantly lower numbers of people of color
living with HIV than their proportion among the HIV-infected population would
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warrant. This is particularly true regarding African Americans. As of August 1992, the
ACTG has enrolled 20,070 individuals in clinical trials. Of this total, 68.6 percent were
white, 15.7 percent were African American, and 14.3 percent were Hispanic/Latino.
Whites, African Americans, and Hispanics/Latinos account for, respectively, 53
percent, 29 percent, and 16 percent of all adult and adolescent AIDS cases (NIH,
1992). . :
It is also apparent that landmark studies on the treatment of HIV disease have
failed adequately to enroll patients of color. In a special communication that appeared
in the Journal of the American Medical Association, researchers from Harlem Hospital
and Columbia University College of Physicians analyzed the racial composition of
participants in a number of studies that dramatically influenced the treatment of HIV
disease and found that the number of minority patients was dlsproportlonately small
(El-Sadr and Capps, 1992),

As a result of the underrepresentation of people of color in HIV-related
clinical trials, members of racial and ethnic minorities have not had equal access to the
investigational treatments available through trials. While the Commission recognizes
that a relative lack of access to health care seriously hampers efforts to recruit people
of color into clinical trials, this does not mean it is impossible to do so. Current efforts
at the National Institutes of Health (NIH) to expand the recruitment of
underrepresented populations in the ACTG have enjoyed initial success and should be
continued and increased, ACTG accrual of people of color has improved over the last
five years: African American and Hispanic/Latino representation in ACTG trials
increased by 8.7 percent and 3.3 percent, respectively, between 1987 and 1992. (See
Table 1.)

TABLE 1: Patient Accrual to ACTG Trials as of August 1982.

Population Percent of Percent of Percent In Percent In
Group Total Population AIDS Cases Clinical Trials Clinical Trials
. - 1087 August 1992
Sex : .
Male 48.7 88.6 as - ) 87.0
Female 51.3 11.4 5 © 130
Race - . } .
White - B0.2 528 82 - - 68.6
African American 11.7 29.5 7 18.7
Hispanic/Latino 7.4 16.5 ) 11 ) 143
Other ' <1 : 14
Injection Drug Use 28.6
Never ' - 88 88.1
Previous/Current : 12 11.9
Number of People In Trials 2,503 20,070

SOURCE: Natlonal Institutes of Health

Over the last three years people of color have been offered greater access to
clinical trials through the Terry Beirn Community Programs for Clinical Research on
AIDS (CPCRA) of NIAID. Established in October of 1989, the CPCRA involves 17
community-based research programs at about 160 sites in 13 U.S. cities. The program
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includes groups of primary care physicians and nurses who care for large numbers of
people with HIV infection at community health centers and hospitals, private clinics
and practices, and drug treatment facilities. The CPCRA enables community-based
physicians to be involved in setting research priorities and conducting clinical trials,
thereby enhancing the participation of underrepresented populations. The CPCRA has
played a significant role in ensuring that research opportunities are available to people
of color living with HIV. Of the 5,334 patients entered into CPCRA trials as of August
1992, more than 57.1 percent are people of color, (See Table 2.)

TABLE 2: Patient Acctual to CPCRA Studies as of August 1892,

Population Percent of Percent of Percent In
Group Taotal Population . AIDS Cases Clinical Trials
’ August 1992
Sex .
Male 48.7 888 808
Female 513 114 19.4
Race .
White 809 52.8 42.9
African American : 1.7 - 295 395
Hispanic/Latino 7.4 16.5 18.0
Asian American/Pacific [slander <1 0.4
Native American : <1 0.3
QCther <1 0.7
Injection Drug Use 286 "40

Number of People in Trials _ 5,334

SOURCE: Naticnal Institutes of Health -

Efforts by NIH to ensure that its HIV-related research programs more
appropriately reflect the demographics of the HIV epidemic are also apparent in some
of its recently implemented programs. For example, as of August 1992, 30.9 percent
of all individuals (albeit only a total of 49 to date) enrolled in the NIAID-sponsored
Division of AIDS Treatment Research Initiative (DATRI) program were people of
color. The DATRI program provides rapid evaluation of potential therapeutic agents
and regimens against manifestations of HIV disease (NIH, 1992). (See Table 3.)

Nevertheless, HIV-infected people of color continue to encounter considerable
obstacles to participation in trials. Overall, the single most important factor is poor
access to quality health care. Without a primary care provider knowledgeable about
HIV disease, access to clinical trial opportunities is severely limited. For patients who
have no previous involvement with or understanding of clinical trials and who are not
well connected in the AIDS establishment, it is both difficult and frustrating to acquire
and digest information about clinical trial opportunities,

In addition, the strict entry criteria traditionally assoc:ated with controlled
clinical research have excluded many who wish to participate in HIV-related trials,
particularly drug users and women of childbearing age. Persons with HIV who are
subject to these exclusions are disproportionately people of color. This correlation can,
in part, account for the racial imbalance of the ACTG accrual. By inference we can
assume that efforts to improve access for persons who have been excluded owing to
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TABLE 3: Patient Accrual to DATR!I Studies as of August 1892

Population ~ Percent of Percent of Percent In
Group Total Population AIDS Cases Ciinical Trials
August 1892
Sex - :
Male 48.7 §3.6 878
Female i 513 114 12.2
Race
White : 809 528 67.4
African American - & 20.5 265
Hispanlc/Latino 7.4 1685 4.1
Aslan American/Pacific Islander <1 . 20
Natlve American <1
Other <1
Number of People In Trials 49

SOURCE: National Institutes of Health

these entry criteria would also improve access for people of color. Efforts have been
initiated to address these concerns. For example, through collaboration with the
National Institute on Drug Abuse (NIDA), the NIAID-sponsored ACTG has received
supplementary funding of $2 million in FY 1991 to expand the inclusion of injection
drug users in its trials, The ACTG and the CPCRA have also both established women’s
health committees to initiate new protocols to study specific manifestations of HIV
infection in women, improve accrual of women, develop guidelines for uniform
enrollment criteria for women, and make recommendations for further analysis of
existing data on issues related to women.

In addition, both the ACTG and the CPCRA have required their sites to
develop community advisory boards to ensure participation of underrepresented
populations and to increase awareness of specific community requirements for
participation in protocols. NIH has also instituted biannual institutional performance
assessments of NIAID-sponsored ACTG and CPCRA sites to assure participation of
underrepresented populations. The Commission believes these efforts should be
commended and should be continued and expanded, since greater participation by
traditionally excluded groups will not only provide increased access to experimental
therapies for many people with HIV disease but will also contribute to a more realistic
understanding of how certain experimental drugs will actually work outside a
scientifically controlled environment, in all populations that might receive them.

Long-term success in incorperation of persons of color into research programs,
however, can only be achieved if the concerns of people of color are addressed. Many
complain that the relationship between the community and the researchers ends
abruptly after data are collected, and that the community fails to reap the benefits of
the research. Information does not flow back into the community to assist in setting
priorities, developing programs, or providing technical assistance. Additionally, research
on these populations has been undertaken without cultural considerations in the design
and implementation of the research (Marin, Marin, and Juarez, 1990). It is time to
overhaul these practices and provide real assistance by fostering community and/or
culturally sensitive investigators, by developing culturally relevant research, and by
translating research findings into community programs.
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Many people of color, especially African Americans, have concerns about
exploitation that has taken place in the research context in the past. The Commission
heard powerful testimony about the shadow of the Tuskeegee syphilis study and the
significant impact the memory of this disturbing incident has had on views of many
African Americans regarding clinical research. Much must be done about the antipathy
and distrust for research felt by many African Americans. Increasing the number of
racial and ethnic minority health professionals would be an important step toward
addressing this concern. Every effort must be made to identify, nurture, and support
researchers indigenous to the communities they serve,

Attention must be focused on ethical issues surrounding research as well: The
HIV epidemic has substantially changed the dynamics of power in the research
environment and raised new issues regarding access to limited treatment opportunities.
People of color have had to make a difficult transition—from thinking about research
as something from which they should be protected to something from which they may
benefit. The cognitive and behavioral dissonance created by the need for such a
transition must be recognized. Focused attention should be paid to the complexities of
developing a new ethos around research in communities of color and raising the
awareness of researchers and others to these issues.

The Commission recommends that:

]  The National Institutes of Health, in conjunction with other appropriate
agencies within the Department of Health and Human Services, should
intensify efforts to assure access to HIV/AIDS clinical trial information, with
regard to trial opportunities, the results of research efforts, and their
significance for clinical management. Emphasis should be placed on reaching
populations that have had poor or underrepresentative access to clinical trial
opportunities. Efforts should include the collection and dissemination of

“trial-related research and information on new developments in treatment.

" Dissemination should be carried out in a manner that ensures that
information is current, accurate, and comprehensible to target populations
and the health professionals who serve them.
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