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Drugs-“Can’t live with them,
Can’t live without them’”

No Rock™n’Roll, just a little bit of Sex, but
foads of Drugs. Since Birchgrove's lasl
Drugs issuc the HIV drugs scene has
changed, hepatitis drugs have changed
and socicties perceptions towards some
controlled drugs have also changed. Through
successful drug use people with HIV arc
living longer and have different outlooks
towards the future. This has implications
with people’s lifestyle choices both with HIV
drugs and wider use of medicinal and social
drugs. With the advent of highly active anti-
retrovirals the drug options open to most
people are much improved from the days
of monotherapy AZT. With 6 Nucleoside
analogues, 2 non-nucleoside reverse
Iranscriptise inhibitors, 7 protease inhibitors
and 1 nucleotide analogue to choose from,
together with other trial options of drugs such
as T20 there are now around 90 different
combinattons that people may be on. For
some, drug resistance may mean that some,
or most of these arc no longer an option, bul
for the other treatnient naive “the world's
your oyster” compared with, say, 10 years
ago, Issues around salvage therapy drugs are
growing, as is the importance of being in-

formed about treatment choices. But what if

your only chance ot getting the right drug is
on a trial? Do you know how Lo access thesce
and ask the right questions?

Whether they work or not, love them or hate
them, drugs will always be a part of our lives
and at the least we have the luxury of being
offered them unlike some developing coun-
irtes. HIV aside we all live our varied lives
and most ol use and consume other drugs in
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social and recreational settings whether it be
coflee, beer, eigarclics, cannabis or cocaine.
to name only a few examples. Other drugs
such as painkillers or anti-inflammatory's arc
common amongst people with Haemophilia
and with arthrtis. Interferon and Ribavarin
is a classic example of the varied cocktails
that some of us are expeeted to consume.
Mix these up with your anti-biolics,
anti-histamines, anti-depressants, anti-
enietics, sleeping pills and inhalers and still
try and work out what time it is that you arc
supposed to eat.

I this issuc we hope Lo explore some of
these topics through readers slorics, experi-
cnces and perspeclives, conference reports
and information blatantly plagiarised from
other sources, We hope this will give an
instght of both current HIV drug options
and the impact of social drugs and how
they alfect us as individuals.

Next [ssue -
Complementary Medicine
and Alternative Therapies.

If you have any personal accounts of using
complimentary or alternative therapies or
medicines that vou would like to share with
other  readers  please  send to
birchgrovel@hotmail.com or post to
Birchgrove PO Box 9755 Solikull, B92 9WA
before the 6* September.
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Last year BBC 1's Panorama showed a
programme entitled ** Cannabis from the
Chemist™ which looked at medical trials
involving cannabis for a wide range of
medical uses. D Philip Robson medical
direetor of the Clinical Trials stated in the
programme that cannabis could help a number
of conditions suchas M S ., spinal conditions,
inflammatory conditions such as Arthritis,
HIV and Awds and cancer and also may have
uses in mental On 1he same
programnme Professor Lester Grinspoon MD
of Harvard University stated thal cannabis was
the “wonder drug of the future™,

illness,

For what some people perecive as a harmless
weed, Cannabis used bath
reercationally and medically and has been
well documented for the last 4000 years,

has been

Last vear the BMJ mvestigated i1s usefulness
in a medical setting, Mo Mowlem called (or
the legalisation of cannabis, Peter Lilly was
quoted as stating that “eutlawing cannabis is
indefensible™ and Canada legalised cannabis
for medical use indicating a changing tide in
opinions 1o this drug.

The medical wrial specitically looked at MS
sufterers and gave them various 1ypes of
cannabis preparations including a placebo to
try. Rather than giving the patient the weed
or resin in its natural form these preparations
come in the forn of inhalers and oral sprays
and this is what the pharmaccuticals are
locking al as a future drug option if and when
cannabis 15 legalised in the UK. The
companies producing cannabis derived
medication hawever, perceive the “high”
assoctated with cannabis use as undesivable
and one of the main aims of the trial is to see
if the cannabis does have a bencficial efTect
on the patient without getting them “high™.

Dr Willy Noteull{ fames Paget Memorial
Hospital Gt. Yarmouth) refers o the “hrgh™
and araues that for someonc with lifelong
debilitating chronic illness to be denied the
right to feel high, happier and mellow is
unjust, He went on to say that “mind-aliering
anti depressants such as Prozac are prescribed
at the drop of a hat, so why should the moral
ground on cannabis be any different?”

Prof.Mike Barnes from the Universily
of Neweastle upen Tyne, also on panorama,
suggests that his MS patients try cannabis if
they have had no suceess with orthodox
medicines, He belicves that cannabis
may have many uses for people with chronic
illness.

The trial 5 outcame was very positive and the
wtain point seemed to be that getting the dose
right for each individual was rthe most
importa issue. The patients studied said that
dfter @ while they got used 1o taking enough 1o
give @ beneficial effect, i.e. pain refief mobilin
withour gerting completely shitfaced. This was
camnplicated by the fact that all patients noted
thar the preparation thar worked the best was
the vne that had the highest comtent of THC,
the main psyehoaetive chemical found in
cannabis.

With regurd to medical availability Prof Lester
Grinspoon puts the point across that as
medical marijuana becomes legal and the wider
population notice the posilive eflects, they will
in turn change their own notions and ideas
about the negative toxicity and illegality of this
benign drug.

The only place | know of where you can
legally and easily purchase and smake
Cannabis is in Holland and mainly in the
colfee shops of Amisterdam,. Here, menu's will
offer a wide range of grasses wncluding Purple
Haze, Orange bud, Skank. super skunk, Hindu
Kush. Northern lights. Buddha, Thai Stick.
White Widow. Sensionillia, Shiva and AK47.
Hash ar resins include the much-revered
Nepalese Temple Ball, Double zera, Afzhani,
Pakistari and Indian black, Morocean and
Lebanese. All these varicties are, as to the wine
loverand the grape. very different o cachother
and are indicative of thew region of origin.

Cannabis enhances pereeption especially with
music and visval images. It stimulates the
appetite or gives the “munchies™ and
stimuiates thirst. [Lalso gives an increased sense
of'empathy. peacefulness. relaxation and sexual
stimulation. 1t relaxes the body muscles and
¢ases pain as it has analgesic properties. Its
anti-emetic propertics help conteol nausea and
it can help with hiceups. [t also enhanees deep
steep and can help with glaueoma. It enhances
your moaod and it used socially can induce fits
of giggles or a1 the least a mild high.

I there was ever a drug that was suited to
alleviale prablems with Haemophilia, HiV,
HCY and arthritis then cannabis is the one tor
me, With bleeds, a sptifl eases pain helps me
sleep and takes the monotony out of lying on
the sofa all day. It's anti-inflammatory
properties and analgesic effects help with my
arthritic joints, With my HIV again [ feel that a
good nights sleep is essential to my well-being
and it certainly helps there. The nausea and
other side elTeets from HIV medication are

“0 thou weed!
Whao are so
lovely fair and
smell'st so
sweet

That the sense
aches at thee,
wouldst thou
hads’t ne’er
been born”

William
Shakespeare



relicved with cannabis. A joint gives me the
munchies and helps with regular ¢ating and
snacking essential again to my health. [talso gets
me high and 1 think with imy baggage [ need 1o
have some avenue of reicase and I enjoy its
cltects. With my HCV, docters are constantly
reinforeing the message 1o stop drinking so how
do | kick back at the weckend or wind down
after a heavy session at the hospital, Most
normal people just go and get pissed but as an
adult [ would prefer 1o get stoned,

1 spoke to my specialist nurse about my
canmabis use and she said thatif [ needed some-
thing to et me through difTrcult times then she
would lots rather it be a few splifly than a few
pints, My HIV specialist also was sympathetic
sned admited thar over 50% of his patients have
been open about their cannabis use and there
arc no known contra-indications with 111V
medication.

Cannabis is usually smoked and mixed with
tobaceo m a spliff or jeint. Obviously this is
no good Tor people who do not like smoking
and although it can be smoked neat through a
pipe or water pipe {(bong) this may not suit
anybody who has had a PCP infection
{although rhere are claims that cannabis can
work as a bronchial dilator). Diluted in hot
water s o tea. swallowed or eaten in home
made cukes and confectionary are Lhe normal
preferred options for non-smokers but unéil you
know your own balance with this drug eating
it can be unpredictable as once vou lhirve calen
0o much there's no going back.

The MMCO {medical marijuana co-operative)
are an organisation that illegally sends
cannabis and marijuana to patients who have a
medical need. All you have to do is supply
supporting letter from your GP or consultant
verifying your condition and they will
hopefully supply your needs. Their web site
however does stress not 1o use their PO Box
address as Manchester Police are opening their
mail first so | don’t know how risky this is.

As Cannabis is illegal, scoring ¢an often lead
1o hanging about in places you wouldn't
normally choose, unless you live in Brixton
already, it you don’t have a reputable regular
main man. Other oplions are home growing
cither in a greenhouse. or artificially with
a grow-light kit in o wardrabe or with
hydroponics system all advertised in a wide
range of magazines such as Loaded or Viz,

Carmnabis can make the user feel paranoid or
anxious depending on their mood or their
situatien, It can also allect short-term memory
[oss and ability to concentrate and make
Judgments. This may be an important peint
with regard 10 HTV drug adherence. If you arce

stoned will you remember to take your pills?
As 1l affects co-ordination it may increase the
risks of accidents and impair driving. 117 these
arc concerns for you then it might be best
giving 1l a miss as il affects evervbody
differently. One of the worst associated
problems is that it is usually smoked with
tobacco, and a tobacco addiction can be fatal
as the government keeps pointing out on the
packets. Another risk with street drugs s that
they are often cut. and cannabis is no excep-
tion, with poorer quality resins being the worst
offender. Anything from henna, tars, melted
down vinyl and plastics are sometimes added
which should cause health concerns especially
when smokec., [f you do not have « reputable
supplier then Grass is less unadulterated but
beware some of the super strength hydroponic
buds, especially for the novice, as they can be
extremely strong and should be treated with
caution, It is alse still illegal in the UK at
present and a criminal conviction is @ lot more
harmful and long lasting then any effect the
drug can ever have, Personal possession i3 seen
is d caution in most parts o the UK now butif
yowbuy in bulk (to save cash, and eut dowr on
time spent in seedy pubs meeting dodgy
geezers for deals) or happen 1o have an allot-
ment or greenhouse [ull youconld run the risk
of being pereeived as a dealer which carries
far harsher penalties.

One day hope the British injustice system will
see sense and the medical use of this herb will
not sull render e a eriminal.

Whether you use Cannabis already or not it
shouldn't be discounted as semcthing to try
i1t can help with any of the problems
associated with our conditions and il it is
crjoyable at the same time then [ think we are
due some high times.

But be carcful, because only uscrs lose drugs.

The Silver-Backed Gorilla

References:
NAM factsheet 61 (January 2002)

Marthuana: The Forbidden Medicine-Lester
Grinspoon. Yale University Press 1997

Book ol Dope Stories -Howard Marks, Vin-
tage

Fabulous Furry Freak Brothers comics
wwwanmeo.org.uk

www.sclimoo,co.uk



When 1 fivst had to get my head around starting HIV medication it fult like a bloody minefield,
one of the bigges! things | had to eome 1o termns with was popping pills cach and every day for the rest
of my life. | have never been big on swallowing pills and only hiave ever took painkillers when | have
really needed them. The concept of actually having to remember and take a handful of pills each day
freaked me out to say the least. Four years down the line and it is still semething I struggte with and
do not take for granted. [am hopeless without my diayy pifl box as | can never remember whether |
have taken my pills or not as it has become so habitual. The other problem is remembering to fill the
pitl box up each week. I its at a weekend and 'm busy | get lazy and just pop them out the packets
for a few days before wondering whether 1 have or haven't taken them, Also the early moming pills
seem to be the hardest 1o sort out, as 1°'m not the sharpest tool in the box first thing. Having to actually
wake up on lime can be a burden af times, and to start the day with pills can sometimes be tricky,
especially if nauseas. [ once woke up took my pills. forgot Lhad taken them and then took them again.
I realised as soon as T had swallowed them. 1 tried to spew them up by sticking my fingers down my
throat, without smecess and then in a mad panic about 1oxic overload took a handful of senocot in the
hope it would flush them through iny system a bit quicker. Big mistake. | spent most of the moming
and day worrying mysclf stupid and then the latwer part of the day and cvening sat on the bog,

Momings | fecl also can be unpredictable times. The postman wakes you 1o sign for something, it
ruins the routine and before you know it its time for the cvening's pills and the mormings oncs are still
in the hox.

I know that medical advice is that good adherence is the best way to get the pills te do their job und
lielps to reduce the risks of resistance. Following iy combination regimen exactiy is the best chance
I have of getting them to work and to work for a long time. But [ live in the real world and life dovsn't
always follow a nice smooth exact pattern,

I also know that good practice should be that ¢linics provide adherence support for patients. Back to
the real world. I had 1o argue for a pill box from my pharmacy when [ started treatment as they said
they weren't supposed to give them oul. What the f*ck where they supposed to be doing with them?
I think a lot of doctors assume that Haemophilia patients are used fo medication and self-
administering drups and generally self-assessing our medical needs. so we aren’t perceived as
adherence failures. | once asked to see an adherence advisor but was told these are only nonnally
used for 1.V.drug users and alcoholics who have erratic litestvles. Show me anybody who lives with
Haemophilia, HIV and HCV who doesn’t have an erratic lifestyle.

Should the MFT provide us with state of the art multi timer watches and decent radio alann clocks
with Goblin teas-made 1o facilitate our pill popping? Has anyonc claimed for this and got it? 1 am
sure there is a medical need.

On the other hand [ don’t know how [ would fecl about my watch bleeping if [ was in the company of
people who know nothing about my HIV and tablet munching. | don’l want to draw atiention to
myself when [am trying 1o neck my pills coverly.

1 suppose the beauty of the moming regime is that it is largely done in private as opposed to evening
pills when there is more ehance of being in company. When out in the evenings | used to pop outside
for * a breath of fresh air™ or go 1o @ 1oilet cubicle to swallow them in private. These days [ am more
open abouwt this and feel that most people do not notice. Either that or [ have perfected the art of
slipping pills out of my pockel, into my mouth and down my throat in the blink of an eye. On the
times when people have asked me what T am taking | have abways passed it ofl’ as painkillers and
blamed my aching knees.

The other problem of taking pills out socially is that there is a real risk of having 10 explain your
pill regimen 10 somve ape-like pig thick bouncer who has just turned your pockets out at the door of
a nightclub or pub. Hiding them in your sock or underpams might keep them safer but will only
look even more simster if some monkey ina bow tie comes across them. Indywvidual pill dispensers
are a goed idea. but what do you do with them ence you have taken the medication? 1 prefer just to
slick them in my pocket.

Traveling can be problematie with adherence but unfortunately | haven't had the luxury of passing
through too many time zones recently for it 1o be a problem. 1 also find the clocks changing and the
light suttimer pights can be confusing, just as the reverse is in the winter,

The other aspect 10 all of this is that | look atmy pills when 1 am filling my box up and it still doesn’t
feel vight sometimes that these are the toxic chemicals that | am going Lo consume this week. There
are stil! tmes when [ am about to swallow my pills when [ hesitate and [ just don’t feel like taking
them. Aost ofthe time though [ seem to do OK, and 1 have stopped beating myselt up when | have
forgotten and just aceepted that this is the real life and ['don’t live in u ¢linical trial.

A, Pillpepper

The Pressures of Pill Popping
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This ycar's annual BHIVA ¢onference was held
at the University of York and included speakers
from the UK. Evrope, the USA and Australia who
gave presentations on a wide range of issucs

around HIV, | attended as a representative of

Hat-Trick group, which secured a place at the
conference through BHIVA's community
delegate allocation.

After the chainman’s welcome the conference
kicked off at a fast pace which it resumed
throughouw the 3 days.

GIGA HAART therapy was the first subject on
the agenda in patients whose drug regimen was
{ailing them and had progressive disease. Two
cohorts of patients were looked at specifically
using up ta 9 different drugs within one regimen
per patient. One group started straight away and
the other group had an 8-week “drug holiday™
before starting. The results in the group that had
the 2-month rest from drugs bad the better re-
sponse rates and less HIV related illness, although
the long term success and toxicity of such
regimes were ancaleulated. This also opens the
dubwie as 0 whether Health Authoritics would
be happy funding such a costly cocklail,

Dr Ranjabahu Kulasegaram (St Thomas's Hos-
pital, London} gave an overview of HIV/HCY
co-infection. Although the prognosis of co-in-
fecied todevelop liver circhosis was higher than
HCY infected individuals Dr Kulasegaram stated
that by maintaining a high €D4 count and
culling out aleohol the proznosis could be brought
to the same level of HCV mono infected. He
emphasised that people with haemeophilia should
have transjugutlar biopsics ungler factor VI [ cover
as this was less invasive froma poiit of bleeding
problems. He pointed out that physicians should
be aware of all possible drug inteructions such as
Ribavarin combined with AZT resulting in an
aemia and other warning signs such as CD4
reduction. lactic acidosis, mitochondrial toxivity
and pancreatis. For the best decisions 1o be made
it was vilal that a co-mfection team in each
treatment hospital was established instead of the
mdividual seeing difterent specialists in
different departments and ¢linics. This
presentation provoked a discussion around fund-
ing for co-infected patients as Protessor Brian
Cinzzard (Chelsea and Westminsier Hospital,
London) pointed out the difficultics of abtaining
funding tor HCV genolype tests, which he
perceived as vital information peeded by
specialists and pavicnts deciding on whether o
lake HCV treatment.

The sympesium on™ New Fill” looked at the
recent developments in plastic surgery for
people with facial lipoatrophy., HIV drug
interactions and side effects can produce facial
wasting, which adds to the distress of the patient,
Dr bEd Wilkins and Dr Graham Moyle discussed
whether there is now some relief for these
paticnts? Issues around whether plastic surgery
should have a valid place in HIV care was
discnssed but many imore guestions were raised.

Who will fund this product? Who deecides which
patients can access this treatment? (s this the only
option open Lo patients? Is this the best product
available? Which doctors will have experience
of using i1? Who will take responsibility 1o
administer the (reatment?

Dr Paul Slade from Bostol -Myers Squibb talked
about “looking to the future” and the production
of once daily NRTT's, There are & few that will
be available soon and many more in the pipeline.
Taking fewer drips means that there is a chance
of better adherence and patient lifestyle. There
arc aims to minimise the short and long-term
toxicities of drugs and refinements to NNRT1's
such as Sustiva, which will soon be available as
one smaller 600mg pill as opposed to two larger
300mg pills. Dr Slade talked about the use of
Integrase Inhibitors and their future use across a
wider patiend speetrum,

Dr Margaret Johnson presented a case study on
HIV/Hepatitis B co-infection and highlighted the
difficultics of trying to get some transplant
centres to accept paticnts wilh NIV, despite a much-
improved prognesis as a result of HAART and
reeent suceesses. HBY progression was quoted as
being 25% higher in HIV/HBY coinfected but the
good news was Lhat there are treatments in the
pipeline, which include nueleoside analogues and
monoclonal antibodies.

Prof. Philippa Easterbrook {Guy's, Kings and
St.Thomas’s School of Medicine) gave a
refreshing presentation oo “Long Term Non-
Progressors™ in which she discussed longevity.
Soine people have a natural disposition 1o long
life and this may be attributable to LTNP's.
Studies with the Pumuani prostitutes in Africa
who remain HIV- despite comtinuous exposure
to the virus give hope that some people do have
watoral resistance (o the virus, Studies have shown
that there is a median of 10 years from infection
of HIV 10 an AIDS defining illness and yet 3%
of patients in a European study stull did not
progress after this tinwe, Reasons given were con-
plete chanee, genetic factors and the influenee of
other host factors on discase progression.

Positive mental attitude was the most common
reporied attributor 10 LTNP's who all had low
plasina varal load and preserved Iymph functions,
Specilic amino acid varialions have becn
identitied in LTNP's and certain mutant alicle
confirm resistance to HIV progression. Also
Cytotoxie T Lymphocytes have found to play an
important role as LTNP's ¢xhibit more vigorous
CTL activily. Studics in this area only give
more hope lhat a vaccine for HIV will one day
be available.

The next generation of Protease Inhibiters was
presented by Dr Neil Graham and DR M-P de
Bethune. The main reasons for wanling to im-
prove PI's were mainly that the adherence was
difficult. there was a prevalence of resistanec and
multi P1 class resistance. Toxicity and incomplete
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suppression of the virus were also valid reasons why today's Pl's are far from perfect, The
presentation looked at futore improvements, which should 1ake into account an increased potency
that gives complete HIV suppression including hidden reservoirs in the bady. The new drugs need to
overcome the resistance, have an improved pill burden 1o improve cenvenience and tolerability and
also to be less wxic.

Abstraet presentations throughout the weekend included a study that looked at Patients who had
used HAART since 1996 and which amongst other findings discovered that 64% of the study group
were still living today despite most being NRTI experienced at the start of the study.

The changing population cost of HIV services showed an increase in the amount of people accessing
HIV services and medication and exhibited a need for inercased resources to maimain current
standards of care. With the average persons lifetime of HIV drugs estimated av £135000 there has to
be sotne forward planning by commissioners.

Drug resistant mutations in newly infected individuals was explored and concluded that mutations
were more likely 1o be passed on with HIV infection in semen o blood rather than in bloed-10-
blood, which is not as significant.

Adherence was an issue covered by R.llome {rom University of Brighton, which looked at the
correlation between patient’s own beliefs about HAART belore commencing treatmem and
adherence. The study showed that the more doubts a patient had before starting treatment the higher
the chance that they did not adhere to the regimen. This bighlighted 1he need for more patient

support and information and to ensure that cach patient was fully aware of the imporance of

adherence. Doubls aboul the necessily to start treatment and the concerns about the adverse effects
were common patient concerns. Healtl professionals should try te find solutions to heip patients
overcome their anxieties and doubts and implement strategies that enhanee adherence.

The abstract on lesticular caneer had mie clutching my gonads as it stated that there was a higher
incidence amongst H1V+ men. In the swdy the majority of patients diagnosed carly responded well
10, and tolerated. chemotherapy and radiotherapy but the weahmenl adversely affected the CD4 counts.

Another looked al patients with CD4 counts below 100 and argued the case in patients who were
CMV + tat CMV viral load tests were a more significant indicator ta the patient’s health than either
the €14 or viral load test. Patients who had high CMV loads had a Taster progression to mortality,

Anabsiract by AH Mohsen looked at the progression rate of liver fibrosis in the HIV/HCV coinfzcted.
Rates of progression lo Nbrosts were higher i this group and had higher rates of inflainmation
despite a reduetion in alcohol. Estimated time from co-intection to eirrhosis was around 22 years
compared with 32 years in HCV infected anly and the other contributory factor to fibrosis
progression was a Jow CD4 count,

S Hepkins discussed HCV therapy m HIV/HCY+ patients and reiterated that genotype 1 wias a poor
responder to treaiment. He pointed out that although the treatment was difticull to take for most
patients alongside their HIV medication, that clinicians should avoid dose reduction if pessible. He
alse strexsed the need for psychiatric intervention before and during HCV therapy to assist in
supporting 1he patient.

There was also exhibited throughout the weekend the poster presemtations which included
presentations on lipodystrophy, nevirapine rash, cardiac conditions, herpes, cancers, stool analysis,
facial lipoatrophy, thyroid discase. pain management and Lo top it all a grapbie presentation of an
autopsy which put a fow people off their rack of lamb at dinner thar night.

Altheugh the conference was very professional based and laced with medieal terminology and
Jargon, graphs and charts that sent me dizzy and subject imatter that was far from light hearted it was
worthwhile attending for the knowledge that | acquired. Meeting other organisations, drug reps and
people working in the many aspects of the world of HIV is always invaluable and also gives an
opportunity o share experiences, By working together with other organisations, community groups
such as Hat Trick and Birchgrove attending these kind of events, only help o forward our own enuse
and gives an oppeortunity for others in “the business™ to understand our particular needs.

For a full report on all the presemations visit wwow.aidsmap.com or more information about BHIVA
visit www.bhiva.org

I would like to thank Babs Evans (Hacmophilia Society) and Esther Mosinghi (Positively Women)
who shared a stand at the conference and promoted Bircbgrove material.

Paul Bateman
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Cocaine
and HIV

More E'

Cocaine is @ stimalant made fram the leaves of the South Amevican coca shrub. 1t contes in Hre form of @
white poveder costing between £30 and £100 per grom, Usualtly snorted into the nose, it provides a feeling
of excitement. exhilaration and self-confidence lasting for abour 15 10 30 minutes.

Cocaine is not metabalised by the body in the same way as anti-HEY drugs so there does not appear
10 be cause for coneern aboul interactions between them.

Test —tube studics suggest that cocaine alters the funetioning of the imymne systemn in several ways,
making immune cells more valnerable to HIV. Experimrents conducted in HIV infected mice bred in
laboratories, found that mice exposed to cocaine had far fewer CD4 T cells than mice not given the
drug. This suggests that NIV disease may progress faster in regular cocaine users.

In common with most other street drugs, users are rarely sold a pure form of cocaine. The drug is
often “cut” with other cheaper drugs such as amphetamines (speed), 1ale or detergents, which can be
poisonous or create ircitation, leading to infection.

Snorting cocaine can damage the membyranes berween the nostrils, leading to bleeding and eventual
crosion. There have been reports that sharing snorting equipment may permit the transmission of
liepatitis € virus.

As with all recreational drugs it is also wise to consider how use could impact on adherence 1o your

HIV treatments.
Taken from nam factsheet 64 - April 2002

S less T's

Eestasy zaps T-cells

A survey of 17 HIV negative men published in
the Lancet has found that one dese of cestasy
causes a 30 per cent dectine in T-cells, and that
two doses reduce them by 40 per cent. The
numbers rerurn to normal within a day of taking
one pill, but a double dose continues to depress
their numbers well after 24 hours.

First published Positive Nation May 2002
“Putting The Drugs Trials an Trial™

UK Community Advisory Board (CAB) and
Treatment Advocates Network

HIY i-Base is a treatment activisl group, which
is HI'V positive lead and committed 1o providing
timely HIV treatment information both to
healthcare professionals and to positive people
themselves, i-Base was {ormed in April 2002 by
the publications, editorial and neetings team
from the former A1DS Treatment Project and they
aim o cover the medical advances in HIV and
A1DS troungh their publications, meetings, phone
line, website and information serviee,

1-Base recently held a meeting for the formation
af a UK based forum where patient and
community groups can formally meet with
cither research groups or the pharmaceutical
industry, The intentions of the Community
Advisory Board (CAB) is to be a forum for
general discussion about treatmuent issucs, ideas
about irial design and a focus for community
groups. Cab’s ar¢ a way Ihat ordinary, non-
professional people can have sonte input imo their
healtheare at many levels. This can inglude
planning effective trials that have betrer
standards of carc and safety, making sure
patient information is clear and becoming
mvolved in getting carly aceess to new drugs if
nceded. Meeting with the pharmaceutical
compaiics can also focus an the reality of taking
their products and hopetully tesult in better

research and monitoring of side effects.

Inthe US CAB's have been established for many
years and work with major govermment research
centres and hospitals, Recently the American
Treatment Activists Coalition (ATAC) has been
fored so that one group of people across the
US can meel with ¢ach ol the companics
(www.atac-usa.org!) .

There has been a European CAB running for
around 4 years (ECAB) and ineludes community
activists from around 18 countrics. Following this
model national CAB’s have been set up in Italy
Spain and Germany. In France there is an
umbrella group called TRT-5 which include
people from the seven largest treatment focused
HIV organisations and they meet with industry.
Goverminent and rescarchers.

The aim of the day was to bring together
interested UK groups to develop a UK-CARB
along similar lines and i-Base invited me along,
as Lhey are keen to have some representation from
the [acmophilia community. As it happened |
wasn ' the only person with Haemophilia st the
mecting so [ didn’l feel too0 alone.

The day started with a presentation from
Douglas Newberry, Clinicad Trials manager at the
Medical Research Couneil (MRC) and Prof. Tim
Peto (Jehn Radcliffe Hospital, Oxford) on
chinical trials. This looked at how trials arc
devised and evaluated and prompted some
discussion in the meeting. Evaluating drugs
through individual patient, doctor or clinical
cxperience can be biased by the individual s own
experience and feelings. Drrugs can be assessed
by uncontrolled observational studies such as
looking at Triple combination therapy in large
numbers of individuals and assessing that it
works, This doesn 1 1ake into account systemistic
comparisons between different treatments and
finding out more important information such as
working out what is the minimuin dose of a drug
that actually works. There arc many observational
trials that ook at different regimens and look at



time, but many ather tactors are never cntered inlo,
The need for clinical trials was stressed by the need
1o ensure comparisons are preeise and fair and well
measured.

However there are many issues tsal clinical triaks
rajse with medienl ctlies being only one. WAIT this
drog work or will it make the patient worse? Who
decides whatis ethical? Who is allowed on the irial
i the (rst place and who decides whoe is excluded?
Why is there no patient representation on hospital
Eihics Committees?

Overcoming random error s an issue that clinical
trials have w address and the only way o overcome
this is 10 have large numbcers of individuals on a
triad. Small trials have a larger degree of random
error and results from tmals that have only had small
numbers of participanits should be viewed with
caution.

If you go on a trial as 3 patient do you know what
you are letting yourself in for? If you enter a
randomised trial this means that when you sign up
for this trial you will not know what regimen you
will be laking, It eould even be a placebo and as a
patient it is essential that you are prepared for this
eventuality in this kind of a triul. Where placchos
are concerned trials are often referred (o as Single
blind, where the patient is not aware whal
treatment he/she is ltking and o double blind where
the doctor as well as the paticnl is unaware. These
kinds of wials avoid biased evaluation and are
seen as essential i studics involving patient
self-assessment,

How are trials designed so that they work for

everybody? If a drug works inatrizl ona group ol

1TV positive gay men over 50 years old why
shouldn't itwork oo women in theis 20°s? Do trials
lake into account the difterom lifestyles and oher
lactors particular 1o a sub-groups needs? Are the
prescribed drug levels in pills necessary? Why
should an 18 stone man have the smine drug dose as
a 7 stone woman? Docs impaired diver function
alter drug efficacy, side effects or loxicity?

In the futnre it should he possible for oenctic
testing for individuals o predict drog efTicacy
and side effects but until (hen triads are the only
indicator 1@ asscss which drugs work and which
drugs work best, Trials are not always accurate and
can give false results so beware. Some trials focus
an statistical methods 1o compensate for missing
data due to poor fellow up of patients or poor data
colleetion. Some do nol account for discontinua-
tien of drugs due to patient ¢hoice or drug Tailure.
The loss of patients and adverse eflects of the drugs
are samctimes not recorded. HF you wanl some
degree of certainty that the drugs you corsume da
work then maybe entering a Inal is not suitable for
vou and ax (he patient and this has 1o be your choice.
b was also pomted oul that as a patient vou should
ask your doctor as many questicns as possible
before entering a trial including is your docior
Being paid per patient fov the trial? 1t so he fshe
may have a different agenda. Some Doctors can be
carcer junkics and want the trinl o make their awme
vather than cure the patient as their main objeetive.

Norbert Tamm. Rescarcly Nurse from Sty s

certain markers such as health over a peried of

London talked about informed consent and patient
involvement in trials. Issues discussed were based
on the essential purpose of ethical research w
protect the welfare and the rights of the research
participants. The medication must be beneficial anid
the rescarcher or rescarch should do no harm to the
parlicipants. Antonomy must also be respected at
all times. [fyou arc asked o enter a trial ask it ihere
is any other way of carrying oul the research. e
aware that you can ask for all your results 1o be
removed from the trial it vou decline from the study
al any time. Ethics commitiees micet to sl up
reviews regarding protocols for trials and any NHS
Trust’s ethics commitiee can change any detail in a
trial as they sce 11t There is no patient involvement
onelhies commitlees and the patient is usually the
last person 1o sce the proweol of any trial,

It you decide to enter a trial it is essential thay
mlarmed comsentis observed. You have theright to
ask why this 1rial is being done, why have yowbeen
chosen, do vou have to ake part, what will happen
10 you if you wke part, what are the henefits 1hat
you expect W derive, will your involvement be
confidential, what are the risks and disadvantages
and wheo has reviewed the project. You can ask tor
the complele protocol guidelines and ask for
anvthing to be explained that vou don’t undersiand.
Signing a censent form is also 2 requisite of trials,
This conlirms that vou are a willing participant, but
also protects you s well as the rescarchers. All con-
sent Torms should siate that you can decline from
the study al any time,

Ask how the rescarch process works. How was il
designed? Tlow were samples chosen and how big

is the sample size of the trial? Ask whalt the aim of

the outecome of the trial is.

Doctors and rescarchers may have other reasons for
recruiting participants and these may be Nnancial
INCenlives, aceess 0 New Ircatments or as a meihod
lo ensure regular medical monitoring. It could also
he a research interest rather than your interest. so
do be aware and be sure thal ¢ntering any trial is
what you really want.

One very important question to sk is that if you
enter a frial, will that drug still e available to you
after the wrial has finished?

I you want to check out the 1962 Helsinki declara-
ton, which has been recently reviewed then, visil
www.bioscience.org/guides/deelhels.bim or for fur-
ther information The Consumers for Ethics in Re-
search a1 www.ceres.orz.uk

Gilead Scienees presented information about their
company and ils role with community laison in the
IV sector. Gilead have produced the first Nucle-
otide RTLin " Tenolovir™ which is a once daily dose
and appasently has durable activity against nuele-
osjde-resistant 11V,

Gilead also discussed their Hepatitis B drog
“Adcfovir™, For lurther information about Gilead
see www.gilend.com

i-Base are planning 1o run a number of these mect-
ngs with differemt pharmaceutical companies in the
Future. [Myou have any eontribution te make wo this
please feel Itee (o contact i-Base at the contact be-
o, or comaet Brrchgrove i you wanl comnents
or issues raising on your behalf.

Paul Bateman

rrent phona line

07 8488
Ay

[
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Drug Class

NNRTl's
Non-nucleoside
reverse transcriptase
inhibitors

NRTI's
Nucleoside Analogues
(nukes)

NtRTI
Nucleotide Reverse
Transciptase Inhibitors

Pl's
Protease Inhibitors

Drug Name

Efavirenz

nevirapine
AZT, zidovudine
ddi, didanosine

ddi, didanosine
-enteric coated

3TC, lamivudine
d4T, stavudine
abacavir

lamivudine (3TC)
+zidovudine (AZT)

lamivudine (3TC
+ zidovudine (AZT
+ abacavir

zalcitabine (d4T)

tenofovir disoproxil

lopinavir/ritonavir
indinavir

nelfinavir

saquinavir (hard gel)
saquinavir (soft gel)
ritonavir

amprenavir

Brand Name

Sustiva

Viramune
Retrovir
Videx

Videx EC

Epivir
Zerit
Ziagen

Combivir

Trizivir

Hivid

Viread

Kaletra
Crixivan
Viracept
Invirase
Fortovase
Norvir

Agenerase
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Injection number 2.

Monday 10™ December, [ spend the morning
getling some food in, do not want to do it after
the injection as | did last weck, paying off
a few bills and buying a kitchen floor. (The
flooring shop had @ special offer). Having
arranged in advance [ go up to the day ward at
the Elion John Centre, (the Aids ward),
Brighton. | am bothered that if [ need to do
the injections at home I will put them off and
end up missing some whereas if | have an
appointiment somewhere | will go and do it
When Tused to take the nebulized pentamadine
monthly [ tound that [ would put it ofl'at home
but would attend the centre it 1 had an
appointment. The stafT there are happy about
me coming in and guite fascinated to see the
preparation of the interferon. A co-infection
clinic between them and the Gastro-enterology
Department is due to start soon and they want
10 be able to help people cope with the
interferon and (s side-cflects. 1 bring along
the leaflet guiding me througi the mixing and
imjecting procedure provided by my
haemophitia centre and all the bits. Firstly |
do my own factor VI as [ always find [ get
bruising with sub-cutainacous injections. This
also gives me a chance o get my breath back
after the hill chimb o get here, | check that |
only draw up the right amount and stick it in
the left side of my stomach, Again | cannot
actoally feel it go inand then wy and gradually
push the liguid in. Natarally it does not glide
in smoothly as suggested in the Jeaftet but 1
push it in jerkily with me pausing between to
allow it to disperse. 1 pull the needle out and a
wave of eliet washes over me. | got it right
and I can do this on my own. One of the nurses
gets me a cup of tea and it tastes wonderful. |
wander back down he hill home. Later that
cvening kitchen makers arrive and afier some
swearing and levering in and out of the sink
my kitchen is done, I go o bed wilth a
headache and some more paracetamol but
teeling good.

Tuesday The next part of my plan to gel
through the six manths without alcoho! comes
into operation as [am linked up (o football TV

with what seems to be endless coverage and
repeals of the league, cup and champions
league on multiple sport channels, There also
seems Lo be strange coverage of things T have
never really thought of as sport; Australian
women in bycra doing aerobics to high energy
disco music - [ wonder if this gets a bigger male
audience watching than female exercising
Bruno Brookes™ fishing round-up., I never re-
alised he had gene from bad DI o niediocre
TV host and tenpin bowling!!? This means |
can chitl out on a Sunday afternoon and have
something 1o watch on a Monday nighi afler
the injections. Anup morning becomes a down
afternoon when [ discover the pipes to the sink
leak when the washing machine is on. The
plumber agrees to come and ook at it
tomorrow, Feel a bit rubbish all day. tike the
tirst day of a cold, uches, and the cold

Wednesday, still feeling a bit fln-like but
better than yesterday. A worker from the
hacmophilia socicty rings and asks me how it
is going and T tell her. She asks me if' 1 could
have worked whilst taking the interferon and
afler thinking about [ say ves. 1 would have
becn a bit rubbish at work and possibly been
told to go home by colleagues but that if' I had
ptanned the injection (or a Friday night by the
following Monday [ could have made it to
work, It does [eel like a great luxery nol to be
working whilst Tam on this but if the first week
really is the worst one then I am confident |
can cope with the cold-like symptoms,
Plumber arrives and says he needs to get a part
but the shops are shut now so he will come
back tomorrow. [ am now in a race between
with the plumber fixing it and me running out
of clean clotiies,

Thursday. wake up feeling fine and go off to
college. Have the pleasure of telling everyone
how goad I leet during the last week of term.
Spend the weekend alternating between
football en pay-TV and sceing people and
telling them what a brecze this interleron lark
is. These wimps that retire to bed groaning for
months at a tinie are just malingering. I make
sure that [ pile on the irony whilst saying this
as | just know it will come back to haunt me.
Plumber fails to malerialise but appears on the
Saturday with the right b and 1 can wash
clothes again.

The following Monday and [ am back at the
Elton John Centre. This time | am no longer
the centre of attention and left on my own to
do iy two injections. [ forget the explanatory
feaftet but get the amount right. Fortunately
the injection site of two weeks ago is so well



healed thal 1 cannot even see where il was. |
stick it in my stomach somewhere round there
and hope that 1 can avoid the iiritation and in-
Rammation of all of the future injection sites.
Once more [am greatly relieved atterwards and
walk home 1o spend the evening in front of
{ootball. Arrange next week's appointment for
a bit eanlier as it is Christmas Eve.
that Christmas day is a Tuesday and that
although that will make the not drinking
alcohol part casier | did not really intend to
feel bad all day as well. 1 think T have now
worked out the stomach effeets of the drogs. |
believe the interferon causces diarrhoea and the
ribavirin constipation so decide 1o alier my dict
accordingly next wecek.

[ realise

As with last weck [ am leeling pretty much
okay by Thursday morning. The "bind-me-up-
with bananas-and-eggs-Monday-and-Tuesday-
and-extra-roughage-for-the-rest-of-(he-week”
dhel seems to work and my stomach s fairly
consistent all week. 1 meet a {riend 10 go o
see Eddie Izzard ucting, well appearing, at the
theatre in the West End. 1 wonder how much
more culture and sport Twill get to see now
that pubs hold no attraction for ne. 1 stay al
another friends new house innorth London and
spend the morning shopping for Christmas
presents, well T go to Waterstones for some
hooks and Tower for a couple of CDs. Then |
am back at S1 Thomas™ for my 2 week review
even if 1t is nearly 4 weeks. Everyone secms
happy that | am having so few side-clects, |
pick up the next 3 packets of inlerferon bul
have 1o go 1o pharmacy for the ribavirin,
Pharnuicy ut St Thomas has been done up sinee
I last went o it, Tiend to pick up all my drugs
in Brighton now so 1 have not used 1t for a [ew
vears. [ am ticked ofT for not having proof of
income Support on me, or @n exemption
certificate in order 10 gel free proseriptions. [
aetthem myway after a halt=hour wait and am
then given the top copy of the script to hand in
for my GP. Lhink about this on the way home
as ribavirin is specifically listed as ineffective
when presertbed on its own for hepatitis C and
so T wonder what it is prescribed alone for. |
look it up and discover it can be given for {lu
or lassa fover and as my seript says nothing
about the interferon | consider posting the script
copy to my GP with a note stating that [ have
lusxa fever, | decide this 1snot a good idea as
they'd probably believe me and just add to the
list of conditions already in my notes.

A good weckend for doing the rest of my
present shapping but a bad one in that my eam
lose at home live on TV and to the 1cam
supported by a fricnd whose come to watch

the game. She leaves promptly alter it o eloat
out my carshot. Was it something [ suid?.
Monday again and Christmas Cve as well.
Mess up the interteron imjection this time. Spill
some of the water making the liquid more
concentrated than normal and get bothered
about it such that T inject awkwardly. This
means for the fiest time [ {eel the needle go
through the skin, ithurts, and there 1s a spot of
blood afterwards when [ withdraw it Tam glad
that the stafl are not waiching me this time.
Annoyed at myself for this and walk back home
reselving to do it properly next week. Spend
the day wrapping presents and feeling tred
with a headache. Hit the paracetamol again
and do not teel gute so good as last week.
Apparently [am allowed 1 unit of alcohol per
day but the thought of a third of a pint of beer
or a small glass of wine really does nol appeal
1o me. It seems so litle as o be not worth
bothering with and would prabably only make
me want to drink more. By the evening,
however, | realise how much slurred drivel
people talk afier a days drinking. At least 1 get
to drive home even if my passenoers seem
unconvinced that T have not drunk anything all
day.

The next few days however [ {eel rather
Mu-iike and stay in walching crap TY or
sleeping. Tas the more concentrated intesferon
this week really made such a difference or
perhaps that sherry has made me feel so bad.
Aleohol is supposed o make the side-eflects
worse so mayhe it is the combination of the
two. My mix and match dict for constipation
and diarrhoca has not worked this week, but
maybe 1 should have expected that, Everyone
is now asking me what I have planned for New
Year. | am louched by this concernr for the
non-drinker on the most alcoholic evening of
the year unlil someone says that they are only
trying to find out if [am driving. 1t is only this
week that I realise that it1s a Monday and so |
know exactly what [ will be doing. Taking
druogs!  Yeso | shall be taking a few
paracetamol and going o bed. |probably won't
cven he up for news at len never mind ringing
in the New Your,



WOULD YOU LIKE TO BECOME ACTIVELY INVOLVED IN A
QUALITATIVE RESEARCH STUDY?

I am currently searching for gay, bisexual and heterosexual women and men who are
long-term survivors of hiv/aids who are prepared to share their perceptions and
experiences of life living with hiv/aids in the uk.

Tol 07949 311041

[rrobie Cre2Cne)

E-rral JudvSagar@aol com

The voluntary sample will include women and men whao have been positively
diagnosed for 10 years or more and who have had or are currently in receipt
of medical treatment. | would particularly like to hear from positive women, individuals
who live with a bleeding disorder and/or women and men who live with drug

= FodCy,

dependency.

If you are interested, please contact judy sagar for further details. All enquiries will be

dealt with professionalty and in the strictest confidence.

HIV/AIDS

Judy Sagar is a PhD researcher at
Leeds University and is specifically
looking at how long term survival
with HIV has affected us from a
social and psychosocial perspective.
There hasn't been any research into
the social affects of long term HIV
infected people since 1994 and this
study should take into account the
changing outlook with HAART,

The social implicattons of the
changing scientific knowledge and
biomedical advances in the treatment
and management of HIV is often
overlooked and Judy hopes to explore
these issues from our own
gxperiences.

The interviews are preferred to be
held on a face-to-face basis and take
approximately an hour and a half. All
interviews are recorded and copies
sent back to the individual for them
to give approval. No names will
be used in the research and
confidentiality will be observed at all
times. If face-to-face interviews are
not convenient then telephone
interviews at a pre-arranged time can

also be organised.

Judy is particularly interested in
peopie with bleeding disorders who
have been infected as well as women
to give the research field a more
balanced perspective. and diversity of
the HIV infected individuals, If you
feel you can help and have the time
and energy to offload some of your
experiences then Judy would be
pleased to hear from you at the above
contact detatls.

Positive Advice
Legal Helpline

The UK Coalition of People
Living with HIV and AIDS has
launched a legal helpline to
provide specialist legal advice
direct to people with HIV over the
telephone. Volunteer lawyers with
expertise in various areas of law,
such as immigration, housing,
family and employment will staff
the phones every Wednesday
evening between  7-9pm.
020 7564 2180.



BOB THE

Dear Bob,

I have an alcohol problem. My
elbows have become so useless with
bleeds that I ¢an no longer carry 2
four-packs of beer to my mate's house
to watch the footie. [ do not want to
appear mean by coming empty
handed. Can you help?

Tell your mates that football is no
longer the working class game it once

and is now the provinee of the
middle classes. As the fashion guru
that all haemeophiliacs are. you should
have no trouble in getting the rest to
follow your Jead in sipping
Chardonnay - this is not a 2"
division players wife but a type of
wine and is easily available
oft-licences. One bottle is much
casier to carry than 8 cans.

If that fails. Buy a milk maids yoke.
Placing it over your shoulders you
can then put the four-packs into each
bucket. Since your shoulders now
take the weight it should protect your
elbows. It will also mean you get lots
of space on the pavement as every-
one else will have to swerve into the
road 1o avoid being whacked in the
stomach by one of your swinging
buckets. Since the ability to carry
mtoxicating liquids is o usl
basic medical requirement ask your
physiotherapist for a supporting
letter in order to gain funds from the
MacTrust for the yoke.

Dear Bob.

I would like to gain access to
Traditional Chinese Medicine but the
preseriptions nty doctor gives are
very expensive. | have used up the
complementary therapies grant flrom
the MacFarlanc Trust and am not sure
where | can get the money. Can
you help?

BLEEDER

This is a very sad state of affairs,
outside of medical treatient from the
NHS the Macfarlanc Trust rarely
provide for things. I. myself have long
been waging a Jong campaign for my
‘Export Super Treacle” strong lager
daily requirciments to be paid for by the
trust. I think of it as an essential
complement to my Factor VIEL, Many
years ago a psychiatrist stated to me that
I was dependent on this substance
which mcans that my body craves it
when it is absent. Despite numerous

supporting letters/threats/bills from a

highly eminent Harley Street Grocer the
Mactarlane Trust refuses to pay for the
becer. 1 will however continue fighting
on behalf of soaks, lushes and users of
therapies everywhere

complemen
for this,

Dear Bob,

You said us in the last issue that this
one would cover drugs and | wondered
if there is a risk of passing on HIV and
HCV in cocaine straws?

This one has been under scrutiny for
sometime but I do find the papers hard
to read when I'm off my tits on
Columbian happy powder. The best
advice is to be safe not sorry. have some
Factor before hand to avoid those
annoying nosebleeds and don’t share
your coke straws. [ have a beautifully
rafted gold one with an ornate mirror
chl imply wonderful but does
appear tempting for others to use. My
tip to avoid this. or the bad feeling as a
refusal may offend. is to keep a
collection of small white plastic straws
on me at all times. Smear this with
tomato sauce and leave over night. The
resultant dark red. lumpy goo on the
straw 15 usually sufficient to put off
anyone from sharing and 1f they do you
can always let them keep the straw!
{P.S. A good tomato sauce knocks off
that bitter tang to the Charlie too).

can he fix it?




HIV man had sex with a nanny goat

A judge decided yesterday 1o spend two more days deciding what sentence wus apt for a man
spotted by commuters having sex with a nanny goat.

Stephen Hall, 23, who is HIV pesitive, was wrestled to the ground by walkers who found him with
the wnimal on allotments in East Hull as the passengers, on a train to Bridlington, called the pulice
on their mobile phones.

The commuter train had stopped al a red light, over-looking a shelter of tin sheets where Hall had
imprisoned the nanny goat with his belt, Flull crown court was teld that Hall had decided to assault
the animal in a “spontancous act™....

The court heard that Hall was seen having sex with the goat by 4 man walking with his grandson
near Argyle street allotments, Hall hid but then backed into view again, with his trousers round his
ankles and a tight grip on the goat....

He pleaded guilty to buggery at an earlier hearing. Rebecea Thomten, prosecuting, said the goat
had suflered distress during the assault, which went on lor up to ten minutes,

Mariin Wainwright

The Guardian 14.03.02

We atr Birchgrove understand the frustrations and complexities that HIV can bring lo any
meaningful sex fife, and fully appreciate that people in our position have to take pur
opporfunities when they arise. However we do recommend that any sexual partner is a
consenting and willing participant especially with regard lo the 5+M practices. We alsa
recommend avaiding public places such as alfotimenits next to a busy train line and condoms and
Iubricants should abviously be used. Fair play to the bloke for lasting ten minutes afl the same.

From HIVandhepatitis.com  The Speaking Chair 3
“Ask the experts” column.

Last time the magazine looked at Hepatiiis C
and what weatinent did for vou. As someone
hal(-way through now | ean assure that it gets
prety rough sumetimes, | aliernate between

Question:

Does marijuana smoking
effect liver in anyway?
Can it contribute to high
liver elevations in a blood
test?

Answer by Ronald Baker,
PhD Ronald Baker is
publisher and editor in
chief of:
HIVandHepatitis.com

I know of no studies that
have suggested harm to the
liver from marijuana,
although if inhaled on a
regular basis, marijuana
could potentially cause
lung damage.

Marijuana does not cause
elevated ALT levels.

feeling fine and dreadful! Birchgrove did gt
represented at o number of the big conferences
this year, 2 of us presented on the problems of
co-intection and seeing diTerent docrors in
differcat hospilals and trying to get the NHS 1o
co-ordinate this. The Haemophilia Alliznce
which allowed some of us 1o ask about the
fanding of “expensive patients® or, in ather words,
ns! When will I get recombinant and why can
he get it when we five only & few miles apart??
Not bemng there mysell I can't give you the
official response to this but | bet it was not *1°Hl
sort that just as soon [ get hack to the
Department of Health®. Next was the European
Association Study of the Liver. 2 big Liver
studies were unweiled at this conference, one by
cachof the 2 Interferon makers, There was alse
the World Federation of Haemophilia which did
nol unveil any great new hacmophilia treatments
but was a greal opportunity 1o meet
hacmophiliacs from across the world.
Recombinant is stil) children and protesters only
in England, treatment of any type a nightmare
to get in most counirics in the world and gene
therapy being talked about like recombinant was
in the early 1970s. Now if only [ lived ima rich
country like Wales [ could hope for some gene
therapy in the future. Bet I'11 be long dead
before it's available to adults in England though.

Raobert



Information and support

Information. advice, support and
campaigning on all aspects of hver disease
including viral hepatilis (A.B.C.elc). A variety
of publications and web based details.

Tel: 01473 276326

Email: info@britishlivedrust.org.uk

Wehsite: www.britishlivertrust.org.uk

Imiorrmation, advice and supporl

HIV/HGY worker Babs Evans
babs@nagmaophilia.org.uk

HCV werker John Marris
[ohn@&@haemophilia.org.uk

Tel: 0800 018 6068

Emaill: infoi@hasmophilia.org.uk
Website; www.haemophilia.org.uk

Online putilication about frealment.
Website: www.hivandhepatitis.com

Supporl, advice and informaticn for people
affectac by drugs, HIV and

hepaltits.

Tel: 020 7582 5434

Email: linersmain@acl.com

Website: htip://members.aol.com/
linersmain

Provides up to dale factual treatment informa-
tion wvia free publications and webaile.

Tel: 020 7627 3200

Email: infe@nam.org.uk

Website: www.aidsmap.com

Information and advice for HCY+ people,
professianals and the ganaral puolic.
Tel: 020 7735 7705

Email; advice&info@hep-ccentra.com
Web site: www.hep-ccentre.com

Peer-support services to HIV posilive women
and their children. Drugs and alcchol support
group and bi-monthly newsletier.

Tel;: 020 7713 0222

Ernail; inloi@positivelnyormen.org.uk
www.positivelywomen.org.uk

fentnly pubtlication providing a platform for
all pecple affected by HIV and AIDS in the
LK.
Tel: 020 7564 2121
Email: subscriplivns@positivenation.co.uk
Wehsite: www.positivenation.co.uk

Monthly oublication about HY and guarterty
issues about hepatitis

Tel: 01895 637878

Email: andrewb@akilane!.co.uk

Website: www.howsthat.co.uk

Booklets on hepatitis
Pockel—sfzéd booklet with inlo}fnalion about
ali aspecis of hepalitis {from A to G).
Produced by How's That Publishing Limiled
Tel: 01895 637878

Aimad at adults living with a bleeding
discrder and HCV or HIV and

HCV co-infection

Produced by the Haamophilia Society.
Tel: 0800 018 6068

National Helpline
Numbers

0800 557 123
24 hour helpline effering advice on HIVIAIDS

020 7242 1010
days per week 12-10pm Advice on HIV/AIDS

0800 1626306
staffed by positive people mon-fri 11am-10pm
satfaun 4-10pm

0845 847 Q047
Treaiment advice from posilive pecple
Mon + Wed 3pm-9om Tues 3pm-Bpm

0800 77 66 Q0
apen 24hours
Offers Iree and confidential advice aboul any
drugs issue, whether it's information,
counselling or just a chat. You can alsa fing
out about services available in your area.
They also provide a wide range of printed
literature available on requesl. They also
have relplines in many other languages
including Welsh 0800 37 11 41 10am-2pm
Mon-Sal

020 7228 8900

open Monday-Friday 10am- Spm

A national helpline for families and friends
of drug users which provides confidential
support and information who has concerns
about someone close ta them who take
drugs.

0207 7299804 10am -6 pm

0207 603 8654 evenings and weekends
Confidential helpline prowiding advice on
drug use and legal issues suirounding lhe
subject.

wyw.release org.uk
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The European Association Study of the Liver,
Conference, Madrid, 2002

“Hi, Robert this is Roche Pharmaceuticals, we'd
like to invite you to the EASL conference as a
Jourmalist.”™ EASL, the European Association for
the Study of The Liver, 've read about this con-
ference and | knew it is not in Britain this year
but [ can’t remember where it is. 1 check, Ma-
drid. Right so a drug compauy is offering me a
flight, hotel accommodation and registration to
the conference and all | have to do is write it up.
Mnunm meral dilemma do 1 aecept the free trip
and risk the accusation of being 2 drug company
lackic? It’s hard but someenc has to be a lackic
every now and then, [ can always console my-
self with sun, Patatas Bravas, Bocquerones and
a lock at the Bernabeau whilst [ contemplate the
loss of independent credibility. Mueh of the con-
ference was interesting. both big companies in
the field demonstrated trial results and the
westher was gorgeous. As this is a drugs issue
let’s talk about the drugs, Pegylated Interferon
and Ribavirin. Scherring-Plough made a big
thing of how their *PEG” version gives you a
specifie amount calculated for how heavy you
are, They, incvitably highlighted how *weight
based dosing’ was & great thing, the logie that
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too little is less effective in clearing the Hep € and toe much gives you more side
effects. They also presented some laboratory type comparisons [ did not understand
much. They compared their molecule with a different one that coincidently was the
one used by the other maker of "PEG’, Roche. The comparisons suggested the
Scherring-Plough size moleeule was better. What a surprise!

Then came Roche's turn. They were unveiling data from a big trial of about a
thousand people with their drug, Pegasys and Ribavirin.. They highlighted a super
new high for ¢learing the virus in genotype | patients of (just) over half. They alse
had 1 in4 of those classed as cirrhotic having a sustained response ta the treatment.
That struck me as remarkable as only a few years ago people classed as cirrhotic
were told to avoid interferon for fear their liver would collapse and they could die,
The classifications may be a little more generous now bun it still seemed a big change
toeme. Roche highlighted how therc was one set dose for their interferon making it
easier for patients and that it was effeetive across a huge range of difterent people’s
weights. They then tummed to their chemistry type comparisons suggesting that their
molecule was better as it was heavier. They did not guite say ‘our molecule is
bigger than yoors nyyrhr nyyrhr mur nyvrhr nur® but [ was hoping. As with the other
talk I got a bit lost on the bio-chemical processes of Pegytation but they did provide
a great buffel w0 give me something to de while the scientists talked to one another.

Hepatitis B got a higher profile, which just shows what the invention of some drugs
can do for a discase {Adefovir and Tenofovir), and there was lots of the “no patients
involved® sort of research in animals or tissue cultures that I did not understand
much of.

In the eo-infection field {either FIY and Hep C or Hep B) there was very little and
one of the spcakers o it did not even turn up. As with most conferences the chance
to meet and talk to people from elsewhere was the best bit, apart from that walk
around the Bemabeau. What a stadium! What a good thing the conference was not
the following weck as a bomb went off at the time | had been walking round the
stadium!

Robert was funded by Roche Pharmacenticals to attend this conference. He would
like to assure the readers that he retained his independence throughout the arduous
timetable of eating and drinking that Roche provided during the few days. He is
also available to attend any other conferences paid for by Drug companics on condi-
tion they are in interesting, warm and nice parts of the world and he is not required
to do too much. Having worked as a social worker he is well versed in 1alking
gobble-de-gook aud can Jearn and endlessly repeal company slogans if that would
help...

Robert James

The Birchgrove newsletter is funded by the haemophilia society



