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W
From the Director

We’re the ones we’ve 
been waiting for

“It is people joining forces in a time of great need. It is hope, it is sharing the burden. It is 
people caring for their own and finding love, and surviving, and believing in the future even 
when we are hurting more than we have ever hurt before.

“It is AIDS.”
Chris Brownlie—1951-1989

When Hurricane Katrina hit New Orleans on August 29, 2005, I was in Atlanta at an 
HIV/AIDS consultation for the Centers 
for Disease Control and Prevention. Upon 
hearing the news, I rushed to my room 
and, in a desperate panic, turned to CNN 
in search of information. Like most Ameri-
cans I was shocked at the images flooding 
my hotel room—desperate people standing 
on rooftops begging for help, dead bodies 
floating down the streets of a major city in 
the United States.

But perhaps unlike most Americans, 
Hurricane Katrina was deeply personal for 
me. This was happening to my city. This was 
happening to my family. My oldest niece was 
a rising sophomore at Xavier University in 
New Orleans. My family is from Louisiana 
and Mississippi. My childhood was punctu-
ated with frequent trips to New Orleans for 
family reunions, weddings and, of course, 
funerals. 

I’ve walked along the 17th Street levee 
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with my parents. I remember wandering along the streets of the Lower Ninth at sunset with 
my cousin Edward, eating crawfish out of a brown paper bag (stolen out of my Aunt Vera’s 
shrimp boil, while the adults weren’t looking) and throwing the shells over our shoulders as 
we went along without a care in the world. 

As I watched CNN, I knew my Aunt Vera’s old house was gone, as was my Aunt Late’s, 
and my Uncle Jed’s. When Katrina hit New Orleans, my family counted over 100 members 
living in the city. All of them were displaced. As of today, fewer than 10 have returned.

As this report is being released, the world is marking the two-year anniversary of Ka-
trina, pausing to remember the devastating damage the Gulf Coast absorbed and pondering 
the lack of progress made in the rebuilding efforts. I was recently in New Orleans, and evi-
dence of Katrina is still everywhere you turn. In some parts of the Lower Ninth Ward, it was 
as if the hurricane had just happened.

But what has struck me most about the new images from New Orleans are not the pic-
tures of the devastation, but the examples of the people of New Orleans rebuilding their own 
city—the day care center that reopened with little more than the grit and determination of 
a Black women who refused to give up; the historically Black colleges that are operating out 
of hotels because students can’t wait for the rebuilding to get their education; the judge who 
decided now is the time to reform the juvenile justice system; and the AIDS service organiza-
tions that are making sure that people with HIV/AIDS can still get medication, even if Char-
ity Hospital never reopens.

Like the Katrina story, the AIDS story in Black America is a complex one. The face of Hur-
ricane Katrina was Black. So, too, is the face of AIDS in America today. And like Katrina, 
AIDS is intensely personal. In this report, our third annual update on the State of AIDS 
in Black America, we lay out both the highs and the lows of our national and our commu-
nal response to this ugly fact. 

We’ve attempted to paint an honest picture of what AIDS in Black America is like to-
day—the good, the bad and the ugly. That means not pulling punches on policymakers. But it 
means not pulling them on ourselves either. We love, respect and support the organizations 
discussed in this report, but we’ve not given anyone a pass. 

Ultimately, our review of the State of AIDS in Black America today left us with a clear 
conclusion: While we’ve come a long way in dealing with the epidemic, we are not near where 
we need be to end it once and for all. 

That reality is painfully evident as you turn through this report. We open with a chart-
book laying out the dimensions of the problem in clear, cold numbers. Don’t just read these 
charts once. Clip them, post them, carry them with you and use them as a resource for get-
ting the startling message out in your community. 

The report then explores the latest initiatives, challenges and failures of our national 
response to the epidemic, first focusing on prevention and then on treatment. Here, Katrina’s 
themes echo most loudly: The levees that are America’s HIV health delivery systems are 
broken—and the rebuilding has been devastatingly slow in coming.

The good news is that the sleeping giant of traditional Black institutions, from faith and 
civil rights to elected officials, media, the arts and entertainment, have taken notice and, in 
some cases, made impressive commitments. With their membership and chapters, conferenc-
es, conventions, and various communication vehicles, they could change the AIDS landscape 
in no time.
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In a Washington Post op-ed on August 14, 2006, Julian Bond wrote, “Almost 40 million 
people are dead. And most of those who have died and are dying are Black.” He went on to 
write, “The face of AIDS in the United States is primarily Black. The majority of new HIV 
infections here are Black, the majority of people who die from AIDS here are Black and the 
people most at risk of contracting this virus in the United States are Black. AIDS is now in 
our house. It’s now our problem.” 

The bad news is most traditionally Black institutions are not yet ready to respond to 
Bond’s eloquent call to action. 

Last August, 25 Black leaders, led by the Black AIDS Institute, the Balm in Gilead and 
the National Black Leadership Commission on AIDS, launched the national Black AIDS 
Mobilization with the goal of ending the AIDS epidemic in five years. The final section of this 
report—which will be a new dimension of our annual update—reviews the state of the move-
ment we’ve launched.

The reality it describes is that, even with our awakened awareness and new commitment, 
we still don’t have the one thing that will truly end the AIDS epidemic in our communities: a 
national, coordinated, mass movement. While there are many examples of meaningful indi-
vidualized efforts, they remain sporadic and haphazard. None of our national Black institu-
tions have developed a strategic action plan for ending AIDS, either in their individual work 
or as a collective. 

As Danny Glover put it, “Black America can no longer afford to trifle with the politics 
of America’s culture wars, whether they come from the left or the right. It is time for Black 
people to take ownership of the AIDS epidemic and responsibility for ending it.”

There are many reasons why Black institutions have not yet delivered the sort of detailed 
plans needed to seriously pursue ending AIDS in our community. One reason is certainly 
both benign and malicious neglect on the part of governments, corporations and foundations 
that have done little to provide traditional Black institutions with the resources they need to 
do the job. No institution in Black America has received the sort of government, corporation 
or foundation support that AIDS organizations serving white gay men found in the mid-
1980s and early 1990s.

Having said that, it still comes down to us. Corporations, governments and foundations 
could and should do more. But if they don’t, we still have to find a way to end this epidemic. 
Ultimately, the white gay community rallied to demand the resources it needed—both from 
within and from outside of its own ranks. We must also understand that government can’t 
write our national plan. Corporations can’t build a groundswell in our communities. Founda-
tions can’t make those most at-risk for HIV/AIDS feel welcome in our communities. We have 
to do that. 

We’re the ones we’ve been waiting for.



The Black Epidemic
By the Numbers
A Statistical Snapshot of Today’s 
African American Epidemic



«
Who’s Getting Infected
in America

By Percent
Racial/Ethnic Percentages of New HIV/

AIDS Diagnoses in 2004

Black: 50 percent
White: 30 percent
Latino: 18 percent
Other Ethnicities: 2 percent

Source: CDC. HIV/AIDS Surveillance Report, 
2004. Vol. 16, Table 1. Data based on 35 states 
with long-term HIV tracking systems that count 
infections by recording patients’ names.

In Numbers
Number of New HIV/AIDS Diagnoses 

by Race/Ethnicity in 2004

Black: 19,206
White: 11,806
Latino: 6,970
Other Ethnicities: 602
Total: 38,584

Source: CDC. HIV/AIDS Surveillance Report, 
2004. Vol. 16, Table 1. Data based on 35 states 
with long-term HIV tracking systems that count 
infections by recording patients’ names.
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» 20 Years of Diagnoses

Source: CDC. HIV/AIDS Surveillance by Race/Ethnicity. Online slide set at www.cdc.gov/hiv/topics/
surveillance/resources/slides/race-ethnicity, accessed September 3, 2007.

Proportions of AIDS Cases among Adults and Adolescents,
by Race/Ethnicity and Year of Diagnosis, 1985-2005,
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«Positive 
Americans
Racial/Ethnic Percentages of All People 

Living with HIV/AIDS (as of 2004)

Black: 48 percent
White: 34 percent
Latino: 17 percent
Other Ethnicities: 1 percent

Source: CDC. HIV/AIDS Surveillance Report, 
2004. Vol. 16, Table 9. Data based on 35 states 
with long-term HIV tracking systems that count 
infections by recording patients’ names.

Where Newly 
HIV+ Live
Regional Percentages of New HIV 

Diagnoses, 2001-2004

South: 55 percent
Northeast: 29 percent
Midwest: 11 percent
West: 5 percent

Source: CDC. Trends in HIV/AIDS Diagnoses – 
33 States, 2001-2004. Morbidity and Mortality 
Weekly Report, Nov. 18, 2005.
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»
An Up-Close Look 
at Today’s Infections

Men
New HIV Infections Among Men in 

2004

Black: 43 percent
White: 36 percent
Latino: 20 percent
Other Ethnicities: 1 percent

Source: CDC. HIV/AIDS Surveillance by Race/
Ethnicity online slide set, Slide 15. Data based 
on 33 states with HIV tracking systems that 
count infections by recording patients’ names 
since at least 2000.

Women
New HIV Infections Among Women 

in 2004

Black: 67 percent
White: 17 percent
Latino: 13 percent
Other Ethnicities: 2 percent

Source: CDC. HIV/AIDS Surveillance by Race/
Ethnicity online slide set, Slide 16. Data based 
on 33 states with HIV tracking systems that 
count infections by recording patients’ names 
since at least 2000.
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«Youth
New HIV/AIDS Cases Among Teens 

in 2004

Black: 70 percent
White: 15 percent
Latino: 13 percent
Other Ethnicities: 2 percent

Source: CDC. HIV/AIDS Surveillance in 
Adolescents and Young Adults online slide 
set, Slide 6. Data based on 33 states with HIV 
tracking systems that count infections by 
recording patients’ names since at least 2000.
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»
How Black Americans
Get Infected

Women
Transmission Routes of HIV Diagnoses 

Among Black Women, 2001-2004

Sex with men: 78 percent
Injection drug use: 19 percent
Other: 3 percent

Source: CDC. Trends in HIV/AIDS Diagnoses – 
33 States, 2001-2004. Morbidity and Mortality 
Weekly Report, Nov. 18, 2005.

Men
Transmission Routes of HIV Diagnoses 

Among Black Men, 2001-2004

Sex with men: 49 percent
Sex with women: 25 percent
Injection drug use: 19 percent
Sex with men and injection drug use: 5 

percent
Other: 1 percent

Source: CDC. Trends in HIV/AIDS Diagnoses – 
33 States, 2001-2004. Morbidity and Mortality 
Weekly Report, Nov. 18, 2005.
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«Unanswered 
Questions
HIV Risk of Male Sex Partners of 

Black Women Who Tested Positive 
in 2004 

Unknown: 77 percent
Injection drug use: 17 percent
Sex with men: 6 percent
Other: Less than 1 percent 

Source: CDC. HIV/AIDS Surveillance Report, 
2004. Vol. 16, Table 22. Data based on 42 states 
with long-term HIV tracking systems that count 
infections by recording patients’ names in 2004.

We’ve Been Waiting For� 15



	

»
Who’s Still Dying of AIDS
in America

A Record of Lives Lost
A 

nnual AIDS Deaths by Race/Ethnicity, 1985-2004

Source: CDC. Deaths among Adults and Adolescents with AIDS by Race/Ethnicity, 1985-2004, United 
States. Black AIDS Institute requested data.

Year of 
Death

White, not 
Hispanic

Black, not 
Hispanic Hispanic

Other 
Ethnicities

All 
Groups

Percent 
Black

1985 4,005 1,757 1,021 36 6,819 25.77%

1986 7,011 3,029 1,807 74 11,921 25.41%

1987 8,886 4,554 2,492 106 16,038 28.40%

1988 10,930 6,108 3,500 199 20,692 29.52%

1989 14,452 8,028 4,625 143 27,328 29.38%

1990 16,434 9,107 5,208 238 30,987 29.39%

1991 18,719 10,939 6,173 319 36,150 30.26%

1992 20,157 13,205 7,064 326 40,752 32.40%

1993 21,300 15,278 7,604 413 44,595 34.26%

1994 22,538 17,806 8,759 516 49,477 35.99%

1995 21,968 19,062 9,136 539 50,705 37.59%

1996 14,558 15,894 6,904 386 37,742 42.11%

1997 7,351 10,464 4,079 231 22,125 47.02%

1998 6,082 8,997 3,371 186 18,636 48.28%

1999 5,620 8,860 3,232 184 17,896 49.51%

2000 5,310 8,560 3,010 159 17,039 50.24%

2001 5,184 8,962 3,188 178 17,512 51.18%

2002 5,205 8,929 3,103 175 17,412 51.28%

2003 5,081 8,905 3,529 154 17,669 50.40%

2004 4,309 7,939 3,212 173 15,633 50.78%

Cumulative 225,100 196,383 91,017 4,770 517,270 37.96%
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«No. 2 Cause
Five Leading Causes of Death Among 

Blacks, Ages 25-44 (as of 2002)

1. Heart Disease
2. HIV Infection
3. Unintentional Injury
4. Assault
5. Malignant Tumors

Source: CDC. National Vital Statistics Reports, 
Deaths: Leading Causes for 2002. Public Health 
Service, 2003 (Vol. 53, No. 17)

Blacks’ Share
Blacks as Percentage of Total AIDS 

Deaths (as of 2004)

Whites: 43 percent
Blacks: 38 percent
Latinos: 18 percent
Other Ethnicities: 1 percent

Source: CDC. Deaths among Adults and 
Adolescents with AIDS by Race/Ethnicity, 
1985-2004, United States. Black AIDS Institute 
requested data.
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The National Picture:
Black AIDS State-by-State
Percentage of people living with AIDS in each state who is African American, as of 

2004. In 15 states, more than half of the population of people living with AIDS is 
Black.

Source: Statehealthfacts.org. All percentages have been rounded.
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» % of 
AIDS 
Cases

% of
Black
Pop.

Alabama 63% 26%

Alaska 10% 3%

Arizona 9% 3%

Arkansas 40% 16%

California 19% 6%

Colorado 14% 4%

Connecticut 33% 9%

Delaware 68% 19%

District of 
Columbia

82% 57%

Florida 49% 15%

Georgia 70% 29%

Hawaii 5% 2%

Idaho 4% <1%

Illinois 52% 15%

Indiana 33% 8%

Iowa 18% 2%

Kansas 21% 6%

Kentucky 31% 7%

Louisiana 66% 32%

Maine 6% 1%

Maryland 80% 27%

Massachusetts 29% 6%

Michigan 58% 14%

Minnesota 31% 4%

Mississippi 73% 37%

% of 
AIDS 
Cases

% of
Black
Pop.

Missouri 41% 11%

Montana 4% <1%

Nebraska 25% 4%

Nevada 22% 7%

New Hampshire 12% 1%

New Jersey 55% 13%

New Mexico 4% 2%

New York 46% 15%

North Carolina 69% 21%

North Dakota 16% 1%

Ohio 42% 12%

Oklahoma 21% 7%

Oregon 7% 2%

Pennsylvania 53% 10%

Rhode Island 27% 5%

South Carolina 73% 29%

South Dakota 16% 1%

Tennessee 52% 16%

Texas 35% 11%

Utah 8% 1%

Vermont 10% 1%

Virginia 59% 19%

Washington 14% 3%

West Virginia 22% 3%

Wisconsin 37% 6%

Wyoming 3% 1%

Sources: Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention-Surveillance and 
Epidemiology, Special Data Request, November 2005. Urban Institute and Kaiser Commission on Medicaid 
and the Uninsured. Estimates based on the Census Bureau’s March 2004 and 2005 Current Population 
Survey (CPS: Annual Social and Economic Supplements).

State-by-State Black AIDS 
Rates vs. Black Census Figures
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THE FOUR GETS

1
2
3
4

GET INFORMED. What you don’t know
can kill you. Knowledge is a powerful weapon against
hiv/aids.

GET TESTED. The vast majority of Black
Americans infected with the aids virus don’t even know
it. You can’t protect yourself or your partner if you don’t
know your status.

GET TREATED. 70 percent of hiv-positive
people in America are not in proper treatment and care.
aids is not the death sentence it once was. Early 
treatment can prolong your life.

GET INVOLVED. aids is spreading through
our communities because not enough of us are involved
in efforts to stop it. There are many ways to get involved
in the fight:
• Volunteer
• Make a donation
• Become a regular contributor 
• Join a board 
• Deliver a meal
• Talk to your neighbors, friends 

and family about hiv/aids
• Write a letter to your Mayor, 

Governor, the President

Black Voices
ON AIDS

THE FOUR GETS
FOUR STEPS YOU CAN TAKE TO 

FIGHT AIDS IN YOUR COMMUNITY:
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NNot long ago, getting an HIV test could 
be a real pain. Even after setting aside all 
the accompanying anxieties and fears and 
stigmas, it was just a hassle. 

First, you’d come in for the test—and 
unless you went to a private doctor’s office, 
this often meant an uncomfortable and 
nerve-wracking wait in a lobby full of 
nervous people. Then you had to sit through 
a talk with an HIV counselor, who would 
ask all kinds of personal questions about 
what you’d done to put yourself at risk for 
contracting the virus. Then there was the 
poking and prodding with needles to draw 
your blood.

But that wasn’t the end. There was still 
the agonizing wait—as long as two weeks—
while your blood shipped off to a lab to get 
tested. Then you had to go back to the doctor 
or clinic and, once more, sit in a waiting-
room purgatory before finally getting your 
test results. 

It was a lot to deal with. 
And a lot of people never made it 

through the process: The U.S. Centers for 
Disease Control and Prevention has long 
estimated that a third of all people who get 
tested never claim their results.1

So for years, health departments and 
testing-technology developers have been 
working to ease this process. Gradually, 
new technologies have become available 
and, in turn, public health officials have 
adapted guidelines to streamline HIV 
testing in America. But in 2006, the CDC 
approved reforms that may represent the 
most significant overhaul of HIV testing the 
United States has ever seen.

The agency’s move was greeted with 
a mixture of praise and damnation. Few 
challenged its overarching goal of making 
HIV testing an easily accessible, routine 
part of health care. But many, including the 
Institute, have questioned whether the CDC’s 
initiative goes too far and, thus, misses a 
crucial point: testing is not a silver bullet 
to slay AIDS. Without a similarly robust 
commitment to the far broader and far more 
difficult prevention work needed to help 
individuals and communities make healthy 
choices, no amount of testing will stop the 
virus’ spread.

The State of Prevention
Testing, Testing

Left page: Jimmy 
Jean-Louis (of the TV 
show “Heroes”) at the 
2007 BET awards.
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» In summer 2005, the CDC announced a 
multi-pronged plan to more closely exam-

ine its much-cited estimate of 40,000 new 
HIV infections each year. As a result, we’ll be 
hearing a lot of new numbers in the coming 
years, some of which are bound to be contro-
versial. With our minds on that proverbial 
demon lurking in the details, we give you a 
brief snapshot of how the CDC’s gonna do its 
math.

What they want answered: How’d you 
get it?

How they’ll answer it: The National 
Behavioral Surveillance System, already up 
and running, has generated one of the most 
shocking stats in the epidemic’s history: 46 
percent of Black men who have sex with men 
may already be infected, and two thirds of 
those folks don’t know they’ve got it. The idea 
is to take a closer look at those who are most 
statistically at-risk, asking what they are doing 
and how they are interacting with services. 

The system is tracking people who fit 
three behavioral categories: Men who have 
sex with men, injection drug users and what 
the prevention wonks have started calling 
“high-risk heterosexuals.” Yes, the scintil-

lating CDC jargon is distracting, but try to 
focus—this is the important part. In alter-

nating 12-month cycles, researchers will 
focus in on one group and study their 

behavior, so that they’ll get a 
fresh batch of information on 

each group every three years. 

What they want answered: How many 
are infected each year and who are they?

How they’ll answer it: The HIV Inci-
dence Surveillance System is the agency’s 
tool for getting past its annual 40,000-newly-
infected estimate. CDC has chosen 34 sites 
around the country to focus on each year. In 
those places, researchers are drilling down 
on every newly-diagnosed infection to get, 

among other things, the person’s demo-
graphics and clinical info on that person’s 
virus. Importantly, they will also run newly-
developed tests to determine how recently the 
person has been infected. 

What they want answered: What’s the 
total number of infected? 

How they’ll answer it: HIV Prevalence 
Estimates are nothing new. CDC takes data 
from the 33 states that track HIV by record-
ing names of those infected, runs it through 
two statistical modeling processes (in order to 
factor in those who may be positive but have 
never been tested) and comes up with its total 
number. In June 2005, CDC updated the cur-
rent estimate, saying between 1,039,000 and 
1,185,000 Americans were living with HIV 
as of 2003, with anywhere from 24 percent 
to 27 percent of those folks unaware they’re 
infected. It is the first time CDC has put the 
positive tally above one million.

The AIDS Case Surveillance system will 
continue to be a tool for building this sort of 
big-picture data. This is the original surveil-
lance system, which tallies the number of 
newly diagnosed AIDS cases and deaths 
reported by all states each year. As of 2003, 
around 400,000 of the one million HIV-posi-
tive folks had an AIDS diagnosis.

What they want answered: If you’re posi-
tive, how are you doing in treatment?

How they’ll answer it: The Morbidity 
Monitoring Project will not only tell CDC 
how people are faring in treatment, it will also 
figure out what’s happening to those who are 
not in care. Why aren’t they getting treated? 
And are they doing something harmful to 
themselves—or others—in the meantime? 
Researchers have selected 26 sites in 21 states 
from which to pull medical records of those 
in care and ask some questions. They will also 
interview both people who are in care at those 
sites and those in the area who are not.

How HIV Monitoring Works
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Check Everybody
The federal government maintains a wide 
range of official public health guidelines 
that, while not legally binding, offer care 
providers detailed recommendations on 
how a given procedure should be handled 
and carry the weight of the government’s 
approval—which, in some cases, is needed 
to access federal funding. There are guide-
lines for stuff ranging from diagnosing 
fetal alcohol syndrome to prescribing anti-
HIV medicines. And since 1985, there have 
been guidelines for how HIV tests should 
be conducted. In September 2006, the CDC 
completed a rewrite of those guidelines as 
part of its ongoing campaign to boost the 
number of people who know their HIV sta-
tus.2 (See “Standardized Testing Revisited” 
on page 26.)

The percentage of American adults 
who have gotten HIV tests in their lifetime 
has steadily grown since 1987, according to 
surveys. However, the share of adults who 
have been tested in the previous 12 months 
has slowly declined since 1996, when life-
saving drugs hit the market and reports 
about the epidemic’s supposed end became 
widespread.3 Today, CDC estimates as much 
as one quarter of the 1.2 million people be-
lieved to be HIV positive don’t know they are 
infected.4 

Data strongly suggests that these quar-
ter million undiagnosed infections fuel the 
estimated 40,000 new infections logged in 
the U.S. each year. The CDC has long cited 
studies showing once people know their HIV 
status, they are overwhelmingly likely to take 
steps to prevent passing it on to their sex or 
injection drug-using partners. 

Research shows more African Americans 
are getting tested than whites—41 percent of 
Blacks in a Kaiser Family Foundation survey 
report having been screened in the past 12 
months, compared to 16 percent of whites.5 
But CDC nonetheless estimates that more 

than half of all infections among African 
Americans remain undiagnosed. 6

Blacks also appear to be at greater risk 
for getting tested too late, uncovering the vi-
rus only in the final stages of its development 
towards full-blown AIDS. Forty-two percent 
of positive Blacks are diagnosed within two 
months to a year of the infection developing 
into AIDS.7 Once an infection reaches this 
endpoint, treatment is far less likely to suc-
ceed, a fact which CDC surmises is at least 
part of the reason for the American epidem-
ic’s racial death gap. African Americans who 
contract HIV are now as much as eight times 
more likely to die from it than their white 
counterparts.8 

One reason for delayed testing is that 
people don’t think they are at risk. Indeed, 
mounds of research show just how safe many 
believe themselves to be, even when they’re 
not. In one CDC study, 60 percent of Black 
women didn’t know whether their male sex 
partners were positive or negative, yet 70 per-
cent believed themselves to be risk-free.9 This 
assumed security exists despite the fact that 
Blacks account for nearly 70 percent of new 
HIV infections among American women. 
(See “The Black Epidemic: By the Numbers” 
on page 8.)

The perceived lack of risk runs even 
higher among self-identified Black gay and 
bisexual men. In one study, nine out of 10 
young men who tested positive didn’t con-
sider themselves to be at risk for contracting 
the virus.10 

In order to right all of these wrongs, the 
CDC has set about an aggressive campaign 
to promote testing over the last several years. 
The revised guidelines are a major compo-
nent of that push. “The overarching goal is 
to maximize opportunities for those persons 
who are currently unaware of their HIV in-
fection to learn their HIV status earlier,” the 
CDC’s Bernard Branson wrote in a March 
2006 letter requesting public comment on 
the new guidelines. He cited studies that 
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show “with current HIV testing practices, 
many persons with unsuspected HIV infec-
tion currently access health care services, but 
because they are not tested, their infection 
goes undiagnosed.”

That’s in part because doctors and 
patients alike have long engaged in a dizzy-
ing and often self-defeating game of trying 
to determine who should and should not get 
tested. The CDC’s new guidelines dramati-
cally simplify the formula: Anybody between 
the ages of 13 and 64 who comes into care 
should be offered an HIV test.11 Period. No 
more guessing about who is more or less at 
risk, reading the tea leaves of their sexuality, 
their race, their neighborhood or job. Just 
test everyone. Further, the test is to be made 
a standard part of the bevy of prenatal tests 

given to pregnant women. These aspects of 
the new guidelines have received near-uni-
versal praise.

Making It Too Easy?
But the CDC didn’t stop with universal 
testing. The new guidelines go on to make 
two far more controversial changes to the 
testing procedure. 

First, the guidelines shift the burden of 
consent from the doctor to the patient. 

Previously, patients had to expressly 
agree to an HIV test and sign a written waiv-
er declaring their consent. That precaution 
grew out of real need: After HIV tests were 
first developed in 1985, patient advocates 

Standardized 
Testing 
Revisited
In September 2006, the CDC issued its new 

guidelines for health care providers con-
ducting HIV tests. The new guidelines aim to 
get more people into testing by streamlining 
the process, and they mark a dramatic shift 
in how HIV testing is conducted in America. 
Here are the big changes:

Everybody gets tested. For years health 
care providers and patients alike have groped 
for a reliable formula to determine who needs 
to get tested when. The old rules urged testing 
for certain “high-risk individuals”—injection 
drug users, people who have anal sex, etc.—
and in geographic areas that have higher 
HIV prevalence. The new guidelines toss all 
of these maddening calculations out. Now, 
the CDC says, everybody aged 13 to 64 who 
comes in to a health care facility should be 
given HIV tests as part of their routine medi-

cal care.
It’s on you to say no. Because of the stig-

ma associated with HIV and the discrimina-
tion that was rife when HIV tests first became 
available in 1985, public health has always 
gone out of its way to soothe the anxieties of 
people getting tested. So for years health care 
providers were urged to obtain explicit, writ-
ten consent before testing someone for HIV. 
But providers complained that this process 
was cumbersome and expensive, particularly 
in emergency rooms. So now, the CDC says, 
getting the patient’s consent for providing 
care in general covers HIV testing, too, al-
though, patients should still be informed that 
they’ll be tested in advance, so that they may 
turn it down if they wish.

Seek counsel elsewhere. HIV testing has 
always been closely linked with HIV preven-
tion counseling. Whenever someone got 
tested, he or she first spoke with a counselor 
about HIV risks and how to reduce them. 
But, again, providers fretted that this process 
proved unwieldy for their operations and, 
moreover, discouraged people from getting 
tested. So while the new CDC guidelines still 
stress the import of counseling, they no lon-
ger urge that it be part of the testing process.

»
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justifiably feared discrimination. They sought 
and won a range of protections, including 
not only strict consent procedures but also 
limits on how health departments tracked 
HIV infections. 

The new guidelines signal federal of-
ficials’ belief that we’ve entered a new era. 
Now, simply agreeing to overall health care 
is sufficient consent for an HIV test, and that 
consent need not be obtained in writing. 
Patients should be notified they will be tested 
beforehand, so that they have an opportunity 
to opt out of it if they chose, but the burden is 
on them to do so.

Second, and perhaps even more contro-
versial than the consent changes, the CDC’s 
new guidelines break the longstanding 
marriage between testing and counseling. 
All of those difficult conversations you once 
had to sit through before and after getting a 
test were the result of the old CDC recom-
mendations. They urged that anyone getting 
an HIV test also be offered HIV-prevention 
counseling sessions designed to determine 
the person’s risk; to offer prevention informa-
tion; and to discuss the meaning of the test’s 
outcome, whether it be positive or nega-
tive. While the CDC continues to urge that 
patients have access to such counseling, it no 
longer recommends that it be linked to the 
testing process.

The CDC’s recommendations are not 
legally binding upon state and local laws and 
regulations, but they heavily influence how 
local officials design their own rules, in part 
because of the implicit threat of jeopardizing 
federal funding by failing to comply. Some 
states have already begun altering their pro-
cedures. Most notably, New York is debating 
many of the same proposals, with health of-
ficials from the administration of New York 
City Mayor Mike Bloomberg aggressively 
pushing new state laws mirroring the CDC’s 
proposed new guidelines.

But critics argue that consent and 
counseling requirements are key steps in the 

testing process because they help counter 
one of the epidemic’s most lasting prevention 
problems: Stigma. 

Battling Stigma
Stigma surrounding HIV remains strong 
in many Black communities in particular, 
and those that have opposed streamlin-
ing the consent and counseling processes 
fear it will actually worsen the problem. 
They argue that by stripping away consent 
precautions, whether they be needed to pro-
tect against discrimination or not, public 
health risks driving people away from 
testing altogether. It’s not an irrational 
concern. Particularly in the South, service 
providers continue to report patients being 
so fearful of stigma that staff must answer 
phones without using the word AIDS, hand 
meds out of clinic back doors, and arrange 
clandestine off-site rendezvous in order to 
perform discreet HIV tests.

Moreover, critics argue, weakening the 
counseling guidelines wastes a chance to 
battle stigma. That’s because counseling 
serves not only to prepare patients for the 
test results, but also to educate them about 
the basics of HIV prevention and treatment. 
Particularly among African Americans, HIV 
literacy remains dangerously low—and that 
illiteracy both fuels stigma and blocks indi-
viduals from taking action to get healthy. The 
National Association of People With AIDS’ 
Paul Feldman told Housing Works’ AIDS 
Issues Update that changing the guidelines 
“misses a golden opportunity” to fix that 
problem.

“HIV continues to be highly stigma-
tized,” says Feldman. “An HIV test is not like 
a basic blood count or other lab tests. The 
results can be life changing, and people need 
to know what they’re getting themselves into. 
A general consent that you sign at the front 
desk on the way into the hospital or doctor’s 
office does not do the job.”
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For its part, the CDC counters that 
“routine” HIV testing is just what’s needed 
to fight stigma. By making the test a regu-
lar part of receiving health care rather than 
ghettoizing it, the agency argues, providers 
chip away at fears that drive stigma of both 
testing and the virus itself. (See “Q&A: CDC 
Explains Its Testing Reforms” on page 30.)

New Challenges
One aspect of the broader testing push 
that everyone’s concerned about is whether 
we’re at all prepared for what will happen if 
it succeeds. There are real questions about 
whether the AIDS care safety net can even 
continue to serve those already in it, let 
alone absorb tens of thousands of new cases 
unearthed by more aggressive testing. 

“One of the things that this program 
will do is identify people, but it is not really 
addressing the shortage of experienced and 
knowledgeable clinicians to take care of you 
once you find out you are positive,” warned 
Dallas’ Dr. Keith Rawlings, medical director 
of the Peabody Health Center. “I think that is 
an issue—particularly in the Black commu-
nity—that we need to be looking at.” Addi-
tionally, Rawlings notes, “Once you get to an 
experienced clinician, you need the medica-
tion. If you can’t get to the medication or 
can’t afford the medication, you are not going 
to get the particular outcome you want.”

The CDC’s also not alone in its drive to 
make HIV testing easier and more accessible. 
Drug makers and medical device manufac-
turers are onboard as well, developing and 
refining their technologies for the brave new 
world of HIV testing.

Today, oral swabs have largely replaced 
painful needles for HIV testing. And now, 
through a technology known as “rapid test-
ing,” those swabs can crank out HIV test 
results right before your eyes, in much the 
same way as a pregnancy test. 

Since the first rapid HIV tests won Food 

and Drug Administration approval in 2003, 
they have done their own part to drastically 
reshape the testing experience.12 Nowadays, 
when you go for an HIV test you will likely 
be handed a stick with a cotton swab at-
tached to the end (not unlike a Q-Tip), which 
you will then be directed to wipe across your 
gums. The technician places the wiped swab 
in a solution and waits for results. Twenty 
minutes later, a color-coded reading indi-
cates whether you’ve contracted the virus. (If 
the rapid test indicates you have the virus, 
a confirmation test must be done the old-
fashioned way—drawing blood and sending 
it off to the lab.)

Rapid tests are addressing one of the 
most glaring problems in HIV testing: the 
once-lengthy wait between taking the test 
and getting the results. Because an estimated 
third of those who took the old blood test 
didn’t voluntarily come back to pick up their 
results, a quarter of all positive test results 
never got delivered.13

Now, one of the leading makers of rapid 
test kids, OraSure Technologies, is seeking 
FDA permission to sell its test, OraQuick, 
over-the-counter. If ultimately given the go 
ahead by the FDA, the OraQuick test will be 
the first HIV test the FDA has approved to be 
administered entirely without a healthcare 
provider. According to news reports, Ora-
Sure plans to petition the FDA after com-
pleting a series of clinical studies scheduled 
through 2008. Among other things, those 
studies are examining how to link consum-
ers with mental health services if they test 
positive.14

Medical device makers have been trying 
to sell HIV tests over-the-counter since the 
beginning of the epidemic. The FDA first 
nixed the idea as far back as 1988. And in 
1996, the agency actually approved two home 
tests, but both products required customers 
to draw blood and send it in to a lab, waiting 
a week or more for results. 

Critics of take-home tests have always 
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lodged many of the same complaints they 
have directed at the CDC’s new streamlined 
testing guidelines—primarily, finding out 
you’re HIV positive, even 25 years into the 
epidemic, is not the same as discovering 
you’re pregnant or being diagnosed with any 
other disease. 

HIV is still associated with other equally 
loaded and socially divisive issues—such as 
sexual orientation, spousal fidelity and drug 
use—and the medical realities of the virus 
remain widely misunderstood. By allow-
ing people to learn their HIV status alone 
and without any trained health providers to 
educate and support them, not to mention 
connect them with appropriate care, home 
HIV tests could create as many problems as 
they solve.

The challenge of today’s testing push, 
then, is how to make it widely accessible 
without stripping it of meaning. Knowledge 
is power, but only if you have the tools to use 
it.
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KKevin Fenton has been the director of the 
CDC’s National Center for HIV, STD and 
TB Prevention since November 2005. As 
a Black gay man, he knows too well the 
stakes of the epidemic he’s working against. 
He spoke with the Black AIDS Institute in 
January 2007 to explain how and why the 
CDC has changed its recommendations for 
HIV testing in America.

What are the new guidelines setting out 
to achieve?

What we’re really recommending is 
that all Americans aged between 13 and 64 
years should be aware of their HIV status. So 
the guidelines put into place structures for 
facilitating this.

And what is at the core of those 
structures?

The guidelines call for voluntary 
screening of everybody between the ages 
13 and 64. It calls for all patients to be 
informed that an HIV test should be a part 
of the routine diagnostics, and that they 
should have a clear option to decline. The 
recommendations also simplify procedures 
to obtain consent for testing as part of 

routine care. It says that basic information 
should be provided on the test and the risks 
and how to avoid infection. And finally, 
it focuses on counseling for individuals 
who test HIV positive, to ensure that those 
individuals are linked to treatment and 
services.

Q&A
CDC Explains Its HIV Testing 
Reforms
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Why test everybody? Why not say who is 
more or less at risk?

There are two reasons why we are 
moving away from offering HIV tests based 
on risk. 

The first is really from a providers’ 
perspective. Often times it’s really difficult 
for a provider to truly assess if an individual 
is at risk, in part because discussing some of 
the issues regarding risk is very sensitive, and 
in the context of a clinical consultation there 
may not be enough time to share or explore 
this information. And many studies have 
shown individuals are less likely to divulge 
true risk to their practitioners, especially 
if they feel like this might be stigmatized 
behavior. Or that their physicians may judge 
them. 

The second reason why moving away 
from risk is important is that it really begins 
to bring HIV testing into the routine health 
care of all individuals, whether they’re 
sexually active or not. So in the same way 
that individuals have their blood checked or 
have their urine checked for diabetes as part 
of their general health care, so too our hope 
is HIV testing over time will become more 
routine and part of the package of health 
screening that individuals do.

And what’s gained by it becoming part 
of the routine?

It’s absolutely vital when we think about 
the current HIV/AIDS epidemic in the 
United Sates. 

Currently, we know that there are more 
than a million people living with HIV 
and a quarter of these individuals remain 
undiagnosed. And we know that those who 
are undiagnosed are more likely to be of a 
minority background; they’re more likely to 
be young, especially young men who have 
sex with men; and they’re more likely to be 
heterosexual minorities, as well. So we know 
that there are a number of people who are 
HIV infected but who are unaware of their 

status. So all of our efforts must really be 
geared toward encouraging earlier diagnosis 
of HIV, to link those people who are HIV 
positive to HIV care, and for those who test 
negative to use the opportunity to reinforce 
messages around safer sex, prevention and 
protecting themselves and their loved ones 
against acquiring HIV infection.

So it’s really important that as we think 
about the next few years—we’re now 25 years 
into the HIV epidemic—as we think about 
the next five and ten years, we really need 
new strategies to meet the new challenges.

You mention that minorities are more 
likely to be undiagnosed. Why?

Part of it may reflect higher prevalence of 
the disease. 

Importantly, though, undiagnosed 
infections may also reflect differential 
access to testing services. It may also reflect 
different attitudes toward HIV testing. 
People may have good access to HIV testing 
services but do not want to have their 
HIV status diagnosed, because of fears of 
discrimination, fears of having to disclose to 
sexual partners or to family members, or the 
stigma associated with being diagnosed HIV 
positive. People may not want to deal with 
that. 

One of the criticisms of the new plan 
is the part about simplifying the consent. 
People say that given the stigma, don’t 
we want to make sure people know what 
they’re getting into? Speak to the reasons 
for simplifying the consent process and 
why you’re not concerned about it being a 
problem.

We held a number of consultations with 
a wide range of stakeholders, and we looked 
at some of the barriers to HIV testing as it 
exists today. And some of the most common 
barriers were that physicians consistently 
reported that the requirements for separate 
consent and pretest counseling really posed 
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major barriers for them undertaking an HIV 
test. 

Other studies really showed that patients 
in fact do prefer to have an opt-out approach 
to consent, because we’re offering an HIV 
test to everyone and there’s no finger point-
ing, as it were. Patients can feel like this is 
just a general health check.

So contrary to some of the criticism, 
your studies show that people say, “I want it 
offered to me, because if it’s offered to every-
body then I don’t feel like I’ve been singled 
out.”

Absolutely. And there’ve been other stud-
ies that show that differential consent proce-
dures are probably unnecessary now, 25 years 
into the epidemic. More people know about 
HIV. They know that there are effective treat-
ments for HIV. It’s not like the beginning of 
the epidemic, where we knew so little. People 

are starting to see benefits to getting tested 
and knowing their HIV status. 

But I do want to underscore that we are 
not doing away with consent, and we are 
not saying that individuals should be tested 
without their consent. In fact, the guidelines 
make it explicitly clear that individuals who 
are HIV tested must be done so with their 
full knowledge. So this is not about testing 
individuals without their consent. But what 
we’re doing is insuring that the consent pro-
cedures are rolled into the part of obtaining 
general consent for health care, and there’s 
not a separate or explicit consent for HIV 
testing.

Why are the guidelines pulling away 
from the link between counseling and test-
ing?

Just to be clear, these recommendations 
are for clinical settings. 
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And spell out what you mean by that 
distinction.

The recommendations really are for 
emergency departments, for infectious 
disease clinics, for STD clinics—for clinical 
settings. They’re not for testing which may 
be undertaken in community settings, for 
community-based organizations doing work 
in local communities. We are revising our 
guidelines for those settings and recommen-
dations will be produced for those settings 
subsequently. 

But to get back to your question about 
counseling, as I said earlier, evidence sug-
gests that counseling for individuals who test 
HIV positive has been demonstrated to be 
effective in terms of assisting in reducing risk 
behaviors, facilitating partner notification, 
and making sure those individuals who are 
HIV positive are linked to care. 

Evidence of the effectiveness of counsel-
ing for individuals who test HIV negative is 
less robust. And the impact of the counseling 
may not be as long lasting for the individu-
als who test HIV negative. The guidelines 
however do state that individuals who are 
high-risk and test HIV negative could still 
benefit from prevention counseling, in order 
to prevent them from acquiring new STIs or 
becoming HIV positive in the future.

So what we’re really trying to do is, yes, 
unlink the counseling from the testing, but 
secondarily ensure that the counseling is ap-
plied to where it is most effective. 

But why is that change necessary?
In a recent study 76 percent of profes-

sionals in emergency departments reported 
never or rarely encouraging HIV testing. 
And among the reasons were lack of qualifi-
cations for counseling and that they felt the 
process was too time-consuming. So three 
quarters of persons said, “Listen, I know this 
person could benefit from an HIV test, but 
I really can’t do it because it’s too time-con-
suming, because of the counseling and the 

need to have specialist training, etc.”
So if that is the case, we are missing 

a number of individuals who are passing 
through our doors day in and day out and 
are not being able to access HIV testing. 
So now with these revised recommenda-
tions, what we’re really doing is encouraging 
HIV testing and ensuring that counseling is 
applied to those who are in greatest need—
either those who test HIV positive or those 
who have high risk behaviors who would 
benefit from intensive counseling.

Are you concerned about success? If the 
goal is to get more people tested, what about 
having the capacity to get care and treat-
ment for these people? 

Whichever way you look at it, we’re 
going to have to deal with this epidemic in 
real ways. If we have 250,000 people in our 
population who are undiagnosed, then they 
are at very high risk of transmitting that HIV 
to others. And so therefore the long-term 
costs of not diagnosing these are going to 
be tremendous, because of all the transmis-
sion of the disease and the high cost of being 
diagnosed late. 

So, yes, in the short term it may be that 
there will be costs associated with higher 
numbers of HIV testing and higher numbers 
of individuals who are diagnosed with HIV. 
But once these individuals are diagnosed, 
then the benefits of early diagnosis will ac-
crue. 

So I think we need to unpack the differ-
ent things that are going on. One question 
is: Is this a cost-effective strategy? Yes it is 
because of the benefits of early diagnosis. 
Will this result in immediate pressures on 
the system? It will. But the hope is that by do-
ing this and by demonstrating the effective-
ness of this, this will be another tool for us to 
encourage greater investment into HIV and 
AIDS in the United States. 

Left page: Bruce 
Gordon (then CEO, 
NAACP), Roslyn 
McCallister Brock, 
(Vice President, 
NAACP Board), 
Julian Bond, (Chair, 
NAACP Board) take 
HIV test at NAACP 
convention, while 
Twana Tibbs (Mrs. 
Gordon), Willis 
Edwards (Board 
Member, NAACP), 
Actress Sheryl 
Lee Ralph (Board 
Member, Black  
AIDS Institute), Phill 
Wilson (Executive 
Director, Black 
AIDS Institute) and 
Pamela Horowitz 
(Mrs. Bond) watch in 
background.

Next page: Henry 
Simmons (of the 
TV show “Shark”), 
Vanessa Williams (of 
the TV show “Soul 
Food”) and Robi 
Reed (casting director 
and producer) 
take HIV test in 
connection with SAG 
and AFTRA on June 
25, 2007.
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TThey were needless, nameless deaths. And 
of the hundreds of thousands of people who 
died from AIDS worldwide in 2006, they 
were among both the least expected and 
most predictable: In November 2006, South 
Carolina’s health department confirmed 
that four people had died while waiting for 
access to AIDS treatment. 

These people didn’t die in some poor 
country on the other side of the globe, where 
expensive medicines and support systems 
don’t exist. They died right here in the United 
States, where we spend nearly $2 trillion a 
year on healthcare, and where many consider 
the epidemic to have ended ten years ago. 

Thousands of people still die of AIDS 
in the U.S. every year, under a wide range of 
circumstances. Certainly, none of those deaths 
have to occur, given what we know about pre-
venting infection in the first place and treating 
it once it happens. But these four deaths were 
particularly appalling because they appear to 
represent people who were taking the neces-
sary steps to live—and had turned for help to 
the very system we set up to stop AIDS deaths 
in America. They stand as damning evidence 
that the system is broken.

Public information about the four lives 

lost in South Carolina is scant. But what we 
know is enough to shame the nation. We 
know they neither qualified for Medicaid nor 
had enough resources to buy health insurance 
on their own, and we know that put them 
among the ranks of an estimated 47 million 
uninsured Americans.1 We know they were 
stuck on a hundreds-deep waiting list for the 
state-run program that subsidizes HIV meds 
for the uninsured.2 And we know that this 
waiting list, like the deaths it spawned, was 
neither a secret nor a surprise to the policy-
makers who go on allowing it to persist today.

In fact, at the time South Carolina con-
firmed the deaths, it was among six states 
in which uninsured people with AIDS were 
waiting to get into the local AIDS Drug As-
sistance Program (ADAP).3 These programs, 
which are jointly funded by federal and local 
money but administered by each state, were 
created in 1990 as part of the Ryan White 
CARE Act—the nation’s first comprehensive 
response to the AIDS epidemic. They subsi-
dize for low-income, uninsured patients the 
cost of wildly expensive antiretroviral drugs, 
which can run up to $20,000 a year for just 
one pill in a combination of meds needed to 
stave off death. 

The State of Treatment
A Domestic Crisis
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“The meds are only half of it—poor 
people living with AIDS work until they’re 
too sick to work anymore,” South Carolina 
AIDS activist Stephanie Williams told the 
Housing Works newsletter AIDS Issues Up-

date. “They’re living in substandard housing 
or going back to live with mom and dad. Par-
ents are dying, and old folk are raising their 
grandkids and great grandkids. This affects 
whole communities, and the federal govern-
ment must fully fund the Ryan White CARE 
Act to even begin solving the problem.”

Sadly, AIDS safety net watchdogs have 
been saying that same thing since 2001—and 
Washington has yet to listen.

Pennies from 
Washington
Ever since the advent of the “AIDS drug 
cocktail” in the mid 1990s, the ADAP pro-
gram has struggled to keep up with demand. 

Antiretroviral drugs don’t provide a 
cure, but they do keep people alive—and, 
therefore, in ongoing need of expensive 
medicines and services. So with new infec-
tions still coming at an estimated 40,000 a 
year and those already infected living longer, 
the ranks of Americans living with HIV/
AIDS has swelled to an estimated 1.2 mil-
lion people, according to the U.S. Centers for 
Disease Control and Prevention.4 Those who 
can’t pay for their own meds land in Med-
icaid and ADAP, and both programs grow 
weaker every year as state and federal fund-
ing fail to keep pace. 

According to the National Alliance of 
State and Territorial AIDS Directors, the 
$1.4 billion a year program spent more than 
$100 million on AIDS drugs in June 2006 
alone.5 Year after year, states run out of re-
sources and implement a host of cost-cutting 
measures—creating waiting lists for services, 
boosting income caps for qualifying, restrict-
ing medicines that are available. 

Waiting lists have been particularly 
persistent in states in the South, where a 
burgeoning epidemic continues to outpace 
both state and federal response. As of March 
2007, South Carolina still had 463 people on 

Falling 
Behind
Since 2001, the federal AIDS care 

budget has failed to keep pace with the 
epidemic. The Ryan White CARE Act is 
the primary federal vehicle for funding 
AIDS care programs, supporting services 
ranging from support groups and mental 
health counseling to drug rehab. But while 
federal health monitors announced in 
2005 that there are more Americans living 
with HIV or AIDS than ever before (over 
a million), Congress has kept the Ryan 
White budget essentially flat since 2003.

Ryan White CARE Act funding, fiscal 
years 1995 to 2006 (in billions):

Sources: Kaiser Family Foundation. Trends in 
U.S. Government Funding for HIV/AIDS, Fiscal 
Years 1981 to 2004. Fig. 4. March 2004. And, 
U.S. House of Representatives, Appropriations 
Committee. Highlights of the Fiscal Year 2006 
Labor, HHS, Education & Related Agencies 
Appropriations Conference Report. Nov. 16, 
2005.
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its waiting list.6 In previous years, states like 
Alabama, North Carolina and Kentucky have 
been standouts for lengthy waiting lists.7 In 
2004, the number of HIV positive Americans 
in line to get drug assistance through ADAP 
topped 1,600.8

The program is uniquely relevant to 
people of color, who account for almost 
two-thirds of its clients; 33 percent of ADAP 
clients are Black.9 And most enrollees live 
both in deep poverty—more than 80 percent 
had incomes at or below 200 percent of the 
federal poverty level in 2006—and in real 
danger of getting sick—half had CD4 counts 
at or below 350,10 the point at which federal 
treatment guidelines recommend patients 
begin considering treatment.

ADAPs around the country are jointly 
funded by federal and state coffers, and as the 
federal money has failed to keep pace with 
the epidemic, many states have been unable 
or unwilling to make up the difference. States 
decide for themselves how much money to 
kick in to their programs to augment the fed-
eral allotment, and the amount varies greatly. 
Overall, the state contribution is by far the 
fastest growing share of the budget, but some 
of the states with the biggest ADAP crisis are 
as lax as Washington in funding the pro-
gram. South Carolina, for instance, contrib-
uted a mere $500,000 to its struggling $15 
million program in fiscal year 2005. Indiana, 
another state that has had waiting lists, didn’t 
contribute a dime to its $7.2 million ADAP.11

But ADAP’s troubles are part of larger 
problems with the AIDS safety net. The 
CARE Act, which governs not just ADAP but 
a range of care and support services for low-
income and uninsured patients, has similarly 
fallen into disarray in the 21st century. Since 
2001, the Ryan White CARE Act budget has 
grown by a mere $300 million, to $2.1 billion 
in fiscal year 2006.12 As of January 2006 we 
were spending $200 million a day on the 
war in Iraq, according to the Congressional 
Budget Office—which means the monthly 

war budget nearly tripled what we spent on 
AIDS all year.13 

Meanwhile, the U.S. government esti-
mates an additional 200,000 Americans have 
contracted HIV since 2001. (See “Falling 
Behind” on page 38.)

Fighting Over Scraps
In addition to allotting money for the 
CARE Act each year, Congress must 
re-approve the entire program every five 
years, updating it to make sure it continues 
to meet the epidemic’s current realities. 
Rarely has the AIDS community found 
itself as divided as it has been surrounding 
the most recent CARE Act update, which 
was completed in the final hours of the out-
going Republican Congress in late 2006. 

Southern AIDS service providers have 
argued that Ryan White must be drastically 
rewritten to remove a built-in bias that fun-
nels money to the large metropolitan areas 
where the epidemic began. Today, they note, 
41 percent of people living with HIV/AIDS 
reside in the South; in 2004, Southern states 
boasted 7 of the 10 highest rates of AIDS 
cases per capita, nationally.14 And the South’s 
burgeoning epidemic is uniquely Black. All 
told, eight of the nation’s 10 Blackest epidem-
ics are in states in the South, at least in part 
due to the region’s racial demographics.15 

Those southern states are clearly strug-
gling to keep up with the building crisis. In 
addition to ADAP waiting lists, southern 
states often have far too few care providers 
to meet their epidemics’ unique dynamics. 
The dispersed geography means people often 
must travel across counties to find an AIDS 
service provider for counseling, medical care, 
substance abuse treatment and other ser-
vices. Clearly, these states need greater help 
from the federal government in combating 
this epidemic. Access to quality AIDS care 
should not depend on where you live in a na-
tion as wealthy as ours. 
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The White House and many congress-
members have signaled their support for 
such reforms, and proposals floating in both 
the House and Senate during the 2006 CARE 
Act debate would have reshaped the program 
to funnel more money to rural areas. 

New York Sen. Hillary Clinton angered 
many AIDS service providers and activ-
ists in southern and rural states by blocking 
those proposals, arguing the reforms would 
have dangerously cut New York’s funding. 
Members of New York’s House delegation 

How the 
Safety Net 
Works
Public funding for HIV/AIDS services in 

the U.S. comes from both federal and 
state coffers, and is spent at the city level. State 
money is added to an annual allotment dished 
out by the feds through the Ryan White 
CARE Act. Unlike most social safety net 
programs, the CARE Act is not an entitlement 
program, which means it is budgeted in one 
lump sum payment that must be renegotiated 
every year. Since the Bush administration 
took office, CARE Act funding has failed to 
keep pace with the rapidly expanding epidem-
ic. Since fiscal year 2003, in fact, the CARE 
Act’s budget has remained largely flat.

The CARE Act is divided into several 
“titles,” with the bulk of the money spent on 
Titles I, II and III. 

Title I pays for a range of emergency 
support and medical services, including 
primary care, mental health, cash assistance, 
case management and more. The CARE Act 
divides the nation into 51 major metropolitan 
areas, and disperses these funds to communi-
ty boards that work with local health depart-
ments to spend it.

Title I money funds nearly three million 
health care visits a year. About two-thirds of 
the people who use these services are people 
of color and nearly a third are women. 

In FY2004, Washington cut funding 
for this title of the program, causing several 
metropolitan areas to restrict access to some 

services, scale back the scope of others, and 
simply stop offering others altogether. The 
FY2005 budget flat-funded this title, leaving 
the previous year’s budget cuts in place.

Title II funds states to provide treat-
ment for people with AIDS who are unin-
sured, including paying for the AIDS Drug 
Assistance Program, or ADAP. More than 
30 percent of people with AIDS who are in 
treatment are paying for it through ADAP, 
and 60 percent of those people are of color. 

Three quarters of the money states use 
to pay for this treatment comes from Title II. 
And every year since the discovery of com-
bination therapy states have faced funding 
shortages, in many cases leading them to limit 
or discontinue services.

Title III directly funds over 300 
community-based clinics and health services 
centers in 41 states, plus Washington, D.C., 
Puerto Rico and the Virgin Islands. These 
funds are meant to support health care pro-
viders that are working in communities with 
the greatest risk for HIV—Black neighbor-
hoods, low income areas and among women. 
But this title is also the primary route for 
funding services in rural areas; half of the 
grantees work in rural communities. Seventy 
percent of their clients are people of color. 

In addition to providing healthcare, Title 
III clinics test more than 400,000 people for 
HIV every year. 

At the current funding level, 30 percent 
of the agencies funded by Title III say they are 
unable to provide services to everyone seeking 
them, according to a survey conducted by the 
CAEAR Coalition.

Source: The CAEAR Coalition, an umbrella 
organization representing AIDS service agencies 
funded by the Ryan White CARE Act.
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echoed Clinton’s concerns, as did a chorus of 
congressmembers from other states with old 
epidemics, such as Illinois and California. 

Sen. Clinton and her colleagues are right 
to insist that help for rural states not come at 
the expense of the large metropolitan areas 
that have spent decades working to bring 
their own epidemics under control. AIDS 
service providers in places like New York 
City, Chicago and Oakland are having just 
as much trouble keeping up with the grimly 
growing demand for their services as those 
in the rural South. 

But the dilemma these two realities pres-
ent is a false one. It is possible to meet both 
new and old challenges—our government 
has simply chosen not to do so. Ultimately, 
no matter how the Ryan White CARE Act 
gets rewritten, it will fail to meet the needs of 
people with HIV/AIDS all over the country if 
it is not adequately funded.

The Compromise Plan
Senators Ted Kennedy (D-Mass.) and Mike 
Enzi (R-Wyo.) stepped into the CARE Act 
debate in the eleventh hour to hammer 
out a compromise plan for its reauthoriza-
tion. The compromise bill reauthorized the 
CARE Act for just three years, rather than 
the usual five, and set in motion a process 
for a thorough review of the program’s 
structures. 

The bill assuaged the concerns of states 
with older epidemics by ensuring that all 
states must maintain at least 95 percent of 
their 2006 funding levels over the next three 
years. It also eased the fears of some states 
about a new mandate that federal money be 
handed out based solely on data collected by 
recording the names of those who test HIV 
positive, as opposed to using a coded identifi-
er. The compromise bill gives states a pen-
alty-free transition period for moving from 
coded identifiers to name-based systems.

But most importantly, the compromise 

bill opens the door for a thorough re-exam-
ination of the CARE Act. In January 2007, 
Kennedy’s office began a series of forums and 
hearings on the CARE Act. Kennedy’s office 
has said it wants to hear from “regular people 
living with HIV/AIDS” about how the system 
has and has not worked for them, and that it 
wants to explore how the CARE Act interacts 
with other healthcare safety nets, such as 
Medicaid and Medicare. 

Slicing Up the 
Money Pie
The biggest slice of the federal HIV/

AIDS budget goes to Medicaid and 
Medicare, which account for about half 
of all the money Washington spends on 
the epidemic. Here’s how the $17.8 billion 
allocated in fiscal year 2006 was split up.

Medicaid/Medicare: 51%
National Institutes of Health: 16%
Ryan White CARE Act: 11%
Social Security and Disability: 9%
Centers for Disease Control and 

Prevention: 4%
Other services and programs: 9%

Source: Presentation by Deborah Parham 
Hopson, HIV/AIDS Bureau of the Health 
Resources and Services Administration at Black 
AIDS Institute briefing, October 13, 2006. 
Washington, D.C.
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Medicaid’s Maladies
Medicaid, which shelled out $6 billion for 
AIDS treatment in fiscal year 2006,16 is in 
its own state of crisis.

Medicaid is the national program 
designed, as part of Lyndon Johnson’s 
1965 Great Society, to keep America’s poor 
healthy. Since the early 1990s, progressives 
have sought to expand it, conservatives have 
worked to erode federal control over it, and 
everyone has groped for ways to keep it from 
bankrupting state governments. Medicaid 

expenditures at all levels of government have 
exploded in the last 15 years. States now 
spend, on average, 17 percent of their bud-
gets on Medicaid (making it second only to 
education as a money grubber).17 

State governments are groping for ways 
to reign in these costs. Though there was evi-
dence of some easing in the budget crunches 
in fiscal year 2006—Medicaid spending grew 
by less than three percent, the slowest growth 
since 1998—all states instituted cost-cutting 
measures.18 As Kaiser Family Foundation Ex-
ecutive Director Diane Rowland put it, “This 
news that revenues are up a little and that 
spending is down does not mean that states 
are going to give up on cost containment.”

Since 2001, the Bush administration has 
worked tirelessly to push its own answer for 
relieving these budgetary pressures: ending 
the federal government’s open-ended com-
mitment to Medicaid and, instead, handing 
out fixed annual “block grants” that free states 
from overarching rules and give them wide 
flexibility to cut costs however they see fit.

In December 2005, Congress handed 
the administration a significant victory in 
its campaign to make this vision reality. As 
part of a massive and last minute budget 
deal, Congress voted to cut federal Medicaid 
spending by $11 billion over the next five 
years and $42 billion over the next decade. 
These savings will come in large part by 
boosting the fees poor patients must pay 
from the former $3 limit to what, for some, 
could reach hundreds of dollars. 

The new Medicaid allows states to charge 
co-pays of up to 10 percent on each service 
performed for people living between 100 per-
cent and 150 percent of the poverty level—
which is around $16,000 to $24,000 a year 
for a family of three. People above that mark 
could be charged premiums for the first time 
ever, and co-pays of up to 20 percent.19

The only limitation on all of these new 
fees is that medical bills may not exceed five 
percent of a family’s annual income. But that 

Who Needs It?
When the AIDS care safety net 

frays, who loses out? You guessed 
it—African Americans.

Number of people the CARE Act serves: 
530,000

Share who are racial minorities: 59%
Share who are women: 33%
Share of people in AIDS treatment paying 

with ADAP: 30%
Share of those who are people of color: 

60%
Share of Blacks in treatment paying with 

public insurance: 64%

Source: Presentation by Deborah Parham 
Hopson, HIV/AIDS Bureau of the Health 
Resources and Services Administration at Black 
AIDS Institute briefing, October 13, 2006. 
Washington, D.C.
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restriction provides little comfort for those 
living so close to the poverty line, because 
nothing stops a catastrophic event—like a 
recalcitrant opportunistic infection for some-
one with an AIDS diagnosis—from eating 
all of a month’s income and driving families 
into immediate homelessness, or worse. 

Medicaid’s fate has great consequences 
for the nation’s fight against AIDS. Public 
insurance pays for half of all people getting 
treatment for AIDS. A disproportionate 
share of those people are Black: while 44 
percent of whites in treatment for AIDS pay 
for it with private insurance, only 14 percent 
of African Americans have that luxury. As 
a result, two-thirds of Blacks getting AIDS 
treatment pay for it with Medicaid or Medi-
care.20

Change Coming?
Many observers have declared the Novem-
ber 2006 elections a watershed moment 
in modern politics and policymaking: 
America decided that one-party control of 
Washington sent the nation down a danger-
ous path and threw the bums out, as the 
saying goes. Perhaps. The Democrats cer-
tainly stoked that emotion on the campaign 
stump. And following their victory on 
November 7, Democrats pledged to bring 
sweeping change. As Speaker Nancy Pelosi 
declared, “It’s time for a new direction.”

The proof of change will be in the legis-
lating. 

If the Pelosi is good for her word, the 
Democrats must make charting a new course 
on AIDS treatment and care a priority. A 
place to start will be this fall’s budgeting 
process. Rather than once again approving 
a federal budget that pinches pennies for 
the range of crucial health care safety nets 
America needs to thrive, Congress must 
redirect resources from war making and tax 
cutting to save Black lives. Anything less will 
be more of the same: needless, predictable 

deaths for African Americans at the hands of 
a wholly treatable disease.
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TThe year 2006 began solemnly, with the 
death of a movement icon, Coretta Scott 
King. As hundreds of mourners gathered 
in Atlanta to remember her sacrifices as 
first lady of the civil rights movement, we 
all also reflected on the long road Black 
America has already traveled. King repre-
sented a halcyon era for many, a time when 
the community came together to stand up 
and demand its place, to save itself even 
when few others cared about its fate. But 
that was not the only movement Coretta 
Scott King helped nurse from infancy. She 
was also a foundational leader in Black 
America’s newest movement: the battle to 
save ourselves from the AIDS epidemic.

In the years following Martin Luther 
King, Jr.’s death, Mrs. King continued to 
speak out about and build upon his mission 
of creating a truly just society. And as she 
did so, she framed the fight against AIDS 
as a core part of that mission. During the 
Southern Christian Leadership Conference’s 
annual meeting in 2001, she marked the epi-
demic’s 20th anniversary with a striking call 
to action. “AIDS is a global crisis, a national 
crisis, a local crisis and a human crisis,” she 
told the delegates that August. “No mat-

ter where you live, AIDS is one of the most 
deadly killers of African Americans. And I 
think anyone who sincerely cares about the 
future of Black America had better be speak-
ing out.”

Mrs. King would have been proud to 
watch as her community took those words to 
heart in the months that followed her death. 
She would have celebrated as she watched the 
community’s traditional leaders—from civil 
rights to business, from entertainment to 
faith—step forward and make dramatic, pub-
lic vows to end this epidemic in five years. 

Sadly, she would also be deeply troubled 
by the snail’s pace at which those leaders 
have traveled toward making their commit-
ments reality. The task before us is undoubt-
edly massive. The myriad barriers are no less 
daunting. But Black America is long past the 
point when it can accept these challenges as 
excuses for inaction. 

In an ideal world, we’d have time for 
a slow, gradual windup in our campaign 
against AIDS. Time, however, is a resource 
Black America long ago exhausted. We’ve sat 
back and watched as the virus has wormed 
its way deeper into our community. As a 
result, African Americans now account for 

The State of Our Movement
The Black AIDS Mobilization’s
First Year

Left page: Julian 
Bond, Chair, NAACP 
Board)
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half of the epidemic and AIDS remains the 
second-leading cause of death among Blacks 
aged 25 to 44. (See “The Black Epidemic: By 
the Numbers” on page 8.) 

Twenty-six years into the epidemic, Black 
America must now face AIDS as the urgent, 
life-and-death priority that it is.

Our Problem
In June 2007, the U.S. Centers for Disease 
Control reported that Blacks again ac-
counted for 49 percent of all HIV/AIDS cas-
es diagnosed in 2005.1 African Americans, 
meanwhile, represent just 12.8 percent 
of the U.S. population.2 According to the 
CDC’s June data, the AIDS case rate among 
African Americans is 10 times that of the 
rate in the general population.3 These facts 
are alarming. However, they represent just 
one dimension of a multifaceted problem. 

Our epidemic is not only disproportion-
ately large, it’s disproportionately damaging. 
CDC researchers have found that Blacks are 
more likely to discover they are infected only 
after the virus has progressed to an advanced 
stage, making treatment more difficult.4 
When Black people gain access to treatment, 
they are more likely to be dependent upon 
public insurance programs and publicly 
financed care—systems that are now teeter-
ing on the brink of collapse due to neglect at 
all levels of government. (See “The State of 
Treatment: A Domestic Crisis” on page 36.) 
Ultimately, according to the CDC, “survival, 
particularly at more than 48 months after 
diagnosis, [is] greater among Asians/Pacific 
Islanders, whites, and Hispanics, than among 
Blacks.”5 

The treatment challenge is not limited to 
care for HIV infection. In Blacks, HIV/AIDS 
is frequently merely one element in a jumble 
of interlocked health problems ranging from 
alcohol and other drug use to chronic ill-
nesses like diabetes and heart disease. Often, 
it all piles up on top of social and economic 

challenges such as lack of access to health 
insurance, poverty and homelessness, not 
to mention emotional concerns stemming 
from the stigma and social isolation so many 
people living with HIV/AIDS continue to 
face.

Bold leadership and action is needed 
now within Black America if these deadly 
trends are ever going to be reversed. National 
Association for the Advancement of Col-

Calling All 
Leaders
Excerpts from NAACP Chair Julian 

Bond’s call to arms in an August 12, 
2006, Washington Post op-ed:

n “We’re calling on Black America to 
engage in a coordinated campaign with 
concrete, measurable goals and objectives 
and real deadlines … each of us must iden-
tify strategies and activities that match our 
unique niches and capabilities.”

n “We must build a new sense of 
urgency in Black America, so that no one 
accepts the idea that the presence of HIV 
and AIDS is inevitable.”

n “We’re calling on Black America to 
get informed about the science and facts 
about AIDS … knowledge is a powerful 
weapon in this war.”

n “We’re calling on Black Americans 
to get screened and find out their HIV 
status.”

n “We’re calling for a massive effort 
to address the disproportionate impact 
this epidemic is having on Black youth, 
women, injecting drug users and men who 
have sex with men.”

n “We must also pressure our govern-
ment and elected officials … to be far more 
responsible partners than they have been.”

Source: Bond, Julian. 2006. Black America Must 
Confront AIDS. Washington Post, August 12.

»



We’ve Been Waiting For� 47

ored People Chair Julian Bond perhaps said 
it best in an August 2006 Washington Post 
op-ed, succinctly titled “Black America Must 
Confront AIDS.” “We’re calling on leaders 
to lead,” Bond wrote. “The AIDS story in 
the United States is partly one of a failure to 
lead.” (See “Calling All Leaders” on page 46.)

Our Squandered Time
We are now more than a quarter of a cen-
tury into the HIV/AIDS pandemic, and it’s 
fair to ask a tough question: Have tradi-
tional Black institutions done enough to 
end HIV and AIDS in Black America? The 
answer, sadly, is no. 

Former President Ronald Reagan is 
widely derided as having been callously and 
murderously asleep at the wheel during the 
epidemic’s first decade, in the 1980s. But the 
silence and inaction among traditional Black 
institutions was just as deadly. History has 
demonstrated that bold Black leadership can 
force change. Our community’s mass mo-
bilization has beaten back slavery, lynching, 
Jim Crow and all manner of government-
sanctioned brutality and depravity. If we’ve 
learned nothing else over the years, it is that 
we can neither expect nor rely upon our gov-
ernment to do its job to save our lives until 
we demand it. New Orleans and Hurricane 
Katrina stand as stark modern reminders of 
the simple fact: We cannot wait for someone 
else to send the boats or the busses for us.

University of Chicago political scientist 
Cathy Cohen’s seminal 1999 study of Black 
America’s response to AIDS remains an 
invaluable and sobering reminder of our 
failure to save ourselves in the epidemic’s 
early years. AIDS has been a uniquely Black 
problem ever since the CDC’s June 5, 1981, 
notification that launched the epidemic. In 
1985, African Americans already accounted 
for roughly a quarter of all people diagnosed 
with AIDS. Yet, as Blacks died of AIDS in 
large and disproportionate numbers, too 

many traditional Black leaders failed to do 
the minimum: speak up. Cohen notes that 
the “first article on AIDS to appear in The 
Crisis, the monthly magazine of the NAACP, 
was not published until 1989 … years after 

the first diagnosed cases and nearly 17,000 
Black Americans had already died of oppor-
tunistic infections related to AIDS.”6 

Today, the Black Press is a standout. As 
most mainstream media has turned away 
from the epidemic in recent years—having 
run a host of premature late 1990s stories 
about its conclusion—Black media outlets 
have stepped in to fill the void. Magazines, 
newspapers, broadcast outlets and websites 
have all begun aggressively covering the 
epidemic, pumping everything from news to 
analysis to humanistic features into the com-
munal dialogue. 

Essence magazine prominently featured 
AIDS stories in at least three of its 12 2006 
issues, including a massive two-part cover 
series in November and December to mark 
the epidemic’s 25th anniversary. December 
2006 in fact proved a big month for AIDS 
and Black Press magazines. In addition to 
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Essence, Heart & Soul featured “The Fight 
Against AIDS” as its singular cover story in 
its December/January issue, proclaiming to 
its readers that “the face of AIDS in America 
is becoming decidedly more brown and 
female.” The remarkable package included 
several personal testimonies and profiles 
and a lengthy roundtable of women talking 
about their sex lives and safety in “the age 
of AIDS.” Ebony magazine also joined the 

parade of December coverage by turning 
over its monthly editor’s letter to the subject 
and publishing a lengthy profile of four Black 
women living with HIV.

Meanwhile, American Urban Radio Net-
works’ Bev Smith Show features regular, on-
going discussion about the epidemic. AOL’s 
Black Voices website features several AIDS 
blogs (including one by Institute Executive 
Director Phill Wilson). And under the lead-

LOS ANGELES (June 28, 
2006)—Actors and humanitar-
ians Danny Glover and Harry 
Belafonte, speaking during the 
2006 BET Awards Ceremony, 
called for African Americans 
and specifi cally celebrities to 
join the national Mass Black 
Mobilization Movement to end 
the AIDS epidemic in Black 
America. 

Glover, a longtime AIDS ac-
tivist and humanitarian, made 
his comments while helping to 
present Belafonte with the BET 
Humanitarian Award during the 

show held at the historic Los 
Angeles Shrine Auditorium. 

“Following the example of 
the man we are honoring this 
evening, let us remember that 
we are in the 25th year of the 
HIV/AIDS epidemic,” said Glov-
er, a previous BET Humanitar-
ian and one of BET’s 25 Heroes 
in the Struggle Against AIDS. 
“Please join with BET’s Rap-
It-Up and the Black AIDS Insti-
tute to create a mass mobiliza-
tion where we all do our part to 
end this pandemic.” 

In his acceptance speech, 

Belafonte said, “The struggle is 
long. It hasn’t ended. The enemy 
is tenacious and resilient and 
we have to be more tenacious 
and more resilient. Katrina isn’t 
fi xed yet. HIV/AIDS isn’t fi xed 
yet. Two million men in prison 
isn’t fi xed yet. Justice isn’t fi xed 
yet. And the only ones who can 
fi x it are those of us who are 
victims of it. [We] must rise 
up and make sure that tyranny 
does not prevail.” 

Glover’s comments follow 
his participation in a national 
call to action that was held on 
June 5 at a news conference 
hosted by the New York-based 
Open Society Institute. Elected 
offi cials, civil rights activists, 
entertainers, media personali-
ties and faith leaders issued a 
call to action and declaration of 
commitment to end the AIDS 
epidemic. Conference partici-
pants included the Rep. Charles 
Rangel (D-N.Y.), Bruce Gordon, 
executive director of the NAACP 
and others. 

 “Black America can no lon-
ger afford to trifl e with the poli-
tics of America’s culture wars, 
whether they come from the left 
or the right. It is time for Black 
people to take ownership of the 
AIDS epidemic and responsibil-
ity for ending it,” Glover said 
June 5. “Individuals, traditional 
Black organizations and policy-
makers must all begin to hold 
ourselves accountable.” 

Both Glover and Belafonte 
are long-time Humanitarians 
and United Nations ambas-
sadors. Belafonte was a key 
leader in the civil rights move-
ment of the 60s. He recently 
joined the board of amfAR (the 
American Foundation for AIDS 
Research). 

Glover, a Black AIDS In-
stitute board member, said he 
knows the virus will not be 
eradicated completely, but an 
increased effort would help in 
“dramatically cutting the HIV 

rates among Black men and 
women, increasing the percent-
age of Black people who know 
their HIV status, increasing the 
percentage of African Ameri-
cans with HIV/AIDS in appro-
priate care and treatment, and 
most importantly ending the 
debilitating stigma that has 
stymied efforts to stop AIDS in 
Black America.” 

Phill Wilson, executive di-
rector of the Black AIDS In-
stitute, said, “This is an amaz-
ing and strikingly appropriate 
statement for Mr. Glover and 
Mr. Belafonte to make at this 
time. June 27 was National HIV 
Testing Day. In 2006, AIDS in 
America is a Black disease. 
No matter how you look at it, 
Black people bear the brunt of 
the AIDS epidemic in America. 
You can’t stop AIDS in America 
without stopping AIDS in Black 
America. Getting tested for HIV 
is a fi rst step.” 

Said Wilson, “We’re call-
ing on every Black institution, 
leader, media organization and 
celebrity to make fi ghting AIDS 
a top priority. This call to action 
from these two icons is an im-
portant step.”

Over a million Americans are 
living with HIV today—nearly 
half of them Black. Yet, nation-
al policymakers have lost focus. 
Federal funding for domestic 
AIDS care programs has re-
mained largely fl at since 2001. 
Approximately 54% of the new 
HIV/AIDS cases diagnosed 
in the U.S. are Black. Among 
women, Blacks account for 
two-thirds of all new infections. 
And recent Centers for Disease 
Control and Prevention studies 
estimate nearly half of all Black 
gay and bisexual men in some 
of America’s urban centers are 
already infected.

The BET 2006 Awards Show, 
which aired live on Tuesday, will 
be re-broadcast at 7:30 p.m. ET 
on Friday, June 30.

Danny Glover, Harry Belafonte Call on Black Celebrities to Join 
Mass Black Mobilization to End Epidemic in Black America

Actors Speak to AIDS at BET Event

HONOR: Actors hold award given to Harry Belafonte at BET Awards show.
Wire Image
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ership of former director George Curry, the 
National Newspaper Publishers Association’s 
News Service runs a monthly AIDS column 
by Wilson, along with ongoing, week-in and 
week-out news coverage of the epidemic for 
its more than 15 million readers. 

Too many traditional Black community 
institutions, however, are not following the 
Black Press’s lead in getting the word out. 
An August 31, 2007 examination by the 
Black AIDS Institute of the home pages of 16 
national Black organizations’ websites found 
that only two—the National Coalition of Pas-
tors’ Spouses and Rainbow/PUSH—featured 
any information or links to information 
about HIV/AIDS.

Our Pledge to Lead
It is, however, important to note the many 
heartening examples of traditional Black 
leadership on AIDS in recent months. 

As the nation paused to mark the epi-
demic’s 25th anniversary in June 2006, a host 
of Black leaders gathered in New York City 
to pledge themselves and their organizations 

to helping slow the pace of new Black infec-
tions. “For Black America, the moment of 
truth has arrived,” declared actor and activist 
Danny Glover. “If we are to survive the AIDS 
epidemic, we are going to have to gather all 
of our resources and marshal them for the 
political struggles that lay ahead.”

Attendees included top executives from 
American Urban Radio Networks, BET 
networks, the Congressional Black Caucus, 
the National Urban League, the National 
Association for the Advancement of Colored 
People, the Congressional Black Caucus, the 
National Newspaper Publisher’s Association, 
leading Black churches and others. 

In August, those leaders were joined by 
a host of others in convening at the biannual 
global AIDS conference in Toronto, Canada 
to draw up a plan for just the sort of re-
source-marshaling that Glover urged. Lead-
ers from 25 of Black America’s most venera-
ble institutions met at the 2006 International 
AIDS Conference and pledged themselves to 
a five-year “Marshall Plan” for dealing with 
the Black epidemic. It was an unprecedented 
gathering of Black leaders focusing on AIDS, 

Black Leaders 
gather to launch 
national Black AIDS 
Mobilization at 2006 
Interntional AIDS 
conference in Toronto 
Canada.
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and it created the most significant Black 
leadership presence ever seen at the massive 
AIDS meeting. 

“This is historic,” said Grazell Howard, 
program director of the National Coalition 
of 100 Black Women, remarking on the co-
operation across sectors. “Black people don’t 
talk to each other.”

The meeting also marked the beginning 

of the Black AIDS Mobilization. As part of 
this historic initiative, 16 Black institutions 
have vowed to hammer out their own plans 
for integrating AIDS into their organization-
al agendas. All have agreed to focus on a set 
of specific goals: cutting infection rates; in-
creasing the number of Blacks who get tested 
regularly; helping more HIV-positive Blacks 
get into appropriate care; and taking on 
stigma associated with the virus. (See “Black 
AIDS Mobilization Goals” on page 50.)

Each of the organizations has also 
pledged to appoint a national AIDS director 
for the campaign, to set annual testing goals 
and to spotlight the epidemic at their nation-
al conferences.

As a whole, these individual plans will 
inform the development of a National Black 
AIDS Mobilization Plan, which will incor-
porate the role of governments, corporations, 
foundations and healthcare finance mecha-
nisms. The plan will ensure that the pledges 
our leaders have made in recent months are 
tied to concrete, measurable goals and objec-
tives—with deadlines. With that tangible end 
in mind, each participating organization is 
now at work on crafting plans for eight areas 
of strategic action:

n Obtaining sufficient full-time, paid 
staff to mobilize their individual constituen-
cies and evaluate their campaigns; 

n Developing and adopting a five-year 
plan to engage Black Americans in ending 
the epidemic; 

n Creating an internal program for HIV 
health education and risk-reduction for all of 
their employees; 

n Establishing annual goals for provid-
ing HIV/AIDS testing to constituents and 
employees; 

n Including HIV/AIDS information in all 
communication vehicles at their disposal; 

n Disseminating HIV/AIDS information 
through major plenary sessions at national 
meetings and conventions; 

n Developing an HIV/AIDS policy agen-

Black AIDS 
Mobilization 
Goals
Each of the 16 traditional Black institu-

tions that have vowed to contribute 
to the National Black AIDS Mobilization 
Plan will hammer out the details of mak-
ing AIDS part of the fabric of their work. 
But all have agreed to focus on four ambi-
tious goals.

n Reduce infection rates. The plan 
seeks to slash HIV infection rates in our 
community by half over the next five 
years.

n Get Blacks tested. The plan seeks 
to boost the number of Blacks who know 
their HIV status by 50 percent in the next 
five years.

n Support appropriate care. The plan 
seeks to insure that African Americans 
who do test positive have access to ap-
propriate care and are personally able to 
take the necessary steps to live healthily 
with HIV. It seeks to increase utilization of 
HIV treatment by Black Americans by 50 
percent in the next five years.

n Eradicate stigma. The plan seeks to 
finally wipe out all of the needless, deadly 
stigmas associated with HIV/AIDS that 
have for too long blocked Black communi-
ties and individuals from saving them-
selves from this epidemic. 

»
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da and, where appropriate, educating policy 
makers on the need to support increased 
funding and bold initiatives to bring an end 
to the Black epidemic; and 

n Participating in at least two annual 
AIDS public awareness commemorations, 
such as World AIDS Day and National Black 
HIV/AIDS Awareness Day, designed to raise 
community awareness about the need for 
individual and collective action.

The State of Our 
Movement
The story of the movement thus far is an 
uneven one—a few outstanding leaders 
are blazing the way, while the rest are still 
failing to make the necessary hard work 
a priority. Many traditionally Black insti-
tutions are clearly engaged in HIV/AIDS 
work of some sort. But that work remains 
scattershot and sporadic. The vast major-
ity of organizations who have signed onto 
the Black AIDS Mobilization have not yet 
made meaningful progress in turning their 
promises into action.

Few, if any, of our national organizations 
appear to have devoted sufficient resources to 
the Black AIDS Mobilization thus far. A key 
measure of whether sufficient resources are 
being devoted to the campaign is the amount 
of staff time set aside for it. The Institute sur-
veyed 16 key organizations who have signed 
on to the Black AIDS Mobilization about this 
and other measures of progress. The prelimi-
nary results indicate that staffing—where 
it exists at all—ranges from one-quarter 
to one-half time person. With that level of 
commitment, it is not surprising that most of 
our traditionally Black institutions do not yet 
have an HIV/AIDS strategic action plan, with 
clear goals and specific objectives. 

In the past, observers within the AIDS 
community have been quick to point out 
Black America’s slow response to the epidem-

ic, but have been slow to acknowledge the 
significant barriers that stand in our com-
munity’s way. If we are to move past talking 
about failure to planning for success, we’ve 
got to identify the roadblocks—and figure 
out how to remove them.

Perhaps the leading barrier to Black 
community mobilization on AIDS is the 
perception that we’ve already got our hands 
full with other problems. Cohen’s 1999 study 
highlights the ways in which this reality 
worked against a meaningful community 
response for much of the early epidemic. 
Needle exchange programs offer an ideal 
example. In the early days of the epidemic, 
African American community leaders were 
some of the most vocal opponents of giving 
injection drug users clean needles, despite 
the deluge of research identifying such 
programs as among the most effective way 
to stop the spread of HIV, worldwide. But for 
a community that was gripped by the rav-
ages of drug addiction and violent drug trade 
throughout the 1980s, the idea was a tough 
one to digest. 

Still today, Black America is plagued by 
a daunting list of intractable problems—high 
incarceration rates, racial discrimination and 
injustice, continuing poverty and joblessness, 
not to mention broader health disparities, to 
name a few. 

While acknowledging the reality of these 
challenges, to accept them as insurmountable 
is to also embrace a notion of Black pow-
erlessness. Moreover, it assumes that AIDS 
exists outside of these existing challenges. 
In fact, AIDS is the natural consequence of 
many purportedly more pressing issues, and 
it insidiously reinforces each of them as well. 
Families gripped by an expensive, debilitat-
ing disease are in no position to contribute to 
their community’s economic, social or politi-
cal success. The converse is also true: Some 
of the most remarkable examples community 
leadership are found in the ranks of former 
addicts, sex workers, prisoners and other 
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supposed pariahs who, upon plugging into 
services for their HIV infection, harnessed 
their skills and talents to help strengthen 
their communities. 

In sum, the skills, knowledge and 
experience that a community can develop 
through mass mobilization to address HIV/
AIDS will also be useful in addressing other 
challenges—the problem of HIV/AIDS in 
Black America does not exist in a vacuum, it 
is intricately tied to nearly every other major 
social and economic challenge we face. 

Organizations, however, face real re-
source challenges in confronting the on-
slaught of issues Black America must simul-
taneously address. They need help from both 
public and private sector players who profess 
interest in ending AIDS in America at large. 
That means foundations, pharmaceutical 
companies and academic institutions must 
all start providing meaningful support for 
work traditional Black organizations are 
gearing up to do on AIDS. It means that 
corporate America—including Black-owned 
business—must begin to give back some 
of the profits it reaps from the $773 billion 
Black market it taps.7 

It also means both federal and state 
government must make a far greater con-
tribution than it has ever marshaled. Since 
2001, the federal budget for AIDS services 
has held practically flat. Congress and the 
White House have sat back and watched as 
their own public health agency has estimated 
40,000 new people a year get infected. As 
the need grows, the money for the domestic 
epidemic stays the same. (See “The State of 
Treatment: A Domestic Crisis” on page 36.) 
This trend must be reversed.

But here again, these resources won’t 
materialize on their own—we’ve got to go 
get them. Luckily, we have a road map for 
how to do so. The Minority AIDS Initiative, 
which targets federal funds at service provid-
ers working in minority communities, stands 
as one shining example of Black community 

leadership in garnering resources. 
The initiative grew out of a March 1998 

meeting in which the CDC convened Black 
AIDS leaders to discuss the increasingly 
divided American epidemic—one white, the 
other Black and Latino. The agency called 
the meeting to plot its response, but the as-
sembled leaders left the gathering and sprung 
into their own action. In a joint statement, 
they declared HIV/AIDS had reach a “state 
of emergency” in Black America and began 
making the rounds in Washington, D.C. to 
see what could be done about it. The White 
House Presidential Advisory Council on 
HIV/AIDS endorsed the community decla-
ration, and in April long-time Black AIDS 
leader Dr. Benny Primm presented it to the 
Congressional Black Caucus’ Health Brain 
Trust, led by Virgin Islands congressional 
Del. Donna Christensen. The CBC, under the 
leadership of California Rep. Maxine Waters, 
picked up the ball and ran with it, rallying 
its congressional colleagues to do something 
about the crisis.

The result was that in October 1998 Con-
gress passed the Minority AIDS Initiative. 
The initiative’s goal is to build up the often-
struggling minority AIDS service groups’ 
capacity to deal with the massive challenge 
they face. In its first year, the federal govern-
ment directed $166 million to the effort.

The initiative was hailed as a crowning 
achievement, and energized Blacks con-
cerned about AIDS both inside and out of 
government. But it has significant limita-
tions. The program has been plagued by 
lingering debates about how exactly the 
money should be spent—and who should be 
spending it. Some Black-run service provid-
ers complain that large, white AIDS organi-
zations have crowded them out by developing 
programs that target minorities. The CBC 
has tried to tailor the language to specify 
that grants should go to organizations based 
in minority communities, but some debate 
lingers about the legality of such rules, given 



We’ve Been Waiting For� 53

recent Supreme Court rulings limiting af-
firmative action programs.

More to the point, however, in the 
grander scheme of the federal AIDS budget, 
the Minority AIDS Initiative is a tiny pot of 
spoils to be tussling over. In 2004, federal 
funding for the initiative topped out at $404 
million. Traditional Black organizations 
must now step in and demand Congress do 
better.

There can be no mistaking the point: 
Stopping AIDS in Black America will be cost-
ly, for everyone. But it will cost far less than 
allowing the epidemic to continue worsening.

Ending Our Stigma
Sadly, stigma surrounding HIV/AIDS 
remains a towering barrier to action in 
Black America—even 26 years and tens of 
thousands of Black lives after the epidemic 
began. If we are to save ourselves, it must 
finally end. Research shows stigma not only 
frustrates efforts to slow the virus’ spread, 
it discourages people from seeking neces-
sary care.8

Luckily, traditional Black leaders have in 
fact begun stepping up their efforts to wipe 
out this scourge. Increasingly, our lead-
ers have begun making the sort of strong, 
no-excuses denunciations of AIDS stigmas 
that Mrs. King was known for. In an August 
2007 report, the National Medical Asso-
ciation identified stigma as an “additional 
contributor to less-than-optimal outcomes 
for persons of color living with HIV/AIDS ... 
these attitudes, coupled with attitudes about 
homosexuality, and its inherent connection 
to HIV/AIDS, have frequently left ethnic mi-
norities to conceal their behavior and health 
condition.” 

One could easily add that stigma has also 
inhibited the exercise of leadership. The late 
Dr. Herb Nickens, the first Director of the 
Office of Minority Health at the Department 
of Health and Human Services, confided in 

1987 that when he raised the issue of HIV/
AIDS among Black Americans, they wanted 
to know, “Why are you raising this issue, are 
you gay?” The condemnation of the people 
originally considered most at-risk for the 
virus—gays, sex workers, injection drug 
users—cascaded into condemnation for any-
one seeking to help.

 Much has thankfully changed since the 
days when Dr. Nickens made that observa-
tion. While Black gay, bisexual and trans-
gender people continue to be at great risk for 
HIV, today they are in abundant company in 
Black America. Nearly 1.2 million Americans 
are living with HIV/AIDS, and half of them 
are Black. Now, the “least of us” includes a lot 
more of us.

Leadership 
Roll Call
The following 16 traditionally Black 

organizations had signed on to the 
Black AIDS Mobilization as of this report’s 
writing:

100 Black Men of America
American Urban Radio Networks
Congressional Black Caucus Foundation
National Action Network
National Association for the Advancement 

of Colored People
National Black Caucus of State Legislators
National Black Justice Coalition
National Coalition of 100 Black Women
National Coalition of Pastor’s Spouses
National Council of Negro Women
National Newspaper Publishers 

Association
National Urban League
Rainbow/PUSH Coalition, Inc.
The Potter’s House & T.D. Jakes Ministries
Southern Christian Leadership Conference
National Medical Association

«
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Our Trailblazers
Although too many traditionally Black 
organizations are not yet doing enough, a 
number are already on their way to devel-
oping specific goals, objectives and time-
tables for their contribution to the Black 
AIDS Mobilization. The following are just 
a few of these shining examples, which by 
no means capture the depth of the commit-
ment that is already in play in many more 
organizations. The Black AIDS Mobiliza-
tion will be successful only if all of the 
groups that have signed on to the campaign 
take similarly bold steps.

The National Coalition of 100 Black 
Women and the National Council of Negro 
Women have sponsored the groundbreaking 
National Black Women and HIV/AIDS Con-
ference since 2005. NCBW plans to expand 

the annual initiative by adding regional sym-
posia on HIV/AIDS in Black women. NCBW 
is also planning to vastly expand its national 
billboard campaign to reach women in all 
of the 72 communities in which NCBW has 
chapters. These annual billboard campaigns 

will be coupled with a local “Teach, Learn 
and Outreach” campaign, involving two-day 
workshops to increase awareness, knowledge 
and skills in HIV prevention and to provide 
HIV counseling and testing followed by link-
age to appropriate services. 

The Potter’s House and T.D. Jakes 
Ministries in 2007 launched a national and 
international AIDS awareness campaign 
called It’s Time to Step Up! This campaign 
will form the foundation of the strategic ac-
tion plan that The Potter’s House will pur-
sue as part of the Black AIDS Mobilization. 
Over the next five years, The Potter’s House 
intends to disseminate information about 
HIV/AIDS in Black America through nation-
ally televised programming and through its 
national conferences and meetings; to main-
tain a Web page dedicated to HIV/AIDS; 
and to provide structured health-education 
and risk-reduction sessions at its national 
conferences, along with HIV counseling and 
testing. 

National Action Network is formulating 
the initial framework of actions it will engage 
in over the next five years, including coordi-
nating a national HIV/AIDS education and 
prevention campaign through its structure of 
40 local chapters, each of which will annually 
develop and provide at least one HIV health 
education and prevention workshop, and 
also collaborate with local HIV counseling 
and testing programs to offer and provide 
HIV testing and counseling to a minimum 
of 1,000 individuals per chapter, annually. 
These efforts will be coordinated with the an-
nual HIV/AIDS public commemoration days.

The National Association for the 
Advancement of Colored People has been 
a steady partner with the Institute in launch-
ing the Black AIDS Mobilization. The 
NAACP was among the first organizations 
to sign a declaration of commitment and 
call for the creation of a national Black AIDS 
Mobilization. In August 2006, the NAACP 
was among a group of Black institutions 

It’s All About M.E.E.! 
Sistahs Getting Real About HIV
Mobilization, Education, Empowerment
National Black Women and HIV/AIDS Conference

Hosted by
National Council of Negro Women
National Coalition of 100 Black Women
Black AIDS Institute
In Partnership with
amfAR
The National Minority AIDS Education and Training Center
Women at Risk, and
The Fowler Museum
February 7-11, 2007
Omni Hotel
Los Angeles, California

NCNW, NC100BW, BAI, NBAM  logos

February 7-11. 2007
Omni Hotel
Downtown
Los Angeles, California

It’s All About M.E.E.! 
Sistahs Getting Real About HIV

Mobilization, Education, Empowerment
National Black Women and HIV/AIDS Conference
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that convened at the global AIDS conference 
in Toronto, Canada to launch a “Marshall 
Plan” to end AIDS in our community. Like 
the others present, the NAACP pledged to 
encourage HIV testing, hold policymakers 
accountable for treatment access in Black 
communities, and attack stigma surrounding 
the virus, among other commitments. It was 
an historic meeting in which the NAACP 
played a crucial role. Subsequently, NAACP 
has put action behind its words. At its annual 
convention in 2005, NAACP offered onsite 
HIV testing and hosted several educational 
and cultural events raising awareness about 
the epidemic. Both then-director Bruce Gor-
don and NAACP Chair Julian Bond publicly 
took HIV tests. In the area of policy, NAACP 
organized a national petition to reauthorize 
the Ryan White CARE Act and launched 
both a national HIV testing campaign and 
its NAACP Cares campaign to eradicate 
AIDS across the African Diaspora, including 
among African Americans. 

Magic Johnson Foundation, in partner-
ship with Abbot Laboratories, has launched 
the Campaign to End Black HIV/AIDS. As 
described at the I Stand with Magic website, 

the campaign provides communities with in-
formation and resources for prevention and 
testing, educational materials to share with 
family and friends and a way to join together 
to make a difference. Individuals can sign up 
at the website and get access to the most up-
to-date information on key HIV/AIDS issues, 
including information about safer sex and 
prevention, regular HIV testing and available 
treatment. 
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National HIV Testing Day

Free Movie Passes
to Your Local AMC Theater plus other Free Goodies!

How?
Get an HIV Test
Confi dential Rapid Testing

Testing Dates
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Chesterfi eld Square Center

Slauson & Western
Los Angeles

June 28
8 a.m.-4 p.m.

Century Plaza
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Inglewood

The event is sponsored by: Magic Johnson Foundation, Inc., Minority AIDS Project, 
AIDS Healthcare Foundation, Charles R. Drew University, Los Angeles County Department 
of Public Health, City of Los Angeles Department on Disability AIDS Coordinator’s Offi ce
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OOver twenty-five years ago, 
a strange new disease with 
no name was identified at 
UCLA Medical Center. In 
the intervening years that 
illness, AIDS, has become 
the defining health issue 
of our time, killing 30 
million people worldwide, 
most of them Black.

Today, AIDS in Amer-
ica has become a Black 
disease. No matter how 
you look at it, Black people 
bear the brunt of the AIDS 
epidemic in our country. Of 
the estimated 1.2 million 
Americans living with HIV/
AIDS, nearly half of them 
are Black. African Ameri-
cans represent over half of 
the newly-diagnosed AIDS 
cases in the United States, 
47 percent of the new cases 
among, men, 67 percent 
among women.

We have dithered 
too long. Our national 

National Call to Action
and Declaration of Commitment 
to End the AIDS Epidemic 
in Black America

Danny Bakewell, 
publisher of the “Los 
Angeles Sentenel,” 
signing Declaration 
of Commitment and 
Call to Action.
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policymakers have lost focus. Each year, the 
epidemic worsens in Black neighborhoods, 
and each year the national commitment to 
interrupting its spread and keeping those al-
ready infected healthy further lags. AIDS in 
Black America is a difficult and multifaceted 
problem—but it is also a winnable war.

Black organizations—from churches 
to civil rights organization, from media 
organizations to academic institutions, 
cultural organizations to policy making 
bodies—must make fighting AIDS a top 
priority by setting concrete measurable goals 
with real deadlines that will help end the 
AIDS epidemic in our communities.

The Call
n We call on leaders to lead. The AIDS 

story in America is mostly one of a failure to 
lead. Whether opinion shapers or industry 
titans, Black leaders must use their positions 
to build a mass community movement with 
a new sense of urgency to end the AIDS 
epidemic in our communities. No one should 
accept the idea that the presence of AIDS is 
inevitable.

n We call for the expansion of 
comprehensive AIDS prevention efforts.

n We call for a massive effort to address 
the disproportionate impact this epidemic 
is having on Black youth, women, and men 
who have sex with men.

n We call for a strengthening of pro-
grams that make HIV treatment accessible.

n Perhaps more than anything else, we 
call on Black America to finally put an end 
to the stigma surrounding this disease. Each 
person in Black America, whether positive or 
negative, must stand up and declare that the 
era of shame, blame and silence about AIDS 
is over.

The Commitment
We have an extraordinary opportunity to 

change the trajectory of the AIDS epidemic 
in America. AIDS in America will not 
end, unless and until the AIDS epidemic is 
stopped in Black America.

With that admonition, we the 
undersigned, commit to do the one and only 
thing that can end the AIDS epidemic in 
Black America and America as a whole: build 
a mass Black Mobilization.

The Goal
End the AIDS epidemic in Black 

America in five years.

The Objectives
1. Reduce HIV rates in Black America by 

50 percent.
2. Increase the percentage of African 

Americans living with HIV who know their 
HIV status by 50 percent.

3. Increase the percentage of African 
Americans living with HIV who are in 
appropriate care and treatment by 50 percent. 

4. Reduce AIDS stigma in Black 
communities by 50 percent.

AIDS is not just a health issue. It is a 
human rights issue. It is an urban renewal 
issue. It is an economic justice issue. If we 
are to have any chance of winning the battle 
for racial justice in America, Black America 
must confront the AIDS epidemic. An army 
ravaged by disease cannot fight. A dead 
people cannot reap the benefits of a battle 
won.

In witness whereof, we have hereunto set 
our hand.
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U
Ujima Principles

1. Sex, drugs and  
hip-hop.
Since AIDS is primarily a disease of sexual 
activity, drug use and youth, a new twist on 
the sixties slogan “Sex, Drugs and Rock and 
Roll” might be “Sex, Drugs and Hip-Hop.” 
We have to talk openly and frankly about 
sex, sexual behavior and sexual orientation 
in our communities. We also have to deal 
with the realities of drug use, its relationship 
to HIV/AIDS prevention and risk reduc-
tion. AIDS is rapidly becoming a disease of 
the young—particularly, but not exclusively, 
the young, urban and poor. We need to have 
frank and open discussions with adolescents 
and young adults. Hip-hop, often accused of 
being a negative influence on young people, 
is a powerful medium. If used properly, it can 
be used to inspire and motivate young people 
to protect themselves and take leadership 
roles in the development of HIV/AIDS pre-
vention, care and treatment strategies.

2. Know the enemy. 
Know the virus.
Knowledge is an incredible weapon in the 
war against AIDS. The more we know about 
HIV/AIDS, the better equipped we are to 
develop prevention, treatment and research 
solutions that more effectively address the 
disease in our communities. When we 
understand the science of the disease, we 
are better able to protect ourselves from 
the virus; more likely to get tested and seek 
treatment; better equipped to adhere to the 
medical regimens, when positive; and better 
positioned to influence public policy.

3. Know your status. 
Voluntary HIV counseling and testing is the 
portal to HIV prevention and care. Being 
HIV-positive is no longer an automatic and 
immediate death sentence. There are treat-
ments that slow disease progression and they 
also reduce the risk of transmitting the virus 
to others. But the benefits of treatment are 
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unavailable to those who don’t know they 
are infected. Scientific research has shown 
that people who know their status are more 
concerned and careful about transmission 
than those who never get tested. We should 
advocate for access to free, anonymous, 
and voluntary HIV counseling and testing 
designed to meet the unique needs of Black 
America.

4. Empower women.
Young women must be taught how to protect 
themselves and be supported in saying no to 
unwanted sex. Our community must foster 
a culture that values women more. Those 
who are pregnant should have access to early 
prenatal care and appropriate treatment 
both for themselves and to reduce the risk of 
transmitting the virus to their unborn child. 
We must advocate for comprehensive AIDS 
prevention strategies for both young women 
and young men, inclusive of abstinence, de-
layed gratification, sexual responsibility, safer 
sex practices, condom use and risk reduction.

5. Black masculinity 
must be redesigned.
Black men are disproportionately represented 
among America’s incarcerated population. 
These men return to Black communities, 
often with HIV. Correctional health facili-
ties must provide appropriate counseling and 
treatment to inmates, and help in integrat-
ing them back into society armed with the 
knowledge and skills to care for themselves 
and to prevent further infection. The burden 
of condom use is often placed on women. 
This must change. We must expand Black 
male role models beyond sports and music 
and encourage academic achievement among 
Black men. We must teach young Black men 
that protecting their partner is their respon-
sibility.

6. Provide health care. 
Too many African Americans must use 
emergency rooms as primary care facilities. 
HIV care requires access to primary care 
physicians and specialists. Health services 

targeting African Americans must also 
include supportive services. HIV occurs in 
Black communities against a backdrop of an 
inadequate health delivery system. We are 
now facing multiple epidemics of STDs, hep-
atitis and TB. We must develop Black health 
promotion messages and public awareness 
campaigns that acknowledge the relation-
ship between sexually transmitted diseases, 
hepatitis, tuberculosis and HIV/AIDS.

7. Stigma must stop. 
In the face of derision, fear, and sometimes 
even hostility, people won’t get tested and 
seek treatment for HIV. In the face of ho-
mophobia and anti-drug hysteria, people 
won’t disclose their risk factors. To fight 
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the stigmas that perpetuate this epidemic, 
people living with HIV/AIDS are an invalu-
able source of information and leadership. 
By sharing their stories, and giving a face to 
a nameless epidemic, they can inspire hope 
and promote prevention.

8. Vaccines must be 
found.
The ultimate weapon against HIV will be a 
vaccine. A preventative vaccine is especially 
critical for Africans, African Americans and 
other communities of color who are already 
disproportionately impacted by other chronic 
illnesses. This is especially true for individu-
als, communities and countries that cannot 

afford expensive HIV therapies; preventive 
and therapeutic vaccines are essential. Only 
a vaccine has the potential to eradicate an 
illness from the face of the earth. To this end, 
African Americans must participate in vac-
cine development, trials and readiness. We 

must prepare our communities for HIV vac-
cines by educating them about the benefits of 
vaccines.

9. You gotta have faith.
The faith community can be an invaluable 
source of support in the fight against HIV/
AIDS in Black America. We must remind 
faith leaders that “we are all God’s children.” 
We must demand that our churches be sanc-
tuaries for the least of us. Black clergy and lay 
people must be included in the development 
of Black HIV/AIDS policies. Black churches 
must be called upon to provide services, 
encourage testing and support prevention 
messages.

10. Mobilize, mobilize, 
mobilize!
We must build a national mass Black re-
sponse to the AIDS epidemic in America. As 
Coretta Scott King said, “Anyone who sin-
cerely cares about the future of Black Amer-
ica had better be speaking out about AIDS.” 
AIDS will not be over in Black America 
unless and until Black people develop the 
capacity and commitment to stop it. Every 
Black organization in America must make 
HIV/AIDS a top priority. Black leaders—
from traditional Black ministers and civil 
rights leaders to hip-hop artists and Holly-
wood celebrities—must join in a national call 
to action and declaration of commitment to 
end the AIDS epidemic in our communities 
immediately.
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T
About the 
Black AIDS Institute

The Black AIDS Institute, founded in 1999, 
is the only national HIV/AIDS think tank 

in the United 
States focused 
exclusively on 
Black people. 
The Institute’s 
mission is to 
stop the AIDS 
pandemic in 
Black communi-

ties by engaging and mobilizing Black lead-
ers, institutions and individuals in efforts 
to confront HIV. The Institute conducts 
HIV policy research, interprets public 
and private sector HIV policies, conducts 
trainings, builds capacity, disseminates 
information, and provides advocacy and 
mobilization from a uniquely and unapolo-
getically Black point of view.

What We Do
n The Institute develops and dissemi-

nates information on HIV/AIDS policy. Our 
first major publication was the NIA Plan, 

which launched a national campaign to stop 
HIV/AIDS in African American communi-
ties by formulating and disseminating policy 
proposals developed through collaboration 
with federal, state and local government 
agencies, universities, community-based 
organizations, healthcare providers, opinion 
shapers and “gatekeepers.”

n The African American HIV Univer-
sity, the Institute’s flagship training program, 
is a fellowship program designed to increase 
the quantity and quality of HIV education 
in Black communities by training and sup-
porting peer educators of African descent. 
AAHU’s treatment and science college trains 
Black people in the science of HIV/AIDS. 

We believe 
when people 
understand the 
science of AIDS, 
they are bet-
ter equipped to 
protect them-
selves from the 
virus, less likely 

to stigmatize those living with the disease or 
at risk of infection, better able to adhere to 
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treatment and advocate for care, and better 
positioned to influence public and private 
HIV/AIDS polices. The Prevention and Mo-
bilization College prepares Black AIDS work-
ers to engage and mobilize traditional Black 
institutions in efforts to confront HIV/AIDS 
and increase utilization of HIV prevention 
services in their communities.

n The International Community Treat-
ment and Science Workshop is a training 
and mentoring program to help people who 
are living with HIV/AIDS or who are work-
ing with community-based and non-govern-
mental AIDS organizations to meaningfully 
access information presented at scientific 
meetings.

n The Drum Beat is the Institute’s Black 
media project designed to train Black me-
dia on how to report accurately on HIV/
AIDS and tell the stories of those infected 
and affected. The Black Media Task Force 
on AIDS, a component of the Drum Beat 
Project, currently has over 1500 Black media 
members.

n The Institute publishes original edito-
rial materials on the Black AIDS epidemic. 
Our flagship publication is our “State of 
AIDS in Black America” series. In the past 
few years, the institute has published reports 
on Black women, Black youth, Black gay 
and bisexual men and treatment in Black 
America. Our website www.BlackAIDS.org 
attracts nearly 100,000 hits a month. And 
our weekly AIDS updates currently have 
over 35,000 subscribers. The Drum Beat 
newspaper is a semi-annual tabloid with 
a distribution of 300,000. It is distributed 
to Black conventions, barbershops, beauty 
parlors, bookstores and doctors’ offices. The 
Institute’s newest publication is Ledge, a 
magazine produced by and for Black college 
students and distributed on the campuses of 
historically Black colleges and universities 
around the country.

n Heroes in the Struggle is a photo-
graphic tribute to the work of Black warriors 

in the fight against AIDS. Featuring elected 
officials and other policy makers, leading 
Black clergy, celebrities and entertainers, 
journalists, caregivers, advocates and people 
living with HIV/AIDS, HITS travels to Black 
universities, museums and community-based 
organizations throughout the United States, 
providing information on HIV/AIDS, rais-
ing awareness and generating community 
dialogues about what Black people are doing 
and what we need to do to end the AIDS 
epidemic in our communities.

n The Black AIDS Institute and BET, in 
association with the Kaiser Family Foun-
dation, also sponsors the Rap-It-Up Black 
AIDS Short-Subject Film Competition to 
highlight the issue of AIDS and HIV infec-
tion within the African American communi-
ty. By showcasing examples of heroism from 
within Black communities, we can galvanize 
African Americans to refocus and recommit 
to overcoming this epidemic.

n The Institute provides technical as-
sistance to traditional African American in-
stitutions, elected officials and churches who 
are interested in developing effective HIV/
AIDS programs, and to AIDS organizations 
that would like to work more effectively with 
traditional African American institutions.

Finally, nearly 30,000 people participate-
din AIDS updates, town hall meetings or 
community organizing forums sponsored by 
the Institute annually.

n Leaders in the Fight to Eradicate 
AIDS (LifeAIDS) is a national Black stu-
dent membership organization created to 

mobilize Black 
college students 
around HIV/
AIDS. LifeAIDS 
sponsors a 
national Black 
Student Teach-

In and publishes Ledge, the only national 
AIDS magazine written, edited and pub-
lished by Black students. Founded in 2004, 

66� We’re the Ones



LifeAIDS is the nation’s only AIDS organiza-
tion created by Black college students to mo-
bilize Black college students to end the AIDS 
epidemic in Black communities. LifeAIDS 
has a presence on more than 70 college cam-
puses nationwide.

n The National Black AIDS Mobiliza-
tion is an unprecedented five year multi-sec-
tor collaboration between all three national 

Black AIDS 
organizations 
in the United 
States (The Balm 
in Gilead, the 
National Black 
Leadership 
Commission on 
AIDS and the 

Black AIDS Institute) with a goal of end-
ing the AIDS epidemic in Black America by 
2012.

BAM seeks to build a new sense of 
urgency in Black America, so that no one 
accepts the idea that the presence of HIV and 
AIDS is inevitable. The campaign calls on 
traditional Black institutions, leaders and in-
dividuals to actions toward ending the AIDS 
epidemic in Black America. 

The project has four key objectives: cut 
HIV rates in Black America, increase the 
percentage of Black Americans who know 
their HIV status, increase Black utilization of 
HIV treatment and care, and decrease HIV/
AIDS stigma in Black communities.

BAM does this in two ways: identifying 
and recruiting traditional Black institutions 
and leaders, and providing Black leaders and 
institutions with the skills and capacity to 
develop strategic action plans for themselves 
and/or their organizations. 

n The Test 1 Million campaign is a two-
year effort to screen one million people for 
HIV by December 1, 2008. The campaign be-
gan witha celebrity-studed press conference 
in collaboration with SAG and AFTRA at the 
Screeing Actors Guild. Other events include 

an Oakland-
to-Los Ange-
les run where 
people will be 
tested along the 
California coast 
run route and a 

national “get a free concert tickets in return 
for taking an HIV test” program in partner-
ship with leading R&B and hip-hop artists.

We’ve Been Waiting For� 67

Black leaders gather 
at National Black 
Leaders’ Strategic 
Planning Summit in 
Scottsdale, Ariz. in 
March 2007.
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