Let’s stop talking about AIDS

by Simon Watney

Most readers will be familiar with
the history of how the Acquired Im-
mune Deficiency Syndrome was
first identified in the United States
in 19811, Doctors in New York and
Los Angeles had independently
reported significant clusters of
cases of two previously very rare
medical conditions—pneumocystis
carinii pneumonia (PCP), and a
form of cancer known as Kaposi’s
sarcoma (KS). The only connection
between these, and a number of
other rare diseases being reported
amongst otherwise healthy young
gay men, was their known associa-
tion with damage to the body’s im-
munological defenses.

Because these clusters were first
identified among gay men, they
were at first collectively described

_as Gay Related Immune Deficiency

(GRID). It was eventually recog-
nised (and not without con-
siderable resistance on the part of
some doctors and epidemologists)
that the underlying causes of these
clusters of rare diseases was not
specific to gay men, especially after
it was discovered that the unknown
agent (or agents) responsible for
them could be transmitted via
blood transfusions. Thus, in 1982,
the Center for Disease Control
(CDQ) in Atlanta, Georgia, official-
ly classified the condition as Ac-
quired Immune Deficiency
Syndrome, by which name it is still
widely described.

The Human Immunodeficiency
Virus (HIV), which is responsible
for AIDS, was not isolated until
1983, and not made public until the
following year. In all of this it is im-
portant to remember that doctors,
and members of the gay com-
munity, were working backwards in
adetective manner, in order to estab-
lish the agent responsible for AIDS,
and to understand its possible
modes of transmission in order to
protect people. Thus it was that

AIDS is NOT a single condition

Hence the need to repeat that AIDS
is not a single condition, and that
different people diagnosed with
AIDS will not therefore necessarily
share any medical or clinical ex-
perience. AIDS can be experienced
in a wide variety of sequences and
combinations of what are known as
“opportunistic” conditions—con-
ditions which have taken the “op-

disease is an easy option, but it
obscures almost all the real issues
faced by individuals with AIDS,
and has led to any number of mis-
leading assumptions and ill-in-
formed beliefs about almost every
aspect of the epidemic. For ex-
ample, many people still talk about
“catching AIDS, and the belief that
there is an “AIDS test” remains un-
fortunately widespread.

The easiest and most logical way forward would surely be to
gradually abandon the category of ARC and AIDS altogether and
to encourage the adoption of a simpler — and more accurate
distinction between HIV infection and HIV disease.

Michael Callen and Richard
Berkowitz wrote their ground-
breaking pamphlet How to Have Sex
in an Epidemic, with a preface by Dr.
Joseph Sonnabend, in 1983, on the
assumption that some sexually
transmitted factor was responsible
for many if not all cases of AIDS.
That was the originating moment of
what we all now know as Safer Sex.
Nonetheless, even now in 1988, the
distinction between HIV and AIDS
is still far from universally under-
stood, and AIDS is widely regarded
as if it were a single disease, rather
than a syndrome, which refers to a
huge range of conditions which
may emerge in the wake of HIV in-
fection, and damage to the body’s
immunological defenses.

portunity” (horrible word) of
damage caused by HIV. It should
also be stressed that most of the con-
ditions which may lead to an AIDS
diagnosis are present in all of us, but
are held in check by our immune
system.

It is this set of relatively
straightforward facts which is dif-
ficult to communicate to many

people because of the way in which

AIDS was first identified and clas-
sified back in 1982. Many of the
most basic misunderstandings
about AIDS stem from a failure by
journalists and others to appreciate

_the sheer diversity of medical ex-

perience, and the complexity of is-:
sues raised by a syndrome. To
describe AIDS as if it were a single

Strong reasons to bypass AIDS

There are thus strong reasons why
we should consider following the
example of doctors who have
bypassed the notion of AIDS, justas
AIDS bypassed the earlier clas-
sification of GRID. They talk of HIV
infection, referring to the specific
and limited modes of transmission
of the virus; and HIV disease, refer-
ring to the disease of the immune
system itself and the wide spectrum
of subsequent medical conditions
which may arise in the wake of HIV

infection.

There 15 another compelling
reason why weshould considerthis
as a significant advance. As know-
ledge concerning the effects of HIV
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MONTHLY PUBLIC
EVALUATUON MEETINGS
Rites holds evaluation
meetings after every issue on
the first Tuesday of the month.
Join us for the next one:
Tuesday April 4 at 8pm
519 Church Street Community

hree ways to be
part of the excitement!

Rites invites you to participate in the making of Canada’s most
exciting gay and lesbian liberation magazine. If you write, take
pictures, or can cut and paste — we’d like to hear from you. Here
are three easy ways to connect with Rites:

PRODUCTION — LAYOUT &
PASTE UP
More fun than Saturday
afternoon art class. Learn
hands on how a newspaper
is made:
Saturday and Sunday from
1-6pm at the Rites office in the

Coach House behind 428

Dundas St. East. The next

production dates are: April
22,23; May 20, 21; June 17,18

DISTRIBUTION
Now the real fun begins.
Envelope stuffing, labelling,
sorting and bagging. Mail out
takes place the Thursday after
production.

grew in the 1980's it became cle
that a large number of people wi
HIV were becoming seriously i
though they did not have illness
which are officially classified |
AIDS. The revision and enlarg
ment of the diagnostic category
AIDS by the CDC in August 19
has not really improved the situ
tion of allthose people who still fi1
themselves diagnosed as peop
with AIDS Related Complex (AR(
sometimes known as AIDS Relat:
Conditions.

A diagnosis of ARC is in sor
ways even more difficult for ma
individuals to live with than a dia
nosis of either HIV infection,
AIDS. ARCis widely seen as an “|
between” condition, half-way t
tween HIV and AIDS. This only ¢
courages the use of absurd ter:
like “full-blown AIDS” to refer
people with symptoms of the sy
drome, and implies that peog
with ARC have “half” or “ser
blown” AIDS!

A simpler, more accurate
distinction

It is clear that nobody set out
deliberately construct this Chine
Box of medical categories, with
the confusion and misunderstar
ing which they tend to reinfor
The easiest and most logical w
forward would surely be
gradually abandon the categor
of ARC and AIDS together, and
encourage the adoption of t
simpler—and more accurate—c
tinction, between HIV infectiona
HIV disease. In this way large nu
bers of people would be spared -
totally unnecessary stress involy
in an ARC diagnosis, which i
cruel and sadistic category w
which nobody should in future
obliged to identify their experie;
of HIV disease. This would a
have the advantage of undermin
much of the demonizing mytk
ogy surrounding the present cl
sification of AIDS. It would a
make the task of HIV education
easier, and by making the epider
more comprehensible to mc
people, might help in the cruc
task of preventing further inf
tions, and improving the gene
quality of life by everyone affect
the consequences of HIV infecti
and HIV disease.

1 The Search for the Virus by Steve Coni
and Sharon Kingman (Penguin, 19
provides the clearest available acco
of this history.
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