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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.

' THE SEX ISSUE continues on poge 3
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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:
The Birchgrove Group, PO Box 313,
Conterbury, Kent CT1 1GL

Tel: (0345) 697231 (Lo Call)

Editorial Board: Michael O'Driscoll {Editor],
Paut Jenkins, Cady Khudabux, Paul Kimberley,
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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,




Remember when fucking was fun? Remember
when just about anything went2 When the explo-
ration of each others’ bodies meant both the
giving and receiving of pleasure, and was an
expression of love? When you didn't have 1o
worry about STD's because there were drugs to
sort them out?

Those were halcyon days, the Days Before
Condoms {DBC). ¥ all ended for me in the
Summer of 1985, when | was diognosed s
being HIV positive. | was informed by Centre
Director, a man who, though not lacking in
empathy, seemed ceutely uncomfortable with
what he had to tell me. It took quite a while for
all the ramifications of the diagnosis to sink in -
hardly surprising given the conflicting informa-
tion | received on each separate visit to the
hospital.

The first visit it was, “Don’t worry too much
because only 10% of HIV positive haemophiliacs
go on to develop full blown AIDS,” but by the
second visit it had risen to 50%. Shortly after the
message was, “You'd better make o will, son,
because 90% of you will be dead within three
years.”

There was however, one constant: “Don't,
whatever you do, have sex.” Just to complicote
matters further, at the time of the diagnosis, my
wife was five months pregnant. OF course she
was offered reclly helpful advice like, did she
want o termination? Given that she hadn't
contracied the virus, and that this might be our
only chance for a child, we politely told them
what they could do with their termination. On
second thoughts, perhaps we weren't so polite
atter all.

This great big "No” of sex lasted throughout the
Summer and on into Winter. My daughter was
born in November of that year ond [ was
becoming somewhat demented from this
prolonged spell of unwanted celibacy. The
rationale as it was explained fo us was, "You just
can't take the risk of infecting your wife and
child; condoms aren't relicble; just abstain till we
think of something; what did Ged give you
hands for, anyway?” My wite gave birth by a
Caesarean section, which meant that our period
of abstinence was further prolonged, till we were
finally informed by the centre Social Worker, that
there was some light at the end of the tunnel.

This light was called “Safe Sex.” Suddenly
cendoms were okay; not only were they okay,
they were cool, they were hip, they were sexy.
Suddenly, every basturd seemed to be wearing
them, they became o fushion accessory. They

were even advertising the damn things on TV.
The thing was that | could still remember the
DBC. And while condoms might look cool
hanging out the arse-pocket of faded Levi 501%,
given the chaice, | think most HIV positive people
would rather not have fo use them. Most of the
good looking, hedlthy actors used to sell the
condom concept, actually had a choice - they
weren't infected with the virus. If you're given a
choice about something + anything - then you're
free to experiment; if something is imposed on
you, then it becomes a drag.

But in those days, just being allowed fo fuck
again was a joy. As long as you could bury the
fear and worey of infecting your partner through
some cccident with & condom. As long as you
could cope with sex that was gentle to the point
of passivity; as long as the missionary position
was alf you needed to get by,

But what if these things weren’t enough? What if
you weren't happy to consult a checklist each
time you jumped into the sack with your partner?
A checklist that said, “Don’t come in [or onl}
your partner; don't stick your tongues down each
others’ throats; don’t bite, scratch, lick ar suck;
don't get carried away; don't stick it anywhere
other than where nature intended; and don’t do i
oral sex.”

Picture the scene, the lights are turned down fow,
the two of you are kissing and cuddling, feeling
yourselves getting aroused, the juices starfing to
flow. Clothes are abandoned, limbs get tangled
up, you're thinking about only one thing, when
that internal alarm goes off. Uh-Oh. Out comes
the mental checklist; you run down it, asking can
we do this? No. That? No. How about this then?
Yes, but only when the moon is in Scorpio, and
only then if it's o leap year and the month has
an “O in it. Jeez, | can hardly waitt

| guess this is about something that was stolen
from me, and not just from me, but from my ,
wife, Call it the innocent pleasure of sex, for
want of a better lerm. The freedom to enjoy sex
without having fo worry that | might kill my wife
os a result of my sexval drives. This is o major
part of my life that's been limited; not only has
my immune system been compromised, so has
my sexuality. | miss all the things { can’t do, and
sometimes 1 feel bitter and angry. | resent the fact
that we can't take the risk of unprotected sex to
try and have another child. This issue, has
perhaps, been the bitterest pill o swallow.

And yet somehow, we've adapied; we've
adapied because we've had fo. The first thing we
did was o give up on the safe sex manuals ond




Puge §

rely on common sense. Then we starfed experi-
menting with different types of condoms. There
are so many on the market now, you can fecl
bewildered by the choice. But lrying all the
varieties can add to the fun. You can get your
plain, run of the mill type Johnny; Superfine for
extra sensitivity; ribbed; coloured; flavoured -
try Lemon and Lime, that's o favourite of ours -
extra-sirong for the paranoid, extra large for the
liars; you can even get Johnnies that glow in the

dark!

And then of course there’s foreplay, which, with
a bit of imagination and experimentation, can
often be the most exciting part of love making.
We've discovered that foreplay isn't necessarily
merely a prelude to penetrative sex. In fact, the
pleasure that can be derived from touching,
stroking, caressing and licking, can lead fo an
orgasm as intense and as satisfying as the
orgasm from actual intercourse. The only limit is
the imagination, and as my wife keep telling me,
“sex is as much in your mind as it is in your
genitals”.

Honesty is crucial fo any good relationship and
especially when it comes to sex. But it one of you
is HIV positive then it becomes absolutely
essential to work out how you discuss things
between the sheets. If all the issues aren't
discussed, then fear and ignorance can create
an insurmountable barrier to a full and hoppy
sex life.

But, if both pariners are fully aware of the issues,
are honest with each other, open about what
they want from their sexval relationship, and
they both give their consent, then there are
numerous ways in which they can give each
other pleasure with minimal risk.

in reguining control of our sex life, we have
found the confidence to take control of other
aspects in our lives. HIV and AIDS has ceased to
be the defining characteristic of who, and what
we are. | have been forced to becorne more
intensely aware of sexval issues in our relation-
ship and | have had 1o develop the confidence to
take responsibility for those decisions that effect
the health of me and my wife.

The most important thing to me is no longer the
state of my HIV or which new prophylactic drug
o take, (the only prophylactic that 'm interested
in these days is the kind that you wear on your
dickl). But watching our daughter grow up, my
wife’s career, finishing my degree, friends,
holidays, o glass of red wine and a good movie.

Oh yes, and fucking with someone | love.

WAND JOBS
~ The Cariadion AIDS Society Guidelines st
_"rhaf there is o ”!heorehcql rtsk onty" (thls‘-




BY MARK WEISNER, PK.D.

Passion? What passion? If's enly a faint glimmer
on a far off horizen. You've been with the same
partner forever, and you wonder what
happened. The romarice, the intrigue, the
innuendo, those nights of racing over to meet
each other, the passionate kisses, the sex... gone.
You stand in the bathroom and wonder if its
worth the trouble to even get something started.

Once you've ruled out physical or emofional
causes, and if you have had a relatively
problem-free sexual appetite in the past, iry
some of the following suggestions:

Arrange infimate times together. Sexudl play
con start with innuendo in the morning for
activily in the evening. A lot of sexval pleasure is
created by anticipation. A midday phone cdll,
Howers sent 1o the office, u love note expressing
your eagerness to be together - all increase your
sexual energy level.

Meke “sex dates,” stop waiting for spantaneity.
The reality is that people who are newly sexual
vsually “plan” having sex. As they dress for the
evening, and plan their time, they allow for, and
even arrange situations for sexuat contact. Do
you remember the days when you changed the
sheets on the bed because you knew you'd be
having sex?

Think about activities that lead to sex. You can
arrange fo have sex now, just as you did back
then. Perhaps o romantic prelude is in order...a
quiet dinner for two, or a walk on the beach.
Having o large meal before sex can take the fun
out of it. Think abeod.

Use your imagination, Fantasise freely. If you
are bold, share your fantasies with your partner,
either before going to bed or during love
making. Ask directly for what you want, either in
a note or in person. Experiment and watch your
desire grow.

Make a list of sexual preferences in the form of
a menu. Include appetisers {foreplay), main
course [intercourse or acts leading to orgasm)
and dessert (aferplay}. Exchange filled-out
menus with your partner. Completing o sexual
meny makes it easier fo communicete verbally
with your partner later.

Experiment. Plan something new with your
partner every now ond then. Carry it through
even if it makes you a lifle uncomfortable. This
will increase your repertoire and appelite.

Play with one another. Have sexual play leading
fo orgasm without infercourse. Learn to focus on
other aspects of intimacy - using all five senses.

Practice touching each other differently. Ask what
kinds of touching, and where your parter
prefers to be touched. Slower, faster, lighter,
harder, more to the right, more to the left - these
are the kinds of directions that can be helpful.

Be generous. If you are receiving directions,
don't expect that tomorrow your partner will
want the exact same kind of stimulation. Just as
people change from day to day in their intensity
of orgasm, it is quite normal Jo be more or less
sensitive from one day to the next. Genily ask for
directions if you aren’t getting the kind of
respcnse you expect,

Nofice your reactions. Focus on your own
feclings and share them with your partner, so
you won't lose the focus of your own body. ff
you are both concentrating on what you are
"doing to” the other, your efforts will cancel each
other out. Focus on what creates positive sensa-
fions for you. Tell your portner exactly what fo do
to make it increase.

Do some research fogether. Sit down fogether
and leaf through a sexual manual that presents
different sexual activities and positions. Sharing
this input becomes o catalyst for discussion. if
you can commuricate sexually, you will be able
to communicale on any level,

Be flexible. Orgasms are not mandatory; the
goal of making love is mutual pleasure.
Whatever gives you pleasure is enough. If one of
you is not well or too fired for an orgasm, stop.
If being held is your idea of pleasure, ask for it.
If your partner insists that you give him or her an
orgasm, and you don't feel up to it, ask them to
take care of themselves. If you keep turning your
partner down, oke the time to look at the
problem seriously.

Get the big picture. Understand that what
happens in your relationship is a generally
reflected in the bedroom. If your pariner avoids
having heoart-to-hegrt talks with you in the relo-
fionship; you might find yourself feeling a lack of
his/her presence during lovemaking. You might
end up feeling like you just had sex when you
wanted to maoke love. Talk about the difference
and see what happens.

Get help. If you can’t make these suggestions
work, seek out a therapist who works with sexudl
issues. Most sex therapy only requires a few
sessions if you don’t hove a problem history.
Having a rich sexual life is healihy, and worth
the effort it takes to create.

Author Mark Weisnsr, Ph.D. is a Psychologist and o
trained sex thorapist, lecturer and outhor.
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The first artficle on this subject was published
back in November 1994, firsily in this newsletter
and subsequently in the Hoemophilio Sociely’s
Bulletin. Out of the blue the Mocfarlane Trust
stopped funding any forms of fertility treatment
from November 1994. 1 still haven’t been able to
get a clear answer, why they decided fo stop
funding for all forms of ferfility treatment.

Sperm washing in the UK has developed to the
point where at least four hospitals are now
asking for HIV positive men fo give samples of
semen, so that the sperm washing process can
be tried and perfected. Thus, in the very near
future, they should be able 1o offer sperm
washing to couples so that they can start a
family with the minimum amount of risk.

The technique itself isn’t anything new, it's used
regularly in IVF treatment. It's just that they have
fo make sure that they are using the right
technique and that the results are the same each
time. Getfing this far has taken olmost bwo years,
so when are they going to be able to offer this to
people who are HIV positive? I'm being told this
could take as long cs late 1996 or perhaps even
the middle of 1997 before it becomes available.

Why doesn’t sameane Hy Dr Semprini info the
UK and let him spend some time with the Doclors
here, so that the process can move along more
swiftly for everyone concerned. In Haly to date
there are now 99 children who are here thanks
fo Dr Semprini’s efforts and the first child is now
six years old, perfectly well, and going to school.

ff someone here had taken a leaf out of Dr
Semprini’s baok, perhaps my partner and 1
would have been soved so much heartache and
desperation in trying for a baby. Its almost a
year since we started having unprotected sex
once o month to try and have a child.

Some people have scid that in offering this
technique that they would be making widows
with orphaned children. This is such @ load of
rubbish, 'm fired of reading such negative crap.
Wheo can say just how long anyone might live?
Events happen that are totally out of anyone’s
control. | could go out one morning and be killed
by a chunk of frozen piss that's fallen from @
747 on route to the Costa del Sol.

Couples have baby’s dll the time, so what makes
any other couple more secure from death than
us? All | want is to ke able to father a child os
safely as possible. To do alf the things that any
futher wants to do, read bedlime stories, play in
the park, see our child grow, watch their first
steps and hear their first words. Is that really too
much to ask?
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Dear Sir

John Lourilsen’s thought provoking
article "The AIDS Hypothesis“in Issue
no. 6. roised many interesting and
contentious issues surrounding the role
of HIV in Acquired immunodeficiency
Syndrome or AIDS. This controversy
involves questions fundomentol 1o the
ganeral iheory of diseases being
caused by the invasion of molign
organisms: bocterial, viral, fungal efc.
Many of these problems are of a
tachnical and scientific nature, but
underlying them are problems which
are semantic or conceplual in origin.
The complex nature of these problems
moke them hard to sort aut especially,
as lauritsen pointed ouf, as they are
ofien couched in technical jorgon.
tauritsen in his arficle makes three
definitive claims:

1. That there is no such !fn;ng as AIDS
2. That HIV is not hormbul

3. That peaple said 1o be suftering fram
AIDS become sick not from AIDS but
becouse they lead unhedlthy lives or
toke dongerous substances.

Let us examine the first cluim: “There is
no such thing as AIDS." Indeed it is frue
that people diagnosed as having AIDS
do not suffer and die from any single
disease entity. Acquired Immuno-defi-
ciency Syndrome or AIDS is by defini:
tion o ‘syndrome’s which means o
collection of symploms nof necessarily
related to a single cause or agent. Their
symptoms and death resulf from the
invasion of a variefy of disease
organisms: various pneumonias (viral/
bacteriall, candida {fungal), Koposi's
sarcomo [cancer] ete. While such
diseases do exist in the general popula-
tion not infected by AIDS, they are
exiremely rare, and prior to the advent
of AIDS in the early oighties, such
diseases were not ofien seen in succes-
sion, us is offen the caso wilh HIV
infected patients. In hasmophifiacs
there were almost no reporfed ceses of
deaths from such diseases, prior o the
early eighties,

An enalogous situation can be seen
with cancer. If it is the case that AIDS is
not u real consiruct, because it hos o
variety of couses ond symploms, so we
would have fo soy cancer does not exist
gither. The cluster of diseases known as
“cancer’ also has many forms and o
variety of couses. The common link
being that cancers are alf the result of
vnrestricied cell growth, this vnre-
stricted growih is in turn linked to the
filure of certoin genes fo regulate cell
division, It is this commen linkage
which defines the construct known os
cancer.

In AIDS it is the weckening und

evenival breakdown of the aufo-
immune defence system of the bady,
hecouse of the destruciion of the T4
and other cells involved in the defence
agoinst  invading  organisms  ond
cancerous cells, which allows oppor-
tunistic pathagens fo invade and cause
disease. The fink in all these coses is the
presence of HIV.

The second contenfion is that "HIV is
not harmful.” It is frue that the virus
itself does not directly cause the
diseoses which frequently attack those
diognosed as having AIDS. It is not @
direct cause of disease, but an ogent
which undermines and weukens the
bedy olfovring in other disease causing
organisms, or undermining the normal
development of the body’s cells. This is
true of cther viruses and bacteria: the
herpes virus, for exampls, is abways
present in the body but only monifests
itself in cold sores etc. when the body is
weakened by stress efc.

So what is the cavse of such diseases?
Is it the virus, or is it the weakened
condition of the body? In the case of
concer, is the couse the carcinogenic
substances, the unrestricted cell growth
or the faully gene? it is like the case of
a person who is shot - what s the cause
of their death? fs it the gun or the
bullef? I the cose of AIDS, what con be
said is thot the presence of ofl these
factors: the wegkening of the immune
system by the virus {HIV), and the
invasion of secondary pathogens seem
to be necessary condifions.

Let us examine the third confention:
“People said to be sufering from AIDS
bacame sick not from AIDS buf because
they lead unhealthy lives or ltoke
dangerous substances.” It is obviously
trve that leading o hevlithy fulfiled
lifestyle con greatly improve your
chanees of resisting disease and mental
illness. If you do rot smoke or drink
alcohol lo excess you are far less likely
to suffer from cancer of the lung, heorf
diseose or fiver malfunction. Likewise a
healthy diet, and possibly vitomin and
minercl suppi'emen?s, con help profect
us from & veriely of ailments, including,
aecording to Louritsen et af, AIDS.

Howaver, is this the case with HIV
infection? People who hove ovoided
drugs (including those currently used 1o
treat HIV/AIDS), and followed healihy
diets etc. hove still gone on fo develop
those condilions commonly associated
with AIDS. While many others who
have teken those drugs currently used
to treat HIV infection and inhibit the
onset of AIDS have not. If ofl thot is
necessary fo ovoid AIDS is fo avoid
drugs ond follow o heolthy liestyle,
then amyene following such o regime
should ot develop AIDS symplorms, but

this is plainly nof the case.

As for as iofrogenic disenses are
concerned, in the case of hoemophil-
igcs HIV infection, olong with various
hepotitis viruses, are indeed iatrogenic
infections {thot s caused by medical
tealment], but what would have been
the consequence of not foking
treatment? Most older hoemophiliacs
know the answer to thot guesiian -
severe and painful disablement, and
probable  death, From  continuous
severe haemorrhages, ‘

Obviously it is better, ofl things being
equal, not to ingest any ‘drugs’, even
aspirin or poracetamol, however we all
take them lo condrof pain efe, as ©
means fo ovoid greater problems. In
the same way many lake low doses of
AZT, and other subslances, in order o
facilitate further research into HIV
ireatment, or os lesser evils in the hope
that they will inhibit the virus. Powatful
drugs like AZT certainly invalve risk,
but they are given in extremely low
dosage and monitored for side effects.
Of course in the current state of
knowledge there is no certainty of
success, bul if we know there is
something out there trying to kill us, is it
noi hetter lo toke some precautions,
however uncertain?

David Edwards
Dear Sir

t was pleased o recd the "AIDS
Hypothesis” adicle in issve 6, and !
welcome the fact that Birchgrove is
encouraging its membership and
readership to understand the hidden
truth about how people whe are given
a "HIY antibody positive” diagnosis
really are {mislreated by the drug
cenfred approach of so-colled medical
experts.

The article wos a vivid reminder of my
own experiences with  Sepirin,
Dapsone, AZT and Pentariidine - these
“reniments” mode my fife hell, | was
made very il while on AZI, Sepirin
gave me o violent allergic reaction, and
Dapsone put e in hospital - something
HRV {whalever that is...] never did. The
last time | oflowed my consultant fo
manitor my CD4 count in 1993, it was
falling from around 560 down to 350
afer exposure to Sepirin and AZT.

Good health for me has depended on
ovoiding loxic medical drugs ever
since. It's boan about listening fo others,
ond remembering  that
“vaccines” or “efective Ireatments™ for
the ever growing number of conditions
they call AIDS are not available from
Medical Depariments {or any madical
practiioners for that matter).

“cures”,

Ly

i
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wWhat is availoble from these “experts”
concerns many people. Prominent
people such os Pefer Duesberg hove
spoken out - regardless of the frend of
current popular opinion fo support end
encovrage drug treatmenis and frials -
agoinst AZT, a deadly drug which is
still being prescribed today.

In the news we leom thot in spite of
over enthusiastic orlicles by Edword
King {NAM] and in spite of over
prescriplion by doctors (a cheap drug is
o good drugl, Co-Trimoxazole
{Sepirin, Backim] is now fo ke restricted
in i¥'s use {but probably not for “AIDS”
patients...] due to the severe reactions it
causes some people, and the potentially
lethal side effects which offect most
people who take if.

Norone has yet provided a convincing
argument fo explain why, if somecne
has apporently unconnected symploms
« few of which have anything to do with
immune deficiency ond o diagnosis of
the presence of antibodies to an
indeterminate virus colled HIV means
that they then have a syndrome called
“AlDS”, Even worse, no-one has
proved that HIV, if it exists, would
necessorily cavse any disease which
would justify the use of a discredited
and previeusly oullawed anti-cancer
drug such as AZT, or the related
experimental drugs such os ddi, ddc or
31C, or onfi-immune drugs such as
Tholidomide, afl of which are capable
of destroying the human immune
systern. Aned | most certainly don't want
a baboon’s bone marrow uanywhere
near me!

From my point of view, my censultant
has let me down. | am scared, but not
powerless. | continue fo ignore medical
“opinion” - not everyene with AIDS
consumes quantities of drugs. My local
“drop-in  centres” - namely the
supermarket and the pub - continue fo
provide me with the well-being and the
hope which | need to survive and not fo
be dlienated by the HIV/AIDS industry.
Keep the debote dlive!

Guarry Davies
Dear Sir

} found issue N® & of the Birchgrove
both inferesting ond challenging. Your
opening article “The AIDS Hypothesis”
is an unequivocal endorsement of the
challenge to HIV hypothesis. The lagical
conclusions Fram it for your members
would be to throw oway your condoms
as there is no problem from spreading
HIV, and you were given the
“compensation money” for  HIV
gequisifion  from  confaminoted
treatment under false prelexds s it is ¢
harmless  orgunism.  } personally

consider that these are dungerous and
unjust messages o perpeluale.

I contrast this article with the
ananymous fefler on page 10. The
couple writing in are clearly offended
by the alternative explonction offered
for “AIDS”, from the HIV is irrelevant
hypothesis, namely that “symptoms are
selfinducad by over indulgence in
akeoho! or nicotine, or a mid-life crisis”.
In my opinion this is the weakest part of
the challenge to HIV hypothesis, as it
does not exploin all the findings,
blames the individual for their own
health probiems, ond pushes back the
notion of guilt and innocence.

The auther of the article folls into the
same frap as those he crificises, namely
that of strongly pushing one opinion -
instead of balancing the pros and cons.
There are possible  negafive
consequences of following the beliefs of
alternalive theory, and these should be
acknowledged, ‘

AIDS, by definition, is not a single
disease entity which is why the word
syndrome is used. The only common
link found so for between people with
thot diagnasis is the presence of HIV,
but that does not meke if cavsative of
ilheclth. | quite agree that people
whose HIV -is incctive, may be co
incidentally developing the indicotor
diseases, and in many ways the lerm
AIDS is becoming os unhelphul as the
larm ARC was. Active or inactive HIV
diseuse may be more useful terms, as it
makes clearer wether the virus is
ploying @ part in someone’s current
health problems.

It is good that people with haemophilic
are taking increasing control over their
health care, ond your newslottar is
helpful in tho!. The fierce indapendence
! found working with the men involved
in hoemophilia, was the most exciling
aspect of the work.

Shirley Mallon
Dear Sir,

I do not support the hypothesis that
AIDS does not exist or that HIV is
inactive - my own personal experience
shows this nol to be frue. But, | do think
the arlicle roised many imporfant
issues. As o haemophilioc | hove
developed o deep cynicism for medical
opinion. | have hod a lifetime of being
put in plaster casts, forced fo wear
callipers and advised to take hot baths
and jefly to stop the bleeding. All these
pole info insignificance when I recoll
the medical opinion that said “don’t
stop laking factor B just becouse if's not
heat treated, risks from bleeding ore far
more dangerous thon any risk of
AIDSEY

What aboul when we were offered.
high dose AZT because that was the
best medical acvice or when we were
offered Seplrin without any discussions
about side-effects. The best meadical
advice and the best drug regimes have
in the case of haemophiliacs given us
ell o kaleidoscope of potentially lethal
viruses. We are o clossic exomple of
people made ill by their medicine.

Some of the messages in the AIDS
Hypothesis article to re-assess the
values of current dreg Ireatmenis, fo
focus on reducing the heoith risk
elements in fife, including alcohol and
cigarettes and to seek the support of @
good advisor, ore of enormous value.,
As on experienced patient, | believe
that one of the most health promaling
activifies is fo take responsibility for
your own well-being. To moke aclive
personal decisions about medical and
alternative Ireotments and only bother
with them if they honestly seem to be
doing you any good.

{ think it is time that we began to share
our burden of haemophilic and HIV,
ot just with aur centre direclors but
with heolth advisers who might be oble

to give vs o bolonced view.
Paul Jenkins
Dear Sir,

i don't think t've ever read such rubbish
in my hfe. Of the more than 1200
haemophiliaes who were infected, aver
700 are now deod. How did they die?
bid they simply imagine they were ilf2
Did they imogine their T-cell counts
were falling and that all sorts of strenge
things were happening o their bodies?
Itwosn't my imagination that | suddenly
started weoring condoms!

It doesn’t matter whaf you call HIY or
AIDS, the focts ore simple: 700 deod
haemophifives is surely proof enough
that they were infected with something
that killed them. To deny the existence

-of the ilfiness is absolute stupidity.

Where will it ofl end? Will they be
telling vs that there is no such thing as
haemophilio? That we ore simply
imagining that are blood won't clof?
Such denials are stupid and insulfingt

Anyone who hos wifnessed the
suffering and deoth from AIDS of o
friend, who prior to diagnosis, was fit
ond heclthy will surely have ne
sympathy with these views. It would be
better for everyone if the writer of the
“AIDS Hypothesis” chonnelled  his
energies into finding a cure ond
helping pecple infected with ihis
horrendous disecse, instead of denying
it's existence.

Alen Burgess




It used to perplex me, then | thought what's the
point just get on with things, they are that way
and you can't change them, probably a
stundard thought for a positive haemophiliac.
Only this one happens fo be gay as well.
Somehow it seemed to fit in with the pattern of
having been lumbered with everything else,
except being gay does not come secretly freeze
dried in a botile.

In the eorly years, 1 used 1o think that | must be
the only guy with haemophilia who was positive
and gay - what a combination! It often presented
me with problems that some days seemed insur-
mountable, What if | did nof have haemophilia,
would | still be positive?, a question that subse-
qguently | did get asked on many occasions. Of
course no-one can answer i, not even me, but i
does raise a very interesting issve. If [ went
along to o Body Positive type group meetfing afl
went well until | mentioned that | had
haemophilia. For some reason the people there
felt that my HIV was different to theirs! 1 had also
thought about ringing the Haermophilia Society,
but as they were unprepared to accept that those
of us with HIV even existed, irying to explain
about being gay felt even more difficolt. [ would
have had more success gefting through to a
phone on the moon.

So either way | had no clear access route, it was
a case of either keep quiet about being gay or
don‘t mention the haemophilia. So for several
years this wos just what 1 did.

But there came @ point in time when | was no
fonger prepared 1o hide behind the facade of
these situations. | decided that the very first
person to get told would be my centre director,
and that 1 would gauge from his reaction i | had
got the approach right, and hope that he would
not be the last person that | would want to fell. it
was ot the usual check up appointment, after |
had received my mandatory examination that |
told him. | don’t know why, but when he just
answered yes, | think | was more faken aback
than him, he was just so OK about it.

I suppose having known him for over twelve
years, he had probably worked it out for himself
anyway! But that initiol step of actually tefling
him made such a difference, that | wished | had
told him many years before. That attitude of
instant acceptance made me realise that it was
time fo sef the record straight elsewhere and over
the next few months | made a point of not hiding
behind the familicr partial explanations. Since
then my life has changed considerably, and for
the better. Fear of the unknown is hard 1o ignore

and so is prejudice, but [ just didn’t want to
spend any more fime in the shade rather than in
the sun.

| have since joined my local haemophilio group,
which is one of the most successful in the
couniry, with many events heing ottended by
over 200 people. | was invited fo join the
committee and found that they all ook to me
instantly. Which made me realise even more just
how wrong you can be about people, and that
works both ways.

It has also opened boxes that had previously
been very securely locked, particularly when my
self-esteem hod gone into decline. However,
since being open and honest, { must admit the
effect in many areas of my life has been quite
dramatic. There does seem currently o growing
acceptance of gay people and the realisation
that we reclly are no different fo anyone else.
After o], the gay community realfy has got its act
together {and has done so for many years now)
particularly, when it come to support in the field
of HIV and AIDS.

For me, | fee! distinclly proud of not only being
gay, but having the guts to not hide my sexudlity,
You see whal's on the outside so often reflects
what's really going on inside. Just look at
peoples’ fuces when they have indigestion!

This also leads me onto another area, sex. Now,
I'm certainly not going fo tell you everything
chout what 1 get up to. But | will tell you that I'm
very careful about myself and towards other
people. Sex, particularly the safe variety, is a
somewhat vexatious subject due to the primitive
way that the human species replicates itself.
However, | do feel that there is o considerable
amount of misconception {sorry}, about what gay
guys get up lo when they're alone together.

Now, I'm nat going to give you any infimate sex
lessans here, but we do all love cur pariners jusi
the same as you married guys do. | personally
am proud of being in a relafionship for 16
years. If's not always been easy, but we have
come through. We have faced the future
together, planned and now there is o sealed
brown envelope and that's it. | have spent more
than enough time ot best pondering, at worst,
wortying about the future and what it may hold.
if you can get decisions like that behind you, it
makes the road so much straighter and clearer.

And what has alf this got fo do with sex you
might ask? Well, behind you and straight
a head, need | say more?
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Early in June 1985, { received a letter from my
centre director asking me to call down for o chat
at my convenience. So my partner and | furned
up of the centre and she was asked if she
wouldn’t mind waiting while 1 saw the doctor. By
this time | am beginning to wonder whal the fuck
was going on? My mind was working overtite.
Then he hits me with the news that I've got
something called HIV, but “not to worry as it
probably won't aHect you as you're fairly young
and healthy.”

| ask all the usual questions; Am ) going 1o die?
Can 1 still have children? What about my
pariner? We're supposed to be geffing married
in eight weeks time, what am | going to tell her
for fuck’s sake? He then specks the immortal line
that | will never forget,” You don't have to tell her
if you don’t want to.” Alter what seemed an
efernity she was asked fo come into the room
and 1 try 1o tell her what F've just been told. We
cry a bit, and afler o brief “don’t worry” from
the doctor we're ushered out into the corridor
where we stand for at least ten minutes in total
confusion,

Anyway, we somehow managed to get through
the next few weeks, and lo and behald, she still
wanted to marry me. The wedding day came,
and all went well. A quick shag in the afterncon
and back to the reception. Got fotally bollocksed
at the evening reception {good for my Hep Cl}
then headed back to our love palace for a night
of unbridled lust. Well we went ot it like there -
was no lomorrow, upside down, inside out, back
o front every which way you can. Then |
decided that | needed o drink, so | got up and
switched the light on,

There wos blood all over the place, our bedroom
looked like something out of a scene from
Nightmare on Elm Sireet. My wife was covered
in blood, the room was covered in blood and |
had blood ol over met Unknown to me my
foreskin had snapped during one of our athletic
sessions. Panic set in, | couldn’t stop my dick
from bleeding. What to do now? All | could think
of was, get in the bath and try and wosh off
some of the blood. So there | was, two o'clock in
the morning, sat in the bath trying to stem the
flow of the blood from my throbbing genitalia.

Several bottles of factor eight and a few days in
bed soon mended my wound, but the mentol
scars took much longer to heal. Looking back i
was probably one of the most worrying times of
my life. For Christ's sake, we weren't even using
condoms in the early days.

s e
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ORAL SEX THE CASE FOR...

This is a hotly debated topic. Certainly the claim
that oral sex is as risky as intercourse can be
refuted. Even the most conservative researchers
agree that the risk is far lower than andd or
vaginal infercourse.

The debate centres around the degree of risk for
oral sex, specifically what level of risk is accept-
able, as contact with semen or seminal fluid in
the mouth will never be 100% risk-free. The
points of view range from minuscule risk if ejacy-
lating is avoided, to a low, but still unacceptable
risk. The research can be interpreted to fit one’s
own view on the topic, since there have been
only o handful of documented cases of oral
transmission, usually involving ejaculation, and
often with mouth sores or ulcers present.

In addition, there is the reporfing problem:
people are ashomed fo admit that they had
unsafe intercourse, and have been found to
admit only to oral sex initially, and then later
admit to unsafe intercourse. This clouds the data.

What seems clear is this: for a man fo get a
blow job is most likely exiremely safe, as is o
woman receiving cunnilingus. Whatever risk
there is comes from giving head, whether to @
man or a woman. For now, individuals need to
make a personal decision regarding the level of
risk they choose fo take.

This fits in with a harm reduction model: substi-
toting o low-risk activity, oral sex without ejocu-
lation, for a high risk activity, anal or vaginal sex
without a condorm, may assist people in staying
safe over a period of many years. Eliminating all
these activities may make long-term safe
behaviour more difficult.

Qne literature review stoles:

sthe presence of infectious virus in the oral cavity
is an uncommon event;

«PCR date indicate that HIV sequences may be
present in the oral cavity ot reasonably high
frequency—TFurther studies are warranted;

*saliva appears fo contain potent anti-HIV
aclivity that may be responsible for the low
oral virus tire; and

sorat secretions are o refiable source for moni-
toring anfi-HIV antibodies.

Cne stuly cloims the inhibition of HIV by salive
is due to saliva aggregating HIV. Interestingly,
there is litfle inhibition of MSV and no effect on
adenovirus, so there is apparently some viral
specificity. Ref: Malamud et al, Human
submandibular saliva aggregates HIV.

I have innumerable friends who are in relation-
ships with HIV+ men, and they hove unprotected
oral sex, but use condoms for intercourse.
NONE of them has gotten infected. | test them,
50 I'm not kidding. If YOU are uncomfortable
with it DON'T do it! 8ut, some people know
there is a litfle risk involved and are willing fo
accept that risk.

Everyday we foke risks in our lives. When we
drive to work, plug in an applicnce, or any other
of a number of things, our risk of getting killed in
an accident, electrocuted, erc. §S REAL...and we
accept that risk. Why is it that with HIV people
think things are SO black and white. That the
only acceptable risk is 0%. Nothing else in life
has those odds. The truth is oral sex is much less
risky that unprotected intercourse.

ORAL SEX THE CASE AGAINST...

The case against oral sex is not very hard 1o
make. | realise that many people do not like 1o
hear the facts, but the findings are out there if
you wan! o look.

The rate of infection is not known precisely, but
estimates have been made. It is important to
remember we actually have no way of knowing
what the rates of HIV sexual transmission are
anyway. No one can conduct controlled studies
or aven verify what people do sexually since
most of this occurs in private. All one can rely on
are self-reports - so in terms of methodology the
vaginal and andl transmission rates are no more
reliable than the oral reports. All of which is
confounded by the fuct that many people partici-
pate in more than one type of sexval act.

A recenl popular report states, “There are now
dozens of such studies of people infected from
oral sex, including gay men, leshians, and
heterosexuals, alf of whom maintain that they
were infected through oral sex.” Dr. Alan R,
Lifson, says, “Collectively, these reports now
strongly suggest that HIV infection can occur in
receptive oral infercourse, particularly with ejac-
ulation but also without ejaculation.”

In a recent random felephone poll of 24 top
New York AIDS doctors, 19 said they had
patients whom the doctors befieved had been
infected orally. Dr. Robert V. Gale said the
evidence is convincing because of ifs cumulative
nature, "l see it in my pracfice all the fime,” he
soys, “men without other risk foctors, who claim
they never had andl sex in their lives. | see it in
significant numbers.” Dr. Bernard Bihari who has
been seeing AIDS patients for more than a
decade can cite the precise details of the sexual
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histories of deceased potients who he is
convinced were victims of oral infection.

As Dr. Jeffrey Laurence, AmFAR’s Senior scien-
fific consultant for programs and a researcher in
this field says, "In a large, well-controlled study
done by prominent epidemiclogists, oral sex has
been demonstrated to be o definite risk. Based
on solid epidemiological data, we can no longer
say it's possibly safe.”

Many used to think that HIV was difficult to get
orally on the basis of monkey experiments
conducted by the Centres of Disease Conirol in
which live virus was rubbed info monkey's gums
with no resulting infection. Jeffrey Laurence
reporls, “But now we've discovered that the
inhibitors in saliva that block HIV are ot much,
much higher levels in monkeys.” So much higher,
he says, that the animal studies cannot reliably
be applied to humans.

What about acidity or alkalinity of the mouth
and gostrointestinal fract, including the stomach?
As Harvard's Allison Quale, the lead auther on
the Harvard study, says, of course siomach acid
will Ultimately destroy the virus, but she
compares that o closing the barn door after the
horses are gone. “You'd probably be infected
long before any HIV even reached the storaach,”
she says. “The way you're going to be infected
arally is thorough the mucosa.”

And of course we saw reporls more than two
years ago that breaks in the mucosal lining are
not necessary to spread HIV - rectally or orally.
As Quale, an immunologist and expert on
mucosat defenses, points out there is o special
mucosal immune system made up of various
immune cells. “They have long arms that siretch
out and pick up antigens such as HIV and pull
them info the body.” Denditic cells do not kil
fheir viral prey but bring them buck to the lymph
nodes, So, no skin breaks are necessary.
Additionally as Anderson pointed out
macrophages and T-cells also sit on or just
beneath the epithelium of the oral mucose and

both types are highly susceptible fo HIV infection.

| have no idea what the actual rate of transmis-
sion is, but people ! talk to say about 1 in 200.
Sorry you devotees of oral sex - it's just a matter
of time before the actual rate is determined. In
the mean time you take your chances.
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“Hew Jotsey Sonute Lears Bilt Eoding 0¥ Sulls Against
Phianoaceuticats” Koight Ridder/Trikune Business Nows
106/23/95); Skow, Danno

The Higw fessay State Sennte fios waimously opprovad & bt
that wald provide HiEntected hosniophitiors with one et yeot
o s pharmateuiice] mewlacimers for products whidh infered
e wifa the virus. An ogénion from the stote Anomey Senceel’s
office stys fhot the “subsegusnl fogidation (oanot evive {ouses
of auioss previously boued by o stotte of bvierions.” Honever
i & sepusate topart, fhe Kssemby's nanparisan Glfice of
Legislotit Sersices arguos thot sven shough the Bl weoedd poss
on "dusprotess grouadds,” 3 sy be wncomstautional o5 “spesiet
fagistation” o MDSinfected hoemaphitiaes. Gow. Whitmon's
sp@inspevan Fitn Marna, says that the goemmor o redew the
15, bt she evpacts the m'cwr(ié wearl's opirins: fo Igve "o
geee! imnnl” 60 the goventr’s dedsion.

“Removef of Blavd Supplies Urgad” How York Thass
108/23793) . AT8: T2y, Worien E,

I advisery paned 1g the IS, faod oad Diug Aém risketon
{T54) how recommended Bt the agency tosof band podiias

toben o doens inflicted with & e nowto! 0?!(5‘ diseas welied
{rnefeldrlokol spndiome, Athough the ponel soed there 00
svidonte thot the atal dogumersten dienss of the centint
sesvous system 15 froasmitied by fhe hansfusion of bhood, the
rtp e e FUA 10 withdro: offesied sumples to maintpin
{eelidarce in o nation's bood systent, The ponti wos conened
to odvise the FIA on whot 1o do about blaod cad plasmo peodeas
dissovered 1o contois bood from doness sibsequanty found @
hive the disease. {rsutafeldlIoko’s syndiom by bogn onfiemed
in seven donors gver the Jost 12 veors. Ates hewting testimony
T hoemophiipes ned dthet patients who soid ot vy sk wes
toas high, the panel iaarimausly voted 0 retotmend Bt the
Blood from peazle with she discose rot b used. The gesients said
fit shey &3 et bove eonfidee in nay scientfic iodgrmant Yoat
eirémised risks in ght of the meny poople wha botams infected
witk HY via coatomtnated Blood doting the 1978,

“A ‘Tepper' Movie in the Age of ADS” New York Times
{06/23/95] P. (18; Holden, Steghen
“Hemen’s 0 Diag™ s ¢ e fhat & deteaiaed to Tind fspier
ool st in the A0S epademnc, While ohemating hetween witty
Tetedngsonm Comedy ond teardiendied pothos, the i1 ol
offers pofifially pointed vignatles on baerophibo wnd oy
bashing. The teo pindipa! drarotters coe Siion o Mok, who
v roppether in Lodon in o soxvatly oper gungemetd. Mok Is
Y positee. The fim dacks mattecotfacdy vith b daess, o
tiesomes o profound exsheation of vrequat bve betwesn
parmets, septossed griet, ond the logacy of Siman’s Biter clation
shiz with bt Jate fother,

“Gesraeny Passos Pension for Yidims of HV-Blood” Reulers
104/26/35)

Geanasy's Parkement has Dp;)zmﬂ the vegton of o $180
o pertsias fund for eeotly 2,000 peoph: wha beweme
infected vt 14 hosn unscreamed blood uring the ecrly 19805
und thei depecdarts. Ihe ouion wos rompled in 1993 whea ot
v tevealsd $ie), in atder 10 sove money, B bed foded fo
seoén blood doncrs propedy end check bisod supplies for HIY for
needy 10 years. The primeey edipisnts of ﬁ;e furd a8
hoemaphiiars who wese dependent on roguar doses of blood
phrsroa ond weee mestly infected bafoce the IV wsting of bload
ot bocane regisite &1 1985, Peaple who centratfed HIV
frora blood products before 1968 vill receive & manthly poyment
of $1.088, ord thase whe hove developed ftblown AIDS wi
be paid 57,169 ench marh, The relatives of these peoplo who
howe olseady God of ADS will seceive 5720 ooth moath vt
they use 25, ot they are odulis-for five yeoss.

“Chintoar Assoils Hels's A1DS Stance™ Wosdiinglon Post
{07/06/95) £, Ab; Deviay, Ann; Brown, Dovid

B Yiednzsday, Prosdent Chton oshed Regblian tonprensiose]
Jeaders 1o ignote the issup of how peaple becoms infected with
Y, and focus instoed on reautharising o mtimitondalar
fodera } progeom; thot helps heat Hie daese. In letiers 1o Sente
Hhajority Leader Robert 1. ok (R:¥0n.) 0ad House Spoekar Hewt
Girarich (Ra., Cinvor vrged reapptseat of the Ryon White UARE
A, which was nomed for & yourg s hoemophi: who
diecsof JDS, Helms, o wigotous eapenand of goy ssghrs widin
oinmests wb%hed in Wedrssdoy's fow Yok Tines Shat M35
funding should be roduced becouse haninseinss ontradt Jhe
dhisease freough theit "delberote, discusting, revefting condut.”
Some Demotiats nod goy fights othxotes 1 i

tistiign 1 the comments. Reqn, Bomey bk (Db d, for
exeznple, blusted Helms os "o goted lool” od exprussed
mﬂ{em That Repubiieon leoders agpest o be siofbey regutiioise-
oz of the wet, whith guplras i September. Clnten duseibed
Halms” contention that AIBS pafionts receive morg fodata! fundng
tist $hase with other ilaesses o5 " fedso mgunent.” Tl
speding for AIDS resennch, hoptmen?, snd ather Bnding in fscol
1995 v meaty S6 billion, wihil sgending et corter ond heont
disense fotoliad S17.5 hifion and S38 biion, tespecively.
felated Story: Woshington Yimes {07/06) £ 48

“Renegote’ Dactors Seved I
and Moil (07/12/951 P, &
Vi docdors ond Red ross offiiols i Conode exaleoced 0 tew
Ylaod datting product eoled fattor B, tw "tenagnde” doctons

philiacs* Torontn Globe

st 0! ¢ hooving on Toasday inlg Cemada’s Bod suppty foet
thiy hed duckss ﬁ&m it safoy They <o thiy kap! many al

italen dotling podut that & mede
I'"sn e blood of pist oz eia“ i Brsends <ommibutz 9
the gecduction of feitor & Feeg: st b Gagon o hawe dots
chout Fecte §, naimh it e parly l‘e‘BGs 05 ot Ay
lsen e boad of vz dosors, et e ing thet some .5
bioae] bnks werz b«z' d s weegs, T fa, oot
-130 (oo bogrmapieies hove €54 fom sgang the (ol

winatid bloed,

*Boctars Examine Weight Loss Covsed by ATDS Virs” Peuters
107/12/951

feseorchers Fying to daouves why HiVintected percons often boge
et condlded 15 0 tepoit Yo be pulbished in 156 wiosk's Hew
teglang Jouer! of Meduiae that the vaight loss daes a0t o
baguse HIV mcreases the hody's maiobatan, !“iiecé the it
capenrs 1o shi the human eagne. Y u,pu:e*' n
hosis fo at bess o o use e foed fess of 3
“Reduwcod enargy iatake, ol elevntod encigy expendnune, i the
sfime deterntingnt of weigh! fsss i sing,” S0
the reseendds teom, lid by Denk Mocdion of S Grosgy's Huspitt
Sadie] Selioad in London.

“Rei Crass bssues Another Rocall of Slood Praducts” Torento
Globe and Mail {07/19/951 P. A3; Abbele, Goy

The Cenadan Rod Cass Society hos pedesad the recolf of o
Tianol Hood produes iter learting that 6 donar by bees
dagnosed with possble (reutaedt-iced disense. This second
withtrawed ia two weeks comies oftee the ugency distaveted thet
the e hod-danted bloed in fugest 1994, Tho oty othar g
be donoted Yoad wes in 1985 Br. Houng Ays, eotiosd! rectee
of blood senices with the Congdioa Red Cioss, suig tht both
ety swem preogtonary moves ond that fere is s sdentic
8210 That shaw the disose is Fomsmited emong humans ¥o
betd lxunsﬁniocﬁ. {rouizfelot focob diseass & vory roe, with juwst
052 (058 pm 1 miion progle éﬁg:»md wnch yoar, Ris faought
1o be ceae by on infectious proten ¢ vires. Racenly, ¢ physicien
testying af an bressTigation ino Cimado’s biosd systen
coutionad that Creutalelde fucoh disette could b tho ey 405
Tre epidemic,

“Sole Blood Units Refused, Dacuments Show Torcnle Gloke
and Mail {67/24/95) . A3; Pieord, Andre Tio {onodion Red
{ross was lfver o heorboated Moo peoduat For hacmephdioes
i fata 1983, b eafised it becosse it cost pannias mote per onit,
sg Gorumients filzd of o publc inguiy. The ugenry rescied she
prodtt 0 tr oavly 1964, 18 memhs bofore it was mode
aratabla fo hosmogiiincs In {anada. In the meantime, offiiols
! Ihe Bed Goss phavod down the bensfis of the sofe:
conentrate. (e senior offical even otdered o supplior ol to
include o worming that the contentiate thal was nof heakheiled
o ey HIY, The Comudission of leuiny on 1E2 Blood System
i imgstinaking the events windh (eh mose than 3004 peode
infecled virh HIY oad ssends nicre with hegotivs €. Consumer
grouns, inducieg the Congdian Hoemaghiia Sosety, doim that
glthough the Gsoster was not complately raveatbble, systemic
inactiots o 1h; part of the Red Cross ord ethet officiols
significantly enocerbarted the extont of inattig,

*Atross the YSA: West Virgink* USk Todoy {07/25/95} P. 64
Tim Snodgoss has been Hred for wehosing to delver mait o ¢
coup'o with DS, The postal worker was suspanded last manth
vlter withholling Fred end Pat Grounds” mall. Saadgenss soid be
ssts eliaid of qutfing Binsoll 01 the meta! mol slat osd beconiing
itected with HIV fon haading envelopes ond stomgs the
Groxmds might have ficked. Related Story: Bew York Tiwg
M/BE A

*A Lesson in Blocd™ Hew York Times (08/07/25)P. M3
Herhert, Bob heugh them were stong indicetions i the eary
19805 that the nator's blood supghy wos contemiated ikt MY,
relafively itk action vios token, writes Bob Hedent in the Kow
Yaek Times. Aeording To o tecantly sefeased tepoet from the
Instityke of Mledicing of e Mot Acadermy of Stiences, one of
the teseons Tt 1his inoctinn vios e behe! of tup bood ;uoéws
officols thot movisg too fost sighs prove expeniive, The report
1okl that tho Food od Deay Aroisichotion vios Too dependant on
the tovrsel of the mdusiry i) vas chaged with regulnting. Mow,
citks of Sen. Bob Dele’s (Fkea) regulatory seform bl ose
conteinad that it i on industresponsared otemgt fo demaga the
agenies fesponsible for salequording Americans” health, The Bl
should hove been dead, vrites Hesbert, bt we senatorson
{horles Rolh 1DY0.) and Kems Conrnd {040, 0—Hawe tried 1o
findk o compromise 1o save the mogsure Paf wes developed and
Yeeedy dralted by merboss of e indistry, This coukd e
expiained by the frat thot Sen, Rebd's former lovwe fism, Hanion &
VWilkioass, hefped drefr the B whih wauld be edventogeou fo
its carparats chents, noles Hotber, 1 oddien, Sen. Conved bhos
teceived nealy $488,000 hom PACS reloled 19 tha ho inefustw
o, Pt Refiel bnd the Klience fos Repssnoble Regubation.
#Hined, corelidod e, maney shold nol tepresen ihe
teality of gt fves,

*lompensotz AIS Stiicken Hoemophiliots” Phifadefahia
laguirer (03/05/95) P. AG; Klein, Andrew 8.
dwoncins of DS progams should thank Sen. fesse Holms (R-

HAL D dor beingieny ottention 1o e dargerns siotus of the By
Whita CARE Act, waites ossotiale pofesser Ridiow 8, Hews of
Seentford University’s Comberiond School o faw in i
Piiadelphie laparer, Aaothe: wanky thaogh erah bsspublicised,
it s tie Ricky Ray Hoomnoshifia Reliof Fund At of 1995, which
is nomed Foz 0 Figsida teencyos who died of A5 e yeors
ogo. The measee rmsze:sem: Coneass first oteemmpt 19 ooy
the gt of boeroph¥incs wha conimernd BV fron: Hood
clotting products. Thp b, boweves, does ot o encughy; fongss
shoud reimburse clainzaats o off eodired epeases relited 0
it WY bettion, ¥him condords, I oddtion, phomooesiol
componizs thi prodiced blond predurts thoa'sd b roned 1o hep
finonce: the compensafion fund, rother thon wse genent funds,
Abhongh it 5 gt yot perdect, the Rky Boy oo it
begireiing to sobving o femble problem, teadudes Tlein,

“Two Lieged Alter AIDS Deoths® finaseial fimes
{08/16/93) P. 2

Prosziutors in Getmany have tharced twa company offitials with
three quses of nrider ond 5,837 coses of oiempted mder o
dintibeing blood ghosng which Bod int boen seresnied for HIY
$ho poosatotens duim thar aine botches of trered Hood fion o0
HiViaferted doaor wars sont 1o sevesal it in 1986 oad
1987, st ulter # bocame mendatory 12 len Sood for 6110 Yhe
ez piga—ihe manoging deecto: of blaod protesto: Huvmoplas
el e gt of @ odepioty in Wolhoth-—prs oo wid o
bae delivered mare thon 5,800 skipmants of frorea blood
peoducts Miseghout Beimony, evon hough of Teast BA peccent of
it bt ot been 1astedd for the wius thol cousss ABS, Reloted
Story: Rew Yo Yimes (08103 B &7

*Serate Gols Bill o Assist Naemophilines with ADS"
Philodelhia inguier (0B/12/03) P. A2: Shews, Donng

& mgasyre ot watdd ventz o 51 illon fund for bazmoghilacs
whi becoms infected vith HY hom sainted biood<hatfing
medxines was introduced fo e LES. Seante oa hiiday. The Ridky
foy Foetnophiia Relief fund Aar, whichis nomed ki o Plodde
seznnger who died of DS in 1997 aher wsiog @ cotatninoted
Hoodchotting produed, would owerd $125.000 to esth of the
aproximately 16,000 885, hoemophibars wha were inferted
withy HiV 5 the Lt 19705 end coily 19805, & simify voision of
1 bl wos imrodured to the House in februor, ond hes ths for,
geinod the biparison suppoit of ot Seast §10 smembess, stnies
sy, Atiording 1o the B8, the 1S, governaient "Tolled to Rl ity
waspoibibly to propety regelole the bloodpreducs industry” by
uet soaner requiring the use of gaofobiz techrology o pury the
Yaud<latiing diugs.

“Passibly Tuinted Biood Products Face FDA Recali”
Philadelphic Inguirer (08/12/95) P. AZ; Show, Danno

The 1S, Food and Drog Mineistration (FDAY is odvising e
soralt of sy blaod pebchicts St maay be toimted with the reve
Creotzleldrlokob disecse (O Yhero 8 ro best fa €00, o0
inreseble, aowodogeneintve diseats thet leuds o dementia ood
teath, Although the blaofgeeducts industry hod coutioned that
sk ol <ould leod to shettages of posmerbosed medidnes,
it FOA soid thot if sheortoges e, he poducs cold bs
refonsed with woining lebels, I oddition, the fedarel agency
ovetneled its Blood Pioducts Advisory Commitien on the fisee of
whetier o nes WY tes! shoud be used by Hand ond plosens
collession cenfres ance if receivis geretnnent oppeval. The new
tnst s erpected 1o redute the 20y “windsw”—the petitd
batweaen infoction with GV grg the time it tokes to be
ideatfied—ry gbout six days, e wonnmiltes bod detided that
e tes! weordd be tob castly to fustily the fva or 10 fives o might
save ¢ath year, The gonauncements ere the lofest is o seties of
chonges tnuds by the FOA, whith wos chisstised hust mosttiin o
seport by the Instinte of edicing los beiag ten deporelent on the
Hood industry.

“Praventing AIDS: Hove We Lot Qur Way?" lancst
{07/29/95) Val. 346, fio. 8970, P. 262, lifson, Mlan R.
Hiiragh fhe best woy to b ADS i by peventing the ronsmis-
sionr ¢ IV, st of people theady test postive B the vins,
notas o B, liken in tha British mediso! jouma! The loscel.
Prespective shudies have demonstioted Hof yaurs con pss
betweca ¥ infeztion ond the smergance of related infections
ond dsmedass, T lindings, bowess, nony chedtenge the rhoory
that 1 resides for yoars i 0 guisscent phate. The firct Js shat
tethes virod seplization eccurs B the iymphodd systern well before
sigeifcont seplication 5 wideat in the piriheenal cheglntion, The

sacord findfon b that B reoicoon oteets continupesly in vivo o}

High cates, which results in the roped turpever of (D4 cells. Thase
findings, ting with othes, soggest that A0S should not bo
considered 0 aparote aatity ltom BV infection, that cumeat
rebne 06 ravere trnseipinse mhibitors nosds 1o be rer
evokiated, ond thot Hitreloted oppertunistic infectiort, nesd i e
pravernted. As mate beeotes knows about NIV Lifson condhidss,
it s imporiont o 1efioin rom concentigtng o6 one stutegy th e
xdusion of othas, e the! wheleves peveriotive shgteniss o
devoloped ore sl o tho muftons of infected persans o5 welk



ACCESS TO INFORMATION AND SERVICE PROVISION

The Haemophilia Society and Birchgrove Group have commissioned
a short term study info the provision of information and services for

people directly affected by HIV and haemophilia.

We would be grateful if you could help us in this stage of the study.
We are keen to ensure that the questions we ask of those who
provide services, whether that be social workers, haemophilia centres
or local voluntary sector HIV organisations, are relevant to the experi-
ence of people living with HIV and haemophifia, their partners and
other carers.

We have identified 'key’ areas which it seems sensible lo investigate.
We would be geateful if you could think about the following points, as
on individual, or as part of any group or network in which you may
be involved. We would also be keen to hear if there are other issues
which you think cught to be addressed as part of this study and we

will do our best o incorporate them info future work.

o It appears that there is very litffe printed informofion ovailoble
which reflects, or is targeted af, HIV positive Haemophiliacs, or
their partners, families or carers. Two areas of concern which have
been mentioned are the information needs for ‘long term survivors’;

and information for those who wish to have children.

*

As part of the project, we would like to ascertain, it and how,
“Care in the Community” is working. We reclise that there may be
discrepancies between the theory and people’s own experiences,
_and that there may be problems with effective and sensitive service

provision.

It has been said that some Hoemophilia Centres are not fully
conversant with all HIV related treatments and care issues. There
appears o be reluctance in some areas to co-ordinate or consult
with HIV specialists. Bearing in mind the long and particularly
"infense” relationship between people with haemophilia and

haemophilic: centres, this areq is likely to be complex.

L]

A final area of concern is the role and contribution that HIV
dedicated volurtary organisations are making and/or could make
in the provision of information and services for those affected by
both haemophilia and HIV. When making recommendations
regording development of service provision, it is important that HIV

dedicated voluntary organisations are considered.

We have focussed on just four areus identified as imporfant in infor-
mation and service provision. [f you think that their are other areas
that should be considered, please let us kaow.

156
Ielp!

1 am fooking for people who are willing to help
by sharing their experiences and opinions.
Please could you help us by answering some
questions over the phone. The subjects that | om

particularly interested in are listed opposite.

| hope that you can help us with this study. We
appreciate that this request may come ‘out of the
blue’, but 1 very much hope that you will be able

to respond.

Please telephone: 0345 69723 and leave your
phone number and | will call you back us soon
as possible. O, if you would prefer, write to

P.O. Box 313, Canterbury, Kent CT1 1GL. and |

will get in contact,
Thanks for your help.

Stephanie Sexton

1 1 am willing to help by sharing my experi-

ences and opinions.

POstCOE: oo et e

Telephone: ..o

The Haemophilia Societ
123 Westminster 8ridge Rooc{,
london SE1 7HR

Telephone: 0171 928 2020

The Birchgrove Group
£.0.Dox 313, Canterbury,
Kent CT)} 1GL
Telephone: 0345 657231




Availoble from the Birchgrove Group, free of
charge are the following information leaflets
and back issues of the Birchgrove Newsletter,

Birchgrove Newsletter Back Issues
| BIRCHGROVE newsletier Issue 3
D BIRCHGRQVE newsletier Issue 4
L] BIRCHGROVE newsletier Issue 5
L) BIRCHGROVE newsletter Issue 6
Birchgrove Information Leaflets

L_| HIV and tichy skin

(1 An ABC of Hepoifis

L1 tiver Disease and HIV

[ HIV and Vitamins & Minerals

L] Glossary of terms

We can also supply the following items.

L] “living with Haemophilia and HiV* £2.50
L_| Red Ribbons {Cloth) 50
[ ] Red Ribbon Badges (Enamel) £2.50

CJ Birchgrove Red Ribbons (Enamel)  £2.50

Name:

Address:

Send to: The Birchgrove Group,
PO Box 313, Cunterbury Kent CT1 1 GL,
or phone Lo-Calf 0345 697231

THE 'TOTALLY SUBJECYIVE’ CONDOM SURVEY

We asked ¢ number of brave volunteers 1o “road test” o number of
different condoms and give us some feedback on their performance.
This is by no means a comprehensive or scientific survey and the
responses are all totally subjectivel We asked the following queskions:
Was it easy to open? Was it easy to put on? How did it smeli? Was it
well lubricated? Mow was the fit? Please describe its sensitivity?
Would you use this make agoin?

Out of a possible total of 24 points the clear loser wos Yorkshire
Tradings “Red Stripe” with o total of only 8 points, It scored the
minimum in all categories except “ease of putting it on”, where it
achieved an averoge rating. Other poorly rated condoms were the
Durex “Jeans” and “Ulira Strong”, scoring 9 and 9.5 respectively.
The Ulira Safe was the only plain ended condom in our survey, and
although this may have helped the fit, i¥'s sensitivity was described as
"as subtle as @ Marigold Glove!”

The Durex “Extra Safe” was rated 12, suggesting o rather mundane
and boring condom, and pravoking two contrasting opinions. One
volunteer complained “it gove me an itchy dick” and another stoted
that with some “fine tuning, it could be a winner.” Better again was
the Durex “Safe Play”, scoring 16 points, doing particularly well for
"ease of opening” and “ease of fit’. The Femidom scared poorly,
apart from the lubrication which was described as “wet enough to
sink a battleship”. One volunteer compared his experience of using o
Femidom s “trying to make love to a Ham Sandwich”.

And 5o to our top three condom recommendations. Joint equal with a
score of 19, the Terrence Higgins Trust condom and the Jiffi
“Cocktail” both scored very well in all categories except “ease of
putting on” where they were only rated s average. The “Cockiail”
condom was described as “going well with ice cream” {You not
supposed to eat itl then again maybe you are?).

The top scoring condom in our mini survey, was Jiffi's “Gold”,
scoring top marks in all categories apart from smell where it was
described as “uninspiring” and “reminiscent of a wet inner-tube”.
One volunteer remarked that though “it was not as tasty as the
Cockioil, but it was comfortable and sensitive nonetheless”. Overaill
our winning condom scored 19.5 points. So there you have it,
Birchgrove says, "Go for Gold”.




