No
8_5, [Q.

loufk;,

d armn

'\Mcd

)}F the

Onfer

o m———

B

Black Communities’ Belief in “AIDS as Genocide”

A Barrier to Overcome for HIV Prevention

MARY E. GUINAN, MD, PsD

IURs XN The belief that acquired immunodeficiency syndrome (AIDS) is a form of genocide targeted at the
black population is prevalent in black communities in the United States. Public health authorities are
distrusted, in part because of the legacy of the Tuskegee Study of untreated syphilis, a perceived racist
experiment. For effective interventions to prevent the transmission of human immunodeficiency virus
in black communities, genocidal fears and beliefs must be addressed and black community leaders
should be involved in planning and implementation. Ann Epidemiol 1993;3:193-195.

KEY WORDS: Acquired immunodeficiency syndrome (AIDS), prevention, control, blacks,

prejudice, race relations.

When | was invited to present at the annual meeting of the
American College of Epidemiology, Dr. Raymond Green-
berg asked me to make some recommendations addressing
three questions related to the theme “Morbidity/Mortality
Gap: Is it Race or Racism?”; What research is still needed?
Why are we not doing it? Who should be doing it? These
may seem easy questions, but [ had great difficulty trying to
find answers.

The articles gathered here present data describing the
disparity in health status between whites and nonwhites in
the United States. I do not think there is any question that
racism is a partial cause of the morbidity/mortality gap.
Now, how much more research do we need to do to describe
the problem? Do we need to describe the extent of this
problem? Do we need to define the attributable risk of
racism? Should we move toward studying the precise
mechanisms by which racism causes the problems? I do not
think so.

Dr. Paul Wiesner (1) said, “We do not need anymore
numbing national statistics!” What we do need are solu-
tions. We need to design and implement interventions that
are appropriate for health problems in the minorities that
we are addressing, that is, “culturally sensitive” approaches.
As Dr. Kumanyika (2) said, “Certain interventions are de-
signed for the mythical American—who does not exist.”
Many interventions will not work for some groups, but will
work very well for others. A uniform approach to solving
health problems is unrealistic in a culturally diverse society.

How do we approach a public health problem and take
into account the effects of racism? I am not sure  know how,
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but I would like to use as an illustration an area that ] know
a little about, human immunodeficiency virus (HIV) and
acquired immunodeficiency syndrome (AIDS).

The Centers for Disease Control (CDC) funds a number
of community organizations for HIV education and out-
reach. One of these organizations is the Southern Christian
Leadership Conference (SCLC) based in Atlanta, founded
by Dr. Martin Luther King, Jr., and presently presided over
by the Reverend Dr. Joseph Lowery. This group is funded
to try to bring HIV education into black Christian churches
in the network of the SCLC. The project is being imple-
mented in five cities: Atlanta, Georgia; Tuscaloosa, Ala-
bama; Kansas City, Kansas; Detroit, Michigan; and Char-
lotte, North Carolina.

One of the first things SCLC did was to ask church
leaders to_cooperate in getting AIDS and HIV education

into the church groups. SCLC asked the church leaders
who res i

‘ ire on knowledge
and attitude toward AIDS. This is not a random sample

churches who were selected by their willingness to coop-
erate, .

“The findings were very important (3). For the thousand
or so of leaders who completed questionnaires, the educa-
tion level was high; in fact, 44% either completed or had
some college or university training. So, the selected group
was a church-going black population who are educated and
middle class. In response to the guestion “Do you believe
that AIDS is  form of genacidel” 15% flt that AIDS was
a form of genocide, and 30% said they were unsure. There-

Now, if this selected, educated population thinks that AIDS
is a form of genocide, then what does the rest of the commu-
nity think? I believe that there is a much higher percentage,
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with a lower educational level, who believe that AIDS is a
form of genocide. ’

A play that opened in Atlanta last year was based on the
Tuskegee Syphilis Study, a study of the natural history of
untreated syphilis in the Negro male. The study was started
in 1932, before the availability of penicillin, but was contin-
ued through 1972 without offering penicillin treatment to
the participants. The play was called “Miss Evers' Boys”
(4). Following the first performance of the play there was a
discussion. The audience, which was a combination of white
and black middle-class participants, was able to ask ques-
tions, and almost to a person, the blacks who came to the
microphone were extremely distrustful of scientists, particu-
larly of government scientists, and believed in the genocidal
theory for black people.

If this belief is so strong in a middle-class Atlanta popula-
tion, I believe it is an issue that we have to address. We have
to address it if we are going into the black community and
designing interventions to educate the community on how
to avoid HIV infection, when the interventions (condom
use and counseling women to protect themselves against
unplanned pregnancy) play into the idea of genocide—try-
ing to keep a black population from reproducing.

As I thought this through, [ came upon a very relevant
article titled “The Tuskegee Syphilis Study, 1932 to 1972:
Implications for HIV Education and AIDS Risk Education
Programs in the Black Community” (5). The authors re-
counted numerous instances of public discussions of “AIDS
as genocide” in the black community. For example, the
Nation of Islam disseminated literature that describes AIDS
as a form of genocide, that is, an attempt by white society to
eliminate the Negro race; “Tony Brown’s Journal,” a popular
television show, aired a series of programs debating the
issue of AIDS as a form of genocide; and the Los Angeles
Centennial, the largest black newspaper on the West Coast,
ran a series of stories suggesting that blacks have been inten-
tionally infected with HIV. The authors believed that the
“history of the Tuskegee Syphilis Study, with its failure to
educate the participants and treat them adequately, helped
to lay the foundation for blacks’ pervasive sense of distrust
of public health authorities today.” As evidence, the authors
pointed out that a Yale law professor, H. Dalton, believed
that the Tuskegee Syphilis Study is a reflection of society’s
historical disregard for black people. In 1989, he repeated a
common distortion that the government purposefully ex-
posed black men to syphilis in order to study the natural
course of disease (6). The authors (5) stated that “the contin-
uing legacy of the Tuskegee Syphilis Study has contributed
to blacks’ belief that genocide is possible and that public
health authorities cannot be trusted. These fears and atti-
tudes must be addressed in order to develop HIV education
programs for the black community.”

How do we address these fears and attitudes? We have
been talking about culturally sensitive approaches as a solu-
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tion. “The Tuskegee study was culturally sensitive,” ac-
cording to Thomas and Quinn (5). The Tuskegee study
included culturally sensitive approaches to ensure the
involvement and continued participation of the men. Eu-
nice Rivers, a black public health nurse, served as the pri-’
mary contact person for the entire 40 years of the study.
She provided transportation, organized the men for exami-
nations, provided reassurance, and formed trusting relation-
ships with the men and their families. The Public Health
Service was successful in enlisting black church leaders and
community elders to encourage participation. In addition,
physical examinations, including the taking of blood sam-
ples, were conducted in black churches and schools.

In his history of the Tuskegee study, Jim Jones (7) de-
scribed how health officials recruited local leaders and used
the schoolhouse and churches as clinics. The authors con-
cluded, “Now, almost 60 years after the experiment, the
Tuskegee Syphilis Study’s legacy is a trail of distrust and
suspicion that hampers HIV education efforts in black com-
munities.” Remember, it was only in 1972 that the Tuskegee
study was stopped, barely 20 years ago.

“Public health professionals must recognize that blacks’
belief in AIDS as a form of genocide is a legitimate attitudi-
nal barrier, rooted in the history of the Tuskegee Syphilis
Study. Many public health authorities who work with black
communities are uncomfortable responding to the issue of
genocide and the Tuskegee study” (5). I count myself among
those public health officials uncomfortable with this issue.

The authors (5) stated that we must be willing to listen
respectfully to community fears; share the facts of the
Tuskegee study when it arises, as a justification of those
fears; and admit to the limitation of the science when we do
not have the answers.

Allen Brandt, a historian, has discussed the govern-
ment’s review of the Tuskegee study (8). In 1972, the Depart-
ment of Health, Education, and Welfare convened the
Tuskegee Study Ad Hoc Advisory Panel to advise whether
the study was justified, whether it should be continued, and
whether the men should have been offered penicillin when
it became available. The Panel issued its final report in 1973
(9). Brandt believed that the report missed the point because
the government did not look at this study as a racist experi-
ment (8).

The report (9) said that the study was unethical and that
the participants should have been offered treatment. Brandt
(8) stated that the Tuskegee study

revealed more about the pathology of racism than it did

~ about the pathology of syphilis, more about the nature of
scientific inquiry than the nature of the disease process. The
notion that science is a value-free discipline must be rejected.
The need for greater vigilance assessing the specific ways in
which social values and attitudes affect professional behav-
ior is clearly indicated.
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That was 1978; now in 1991 we are confronted with AIDS
and HIV infection as a clearly important problem in the
black community. I believe that scientists have not yet re-
jected the notion that “science is a value-free discipline.” I
also believe that to be successful in our HIV prevention
efforts, we have to propose solutions that take into account
the impact of racism and acknowledge the historic basis of
the black community’s distrust.

Approaches to community problems have to be in the
form of a community-organized effort. For example, the
Planned Approach to Community Health (PATCH) Pro-
gram (10) goes into the community and asks what the com-
munity members think the problems are and how they as-
sess them, in order to understand the community’s
definition of its own health problems. Interventions are
developed with community involvement.

The National Black Women'’s Health Project (11) is an-
other wonderful example of taking the community’s feelings
and beliefs into account. The National Black Women's
Health Project worked on preventing teen pregnancy. They
went into the rural black communities trying to reduce
teen pregnancy, but they did not go in with a categorical
program, which is what we tend to do as public health
officials. They went into the community and asked young
black women what their problems were. Their problems
were poverty, where their next meal was coming from, vio-
lence in the community, drugs, and whether they could get
their children educated. Preventing teen pregnancy was not
even on the list of things that they were concerned about.
How can health educators push teen pregnancy prevention
in a community that does not see it as a problem? The Black
Women'’s Health Project formed support groups of women
who started dealing with the issues that the women felt were
most important, and then eventually came to addressing
the teen pregnancy problem.

Ithink that is what we have to do when dealing with HIV
prevention in the black community. Thomas and Quinn (5)
stated:

The impact of HIV infection and AIDS in black communi-
ties is exacerbated by the presence of other sources of poor
health status and social inequities; therefore, AIDS risk
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reduction programs must be built on solid assessments of
community perceptions and needs, and must include ongo-
ing involvement of community leaders and program plan-
ning and evaluation efforts.

I salute Thomas and Quinn because they essentially crys-
tallized an important issue. We need to develop community
interventions, but we need community participation in the
design and implementation. Who should be doing it? We
should all be doing it. But we should all be doing it with the
cooperation and leadership from the community.

This paper was presented at the Tenth Annual Scientific Meeting of Ameri-
can College of Epidemiology, Atlanta, GA, November 1991.
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