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Sexuality should be o huge concern for the haemophilia
community, Even before the advent of HIV, we were coun-
selled about the risks of men passing on the gene for
haemophilia to their daughters; or, for women who are
carriers, giving birth to o son who was o hoemophiliac.

Establishing a relationship and starting o family has always
heen « loaded issue. Accepting the recliies of o genetic
condition which not only affects the sufferer but can also
affect the children is a responsibility which we have always
been made to face. Many of us have consequently been
made to feel guilty even about deciding to have chiidren.

What effects hove these pressures had on our feelings of
self worth, our desire 1o be sexual, and in the establishment
of intimate relationships? Having haemophilia also affects
one’s body imoage and therefore one’s consciousness as a
sexual being, Joint damage, limited movement, und aliered
physical appearance dll play o significant role in how
people with severe haemophilia see themselves and how
they function sexually. For all of us with haemophilia what
are our attifudes about our bodies? Do we have fears of
acceplance by actual or potential sex partnersg

Facing up to being infected with HIV and being infectious
has served to reinforce on dlready negative self-image. Sex
and sexuality are issues that many people with haemophilia
are reluctant to examine, subjects that we are all too quick
to push back into the closet.

Haemogphilia centres have always played e major part in
the lives of haemophiliacs and their families. Although
some professionals recognise that many haemophiliacs can
be empowered consumers of health care, many have
played a very puterndlistic role; or for nurses and/or social
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workers, o great percentage of whom are women, o mater-
nalistic role. Many haemophiliacs say that # is ferribly
embarrassing fo have the women who provided their
haemophilia care to them as children, then irying to talk
with them about their sexuality, This has become especially
significant since the advent of HIV. Many haemophiliacs
say that they still feel as i they are children in the eyes of
the haemophilia centre staff. The underlying culture of
paternalism which pervades many doctor - patient relotion-
ships {nof just those related to haemophilia) often
contributes to this atmosphere. '

In the early years of the HIV epidemic, there was intense
denial about this disease both in families, and amongst the
medical care providers. Prevention of sexual transmission
was fust not discussed very openly. Certainly, whatever
discussion did occur was shrouded with embarrassment
and secrecy. Unfortunately, much of the early risk reduction
massages equated sex with death. “Use condoms every
time or you'll kill your partner.” It didn't help that a number
of women were already infected before anyone knew about
risk reduckion. Sadly, there cre foo many wives and
partners who have already died.
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Sex, drugs and rock ‘n roll are issues that are
very close to the heart of the Birchgrove. So it
will come as no susprise that we have chosen to
cover these important themes in our forthcoming
issues. {Any comments or contributions are
always gratefully received.} This issue we are
taking the opportunity to re-examine the
concerns surrounding sex and sexuality.

Some of you may remember in the dim and
distant pask that our medical professionals made
hwo simultaneous decisions. They not only
decided to tell vs that we were infected with HIV
but they also took the opportunity to (perhaps for
the first time) discuss our sex lives and/or our
sexual proclivities. This double shock waus not
easy to come to terms with,

At least not many of us have had to bother with
any more of those irritating little “safe sex” talks
or any more of those infimate “counselling
sessions” with embarrassed professionals who
seem more owkward about what we get up to in
bed than most of us did. | suspect that this
embarrassment Factor has made SEX o subject
that most haemophifia centres no longer feel
eager o tackle. But we are still HIV positive and
we still have sex.

Where is the safe sex literature? Where is the
support for our partners? Where is the support
for people who are establishing new relation-
ships It is an increasing concern that many who
at one time practiced strict "safe-sex” procedures
no longer feel the same sense of urgency. Do
you still wear a safety-belt? There are some who
never hothered fo start!

This surprising lack of energy and effort going
into information for people wha are positive
cannot help the rest of the community. There are
many anecdotal examples of positive men who
are not willing to take on the responsibilifies of
being HIV positive. 1t is perhaps a little ironic
that the health promotion authorities put such
efforts into persuading people who may not be
positive to “take care” and little or nothing into
those people who are a guaranteed risk o the
rest of sociefy.

What about a safe sex campoign for those
living with the virus? Not, “this is how to avoid
AIDS” but “this is how to fuce another bloody
condom after fen yearst”. What about risk
reduction for those who have become sick and
tired with the whole concept of HIV, “safe sex for
the terminally bored.”

SAFE SEX - WITH A COW!

Phobics have made the nationat headlines in
Zimbabwe and in the United States. In
Zimbabwe, Israel Zinbonge was convicted for
having sexual relations with his cow. His defence
was based on nosmaphobia, which in this case
includes the fear of contracting HIV from a
human sexual partner.

In a similar story from Washington DC,
uniformed CIA officers wore latex gloves when a
delegation of leshian and gay officials attended
a meeting at the White House. While nosmar-
phobict moy have been a factor in this action,
other psychiatric terms describing the Secret
Service’s behaviour include hemophobia, auto-
mysophobia, katagelophebia, and spermo-
phobier.

At least, the Zimbabweans' HIV/AIDS education
programs are effective. Zimbabweans under-
stand how HIV disease is ransmitted, which is
more than can be said for US federal employees.
Israel Zinbange was sentenced 1o jail as a conse-
guence of his nosmaphobic. The Secret Service
officers will probably only be ordered to attend o
hastily constructed and useless HIV seminar.
Justice might be better served if hey were sent to
work on o Zimbabwean catile ranch for o few
months.

The next issue of the “Birchgrove” newsletter
will be on the theme of Drugs. We would he
pleased to publish peoples views and experi-
ences both of using prescribed medicines ond
recreational drugs such as marijuang, ecstacy
and oleohol ete.

The views expressed in each of the articles are
those of the individuat authors, and not reces-
sarily those of the Birchgrove Group. The
Birchgrove is @ forum for discussion and seeks
o encourage debate on the issues that affect
people with haemophilia and HIV. We would
encourage anyone who moy hove strong views
regarding any of the items published in this
newsletter to wrile to the Editor. We are keen to
publish any thoughts or views which help
promote a healthy debate. No assumptions
should be made regarding the healih status of
any individuol whose name appears in this
publication.

"BIRCHGROVE" is pubfished by:
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I've heard stories from around the country about
the risk reduction advice offered through
haemophilia centres. Some spoke about
sensitive, confidential assistance. But others told
of counselling sessions in the dlinic waiting room,
or in public hallways. OF how couples were split
up and given divisive messages. There were
many versions of the same punitive message “do
# right or die”.

The family spliting and punishing messages
offered, sither overtly or covertly, were respon-
sible for adding insult o injury. One message
was that we shouldn’t gef pregnont, because we
could die and kil our child as well. Another was
that our men weren't keeping us safe enough, so
it was up to us to make sure that we were
responsible for safe sex; instead of communi-
cating that it was a shared responsibility to be
safe. The unspoken {and semi-spoken) messages
formed a powerful undertow:

Sex=HV, HiV=Death; Therefore, Sex=Death.

I sometimes feel that we are in the process of
incest recovery here. Many health care profes-
sionals have chosen Io freat us in a very pater-
nalistic manner. In essence, they have said to us,
“Believe in us, and give us your trust. You can't
know what's best for you unless we tell you.
Don't worry, we'll take care of you, and every-
thing will be alf right.” They were our daddy.

Unfortunately, a dependence on this paternalistic
hedalth-care system hos not helped us to deal with
a disease that was injected into us by the doctors
who said they had our best interests at heart.
We need fo realise that decisions were and are
ofien macde on financial grounds rather than
purely medical grounds. We need to see our
health care as part of a larger economic and
political picture. Not simply a relationship
between an injured child and a caring parent.

During the early to mid-1980s, there were few
organised atfempts to even acknowledge the
epidemic, let alone respond to it. The medical
world had difficully in confronting the redlities of
the situation, How could the freeze dried concen-
trates that they recommended be conteminated?
How could best practice be so wrong?

An analogy con be drown between the silence
that surrounds our haemophilia-related HIV
epidemic and silence that surrounds incest. Some
haemophiliacs are only now waking up fo this
abuse. They can hardly believe that their “father”
would have done those things to them, but the
effects of HIV on their bodies is evidence that
does not lie. Others deny that this "father” could

ever or would ever, abuse the family like these
dangerous siblings say he did.

But for many of us, it feels crucial that we get
something from “daddy” around this “incest”
process. We need fo be listened to in a very
deep way, We need fo speak of our poin and
anguish, We need the depths of our hurt
validated, and te have ocknowledged that what*
happened to us was, and still is, very, very
wrong. Perhaps we need to hear someone say
that they are sorry.

I'm not saying that they should publicty admit
wrongdoing, but that they should openly
recognise our suffering in o way that allows us to
feel seen ond to feel heard. That this should be
done without defensiveness and denial. For those
of us who still have a strong emotional connec-
fion to the medical profession, this validation and
recognition would be a good beginning for o
healing process.

Ultimately we need 1o heal ourselves as individ-
uals, and not leave it up to “daddy” to make
everything OK. Cne way to begin the healing
process is through activism. This process can
help us demonstrate that we are children no
longer. You're reading it right now.

Another way is to try and heal our awn indi-
vidual lives. it is necessary to learn new concepts
in order to become o healthy and functional
adult after surviving fife threatening abuse when
dealing with sexuality and/or health care. Some
of these things include; setting appropricie limils
and boundaries around what each parly is
allowed 1o do, and/or is responsible for.
Learning fo insist on having full, informed
consent to any procedures or any decisions, and
being aware of the freedom to choose the
appropriate peopie fo support and advise us.

| have struggled with many of these things for
years, and | know that it can toke iremendous
amounts of energy and courage fo become
responsible for one’s own healing. Each individ-
uals confribution to this fight for independence
can help the health of the hoemophilia
community. We must strive to create befer
communication channels between health care
professionals and patients and we must leara to
speak openly about what is important ta any, o
all of us.

This article is based on ideas of Beth Weinstein who
writes for The Common Factor, the US forum of The
Committee of Ten Thousand,




