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Breastmilk defends babies against
viruses

Elusive proof that mothers give their babies an immune
response to viral illnesses through breast milk - even when the
mother isn’t sick herself - has been found by an Australian
researcher.

The work, part of the doctoral thesis by Dani-Louise Bryan of
the Paediatrics and Child Health department of Flinders
University in Adelaide, found that mothers produce antibodies
in breast milk if they are exposed to pathogens their babies
encounter, regardless of whether they display any symptoms of
disease.

“What we were looking at was whether exposure to a viral
antigen causes a feedback response in the mother to the infant
being ill,” Bryan told ABC Science Online.

The research concentrated on a common virus in childhood,
RSV (respiratory syncytial virus). “It is one of the most common
respiratory pathogens of infancy, and the majority of infants will
be infected with it in their first 12 months of life,” said Bryan.

“In a significant proportion of those, it develops into a very
severe bronchiolitis which requires hospitalisation.”

The research targeted the mothers of hospitalised infants,
requesting breast milk from them. They then compared it to the
milk of healthy mothers in the general community, looking at a
number of different factors in their milk. All the babies in the
study were exclusively breastfed.

In the breast milk of mothers with sick babies, Bryan found a
four- to five-fold increase in the total number of white blood
cells - which help protect against viral and bacterial infections -
compared to the healthy control mothers.

“Obviously, there is some type of feedback in the mums being
exposed to the virus,” said Bryan.

“The mum didn’t need to be suffering from the virus, but the
feedback is still strong enough that the milk was changing to
help the baby.”

Although the research found a link, more work needs to be
done to understand what the immune cells are doing in the
infant once they have been passed through the milk.

ABC News in Science 12/06/2003

� Abridged from www.abc.net.au/science/news/stories/

s877755.htm

Hepatitis C - knowledge & practices
among family physicians in India

Sood A, Midha V, Awasthi G.

Department of Medicine, Dayanand Medical College &
Hospital, Ludhiana.

Hepatitis C virus (HCV) is an important cause of end stage
chronic liver disease worldwide. There is a plethora of
information on hepatitis C virus in the recent hepatology related
periodicals. However, family physicians to whom such patients
initially present, should be aware of various aspects of hepatitis
C virus infection. Therefore, the present study evaluated the
information on hepatitis C virus known to practicing family
physicians in the state of Punjab.

Nine hundred and thirty six family physicians were randomly
selected from 7 districts of Punjab and were mailed a
questionnaire designed to test their knowledge on HCV, its
transmission, clinical presentation, complications and
treatment. In addition, questions were asked to assess
commonly employed mode of therapy for short duration
illnesses and the practice of reusing syringes/needles. All
questions had unequivocal answers. The questionnaire reply
was anonymous.

Only 28% of doctors returned the questionnaire. The response
to different sections of questionnaire was variable. Seventy six
percent of doctors were aware that HCV is parenterally
transmitted. 18% of doctors were still reusing needles and
syringes. Fifty eight percent of doctors considered hepatitis C as
a common cause of acute viral hepatitis. Only 72% of doctors
knew about the relevant tests for diagnosis of hepatitis C.

Despite having knowledge about the parenteral (blood borne)
route of transmission of HCV infection, a sizeable proportion of
family physicians in the Punjab state continues to reuse needles
and syringes. Information on the virology, clinical presentation,
diagnostic tests and management approaches were lacking
among a substantial proportion of family physicians. Therefore,
awareness about HCV needs to be increased among the
practicing physicians.

Trop Gastroenterology  2002 Oct-Dec;23(4):198-201.

� Abridged with thanks from a HEPV-L email list posting.

In a previous readership survey, many readers said they
wanted to see more highly detailed information on hepatitis
C. These research update articles attempt to meet this need.
Although at times individual articles may appear to contradict
current knowledge, such scientific debate is of great benefit,

leading  to a better long-term understanding of HCV and its
effect on peoples’ health. To clarify any medical terminology, or
for further information, please speak to your doctor or specialist,
or phone the NSW Hep C Helpline on 9332 1599 (Sydney
callers) or 1800 803 990 (other NSW callers).

research update
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Fatty liver identified as risk factor for
HCV liver cancer

NEW YORK - Hepatic steatosis (fatty liver) appears to be a risk
factor for liver cancer (hepatocellular carcinoma or HCC) in
patients with chronic hepatitis C virus infection, according to a
recent report by Japanese investigators.

Multiple factors, including cirrhosis, HCV genotype and total
alcohol intake have been tied to the risk of developing HCV-
associated HCC. Although hepatic steatosis is a common finding
in patients with chronic HCV infection, it remains unclear
whether this liver abnormality is also a risk factor for HCC.

The new findings, which are published in the June 15th issue of
Cancer, are based on a study of 161 patients who were
diagnosed with chronic HCV infection between 1980 and 1999
at Nagasaki University Hospital. All of the patients had no
detectable HCC at enrollment. The average follow-up period
was 6.4 years.

The cumulative incidence rates of HCC at 5, 10, and 15 years
after HCV diagnosis were 24%, 51%, and 63%, respectively,
senior author Dr. Katsumi Eguchi, from Nagasaki University
School of Medicine, and colleagues note.

In agreement with previous reports, older age, cirrhosis, and not
receiving interferon therapy were identified as independent risk
factors for HCC, the authors note.

In addition, Dr. Eguchi’s team found that hepatic steatosis was
independently linked to an increased risk of HCC. Further
analysis revealed that this liver abnormality correlated with
body mass index and with ALT and triglyceride levels in the
blood.

“This emphasises the need for careful monitoring of patients
with chronic HCV and hepatic steatosis for the development of
HCC,” the researchers state.

It is possible that the effects of steatosis on cancer risk may
persist even after achieving HCV clearance, Dr Andrew Zhu and
Dr Raymond Chung, from Massachusetts General Hospital in
the United  States, note in a related editorial.

“However, before we contemplate targeting steatosis as a
strategy to decrease the risk of HCC development in patients
with chronic HCV infection, it will be important to demonstrate
that steatosis is a critical step in the liver cancer pathway,” they
add.

Cancer  2003;97:3036-3043,2948-2949.

� Abridged with thanks from the medscape.com website.

Peginterferon Alfa-2a effective and
safe for children

The first study to examine how the hepatitis C drug
peginterferon alfa-2a affects children has found that it is safe
and effective.

Study author Dr Kathleen Schwarz, director of the Division of
Gastroenterology and Nutrition at Johns Hopkins Children’s
Centre, said the findings may change the way doctors treat
children with hepatitis C.

Researchers from the centre and five other institutions presented
findings from their study on 19 May at the US Digestive Disease
Week, an annual meeting of gastroenterologists.

The US Food and Drug Administration (FDA) recently approved
the drug to treat hepatitis C in adults, but the agency has not
approved any treatment for children 18 years old and younger
with the disease.

Schwarz said the findings provide a basis for conducting a
large-scale, randomised controlled trial to test this new form of
interferon alone or in combination with ribavirin. Such a study
is necessary before the FDA can approve the drug for children,
she added.

In the study, 14 paediatric patients with chronic hepatitis C were
given peginterferon alfa-2a once weekly for 48 weeks. Forty-
three percent of the children treated were free of the virus 24
weeks after the treatment ended. No serious side effects were
reported.

Schwartz reported, “the drug offers hope to both the children
suffering from this infection and their worried families.”

“Thanks to screening programs for blood donors, transfusion-
acquired HCV is now very rare. However, new paediatric cases
continue to occur through [vertical transmission],” she added.

Hepatitis Week, May 25, 2003 / Vol. 3 No. 21

� Abridged with thanks from the Hepatitis C Association

webiste: http//hepcassoc.org/index.html

research update

In a previous readership survey, many readers said they
wanted to see more highly detailed information on hepatitis
C. These research update articles attempt to meet this need.
Although at times, individual articles may appear to contradict
current knowledge, such scientific debate is of great benefit,
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Cirrhosis treatment response rises

Research recently reported at the European Association for the
Study of the Liver suggests an improved treatment outlook for
people with hepatitis C and cirrhosis.

The largest-ever analysis of cirrhotic patient data concluded that
49% of this difficult-to-treat population achieved a sustained
viral response when using Pegasys, (peginterferon alfa-2a) in
combination with ribavirin.

Australian hepatologist and EASL attendee, Professor Graham
Cooksley highlighted the importance of the findings, “the study
results are significant given that up to 20 per cent of untreated
chronic hepatitis C patients go on to develop cirrhosis, or
advanced liver disease, and may require a liver transplant.”

To develop a better picture of the rate of sustained response
with combination therapy in this patient population, an overall
analysis of two studies involving cirrhotic patients was
conducted. It was determined that:

In cirrhotic patients treated with a standard dose of Pegasys plus
1000/1200 mg of ribavirin for 48 weeks, 49% achieved a
sustained viral response, as compared to 3% who received
conventional combination therapy.

For cirrhotic patients who also had the genotype 1 virus – the
most difficult-to-treat but most common form of HCV – 38%
achieved a sustained viral response using Pegasys combination
therapy versus 25% with conventional combination therapy.

For those cirrhotic patients with genotype 2 or 3 virus, the rate
of cure rose to 72% with Pegasys combination therapy versus
45% with conventional combinational therapy.

“Few dedicated studies have been conducted in HCV patients
with cirrhosis .. the study has given clinicians a more detailed
picture of the rate of sustained response with combination
therapy in this patient population,” continued Professor
Cooksley.

Marcellin P, S Brillanti, H Cheinquer et al. Peginterferon alpha-
2a (40KD). (PEGASYS®) plus ribavirin (COPEGUS) is an
efficacious and safe treatment for chronic hepatitis C in patients
with compensated cirrhosis”:

38th Annual Meeting of the European Association for the Study
of Liver, 2003; Abstract Number 530.

� From data presented at the EASL meeting.

Low sustained response from triple
combination of interferon Alfa-2b,
ribavirin and amantadine

Retreatment of interferon-resistant chronic hepatitis C represents
a significant clinical challenge. In a recent pilot study, the safety
and efficacy of interferon alfa-2b, ribavirin, and amantadine
were assessed.

Twenty people with chronic hepatitis C were enrolled in this
retreatment trial. They had previously failed to respond to a
course of interferon monotherapy and also had not responded
to combination therapy.

One month after discontinuation of their unsuccessful prior
treatment, they started treatment with interferon alpha-2b,
ribavirin and amantadine. Biochemical (LFTs) and virologic
(PCR) end points were monitored.

Of the enrolled subjects, 60% were male, 85% were white,
85% had HCV genotype 1, and 20% had cirrhosis.

Their average age was 44 years. Five people (25%) became
HCV RNA negative after 24 weeks of treatment, with only three
people (15%) remaining HCV RNA negative at the end of 48
weeks of treatment.

This end of treatment response was sustained 6 months after the
discontinuation of treatment in only two people (10%). In this
interferon-resistant group, a treatment regimen of interferon
alfa-2b, ribavirin and amantadine was associated with only a
10% sustained viral eradication rate.

Z M Younossi and others. Triple Combination of Interferon
Alpha-2b, Ribavirin, and Amantadine for Treatment of Chronic
Hepatitis C:

Journal of Clinical Gastroenterology 2003; 36(5): 427-430.

� Abridged with thanks from the Hepatitis C Association

website: http://hepcassoc.org/index.html

research update

leading  to a better long-term understanding of HCV and its
effect on peoples’ health. To clarify any medical terminology, or
for further information, please speak to your doctor or specialist,
or phone the NSW Hep C Helpline on 9332 1599 (Sydney
callers) or 1800 803 990 (other NSW callers).
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Germs are bad for you, right? The image of a
world filled with invisibly small creatures
that can invade your body and make you
sick, even kill you, has been drummed into
you since you were a kid.

So it’s hard for most of us to accept the
startling truth that billions upon billions of
bacteria, viruses and fungi, known
collectively as our microflora, routinely live
up close and personal, inside and on our
bodies, without causing so much as a
hiccup to our health.

The human cells in an adult’s body, for
example, are outnumbered about 10 to 1 by
bacterial cells alone. In short, you are not so
much an individual as a mobile home for a
teeming ecosystem of hundreds of other
species.

They thrive on our skin, hair and armpits, in
our mouths, noses, and airways, and in our
urogenital and gastrointestinal tracts, indeed
they occupy just about any part of the body
favourable to their survival and exposed in
some way to the outside world.

Just as an aside, I should mention here that
although most are single-

celled microbes, some are
small animals that

live out obscure
lives.

One of my favourites is a follicle mite, a
weird little critter with a long, thin body
perfectly suited to its favourite habitat, the
hair follicles on our faces. It spends most of
its time head down in the base of one of
your eyelashes, munching away on dead
skin cells, emerging occasionally at night for
a wander across your eyelids while you’re
sleeping. I don’t know about you, but it
makes me itchy just thinking about it.

Most of our fellow travellers are vital to
keeping us healthy. Some are mere parasites
that we tolerate because they cause so little
trouble. A few are most certainly, disease-
causing germs, but they cause problems
only when they breach our defences if we
are sick, or suffer a wound.

But we probably support most of these
species because they are the result of biotic
relationships that have evolved to benefit us
and them. That’s why you shouldn’t try to be
too scrupulously clean: soaps, scrubs, sprays
and mouthwashes won’t rid you of even a
tiny fraction of them and, in any case, you
need the life support they offer. You may
have heard of the hygiene hypothesis, which
suggests that diseases such as allergies are
more common now because we’re simply
too clean for our
own good.

feature

We’ve been told from childhood that germs are bad for us. However, the fact is that billions upon
billions of bacteria, viruses and fungi routinely live inside and on our bodies, mostly without
causing damage to our health reports Bob Beale.

There is a message here for many of us with
hepatitis C. Some callers to the Hep C
Helpline report feelings of contamination
following diagnosis. They feel that their
previously pure body has been invaded by
tiny dangerous alien creatures.

It is correct that hepatitis C infection does
represent an invasion of tiny organisms, but
it is certainly a mistake to assume that they
have invaded and despoiled a pure and
clean body. Hepatitis C is one further
microscopic inhabitant in the ecosystem
that is the human body. Ed.

� The article, left, is abridged with

thanks from the Ockham’s Razor
featuring Bob Beale, broadcast 20
July 2003 - www.abc.net.au/rn/
science/ockham/stories/s903527.htm

Bob Beale is a science journalist
who writes for The Sydney Morning
Herald and The Bulletin magazine.
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By ABC reporter, Gerald Tooth

The Federal Government is fending off
allegations that its tough-on-drugs stance
has fuelled an epidemic of hepatitis C
infections. The claim is made in a special
report the Government had prepared by its
own Health Department, a report it’s been
sitting on since last October.

The Australian newspaper recently quoted
the leaked report as predicting half a million
cases of hepatitis C in Australia by the year
2020, and as saying that “the urgency of this
situation cannot be overstated”.

It also linked the looming epidemic to the
government’s zero tolerance drug policy
which it says has “contributed to increased
transmission rates”. Health Minister Kay
Patterson is defending the zero tolerance
policy, but refusing to release the report.

GERALD TOOTH: Hepatitis C is a blood
borne virus that has a grip on the
intravenous drug using community. It’s
estimated that there is a new infection every
32 minutes. It comes as little surprise then
that the Federal Government’s own Health
Department is predicting half a million
Australians will be infected within 20 years.

What is a surprise though is that a special
Health Department report is pointing the
finger at the tough on drugs policy for
contributing to that. For Health Minister Kay
Patterson it’s a link that’s difficult to explain
away. In fact, it seems almost the whole
Government frontbench is needed to come
up with an answer.

KAY PATTERSON: The reports were to
inform Government policy and the next
strategy, and we will [develop a coordinated
response]. It’s only appropriate that the
Attorney-General and all the other ministers
who need to consider the report, consider
the implications of the report, need to have
time to do that.

GERALD TOOTH: What the minister is
saying is don’t expect this report with major
public health implications to be released
any time soon.

KAY PATTERSON: We’ll respond to the
report in due course, which will be our
response to the next strategy, and we’re
setting up a new committee, a new
structured committee and it’s only
appropriate that committee has time to look

at those reports and also respond to the
Government’s response on that.

GERALD TOOTH: So while the Government
is happy to have a conversation about
hepatitis C with itself, the question of its
tough on drugs stance having health
implications won’t be something they’ll be
talking about publicly.

Health officials however, are saying the
tough on drugs stance is having an impact,
particularly when it comes to the
implications of harm minimisation
programs, such as needle exchanges.

Doctor Graham McDonald is a senior
lecturer at the University of Queensland’s
medical school and is an expert in hepatitis
C. He says zero tolerance encourages a
police attitude that doesn’t help harm
minimisation programs.

Claims that zero tolerance has
provoked rise in HCV infections

GRAHAM MCDONALD: The zero tolerance
does have an impact then on things like
police behaviour. So we do occasionally
have reports of stake-outs by police and
media at needle syringe programs, which is
clearly going to limit the effectiveness of
that.

I mean you’re not going to go get your
sterile syringes and disposal packs if you
think there’s something there who’s
recording you. The anonymity of those
environments needs to be preserved, so
there are some flow-on effects from zero
tolerance, potentially.

� Abridged with thanks from a

transcript of PM, ABC Radio’s
afternoon current affairs program,
Friday, 13 June, 2003.
http://www.abc.net.au/pm/content/
2003/s879573.htm

Other harm minimisation news and
opinion: see pages 2, 7, 9, 14, 18 &
37. Ed.

A special Health Department report is pointing the finger at the tough on drugs policy for
contributing to an epidemic of HCV infections
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By Dawn MacKeen

Swaddled between two arms of the river
Nile, the delta is a place where
everything seems to grow. Sunflowers line
roads; shallots, bulbs as big as fists, sprout
from the soil. Miles and miles of canals
feed thick blankets of green.

Only a few hours north of Cairo, El Tod
sits off a road that shifts from dust and
sand to lush patches of vegetation.
Camels stand tied to posts near produce
carts and butcher shops where suspended
animal carcasses hang outside like potted
plants. News in this village is still passed
from neighbour to neighbour — and the
people in each story are usually known to
all.

“Are you looking for the El Sayeed
family?” asks a man walking beside my
car, which has slowed to a crawl. He
leads me down a garbage-strewn
alleyway, past kids playing, to the El
Sayeeds’ modest apartment. A steady wail
signals sundown — a time to pray.

On this particular evening, most of the El
Sayeed family is crowded into one room
waiting for me. Hamdy, the father, is
present only in a framed picture on the
wall. The 50-year-old man lies in a
hospital bed on the outskirts of Cairo. His
neighbours know why he isn’t at home.
They also know why Hamdy’s cousin
doesn’t show up at his clothing store on
some days – probably feeling too weak
— and why yet another cousin, Hamed
Zayed, stayed in El Tod instead of moving
to Saudi Arabia as he had planned. The
reason? Zayed did not pass the blood test
required to work in Saudi Arabia. Like
those of many others in town, his came
back hepatitis C positive.

Egypt, with 12 to 15 percent of its
population estimated to carry the HCV
antibodies, hovers near the top of the
global HCV chart.

The El Sayeeds live in a region that lies at
ground zero in the HCV crisis. Studies of
villages in the Nile Delta show that about
half of the residents older than 35 have
the virus or have had it in the past.

The viral time bomb is set to go off in
Egypt in the next few years. And yet most
people who are chronic carriers do not
know they have it. In some cases, people
in Egypt know they are ill but aren’t able
to distinguish the virus they carry from
the other alphabet of hepatitises — A, B,
D and E.

Making matters worse are the prohibitive
cost and limited effectiveness of
treatment with the latest antivirals. In a
dilemma similar to that caused by HIV, it
is not possible in Egypt to provide the
drugs to all who need them. A further
complication is that liver transplants are
basically not an option here. Procuring
livers from the dead is culturally taboo in
Egypt.

The country’s burden — in the sheer
number of victims and the hurdles to
treatment — makes Egypt a worst-case
scenario worthy of global attention.
Indeed, Egypt is a laboratory for the
world’s HCV researchers: Epidemiologists
are monitoring the largest group of
patients here as they approach the time
— decades after infection — when
malignancies such as cirrhosis or liver
cancer tend to occur.

But Egypt’s tragedy also has a unique
aspect that other countries are unlikely to
encounter: The virus is believed to have
been spread here, unintentionally,
through improperly sterilized syringes
used by government health workers to
treat millions for bilharzia, a debilitating
illness that was sickening farmers and
others who lived around the Nile.

In one of the great medical tragedies in modern history, well-meaning Egyptian
authorities are believed to have infected millions of people with hepatitis C.

The government medical campaign, now
thought to be largely responsible for the
HCV epidemic, took place before
hepatitis C was identified.
Epidemiologists now contend that it may
be the medical community’s largest
transmission of a blood-borne pathogen
in history.

Any outrage over the fact that this
country’s misfortune can be attributed, in
large part, to the actions of its
government, has been largely absent
among its citizens, most of whom see
their plight as the will of Allah. And
talking about the campaign against
bilharzia, and its disastrous impact,
makes Egyptian officials extremely
uncomfortable; even those doctors
researching the issue admit there’s a
problem, but they play down any grave
ramifications. Liver specialists say they
have been fearful of speaking out for fear
of losing their jobs or seeing their
programs eviscerated.

Researchers from the University of
Maryland — who published a study three
years ago in the Lancet linking the
prevalence of hepatitis C in Egypt to
actions of its government — worry about
discussing the disease’s impact. The
university has a Cairo-based hepatitis C
prevention project, which has been
examining the routes of transmission.

“When the paper originally came out,
there were headlines saying, ‘Ministry of
Health infected millions with hepatitis C
and dirty needles,’” says Dr. George T.
Strickland, the director of the University
of Maryland’s international health
division as well as a coauthor of the
study. “It was embarrassing to them and
unfair because it’s retrospectively looking
at something that was meant to do great
good and ended up harming. The
sensationalism has made everybody
fearful.”

feature



The Hep C Review          Edition 42          September 2003          35

Indeed, when a doctor who studies HCV
learned that I met with patients suffering
from the virus, he was panicked, and then
tough. “Which hospital did you go to?
Who let you in? You then went to the
delta? Who did you go with?” he asked in
a rush.

The same waterways that give so much
life to the verdant Nile Delta are also
home to a parasitic worm called the
schistosome. Its underwater attack on the
El Sayeed family members occurred on

the most blissful of days — when, as
children, they would congregate at the
Ferhashe canal for swimming and
picnicking. The Ferhashe, which runs just
outside town, is one of the only respites
from the region’s soaring temperatures.

The schistosome enters the body in the
soft webbed area between the toes. It
then infiltrates the bloodstream and lays
eggs that settle in organs like the liver,
bladder and intestines. A buildup of these
eggs — which causes the disease called
bilharzia, or schistosomiasis — can lead
to bladder cancer and sometimes death.

At the time that bilharzia was a problem,
Egypt was the hardest-hit country in the
world, and in agricultural areas like the
delta, where residents rely on water for
farming, bilharzia had infected 70
percent of the residents of some
communities. Many members of the El
Sayeed family, including Hamdy, fell ill. It
was in response to this epidemic that the
government launched a national
campaign to treat those with the illness
and prevent others from suffering.

feature
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When the government combated
bilharzia, patients lined up to receive 10
to 12 shots of tartar emetic to kill the
blood flukes. Although the anti-bilharzia
campaign dates back to the 1920s, it
ramped up in the 1960s. The delta’s high
prevalence of HCV may be explained by
the fact that the campaign lasted the
longest here, until the mid-’80s, when
oral medication replaced the intravenous
injections.

“The swimming was nice, but if I would
have known that it would have caused
me this illness, I would have thought
differently,” says Hamdy El Sayeed. The
yellow cast of his skin and eyes, the result
of cirrhosis, stands out in contrast to the
white prayer cap and tunic that he wears
in the hospital.

Hamdy first felt the pathogen’s effects 25
years ago. A fatigue descended on him
and, like a shadow, followed him
everywhere. Then the colour of his eyes
changed. Someone told him that
sugarcane, marmalade and honey –
whose healing properties are noted in the
Quran — could cure these mysterious
ailments. And it seemed to work. Hamdy
repeated this regimen for years, until the
day when all this sweetness couldn’t
erase the ever darkening yellow of his
limbs and torso. Simple activities like
walking became a chore. When he finally
sought medical attention and was tested
for hepatitis C, it was positive. Three
months later, he ended up at this Cairo
hospital.

“What increases the death rate is people
present themselves too late,” says Dr.
Hesham Dabbous, assistant professor of
tropical medicine and liver diseases at
Ain-Shams University. “I see it every day.
You have a perfectly healthy life with no
signs of disease or symptoms. The liver is
damaged silently and the patients come
in with end-stage liver disease like
cirrhosis, digestive bleeding, liver cancer
and liver failure.”

For the majority of its carriers, the
hepatitis C virus is not life threatening.
Doctors don’t understand why an
estimated 20 to 30 percent can rid
themselves of HCV — with antibodies left
in many as the virus’ sole calling card.
They don’t understand why it leads to
serious complications such as cirrhosis
and end-stage liver disease in 20 percent
of the patients. To those individuals, this
virus can be crippling, and some wither
away to little more than skin and bones.
And researchers are not even close to
finding a vaccine.

“Is it frustrating?” asks Dr. Robert Purcell.
The chief of the hepatitis viruses section
at the National Institute of Allergy and
Infectious Diseases, Purcell has been
travelling to Egypt since 1997 to research
the virus. “I have been involved in the
development of a vaccine for hepatitis B,
hepatitis A, hepatitis E. And all of them
are a hell of a lot easier than hepatitis C.
You do all the right things and still it
doesn’t work.”

The drugs peginterferon and ribavirin,
taken over 48 weeks, can help 55 percent
of the patients rid themselves of the virus.
But the therapy varies in effectiveness
from genotype to genotype, and it is so
expensive it may not be feasible for a
country like Egypt to cover the costs for
all of those in need.

� Dawn MacKeen covers health for

Newsday: http://
www.newsday.com/

The research for this article was
underwritten by a Pew Fellowship
in International Journalism.

This is part one of a two part
series. See Ed43 for part two.
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Working class, western Sydney,
unemployed, non-white and under arrest
a story of alienation, youth and drug use in Sydney’s west

By Joan Silk

Cabramatta is a working class area with high unemployment, a
large youth population, a long history of being starved of much-
needed services and a proud history of community activism to
achieve them. This history includes the campaign for a public
swimming pool in the 50s and the push for settlement services
for migrants in the 70s.

More recently, locals have been campaigning for diverse and
culturally appropriate drug health facilities. Successes include
the Disposal Hotline, which started as a local Fairfield initiative
and the installation of public syringe disposal bins.

But Cabramatta still lacks a range of appropriate facilities for its
community and worse, is being stripped of existing health
services.

I spoke to a number of health and community workers, young
people and others in the Cabramatta area about their
experiences. Some of the young people I spoke to are
volunteers with the Indo-Chinese Outreach Network (ICON) - a
local peer project in which young Indo-Chinese volunteers,

trained in harm minimisation, work alongside doctors, nurses
and other health professionals to operate a backpack needle
and syringe program.

Studies have shown high rates of drug-related risk-taking
behaviour and blood-borne viral infections. Health workers and
researchers have highlighted the need for increased health
services in areas such as Cabramatta where injecting drug use is
prevalent. Recognition that harmful drug use is a social and
health issue is long overdue.

The shift towards a health and medical focus rather than the law
and order response is highlighted in the establishment of the
Medically Supervised Injecting Centre in Kings Cross. This
represents a significant move towards addressing the need for
health services for people who inject drugs in the inner city.

But it’s a different story in the Western suburbs. Aggressive
policing and obstruction and closure of services prevail.
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Local politics

For many years health workers have tried
to establish methadone services with no
success. Some years ago, a well used
local youth health service was forced out
of Fairfield Council-owned premises
because it provided a low key secondary
Needle and Syringe Program among its
services. It was given the choice to
discontinue NSP services if it wished to
remain in the premises. It chose to
maintain services that have been shown
to be the key factor in the prevention of
blood-borne infections such as hepatitis
C, and moved premises.

According to a local government worker,
the Fairfield City Council fears the ‘honey
pot’ effect.

“There are some good councillors such as
Thang Ngo who understand the issues
and stand up for what’s needed but some
of the others are just too scared that
someone will say they’re soft on druggies
… and there goes the cushy job,” the
worker reported.

“It doesn’t matter how many families are
thankful that at least their kid is getting
some help, these guys are only
concerned with who’s got the ear of the
media - and it’s not your Vietnamese
families, that’s for sure,” they added.

A hidden client group

The strength of such services is that they
place a high priority on client
accessibility. Typically, they deal with
large numbers of clients who are unable
or unwilling to access mainstream health
facilities. Clients can drop in at these
services without appointments, be treated
with respect and sensitivity and are
linked in to a range of services that
address their complex needs. Over time,
clients - including sex workers, injecting
drug users, the homeless and the
unemployed - develop trust in the
service.

The lack or closure of health services is
just one factor that many young people in
the Cabramatta area have to contend
with, along with unemployment, over-
stretched education and training facilities,
lack of affordable recreation, poor quality
housing, racism and poverty.

“I say I’m from the Fairfield area,” one
young person told me. “Otherwise, no
way they’ll give a job to someone they
think is a junkie from Cabra. As soon as
they hear that they’ll start looking over
their shoulder for your gang!”

Reducing the sharing of injecting
equipment is crucial to containing the
spread of blood borne viruses. Many
people from all walks of life access the
NSP services in Cabramatta but for some
young people access is difficult. The
services operate out of an outreach van
or are based in pharmacies. The mobile
NSP service is well known and very
visible, parking in public areas around
the CBD. For some people from smaller
communities, particularly young people,
accessing this service is like advertising
your family’s shame. Many are terrified of
being seen by someone who knows them
and bringing shame, isolation,
humiliation and ostracism upon their
families.

“Everyone in my community knows
everyone”, said one young woman. “My
mother could never walk down the street
again.”

Needle and syringe vending machines,
well stocked, regularly serviced and
installed in private and accessible
locations, in addition to other NSP
facilities, could help overcome access
difficulties. But there are no vending
machines in the area.

 A Council Development Application
needs to be approved to install such
machines and it is unlikely to be granted
given the track record of Fairfield
councillors.

Sometimes the machines that do exist are
not reliable, the van is not operating and
the pharmacies are closed.

Photo, left, courtesy of Lisa Maher.
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One young person I spoke to in
Cabramatta reported that you can’t get fits
at night, “some people, they even pay
$50 for a fit and when we couldn’t get
them at Christmas they were going for
$80.”

Another said ‘The younger kids are
cautious - they wouldn’t go to a chemist
or a fit van.’

Law and order campaigns have been a
feature of the social landscape in
Cabramatta for at least a decade,
increasing the risk of unsafe practices
amongst people who inject drugs. Young
people, particularly those from non-
English speaking backgrounds, are
targeted in police operations. In many
cases they are vulnerable to stand over
tactics and often unaware of their rights.
Families may be unsure of the boundaries
of police action and worried about what
might happen if they complain.

Police routinely stop and search
suspected drug users, usually young
people who are often approaching or
using NSP facilities. This is despite NSW
Police Service guidelines about support
for NSP and methadone programs.

Police were witnessed searching a young
man as he disposed of injecting
equipment in a public disposal bin. The
witness reported, “He was doing the right
thing but doing that meant he was a user.
It’s scaring people off but they don’t
care.”

The short-term effect of such policing
methods is that people steer clear of these
facilities. The long-term effect is the
spread of blood-borne infections, as
documented in a recent prospective
cohort study conducted by Dr Lisa Maher
and colleagues.

This study, which followed hepatitis C
antibody negative IDUs for four years,
found an alarming rate of seroconversion
- more than 40 per 100 person years.
Most new infections occurred among
injectors recruited in Cabramatta.

Despite political rhetoric about targeting
large-scale supply, for many young
people in the Cabramatta area, police are
synonymous with harassment. Many
report that they have been subjected to
humiliation and physical or emotional
violence by racist and ‘gung-ho’ police.
Dr Lisa Maher from UNSW’s School of
Public Health and Community Medicine,
has worked in the area since 1995 and
gives the example of the young man who
was paraded through the shopping centre
in his underwear after being searched by
police. Many of the young people I spoke
to told of police harassment.

There are reports also of young people
being told not to come to the NSP and of
fits being taken away from them.

If ‘consumer participation’ is to be more
than an empty catchcry, clients need to
be listened to and encouraged to
participate in changing the health system
to one where access and equity are more
than words.

Dispensing and disposal access needs to
be dramatically increased as do treatment
options. The so-called ‘honey pot effect’
needs to be seen for the myth that it is.

Police treatment of young people must
change so that the abysmal state of
relations can be improved and the human
rights of these young people are not
subject to continual violation.

Perhaps most importantly, a holistic
approach is needed, one that
incorporates innovative job creation and
education options for young people and a
genuine commitment to ‘a fair go’.

After I had talked with some of the young
men and women about their lives, they
asked me where I lived. When I told them
I lived in the inner west they asked if such
things also happened there. I explained
that it didn’t and thought about what
might happen if a young person was frog-
marched down an Annandale street in his
underpants.

� Joan Silk is Project Worker -

Education at the Hepatitis C
Council of NSW.
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Fatigue is the most common symptom
associated with HCV. It has various causes
and occurs secondary to medications used
to treat HCV. Of 239 patients questioned
about fatigue, 23% thought general overall
body pain caused their fatigue. Fatigue
could be related to the severity of liver
disease or to autoimmune disorders often
seen with chronic hepatitis. One study
looked at these parameters; it found no such
correlation, but it did find that people with
chronic HCV felt that their fatigue had a
major effect on their quality of life.

One of the most important steps you can
take to lessen fatigue is to exercise. I know
that sounds odd, and exercise is the last
thing you feel like doing when you are tired,
but the physiological changes your body
goes through during exercise will actually
make you feel better.

Renee is a real person who has been living
with HCV for 25 years. She hopes that by
sharing her experience, others will find
encouragement and strategies for coping
with their symptoms.

At the time of infection, Renee was a
competitive athlete training at the Olympic
level with 29 male cyclists. She feels her
athleticism slowed the progression of the
virus and allowed her to train at a high
intensity for many years. She has undergone
three courses of drug therapy since 1993.
Working out and staying fit help her cope
with the side effects of therapy. She has
experienced fatigue, nausea, vomiting, taste
alterations, loss of appetite, hair loss, sleep
disturbances and pain. The most difficult
symptom for Renee is constant fatigue,
which can be all-encompassing.

Exercising through the fatigue will be
challenging. Diminished liver function can
cause insufficient levels of oxygen in the
blood. Oxygen is crucial for energy
production, and exercise increases the need
for oxygen. Studies show that people with
reduced liver function have poorer oxygen
delivery during exercise. They also
experience fatigue at lower exercise
intensities and have difficulty using energy
stored in muscle.

People with cirrhosis respond differently to
exercise. Some have normal aerobic
capacity, while others experience reduced
capacity. This means that some people will
have to choose exercises like T’ai chi or
yoga that require less oxygen delivery.
Renee finds she needs a longer warm-up
and modifies her routine based on how she
feels each day. On some days, she jogs the
whole distance; on others she alternates
jogging and walking; sometimes all she can
handle is walking. She focuses on how good
her body feels during exercise, not on her
limitations. When Renee feels too ill to run
or walk, she uses stretching as a way of
staying in tune with her body.

Pain

Pain is another symptom associated with
chronic hepatitis. When patients with HCV
were asked about the kinds of pain that they
experienced, back pain was reported most
often. Other types of pain reported were
morning stiffness, neck pain, general pain,
joint swelling, and joint and muscle pain.
Current guidelines for managing back pain
emphasize exercise and activity rather than
rest. Women with neck pain experienced a
larger reduction in pain when they
participated in three different forms of
exercise as compared to non-exercising
patients in the control group. Renee has
fewer aches and pains and sleeps better
when she exercises.

Depression

Depression, anxiety, and irritability are all
associated with HCV. Renee told us that the
hardest time for her was when she started
treatment and realized she would never
again be able to compete at the level she
was used to. This adjustment was made even
more difficult because many of her friends
were competitive athletes. “When your body
is sick, it is very easy to disconnect from it,”
she commented.

Current methods used to treat depression
include exercise, psychotherapy and
medications. Research confirms that people
who suffer from depression, anxiety, and
panic disorders receive similar symptom
relief from aerobic exercise and weight
training as they do from meditation and
relaxation techniques.
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Fatigue is one of the most commonly reported symptoms of hepatitis C.
Mary Jane Detroyer, a New York based exercise physician, provides opinion on dealing with it.
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Exercise safety

Portal hypertension (increased pressure in
the portal vein that delivers blood to the
liver) can occur with liver disease. Portal
hypertension increases the risk of bleeding
in the abdomen and oesophagus. Research
has shown that venous pressure increases
with low-intensity exercise and intensifies as
exercise workload increases. Medication
can be used prior to exercise to reduce
portal hypertension. If you know you have
portal hypertension, or are not sure, discuss
this with your doctor before beginning any
type of exercise program.

Getting started

There is usually no restriction on exercise
for people with hepatitis C but your choice
should be discussed with your doctor. The
type of exercise you choose will depend on
how fit you were before you became ill,
how your body reacts, and what you enjoy.
Appropriate activities for beginners are
walking, swimming, cycling or low-impact
aerobics. T’ai chi and yoga are good for
reducing stress and calming the body and
work well for those who suffer from anxiety
and irritability.

However, some yoga techniques are very
rigorous, so ask beforehand to determine
whether they are appropriate. Don’t forget
to include resistance training a couple of
times a week to maintain or build muscle.
Beginners should start slowly with lower
weights, gradually adding weight as they get
stronger. If you have questions, consult an
exercise professional who has experience
working with HCV and who understands the
limitations and modifications associated
with it.

Persevere

One message that rang clear throughout my
interview with Renee was that you will feel
tired all the time and you will put off
exercising until you have more energy. She
emphasized that you shouldn’t wait until
you feel good enough because you never
feel good enough! You have to force yourself
off the sofa and out the door. Have faith in
yourself, don’t become frustrated, and don’t
give up!
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� Mary Jane Detroyer is a registered

dietitian and exercise physiologist
who has been working with clients
for over 14 years. She has a private
practice in Manhattan specialising in
HIV/AIDS, women’s wellness,
weight management and prevention.

Abridged with thanks from the fully
referenced original article on
Hepatitis C Outreach Project
website - www.hcop.org/
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notice

Are you
Aboriginal
or Torres
Strait
Islander?
The Aboriginal Health
and Medical Research
Council of NSW wants
to contact Aboriginal
or Torres Strait
Islander people at risk
of contracting/or who
have contracted Blood
Borne Infections,
(specifically HIV/AIDS,
Hepatitis B and
Hepatitis C).

We would like to talk
to people about how
we can help make
preventative education
and treatment
services more
accessible and
appropriate for
Aboriginal or Torres
Strait Islander people.

All information will be
treated in strict
confidence.

For further
information and
confidential
correspondence,
please call James on
02 9698 1099 or
0438 457 542 or
Ruth Cotton on
02 9929 3770.

Hepatitis C stories in
danger of extinction
Our 1998 Edition 20 readership survey showed that of the
ten types of articles surveyed, people’s stories rated third,
behind news and HCV information articles.

Back then each edition contained an average of around
eight personal stories and it seemed we had no problems
recruiting them. Our current average for stories has
slipped to around one to two per edition.

The need to share our experiences is still strong. The
relatively recent discrimination enquiry showed a high
level of discrimination and stigma attached to having
HCV - or being suspected of having the virus.

Telling our stories is a powerful tool to fight ignorance so
please consider taking time to sit and reflect on how
hepatitis C has impacted on your life - and whether you
would like to share this with other people.

Our magazine goes out to a wide range of people -
including politicians and journalists. We want to share the
trials and tribulations of having hepatitis C and our
positive and inspirational stories. We can’t do this though
unless you, our readers, put pen to paper.

Whether hepatitis C has turned your world upside down
or not, please consider sharing your story.

Stories can be handwritten but preferably would be typed and ideally,
would be on disk. They should be between 500-1200 words (1-2 pages).
If your contact details are included we can discuss possible editing -
otherwise we will edit on an as-needs basis.

Photo, below, by Ted Hood, reprinted with thanks from Women of
Australia, Macmillan 1999.
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