NATIONAL BIRCHGROVE CONFERENCE REFORT
BATH 24TH - 2671 JULY 1998
INTROBDUCTION
he 5th Nationa! Birchgrove Conference was held af the Stakis
Hotel, Bath, over the weekend of 24l - 26tk July 1998, on the
theme of “Ircatments and Alternatives”. The intention of the
conforence organisers was t0 provide a foram for discussion of
conventional combination theraples and complementary treat-
ments for hacmophiiiacs co-infected with BIV and Hepatitis C.

Friday 24th July

REGISTRATION AND WELCOME

Delegates from 2l over the country hegan to arrive ai the Stakis eatly
on Friday aflernoon. Registration was compieted by 7.00 pm with a
total of 60 delegates in attendance. Rather than scheduling seminars
for Friday evening, this time was set aside for old acquaimances to be
renewed and for first time attendees Lo meet with and get (o know the
old hands. A three course dinner was arranged for 800 pmin the
Willow Suite, where « fine meal was accompanied by some Tively

discussion on the business of the conference,

Afterwards, people retired 10 the main bar where the itk
i continued into the early hours. The atmosphere throughout the
eventing was relaxed and convivial, aud there appeared (o be u note of

cawtinus optimism about the {wure.

Sarurday 23 July

HIVHEPATITIS C CO-INFECTION

Following a hearty breakfast, delegates decamped to the Willow Sujte
for the first Seminar, Cady Khudabux, on behalf of the National
Rirehgrove Sicering Commitéee, welcomed the delegates lo Bath and
introtiuced them fo other members of the organising commitice. He
outlined the agenda {or the weekend snd then introduced the first
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A brief report

speaker, Nigel Hughes, the Clinicat Nurse Specialist at Preston Hall
Hospital, Maidstone in Kent. Nigel gave a lively and informative talk
on HIV and Hepatitis C co-infection, speaking for approximatety 45
minutes on a nuntber of issues relating o this wpic, including currem
treanments with alplia-interferon, wnd siso the long-term prognosis for
those whe were co-infected, Subsequently, guestions were invited
from the floor and the number of people wishing 10 put questions to
Nipel was indicative of the high Jevel of interest his tatk had

geneeated.

MACFARLANE TRUST OPEN FORUM

After a break for tea and coffee, there was an Open Farnir wilks threc
represematives from the Macfarlane Frust describing the workings of
the Trust and their roles and responsibilities within the erganisation.
Fim Hunt, Fran Dix and Anae Hithersay gave delegates a valuable
insight into the Trast's policies and procedures en a number of issues,
ranging from how decisions are made regarding grant awads, 1o the
criteria needed to apply for such grams, Enthusiasic delegates raised
a number of pertinent questions on past dectsions and on the futere
direction of ¢he Trust,

CHILDREN'S TRIP TO BRISTOL 200

The Birchgrove Children and Families worker, Marthi Cirino, with
the help of volunteer Choy Sterio, had organised a chitdren’s day out
at Bristol Zoo, A total of seven children were takest by train 1o Bristo)
in the morming, thus allowing their parents to attend the day’s
seminars, All the kids were returned safe and sound to the Stakis at

around 4.30 on the Saturday cvening,

ATP: COMBINATION THERAPIES

Affer the morning's sessions, luneh was served between 1,00 and 2.06

pi, with delegates retuening to the Witlow Suite for the wain

business of the afternoon, a question and answer session on the latest
continned on page 2
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confinued from front page

news reparding Combination Therapics. This talk was
conducted by Rafi of the AIRS Treatment Project and
provided a platform for delegutes to voice their fears und
concerns regarding a wide variety of treatment issues.
With difterent levels of knowledge emanating from the
delegates, Rafi managed 1o conduct the discussion at a
Jeve! which scemed to offer someihing (o everyonc.
Issues raised included when was the best time 10 begin
treatment; what was meant by CD4 couns, viral load
tests and HAART; the consequences of delaying
treatment; the different classes of drugs, Le.. nacleoside
analogue reverse transeriptase inhibitors (NRT1s), such as
AZT, DDL 3TC and DAT. non-nuekeoside analogue
reverse transeriptase inhibitors (NNRTIs), such as
Nevirapine, Delaviridine and DMP 266, and protease
inhibitors (P1s) such as Ritonavie, Indinavir and
Saquinavir, Other issues discussed related to drug side-
effects, and when and it it would be possible to cease

drug treatment.

Rafi also gave delegates up to the minute feedback
on developments at the recently held World AIDS
Conference in Geneva, While some of the news was rela-
tively depressing — for example on the sexious side-
offects connected with long term treatment on Protease
Inhibitors, other news struck a more cautiously optimistic
note, Doctors and AIDS specinlisis were developing what
had been termed ‘Protease Sparing Regimes” for treating
HIV infeetion, and there was 1lk of new NRTIs being
available in the near future, us well as the development of
a whole now class of anti-HIV dregs.

The seminar ran for over two hours, with a coffee
hreak in between, and while there was a lot of informa-
tion 1o 1ake on board, much of it new to many detegates,

it proved to be an interesting and informative session.

MEAL AND DISCO

T the evening, another three course dinner was followed
by a disco in the Willow Suite. This provided ample
opportunity for various delegates and steering commities
members (o make spectacles of themselves ¢ither on the
dance floor, or througls their tewly appaliing taste in
music. The disaster of the Haemophilia Society’s soon to
be wed HIV worker ending up having a midnight dip in
the Stakis lake, courtesy of a number of female defegates,
was narrowly averted by the judicious - and as yet unre-
warded — intervention of two members of the steering
cominttice. That he didn™t get ducked perhaps indicates
the high esteem in which hie s held. Or maybe rot, as the
case may be,

Sunday 201k July

TRADITIONAL CHINESE MEDICINE
Unfortunately, the representative from fohn Tindalt's
Gateway Clinie in London, scheduled 1o give a talk on

Teaditional Chinese Medicing, did not wrn up. Instead,

Mike O’ Driscoll gave a talk on the subject from a
patient’s point of view. Mike had been using Chinese
Herbs For twe years in the meatment of both his HIV and
Hepatitis € infections. He explained how the initial
consultation with John Tindalf was designed (o enable the
practitioner to gain an overall picture of the patient’s
heahth and well-being, witl patticsiar atiention being
paid to specific indicators - pulse, respitation, tongue,
mental and cmetional health, ete, A preseription was then
drawn up by the practitioner, which could jnctude up 1o
wwenty or thirty differest Chinese Herbs in various quan-
titics. Whilst the consultation with Joha Tindall is frec of
charge, the patient has to pay for the herbs, which,
according to the prescription, can vary in ¢ost up (o

£35.00 for a munths sopply.

Treatment consists of bailing a quantity of berbs in a
fitie of water, straining and reserving this mixtuee and
then repeating the process. The resuliang lquid was
enough for four days treatment, which eonsisted of
approximately half a cup drusk wice aday. The liquid
could be drunk kot or cold, bt Mike advised that it was
best W drink it down in one quick gulp, and have
something more palatable at hand o get rid of the
unpleasant afiertaste, Mike talked for about twenty
minutes and then answered questions (rom delegates.
From 2 personal point of view, he told the conference
that he felt the herbs had bad a beneficial effect on his
hiealth, and that it was 2 shame that a represeniative from
the chinie had not wrned up, as they did have stistical

evidence to show such benefiss to health.

HAEMOPHILIA SOCIETY'S HIV WORKER

Steve Fouch held a question and answer session during
thie second hult of the morning. Steve. the Society™s HY
workez, explained his role within the society and how it
related 10 the Birchgrove Group. He is closely involved in
projects with hoth National Birchgrove und Birchgrove
Wales, and seex pant of his role as developing links with
Tocal Birchgrove groups in other parts of the coumry -
the North-west, north-east, East Anglia and the Midlands,
for example. He aiso intends to encourage other HIV+
huemophiliacs that e may come into contact with, and

who have not previously had any links with Birchgrove,

w get in contact with the proup,

Again, this was an interesting and informative
session with lots of questions from the floor. Given thiat
fhis way largely an imprompiu session, doe w the non-
appearance of the Chinese Herb spectalist, delegates felt
that it was worthwhile in that it gave people a chance (0
meel Steve and gain an understanding of his role.

Sunday Lunch was served between 12,30 and 2,00

pm. alter which the conference drew 10 a close, with

delegates returning to all corners of the country.
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KEEP TAKING THE PILLS

fter & person is infected with HIV, many

diffcerent strains of the virus appear over time
as the virus copies isell. Each new generation hag
{iny differences, or mutations, in its structure. Some
of these mutations eccur in the parts of HIV which
are targeted by andi-BIV drogs. This can result in
strains of HIV that ace fess valnerable to treatment,

When an anti-HEY drug is started, HIV strains that are
highly vulnerable to the drug disappear rapidly. This
leaves strains behind that can copy themselves despile
the drug's presence. In time, the “pool’ of viruses will
include tewer and fewer drug-sensitive strains and
more and more resistant ones, These may or may rot
be capable of harming the body.

Resistance is an important reason why many anti-HIV
drugs have only Eitited or short-tenn effects.
Whenever HIV is still able to reproduce in the hody of
someone who is taking anti-HIV drogs, it is extremely
likely that resistant strains will eventaally emerge, and
the viral lewd will increase, This increase is sometimes
called viral load “rebound’.

MINIMISING THE RISK OF RESISTANCE

Using two or more anli-HIV drugs at once, known as
combination therapy. delays resistance, because
viruses that are resistant to one of the deugs may still
be controlied by the other(s).

Studies have shown that the risk of viral toad rebound
is related 1o the point to which vival load falls afier
starting treatment. calied the ‘radit”. The lower the
nadir, the iower the risk of rebound, and therefore the
tisk of resistance.

People whose viral toad fails, and remains, below 30
copies are at a much lower risk of developing resis-
tance. However, resistance may emerge even in these
people over the fonger termi. (Most viral Joad tesis
carrently in use in the UK mensure viral load o a
lower Hmit of 400 or 500 copies. Ask your doctor
about the tests available in your clinic).

Adding or changing u single new drug to a comhina-
tion which is not suppressing viral load is likely to
lead 10 the development of drug resistance, because
the impact of that single new drag is tikely: 1o be
insufficient 1o block replication. Experts now advise
that treatment changes should always include at least
two new drugs, wherever possible,

Comtinuing with the same drugs after your viral load
beging 1o go up can also encourage the development
of resistance. ‘This is because resistance to some drugs
develops progressively; as more resistant mutations
sccumnulate, sensitivity to the drug will fall. However,
resistance o drags emerges at different speeds, For
example, 3TC and nevirapine resislince emorges very
quickly, but d4T and ddC resistance emerges slowly.

Also, people whose viral load remains Bigh or
rebounds whilst taking anti-HIV drugs may il expe-
rience a rise in CD4 count, and delayed disease
progression. Though resistance is a common reason
for viral joad rebound, it is not the only reason.

It is important 10 take anti-HIV drugs exactly as they
have been preseribed, by sticking rigidly to the
suggested dose and timetable, and observing istruc-
tions abowt food.

Taking too ligle drug (by missing or reducing doses)
could ailow drug levels in the blood to fall o inade-
guate levels, allowing viral replication to occur und
incressing the risk of the emergence of resistance.

CROSS-RESISTANCE

Single mutations, or sets of mutations, in the virus can
produce resistance o several different drugs, This
means that opce resistance 1o one drug has emerged,
this vins population may alse be resistant to drugs
you haven't taken yel.

This is called cross-resistance and may affeet all
currendy available anti-HIV diugs 1o a greater or
lesser extent, For example, it is possible that if you
develop resistance 1o a protease inhibitor or a non-
nucleoside reverse wanscriptase inhibitor (NNRTT),
you wilk also be resistant to all others in the same
group,

RESISTANCE TESTING

Several lests are being developed to detect which
drugs you are resistant 10 and your lével of resistance
to them. It is not currently known how useful these
tests will be in guiding treatment decisions.

DISCLAIMER

The views expressed in each-of the
articles are those of the individual
authors, and not necessarily those of
the Birchgrove Group.

“BIRCHGROVE?” is published by:
The Birchgrove Group,
P.O. Box 9, Abertillery
Gwent NP3 1YD.
Tel: (0345) 697231 (Helpline)
(01222) 387960 (Admin.)
Editor: Gareth Lewis
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Two Three or Maybe FOUR by pr stErHEN AsH

Otw reads reporis of clinical trials of new drugs
and combination therapy and how good they
are at producing quite dramatic drops in viral loud
(expressed as multiple log fatis*) and rises in Chd
connts. Bat how well are things going in the real
wotld outsitie of clinical trials?

Certainty there are reposts of hospital wards closing
due to reductions in the numbers of opportunistic
infections in poople who have responded to HAART
{(highly active antiretrovira] therapy). On the down-
side we hive heard about problems with HAART, for
exampie drug failure due o viral resistance, and ide-
effects such as lipodystrophy ~ abnormal distribution
of fat in the body.

Tt s mare than two years since patients Ealing
Hospital were first offered ILAART (which in practice
has usually meant triple combination therapy
including a protease inhibitor) and it seems like o
good ideu 1o take stock of the sitwation and see whit
can he learnt, Althongh the foliowing data is very
prcliminary, it gives a rough idea of rends and
responses 1o HAART we have encountered,

Over 50 puticnts are on triple or quadruple therapy af
Ealing Hospital, n most cises including at least one
protease inhibitor. The majority of these patients are
gay males as we would expeet from the pattern of
infection.

However, over forty per cent are heterosexuad and
almost lwenty five per cent are Wwomen.

More than cighty per cent of those starting HAART
aschieved an undetectable viral foad (less thao 200
copiesfm}) within four months. Mast of the twenty per
cent who didn’t achicve this goal hadn't tuken the
drugs regularty as advised. However, about half of all
patients on HAART had to change their therapy in the
first year. About one third changed a single drug due
{0 side offects, although their viral load was less than
200.

The remaining two thirds had 1o chunge two or more
drugs on the basis of vising vira! load. Poor compli-
ance accounted For many of these instances, but not
all, Fhose people with previous experience of taking
antiretrovirad drugs ended o be more likely 10
develop drog failure.

Despite all the problems of HAART, it has been a
privilege to witness the amazing benefits that some
patienis have clearly teceived from these drugs. The
hospital admission rate bas dropped as a result of &
fali in the number of opportunistic infections and
other serious infeetions thal one would have expected
10 see. Although this parallels the rise in CD4 count
scen in most patients, even fhose patients with onty a
modest rise in CD4 count seem 1o get some form of
protection against infections,

ALY this has resnlied in an increased life-expectancy
for people on HAART. The rate of CMV and MAL
infection has fallen by ninety per cent; that of
Cryprosporiditm and Preuraogystis pneuania by
one hundred per cent (no pew cases). The incidence of
Candida scems to have been reduced by & more
modest seventy por cent, We have witnessed the
regression of Kaposi's sarcotma upon commencement
of HAART, as well as some improvements in PML
and HIV cacephalopatiy. However, there has been no
improvement in the incidence of HIV-refated wimonrs
such as [ymphomas.

As has been reported by othor centies, the enhanced
immune sysiem response that follows HAART can be
teniporarily harmitd, We have seen one patient with a
flare-up of their CMV retinitis although this did seitke
fasrly quickly with prompt Lreatnsent.

Additionally there have been soveral pitients who
started HAART with very low CD4 counts whose
previously undiagnosed MAT of the lymph ghands
heeame obvious once the immunc sysiein Deeame
strong enough to attack the infection, This resulted in
swelling and discharge from the Tymph glands. Once
again the cventual auicome was good thanks to rapid

diagnosis and early treatment.

As time goes by, we arc more and mare aware of the
Jonger tern: prablems of HAART and we routinely
moniior for all sort of complications such as:

« High blood sugar feveis
o High cholesterol and trighceride Jat) levels
» High Mood pressure

» Lipodystrophy

{abrormal fat distribution)
o Osteaporasis

s Kidney stones

(associated with indinaviv in particular)

Farly warnings und iitervention can mininise the
tmpuact of such problems.

Pespite much emphasis on side-cffects and worrics
about as yet unrecognised long-tern problems with
1he use of many of the new drags that make up 4
HAART combination, if is nevertheless clear that
most people who stut HTAART receive enonmous
benelit and it appears that for most people this is an
effect that can last for years.

Dy Steplien Ash is Consultant Physician in General

Medicine and Infectious Diseases af the Ealing
Hospital NHS Trust.

"Multiple Log Falls (of viral copies)
From 1,000 10 100 =1 log fali {(1F o 1)
oF
Frows 10,000 to Hi= 3 log fall (10¢ 10 10)
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