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Stigma and the HIV Diagnosis
Introduction
It has been 27 years since AIDS first terrified the world. We have made
many great advances in science to understand how this virus works and how we
can hinder its growth. Is science enough to treat a disease; can we simply throw
drugs at a virus and make the problem go away? There is still a major killer
which stands in the way of conquering HIV; this killer is social stigma. Stigma is
described as a mark of infamy, disgrace, or reproach (Stigma.) For the sufferers
of HIV, this reproach is undeserved. Unfortunately, this has been a dominant
reaction; we have formed a habit of “prejudice, discounting, discrediting, and
discriminating against those we perceive as having HIV or AIDS” (Cogan.) The
guilt and stigma associated with HIV has fueled the epidemic, especially in
underprivileged countries (Rankin.)
The root of HIV-related stigma lies in a misunderstanding of the facts.
We need to fully understand what HIV is, how it works in our bodies, and how it
is transmitted before we make sweeping generalizations about the people who are
living with HIV or AIDS. Additionally, the history of the AIDS epidemic can
help us understand why societal stigmas exist. At the beginning of the epidemic
there was an incredible amount of fear of this syndrome; this fear fueled the birth
of stigma we still observe today. It is important to understand how stigmas
manifest themselves and how they vary world wide. It is only after we
understand the root of a problem that we can treat it. HIV and AIDS are a global
problem. We have work to do!
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“Wonder”
By Christina Hyde
3 November 2004
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How does HIV work?
Our bodies are equipped with an immune system which defends us against
bacteria, viruses, parasites, fungi, and other things that could make us sick. In our
immune systems there are different cells, each with a different purpose, that all
work together to get rid of invaders. Each of the immune cells has a different
name based on what they do. HIV (the Human Immunodeficiency Virus) invades
and eventually kills the immune cells which have a CD4 receptor; these cells are
called CD4 T-cells. CD4 T-cells have two jobs: they are responsible for
activating macrophages to destroying bacteria which have gotten inside of our
cells, and they also tell another class of cells, the B cells, to make antibodies. An
antibody is a protein made to recognize a specific foreign object and bind to it.
The binding event signals to the other immune cells that the foreign object needs
to be removed (Lowry.)
When HIV invades the CD4 T-cells they can no longer do their job. Your
body cannot fight off other intracellular viruses and bacteria and the infected Tcells cannot make antibodies against new pathogens. This is a great strategy for
the virus as it impairs the cells which would usually kill it. The negative
consequence for us is that the virus seriously weakens our immune systems so
other pathogens are also allowed to invade. These secondary pathogens cause
opportunistic infections. In a healthy person, with a fully functioning immune
system, these pathogens would not survive to cause a serious infection, but
because the immune system is so weak, they thrive (Dreher.)
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Like HIV, the flu is caused by a virus. However, the flu is not a lifelong
disease; it will make you sick for a couple of weeks and then your body will be
able to clear it up. The difference between the two is where the virus goes once it
has invaded your body. Once HIV has entered a cell, the viral DNA will integrate
into the host genome; now the genetic material needed to make more HIV
particles is permanently ensconced in the host cell (7.) Every time the host cell
divides, each new daughter cell will have a copy of the viral DNA; in essence, the
daughter cells come pre-infected. The viral DNA is sitting in the ‘driver’s seat’
and can hijack the tiny machinery that the host cell uses to make its own proteins
and instead use it to make more viral particles (Dreher.)
Typically the terms AIDS and HIV are used interchangeably, however
there is a difference. HIV stands for Human Immunodeficiency Virus; this virus
is the causative agent of AIDS. A person is HIV positive when they have
antibodies to HIV in their blood. (Initially not all of the CD4 T-cells are
compromised, so B cells can still be activated to produce antibodies against HIV.)
AIDS stands for Acquired Immunodeficiency Syndrome (Champeau.) After the
virus invades and multiplies in the immune system, the patient will develop
immunodeficiency because their immune system is not able to keep up with the
demand. The cells of their immune system have been weakened and killed off,
and their body no longer can stave off infection. Someone is classified as having
AIDS when they are HIV positive and have either a CD4 count below 200 or they
have several opportunistic infections.
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“Nervousness”
Christina Hyde
24 February 2005
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HIV infection and progression to AIDS
There are four stages of an HIV infection. Fifty to ninety percent of the
transmission happens in the first stage, called the acute stage. This is the period
of time two to eight weeks after initial infection. During this stage the viral load
is very high and the CD4 count is very low. Symptoms will be flu-like (fever,
fatigue, headache) if there are any at all (Slaughter-Mason.)
If the patient gets an HIV test during the acute phase it will come back
negative. This period of time is called the ‘window of seroconversion,’ because
the body is in the process of making antibodies against the virus, but there are not
any whole antibodies in the blood yet. The HIV test is looking for antibodies, so
it will only be accurate after the window of conversion (Slaughter-Mason.)
After the first eight weeks a patient will enter the asymptomatic phase.
This is potentially the longest phase; it can last for years or, if the patient is on
effective antiretroviral drugs, decades. There are usually no symptoms, and
although the virus continues to replicate, the viral load is low (Dreher.) The CD4
count will have recovered somewhat, and will be higher then during the acute
phase, but it will never reach the pre-HIV levels.
By the time a patient reaches the third stage, the chronic symptomatic
phase, the immune system is badly damaged. Their viral load is very high and
they will begin to be susceptible to opportunistic infections from fungi, bacteria,
and other viruses. This stage can also persist for a long period of time (SlaughterMason.)
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The fourth and final stage of an HIV infection is the AIDS diagnosis. The
patient has a CD4 count below 200, and is suffering from opportunistic infections.
In the end, the opportunistic infections are what actually prove to be fatal, but
HIV is the enabler. If the immune system was not so depressed, the body would
easily be able to fight off the infection. The average time from first infection to
the AIDS diagnosis is about 10 to 13 years (Slaughter-Mason.)
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“Innocence”
Christina Hyde
28 October 2004
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AIDS and Society: A History
The earliest record of a patient with AIDS-like symptoms is from 1959
(Slaughter-Mason.) However it was not until 1981 that AIDS was identified as a
condition in the United States. The initial actions which were taken to fight this
new bug laid the groundwork for future stigma. In 1981, there were five men in
Los Angeles who were diagnosed with Pneumocystis carinii pneumonia. All of
the men were in their late 20’s to 30’s, and all of them were homosexual
(Pneumocystis Pheumonia.) Sandra Ford was a drug technician for the CDC at
that time. She was surprised to get several requests for refills of the drug used to
treat P. carinii. This form of pneumonia is rare; normally people are treated for
10 days and it clears up (Kanabus, History.) Around this same time there was a
report of eight cases of Kaposi’s sarcoma in men from New York. These men
were in their 30’s and 40’s and like the men from California, they were
homosexual (Hymes.) Kaposi’s sarcoma is a rare form of cancer which usually
affects older Mediterranean men; it is highly unusual to find it in young men who
are not from southern Europe (Dreher.)
A connection was made between the men in New York and the men from
California; all the men suffering from these opportunistic infections were
homosexual. One doctor even went as far as to say that the only way to get the
contagion was through the homosexual community. Many names were used for
this new disease, but the most prominent was GRID, or Gay-Related Immune
Deficiency (Kanabus, History.)
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It was not until late the next year that the same symptoms were observed
in hemophiliacs and Haitians; these new cases proved that many people were
vulnerable to the new syndrome, but the damage had already been done. GRID
needed a new name, and the name AIDS was offered for consideration; Acquired
Immunodeficiency Syndrome (Kanabus, History.) In September of 1982 the
CDC’s MMWR reported four risk factors for AIDS; being a homosexual or
bisexual male, using injection drugs, being Haitian, and having hemophilia
(Kanabus.)
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“Are you sure?”
Christina Hyde
August 2005
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Misconceptions about HIV and how they affect stigma
The roots of stigma lie in misunderstandings which later become the
foundation for prejudice. There are many misconceptions about HIV which have
been dispelled by scientific research. Even so, many people still do not believe
the truth. Stigma against those who have HIV will continue to increase as long as
people do not understand how the virus spreads, and where it originated from.
Mechanism of spread
We know today that HIV is spread through contact with body fluids.
Blood, semen, vaginal secretions and breast milk can all carry high virus loads.
HIV can be transmitted by sexual intercourse, injection, and from a mother to her
child. HIV cannot be passed through sweat, tears, coughing, casual contact,
insects, or through inanimate objects (Slaughter-Mason.) However, according to
a 2006 survey of 18 to 25 year-olds, 12% of those surveyed thought they could
‘catch’ HIV by touching a toilet seat, 17% thought sharing a glass could transmit
HIV, and 30% thought they could get HIV after kissing an infected person (Kaiser
Family.) These misunderstandings are unfounded and cause undue fear which
breeds stigma against those who have HIV or AIDS.
Some of this stigma arises from confusion about the differences between
AIDS and other diseases. For example, in the 1800’s Typhoid fever caused a
similar fear and stigma. Mary Mallon (a.k.a. Typhoid Mary) was a woman who
was a carrier of the bacteria which causes typhoid fever. She shed bacteria which
got into the food she prepared for people and in doing so she very efficiently
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infected many people with Salmonella typhi (Salyers.) HIV is very different from
this bacterium. It cannot be contracted through ingestion or any casual contact.
When people misunderstand the virus and believe that it can spread by contact, it
turns every HIV positive person into a perceived Typhoid Mary. This definitely
increases stigma because it grossly mislabels people who are HIV positive as
potential killers.
Even though the mechanism of spread is different, we can draw several
similarities between these two diseases and the stigma they have caused. Typhoid
fever was a ‘disease of the poor;’ similarly HIV is more prevalent in the poorer
populations. All through her life, Mary denied that there was anything wrong
with her. Many people will avoid getting tested for HIV or deny that there is any
risk of HIV by having unprotected sex. Denial did not stop the spread of S. typhi
just as it does not stop the spread of HIV.
Origins of HIV
In a 2003 study, 48% of African Americans surveyed believed that HIV
was a man-made virus which was designed to infect the African American
population. HIV is not man-made, but history justifies this view point. This
belief comes out of “300 years of slavery and 100 years of post slavery
exploitation” (Fears.) The facts and history have not set a good precedent. In the
US in 2003, black women in their twenties and thirties represented 73% of new
HIV cases in women, and black men comprised 40% of the new cases in men
(Fears.)
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The African American community also has the Tuskegee study haunting
their past. Between 1932 and 1972 the Tuskegee institute conducted a study of
untreated syphilis in the black men of Macon County, Alabama. Even though
penicillin, a very efficient antibiotic for treating syphilis, became available in the
1940’s, the men in the study were left untreated. This study was extremely
unethical, and laid the foundation in the African-American community for a
widespread distrust of the public health system which still exists today
(Champeau.)
The most commonly accepted explanation for the origin of HIV is known
as the Hunter Theory. Simian Immunodeficiency Virus (SIV) is found in 35% of
chimpanzees. HIV is most closely related to SIV. As the chimps are often hunted
for bush meat, the theory is that a hunter cut themselves while cutting up the
meat. As a result their blood mixed and they became infected. Viruses mutate at
an incredibly fast rate and it is likely that the virus mutated upon initial infection
forming what we now know as HIV (Slaughter-Mason.)
There are two forms of HIV; HIV-1 and HIV-2. HIV-1 infects CD4 Tcells; it is by far the most common and it spreads quickly. HIV-2 is less common;
all the cases originated in western Africa. HIV-2 is sometimes seen as a less
lethal disease because it reproduces slower then HIV-1, however both will still
eventually lead to immunodeficiency (Slaughter-Mason.)
Populations that are affected
In the United States, we have a common association between HIV and
homosexuality. This is rooted in the early history of the virus. Because of terms
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like GRID and the fact that AIDS was first seen in the gay community, the link
between the two has been burned into our memory by the fear associated with this
new syndrome.
HIV is a lethal disease. It is not limited by race, age, gender, sexual
orientation, or religion. It is an equal opportunity virus. In the United States,
20% of cases are in heterosexuals; the number of heterosexual cases is increasing
faster then the number of homosexual cases. Additionally the majority of new
cases are found in women. In low income countries, the main mode of
transmission is heterosexual sex; in fact, 90% of HIV cases worldwide were
spread by heterosexual sex (Slaughter-Mason.)
Does HIV really lead to AIDS?
Dr. Robert Willner was a vocal leader in the belief that HIV does not
cause AIDS. In fact, he even went so far as to jab his finger with a needle which
he said contained blood from an HIV patient (Slaughter-Mason.) (Unfortunately,
he died six months later, so his ‘experiment’ remains inconclusive.) Many other
people join him in this belief.
Robert Koch was an early microbiologist. He developed four criteria by
which we can establish a relationship between a disease and its causative agent.
They are as follows: the organism must be present in all cases of the disease. We
must be able to isolate the organism and grow it in a pure culture. When
introduced into a healthy host, the microorganism will cause disease. It must be
able to be re-isolated from the new host in the same state as the original pathogen.
HIV fulfills these criteria. All people who have AIDS have HIV particles in their
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body. HIV can be isolated and reproduced in a lab. It would be unethical to
purposefully expose people to HIV, but babies have accidentally gotten HIV from
tainted blood transfusions, and people have also gotten HIV from accidental
needle sticks. In both cases, they will develop AIDS if they are untreated
(Slaughter-Mason.) Because we can demonstrate all four of Koch’s postulates,
we can safely say that HIV causes AIDS.
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“too young to die”
Christina Hyde
October 2004
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Why is there so much stigma attached to an AIDS diagnosis?
In a study done in 1999, US citizens from all 48 contiguous states were
polled about their perceptions of HIV stigma. Of the respondents, 86% believed
that people with AIDS had been unfairly treated in both the past and the present.
“People with AIDS faced ‘a great deal’ of persecution in the past and ‘some’
persecution in the present” (Herek, Capitanio.) Why do we have so much stigma
associated with this tiny virus?
HIV and AIDS have been associated with sex and drug use since the
beginning of the epidemic. Sex is something done behind closed doors; it is
private and we do not like to talk about it. Drugs are illicit, and also not easy to
talk about without condemnation. Many times sex and drugs are voluntary
activities, something done for pleasure; so if someone contracts a disease by
participating in those activities, they brought it upon themselves. Right? No!
That is a very short-sighted argument and leaves out so many other factors. Sex is
not always voluntary, it is not the only means of HIV transmission, and most
people would not willingly bring a life threatening virus into their bodies.
Unfortunately too many people would agree with that first statement. In a 2000
survey, 18.7% of respondents agreed that people who get AIDS through sex or
drug use deserve their illness (Brimlow.)
Stigma in Africa
In Africa the stigma associated with HIV is pronounced, and people will
go to great lengths to protect their secret. Mothers who know that they are HIV
positive will breastfeed their children to avoid suspicion from the community
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which they would receive if they were to use an alternative means to feed their
child. People in long term relationships will avoid using condoms and deny that
there is any risk of contracting HIV (Rankin.) Denial does not make the virus go
away. The stigma that people are trying to avoid is fueling the spread of HIV.
In small villages in Africa word gets around. People will avoid getting
tested for HIV even if there is a testing station nearby because word will get out
that they were tested (Rankin.) The assumption is that ‘only people who have
something to fear will get tested.’ So even though someone may not have HIV, in
the eyes of the community they do simply because they were tested.
The longer that people deny that they could have HIV, the more it is
allowed to spread. In effect, the stigma from the community catalyzes HIV
transmission. To avoid public shame people do not find out their status, and even
if they do know their status they do not change their behavior because that would
be an admission of ‘guilt.’
The HIV status of an individual can shake up their family and divide their
community. A wise man once said that the tongue has the power of life and death
(The Quest.) This is illustrated in the gossip which can cause a family to be
ostracized because there is doubt about the HIV status of one of their family
members. People may refuse to purchase their wares because they could be
‘tainted’ with HIV. This can destroy the economic welfare of the whole family
(Rankin.)
In an effort to avoid public knowledge or to prevent the virus from
spreading, an HIV positive family member might be made to eat alone or
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confined to a room out of sight of neighbors. This will only increase the personal
struggle that a person who is diagnosed with HIV must face (Rankin.) If
treatment is available, HIV is not a death sentence, but it is not easy to live with.
Traditionally there were no orphans in the African cultures; when a child
lost their parents, they were cared for by one of their relatives. With the burden of
AIDS, many families do not have the means to support another child or five; if
they do take the orphans in they will all face poverty together (Roby). The
malnourishment resulting from poverty begets disease and it spirals downward
from there. In addition to the financial considerations, a family who takes in a
child orphaned by parents who had AIDS risks the same loss of community
support.
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“Concern”
Christina Hyde
28 October 2003
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Our future with AIDS, Any Hope?
Obviously, it is not enough to research this disease, we have to spread the
word and change our social habits. The way we treat the poor and sick defines
the character of society. People who are living with HIV and AIDS deserve our
compassion, not our pity. They deserve our love, not our disgust. They deserve
to be treated like normal human beings, not social outcasts.
Both cancer and AIDS are life threatening, but if they respond to
treatment, the patients can have a good long-term prognosis. Why is it then that
families rally around someone who has cancer, but the one who has AIDS is
treated as a social outcast?
Todd Murray is a 24-year-old man who has HIV. He has not let that
diagnosis become a death toll resounding throughout his life. Rather, he has
become active to help others who are HIV positive. When asked what the biggest
problem facing people who are HIV positive was, his reply was simple, stigma:
“The general lack of understanding and compassion towards the HIV positive…
we're treated like lepers” (Jones.)
HIV and AIDS wreak havoc on our bodies, and yet the worst part of the
infection is caused by people, not the effects of the virus. There is hope, but only
if we can change our perspective. Our scientific knowledge will be effective once
we can respond with fewer stigmas towards HIV and AIDS. If people do not fear
the community’s reaction in Africa, they will get tested. If people understand
how HIV spreads, they will not be afraid to interact with people who are HIV
positive. Global change starts with individuals.

23

BIBLIOGRAPHY
“A Cluster of Kaposi's Sarcoma and Pneumocystis carinii Pneumonia among
Homosexual Male Residents of Los Angeles and range Counties, California.”
CDC-MMWR 18 June 1982. CDC. 12 Apr. 2008.
<http://iier.isciii.es/mmwr/preview/mmwrhtml/00001114.htm>
Brimlow, D., J. Cook, and R. Seaton, eds. “Stigma and HIV/AIDS.” Health Resources
and Services Administration. May 2003 U.S. Department of Health and Human
Services. 28 Apr. 2008.
<http://hab.hrsa.gov/publications/stigma/front.htm>
Champeau, D. and K. Elliot, eds. AIDS and STIs: A Global Perspective. Massachusetts:
Pearson, 2007.
Cogan, J. and G. Herek. “Stigma.” The Body. 1998. Body Health Resources Corporation.
5 May 2008.
<http://www.thebody.com/content/art14039.html>
“Current Trends Update on Acquired Immune Deficiency Syndrome (AIDS).” CDCMMWR. 24 Sept. 1982. CDC. 1 May 2008.
<http://iier.isciii.es/mmwr/preview/mmwrhtml/00001163.htm>
de Boer, B. “HIV and AIDS in America.” Avert. 07 Apr. 2008 Avert. 20 Apr. 2008.
<http://www.avert.org/america.htm>
Dreher, T. “Virology Lectures.” Nash Hall. Corvallis, OR: 2008
Fears, D. “Study: Many Blacks Cite AIDS Conspiracy.” Washington Post 25 Jan. 2005.
22 May 2008.
<http://www.washingtonpost.com/wp-dyn/articles/A33695-2005Jan24.html>
Herek, G. “American Public Increasingly Blames People With AIDS and Misunderstands
How HIV Is Transmitted.” Sexual Orientation: Science Education and Policy. 26
Feb. 2002 University of California at Davis. 1 May 2008.
<http://psychology.ucdavis.edu/rainbow/html/stigma_02_press.html>
Herek, G., J. Capitanio, and K. Widaman. “Stigma, Social Risk, and Health Policy:
Public attitudes toward HIV surveillance policies and the social construction of
illness.” Health Psychology. 2003. 5 May 2008
<http://psychology.ucdavis.edu/rainbow/html/aids_names_reporting_paper.html>
“HIV-Related Knowledge and Stigma- United States.” CDC-MMWR. 1 Dec 2000. CDC.
1 May 2008
<http://iier.isciii.es/mmwr/preview/mmwrhtml/mm4947a2.htm>

24

Hymes, K.B., T. Cheung, J. Greene, N. Prose, A. Marcus, H. Ballard, D. William, and J.
Laubenstein. “Kaposi's sarcoma in homosexual men-a report of eight cases.”
Lancet 1981. 10 May 2008
<http://www.ncbi.nlm.nih.gov/pubmed/6116083>
Jones, L. “24 Years Old and Changing the World.” The Body. Body Health Resources
Corporation. 20 May 2008
<http://www.thebody.com/hivawards/winners/tmurray.html>
“Kaiser Family Foundation Survey of Americans on HIV/AIDS.” May 2006. Kaiser
Family Foundation. 1 May 2008.
<http://www.kff.org/kaiserpolls/upload/7522.pdf>
Kanabus, A., and J. Fredriksson-Bass. “HIV and AIDS in Africa.” Avert. 18 Apr. 2008.
Avert. 1 May 2008.
<http://www.avert.org/aafrica.htm>
-----. “History of AIDS up to 1986.” Avert. 12 May 2008. Avert. 15 May 2008.
<http://www.avert.org/his81_86.htm>
Lowry, M. “Immunology Lectures.” Nash Hall. Corvallis, OR: 2008
“Pneumocystis Pneumonia- Los Angeles.” CDC-MMWR. 5 June 1981. CDC. 12 Apr.
2008.
<http://www.aegis.com/pubs/mmwr/1981/MM3021.html>
The Quest Study Bible: New International Version, Proverbs 18:21. Marshall Shelley,
gen. ed. Grand Rapids: Zondervan, 1984.
Rankin, W., S. Brennan, E. Schell, J. Laviwa, and S. Rankin. “The Stigma on Being HIVPositive in Africa.” PLoS Medicine. 19 July 2005. Public Library of Science. 16
May 2008
<http://medicine.plosjournals.org/perlserv/?request=getdocument&doi=10.1371%
2Fjournal.pmed.0020247&ct=1>
Roby, J., and S. Shaw. “The African orphan crisis and international adoption.” Social
Work. 1 July 2006. 15 Jan. 2008.
< http://goliath.ecnext.com/coms2/gi_0199-5816839/The-African-orphan-crisisand.html>
Salyers, A. and D. Whitt. Bacterial Pathogenesis, a molecular approach. Washington
D.C.: ASM Press, 2002.
Slaughter-Mason, S. “AIDS and STD’s in modern society lectures.” Withycombe Hall.
Corvallis, OR: 2008

25

“Stigma.” American Heritage Dictionary. 2006. Houghton Mifflin Company. 1 May 2008.
<http://dictionary.reference.com/browse/stigma>
Timberg, C. “In S. Africa, stigma magnifies pain of AIDS.” Washington Post Foreign
Service. 14 Jan. 2005. 1 May 2008 <http://www.washingtonpost.com/ac2/wpdyn/A7822-2005Jan13?language=printer>

