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HIV & CIVIL RIGHTS
A Report from the Frontlines of the HIV/AIDS Epidemic

Over the past two years, the ACLU AIDS Project interviewed over 40 community-based
AIDS service providers (CBOs) around the country to get a better picture of the civil rights
and civil liberties issues facing people living with HIV/AIDS.? The survey cast a wide net in
terms of geography, type of service provided (medical, basic care, policy), and race, class, age,
ethnicity, and particular needs of clients. The results reflect what direct service providers
already know from day-to-day experience: there is a lot of work to be done. That work requires
better connections between CBOs and civil rights organizations like the ACLU. This report is
the first step in the ACLU AIDS Project’s work to forge those connections.

Discrimination adds to the daily struggles faced by the growing number of people living with
HIV/AIDS in the United States — people who are predominantly poor and disproportionately
African American or Latino/a. Almost every agency told us that the biggest problems facing
their clients involve meeting basic needs — coping with poverty, hunger, illiteracy, inadequate
medical care, lack of transportation, and homelessness. In addition to those basic needs issues,
people with HIV face a series of critical civil rights problems. Individuals living with
HIV/AIDS need to know their rights and need the resources to advocate for themselves when
their rights are threatened. They also need national legal organizations like the ACLU AIDS
Project to enforce their civil rights and civil liberties through litigation, public education and
legislative advocacy.

This report provides a starting point for discussions among local providers and national
advocacy groups. Our findings are based on interviews with CBOs and their colleagues on the
frontlines of the epidemic. In the next section, we outline the problems that need immediate
attention. The last section of the report describes how we plan to address some of the most
pressing civil rights issues facing people living with HIVV/AIDS.

THE PROBLEMS

Stigma and Fear of Disclosure

Recent estimates suggest that as many as 280,000 people living with HIV in the United States do
not know they are infected because they have not been tested, and that only a third of people
who know they are infected are receiving care.> CBOs reported that many people avoid testing

! In order to protect the participating organizations from potential political retribution, we have not identified them in
this report. We are deeply indebted to the people at each organization who took time out of their busy schedules to
meet with us.

2P, L. Fleming, R. H. Byers, P. A. Sweeney, D. Daniels, J. M. Karon, and R. S. Janssen “HIV Prevalence in the
United States, 2000,” CDC (Atlanta, GA) (estimating that one third of 670,000 persons diagnosed with HIV/AIDS
may not be receiving ongoing care, that 180,000-280,000 people are undiagnosed, and that 400,000-500,000 people
living with HIV may be untested, untreated, or both) (available at http://63.126.3.84/2002/Abstract/13996.htm).
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and treatment because they are terrified about the potential consequences of a breach of
confidentiality: social stigma, rejection by loved ones, being evicted from an apartment, losing a
job, and suffering harassment or violence. Because of that fear, more people get infected, more
people get sick, and more people die.

Particularly in rural areas and in African American, Latino/a and Native American communities,
people say that they are afraid of being abandoned by their families and rejected by their
churches. In the Florida panhandle, some churches ask members to leave the congregation if
they discover they are HIV-positive. In many rural areas, there is still widespread fear of casual
contact and people still think of HIV as a “gay disease.”® In Montana, approximately 50% of
people statewide did not know the possible methods of transmission. Very few people in these
areas are open about their HIV status and most are afraid to use their own names even with
AIDS service providers. People in rural areas are so closeted about their HIV status that
complaints of discrimination are rare.

A Dallas provider said many people are afraid that there is some sort of national directory that
lists every HIV-positive person’s name. In an AIDS 101 class, they get many questions about
what happens to the information when someone tests positive. Many people who use
anonymous testing wait to access care because they are afraid to be put in the database. Even for
people who are proactive in seeking medical care, the fear of social retribution and
discrimination is so extreme that they are willing to travel from Alabama to Georgia to get tested
or to drive 350 miles in Montana for treatment. Unfortunately, the fear is not unfounded;
violation of medical privacy was one of the most frequently reported civil liberties problems
faced by people living with HIVV/AIDS.

Privacy

Breaches of confidentiality can and do unravel people’s lives, forcing them to find new jobs, new
schools, and new homes. Nearly every one of the providers interviewed reported serious
violations of medical privacy.

e In New Mexico, a patient first learned that he was HIV-positive from a receptionist in
front of a waiting room full of people.

e In Fort Worth physicians sometimes tell a family member about a person’s HIV
status before telling the client. Many providers think HIV-positive people “should be
forced to tell others.”

e In Florida, people refuse to pick up their medication from the health department
because they are afraid someone will see them.

® As a result, symbolic stigma based on preexisting attitudes toward groups of people disproportionately affected by
HIV is compounded by instrumental stigma, which is based mainly on fear of HIV-transmission. See Herek, G.M.,
Capitanio, J.P., & Widaman, K.F., “HIV-related stigma and knowledge in the United States: Prevalence and trends,
1991-1999,” American Journal of Public Health, 92(3), 371-377 (2002).
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e A Minnesota provider said most people do not understand the difference between
confidential and anonymous testing and need to know what information will be
released to insurers, employers, and family members.

e Ateacher in Florida informed an entire class that a particular student was HIV-
positive.

e A family counselor in Alabama told the school that a child’s mother was HIV-
positive.

e A school in Detroit threatened to disclose a child’s HIV status to all teachers and
administrators.

e Police in St. Louis found a young man’s HIV medication when they searched his car
and disclosed his HIV status to his father, saying the father had a right to know.

e The New York City Department of Health disclosed a person’s HIV status to his
employer in the course of making partner notification calls.

e A receptionist at a nursing home in Texas told a woman that the patient holding her
baby might give it AIDS.

e A university hospital in New Mexico sent a client’s bill to a collection agency and
disclosed the client’s HIV status on the bill.

e Medical charts in Fort Worth are labeled on the outside with a sticker indicating that
the patient is HIVV-positive.

e Clinic employees and pharmacists in Florida disclosed people’s HIV status to others
in the waiting area by shouting out information about their medications and
identifying which doctors they were coming to see.

e In small towns, people are often in serious danger if their HIV status is revealed. One
provider had to help three or four people get out of a small town in Texas because of
hate mail and vandalism of their homes.

These incidents are likely the tip of the iceberg, for even people who reported egregious breaches
of confidentiality were typically too afraid to confront the problem if it meant disclosing their
HIV status to more people. All over the country, health care providers, pharmacists, law
enforcement officials, government employers and schools are violating state and federal laws by
disclosing HIV status without permission.



Names Reporting, Criminal Prosecutions and Mandatory Testing

Fear about unauthorized disclosure appears to be growing more acute now that most states
require testing agencies to report the names of people who test positive or who seek treatment.
Several CBOs expressed concern that people are avoiding testing and treatment specifically
because of fear about the fact that the government keeps a list of people with HIV/AIDS.?

Public confidence in the local health department is damaged almost irreparably if people
perceive a link between efforts to track the identities of people with HIV and efforts to prosecute
people for transmission of HIV. Unfortunately, that perception already exists in at least one
state. In South Dakota, after several widely-publicized prosecutions of men accused of exposing
their sexual partners to HIV, the legislature authorized the health department to release a
person’s name and HIV-status to the state prosecutor whenever the department thinks a person
may have been exposed to HIV intentionally or may have exposed someone else intentionally.
In other states, enforcement of reporting laws undermines public confidence in health care
providers.

Discrimination

Despite some advances, discrimination against people living with HIV is still pervasive and
affects virtually every aspect of life from employment to housing to access to basic medical care.

Employment
Most service providers had stories of HIV/AIDS-based job discrimination. A CBO in

Tallahassee receives at least 10 complaints a year from people who say they were fired because
of their HIV status. An organization in Texas receives an average of one complaint a week
about firings or demotions based on HIV status. People who take time off for medical care often
lose their jobs, either because of absences or because they are forced to disclose their HIV status
and are then fired. In Miami, most clients report that they are afraid of discrimination at work.
A St. Louis provider said workplace discrimination is rampant. One Texas employer asked an
employee to get an HIV test because the employee was gay and had been sick.

Much of the discrimination reflects employer ignorance about established law. Employers in
Detroit and New York ask illegal questions on job applications, in interviews, and after making a
job offer, including “what medications are you taking,” and “have you been on disability?” A
flight attendant had a job offer retracted because he failed to list HIV medications on an
application form but disclosed his HIV status after being hired. Providers in St. Louis reported

* It is difficult for CBOs to reassure their clients given that 35 states now have name-based reporting and five states
have name-to-code based reporting, while only eight states and the District of Columbia have code-based reporting.
See “50 State Comparisons: HIV Name/Code Based Reporting Policies” (available at www.statehealthfacts.kff.org/).
The reauthorization of the Ryan White CARE Act of 2000 created additional incentives for states to increase HIV
name reporting and partner notification programs; “ultimately driving more people away from HIV testing.” See
Collins, Chris. “HIV/AIDS Surveillance and Reporting in the United States,” HIV InSite (February 2001) (available
at http://hivinsite.ucsf.edu/InSite?page=kb-08-02-02).



about how to prevent HIV transmission (including that condoms do not work), and other
parts of the government provide inaccurate facts about HIV transmission and prevention.
Such misinformation appears to be a significant problem in abstinence-only until
marriage education programs in schools. Censorship may also take the form of
restrictions along the lines of the federal government’s faith-based initiative. For
example, an HIV service provider may be denied a government grant because of funding
restrictions that require affiliation with a faith-based organization. Likewise, the
government may cross the line and allow faith-based CBOs to use government money to
disseminate incorrect or distorted HIV treatment or prevention information based on the
organization’s religious views.

Violations of Privacy. The law in most states already provides protection for medical
privacy, so privacy violations appear to call primarily for education and training. The
ACLU AIDS Project seeks partners in efforts to work with professional groups on peer
education and to petition regulatory authorities to enforce the law. We are also interested
in potential cases that could be used to reach specific audiences such as pharmacists,
police officers, doctors and school administrators.

Discrimination in Medical Care. The survey turned up alarming stories about people
living with HIV/AIDS being denied critical medical and dental treatment. Over five
years ago, the ACLU AIDS Project finished one of the first key cases under the
Americans with Disabilities Act, which established that this kind of discrimination is
illegal. We are interested in bringing cases that would initiate widespread public
discussion about why it is both illegal and morally wrong for hospitals to refuse to treat
people who are HIV-positive.

Inadequate Care in Jails and Prisons. All over the country, prisoners and jail inmates
are deprived of their HIVV medications when they are first incarcerated and are denied a
transitional supply of medication when they are released. We are interested in bringing
lawsuits that would highlight the obligation of all jails and prisons to provide medication
upon release and to provide prompt access to medication upon admission. One non-
litigation effort we hope to build on was started by the ACLU of Southern California,
which worked with the Los Angeles County Jail to educate its intake officers about
which drugs were approved medications for HIV. This enabled inmates to keep their HIV
medications and helped avoid interruptions in care.

CONCLUSION

In addition to making our impact litigation and public education work more effective by
partnering with CBOs, the ACLU AIDS Project will focus significant resources on creating tools
that CBOs and people living with HIV/AIDS can use to make the most of good laws that already
exist. As with any toolkit, the goal is to provide simple do-it-yourself advocacy information. If
you are interested in working with the ACLU AIDS Project on a particular issue, or if you have
heard about a problem that we might be able to address, please let us know. We look forward to
an ongoing collaboration.
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