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C-change : the anti-Discrimination Boar
report into hepatitis C related discrimine

he Anti-Discrimination Board of NSW
T(ADB) conducted a most welcome

inquiry this year to investigate the
extent and nature of discrimination against
people who have, or are thought to have,

hepatitis C.

A panel, chaired by ADB Commissioner
Chris Puplick, conducted hearings
throughout NSW and was inundated with
stories about people’s experiences. In all,
the inquiry heard from 235 individuals and
organisations.

On November 16 the ADB launched its
report, C-change, at Parliament House in
Sydney. The report discusses the causes and
effects of this discrimination and makes
many recommendations about how it can
be reduced or eliminated. It calls for some
legislative changes, but its main emphasis is
on policy change and education and
training in healthcare settings, the
workplace, education and correctional
facilities, the insurance and funeral
industries. This is an approach that the
Hepatitis C Council of NSW firmly
supports.

It also says that people living with hep C
need to be made more aware of their rights
and the protection they are entitled to
under the NSW Anti-Discrimination Act
(ADA) and recommends that the Hepatitis C
Council of NSW and the NSW Users &
AIDS Association (NUAA) be funded by the
NSW Government to design and implement
an anti-discrimination advocacy program
so they can support individual access to
and use of the legislation and other
complaint mechanisms.
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Its key conclusion is that the evidence
collected during the inquiry “clearly
demonstrates that hepatitis C is a highly
stigmatised condition and that
discrimination against people with hepatitis
C is rife. Such discrimination is often driven
by irrational fears about hepatitis C
infection, due to an inadequate
understanding of how hepatitis C is
transmitted”.

“However, a perhaps more powerful
driving force for discrimination ... is that
infection is inextricably linked with illicit
drug use, a highly stigmatised behaviour.”

The report has found that discrimination
occurs in many contexts, but it says
healthcare settings are the most common
places people encounter discrimination. It
says this has “significant ramifications” for
the health and well-being of people with
hep C and “can become a serious deterrent
for people seeking health care.” It calls for
a range of policy, legislative and
educational responses which include
amending the Public Health Act 1991
(NSW) to provide that HCV testing is only
carried out with the person’s informed
consent, “except in specific cases of
mandatory and compulsory testing
authorised by law.”

It calls for education of all healthcare
workers, especially GPs, about how the test
should be conducted and that it must be
accompanied by appropriate pre-test
information and post-test counselling.
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The Inquiry recommends that the Public
Health Act be amended to include hepatitis
C and thereby provide a specific
confidentiality provision in relation to non-
disclosure of a person’s hep C status.

It also calls for a review to consider and
determine appropriate strategies to improve
access to best practice therapy for people
who currently inject drugs and people who
live in regional and rural communities.

[t makes a number of recommendations on
education and training for healthcare
workers, including that such training
“enables health care workers to examine
their values, attitudes, stereotypes and
myths associated with hepatitis C
transmission, people with hep C and
people who have injected or do inject
drugs,” and “ensures healthcare workers
understand and comply with their
obligations under anti-discrimination,
privacy and related legislation.”

The report states that hepatitis C-related
discrimination in employment is extensive
and takes many forms, including selection
and recruitment practices which deter
people from seeking employment, loss of
employment and harassment in the
workplace.

It says such discrimination often has
devastating financial, social and emotional
consequences and it calls for funding from
the NSW Government for the development
and implementation of the Hepatitis C
Workplace Education Strategy.
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“It is clear that many employers do not
understand their obligations under anti-
discrimination law [and] hepatitis C
education initiatives targeting key private
and public sector employers are essential in
order to address hepatitis C related
discrimination in employment.”

The report says people in custodial settings
should have access to health care services
and programs of a standard equivalent to
that available in the general community.

The most pressing concerns raised relate to
access to health care, health promotion and
hep C prevention programs and services for
prisoners.

It calls for the NSW Ministerial Advisory
Committee of NSW to investigate and
report on “the appropriateness of
introducing a needle and syringe program,
modelled on the successful European trials,
into the State’s correctional system, and if
necessary, develop guidelines for the
program'’s implementation”.

It calls on the Minister for Corrective
Services to ensure that adequate bleach
dispensing machines are available in all
correctional facilities so inmates can access
bleach freely and anonymously.

The report also says there must be adequate
resources to ensure access to methadone,
and other therapeutic options such as
naltrexone and buprenorphine for opioid
dependent inmates. It also recommends
that the Minister for Corrective Services
make tattooing available in hygienic
conditions within the NSW correctional
system and says consideration should be
given to trailing the availability of
professional tattooists in the correctional
system; training inmates in infection control
procedures and supplying single ampoules
of ink and autoclaves.

It calls for a range of other measures,
including that the NSW Government
increase the range of non-custodial and
diversionary programs to reduce
incarceration - and thus reduce the overall
number of people exposed to prison-related
hepatitis C transmission.

The evidence to the inquiry indicated that
people with hep C are being routinely
refused insurance or discouraged from
applying for insurance and that it’s
common for their applications to be refused
without regard to medical evidence about
their individual prognosis and that such
policies are inconsistent with current
natural history research and clinical
evidence about hepatitis C disease
progression.

It recommends that a proposed inquiry into
insurance discrimination, depression and
anxiety disorders be expanded to an
inquiry into disability discrimination and
insurance to enable hepatitis C related
discrimination to be considered.

The inquiry heard evidence that family and
friends of deceased persons known or
assumed to be hepatitis C positive are
“routinely denied the right to view the
body” and that the funeral industry’s
rationale for refusal on public health
grounds is inconsistent with the Public
Health Act (1991) NSW and Public Health
Regulations (1991). The inquiry is calling
for new guidelines, a code of practice and
education of funeral industry workers to
eliminate this problem. It also calls for an
amendment to the Anti-Discrimination Act
so the definition of ‘relative’ and ‘associate’
in the Act covers family and friends who
allege they have been discriminated against
on the basis of the disability of a relative or
associate who is dead.

It also notes that Glebe Morgue has a
policy of refusing to reconstruct the bodies
of people with hep C after autopsy, so
family and friends are denied the right to
view their loved one. The report says this
policy is inconsistent with the policies and
practices elsewhere in NSW and other
States and calls for the Central Sydney Area
Health Service to take steps to ensure that
this practice does not continue.
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The report also makes recommendations in
relation to Aboriginal and Torres Strait
Island communities, which it notes are at
increased risk of hepatitis C because of the
disproportionate rate of incarceration of
indigenous people.

It calls for partnerships between
mainstream health services and Aboriginal
Medical Services and education initiatives.

It also says there is a need for a stronger
and more integrated policy response to
hepatitis C education in schools, including
infection control and confidentiality.

The inquiry heard many stories of people
being shunned by their friends, families and
communities and also took evidence that
serious harassment and vilification of
people with hep C does occur. It
recommends that the NSW Government
amend the Anti-Discrimination Act to
include vilification against people with
disabilities, including hepatitis C, which
covers conduct that is offensive, insulting,
humiliating or intimidating.

In a move that would build capacity for
HCV prevention initiatives, the inquiry
endorses the recommendation of the NSW
Drug Summit that the NSW Drug Summit
that the NSW Government repeal section
11 of the Drug Misuse and Trafficking Act
(1985) dealing with use or possession of
equipment for use in the administration of a
prohibited drug.

The Hepatitis C Council of NSW
commends this report and hope that its
recommendations are given bipartisan
parliamentary support.

To read the report go to
www.lawlink.nsw.gov.au/adb.nsf/pages/
hepcreport1
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Out in the cold

After subscribing to The Hep C Review almost
from its inception, I've allowed my membership
to lapse. This is partly out of complacency, but
also from an increasing feeling of alienation from
the magazine. Each issue, it seems, concentrates
more and more on conventional western
medicine - to the exclusion of other therapies.

About a month ago | visited the first specialist
who seemed non-judgemental. He listened and
in turn gave as much information as he could.
When | returned to get my test results three
weeks later | was told that | had genotype 1a, the
strain least likely to respond to interferon, and a
viral load of 250,000.

I was led out of his office almost as soon as the
results were given, my only instructions to make
an appointment for a biopsy, something |
intended to do anyway. | was in the doorway
asking if he could at least tell me where | stood in
the spectrum?

| have had a rash on my arms, legs and back, on
and off for about two years now. As well as
increasing fatigue, depression and bowel
disturbances, all of which | wanted to discuss
with him. He said my viral load was low and
dismissed anything but fatigue as valid symptoms
of hep C. I later saw a friend who'd seen the
same specialist and been told her viral load, at
15,000, was low as well.

I was confused so | rang the Hep C Helpline. The
woman on the other end didn’t appear to know
anything about viral loads. She went away to ask
somebody then returned to the phone and said,
“ask your specialist and have a biopsy”.

I then asked her if she knew anything about
symptoms. She said no. I asked, what about
yours? Are you positive? She replied, sounding
very offended, that nobody there asked the viral
status of people who worked on the helpline. |
asked if there was anyone else there that I could
talk to, she said no.

Which made me feel like nothing had changed.
That the medical profession doesn't listen, and
doesn’t admit its lack of knowledge, and in the
absence of “hard scientific facts” isn’t willing to
sit down and discuss the grey but very troubling
area of what it feels like to have hepatitis C.

And, even worse, that the Hep C Helpline is
staffed by people who don’t know, don't care,
and deliver scant information in the cold manner
of a doctor’s receptionist, too busy to care.

So we're still left out in the cold. Thanks for
nothing.

Regards
Kelly

Editor’s reply

Thanks for your letter. We are saddened that you
feel left out in the cold and will attempt to
answer some of your questions and concerns.

We do have a greater focus on conventional
medical treatment but rather than narrow
mindedness, this reflects an evidence-based
approach to all our information. We chose this
approach because we want to provide the best
and most relevant information. Some people
have approached us asking to promote products
they claim will help alleviate people’s hepatitis
C. Unless these products have been rigorously
trialled and discussed within medical journals,
we don’t go overboard promoting them. People
have still been able to write “to the editor” about
their products but we haven’t produced info
articles (like that about interferon on page 42).

We're sorry to hear of your poor experience with
your clinician. Some medical specialists can be
like motor mechanics - not a lot of their training
is in the communication or social welfare field.
Some patients have to try hard to find a level of
communication with their specialist they feel
comfortable with. Some of the larger medical
centres have clinical nurse specialists who you
might find more “user friendly”. They should be
able to sit with you and discuss your questions in
depth.

In regard to the information you seek, you may
be relieved to find out that viral load is not
discussed as an important predictor of treatment
response or illness outcome. The two commonly
discussed predictors are viral genotype and
current level of liver damage. We speak of this
information in this magazine and our other
publications. This information is also included in
training provided to Helpline volunteers. What
may have complicated your call, is that we train
our volunteers not to provide significant medical
advice on any person’s individual condition.

We hope you will continue to utilise our
Helpline. Although there were obvious
difficulties with your recent call, we hope your
next call will be more satisfactory.

As with our general Council membership, we
don’t ask phone volunteers if they are HCV
positive. Whatever their HCV status, all our
workers are equally trained in hepatitis C
information, counselling and communication. In
order to provide a consistent level of service, we
ask them not to discuss their own HCV status -
whether it be positive or negative.

Our Helpline coordinator, Lynne Martin, always
welcomes such feedback as it helps inform our
ongoing training strategy.

Regards

Paul Harvey (Editor)

The Hep C Review
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The demon drink

Some people | have known do not realise that
alcohol and hepatitis C are not good bedfellows.

If someone comes to me and wants assistance
with cutting down their drinking, firstly we would
look at that person’s goals. Then we would look
at some motivational changes to their drinking
patterns. We would also involve education about
alcohol and the benefits of moderation or
abstinence to their liver.

A key strategy is to develop and implement a
controlled drinking strategy. For some, abstinence
may be the right option. Others might need help
from pharmacotherapy such as Campral or
Naltrexone.

David Moles
D&A worker, Parkes, NSW.
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Speaking statistics

In Edition 34, in the section on statistics in
“Medical research and literature: getting through
the maze”, Dr Keeffe states that the probability of
a false positive using p=0.05 is greater when
fewer people are involved in the study. This is not
quite correct. When making inferences on the
basis of a critical p of 0.05, the chance of a false
positive is ALWAYS approximately 5% (I say
approximately because statistical procedures are
such that there is rarely certainty regarding the
exact probability). This is precisely the point of
adopting a critical p value. Smaller samples
mean there is LESS likelihood of a REAL effect
being detected by a statistical procedure.

Using more people means that random effects
are better averaged out, and the chance of
correctly detecting a real treatment effect is
better. With a small sample there is a greater
chance that when analyising data, the observed p
value will be less than 0.05, even though
something is really happening. The chance of this
happening is type 2 error - quite different to type
1 error - and it is this type 2 error which differs
according to sample size.

Paul McQueen
(Psychology Student)
Melbourne University
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Stateside
HCV dis-
crimination

By Lauri Gray Eaton

“People with hepatitis C infection living in the
United States face difficulties in many facets of
their lives, including health care,” reports a
University of lowa team of investigators.

The investigators reported on the experience
of 278 randomly selected patients with known
hepatitis C virus (HCV) infection, attending a
liver clinic.

The team interviewed participants about
mood, relationships with others and their
experiences with health care providers.

The main difficulty patients experienced with
their doctors derived from a self-described
breakdown in communication (47%),
characterized by a negative attitude on the
part of the physician toward the patient, a lack
of understanding about the patient’s feelings
and a lack of sensitivity about the social issues
associated with the HCV diagnosis.

A second major reason patients gave for
having difficulties with their physician was a
perception of the physician’s incompetence or
lack of information when it came to the HCV
diagnosis (33%).

Thirdly, one in ten people stated that they felt
“openly stigmatised by their physicians,” the
team reported.

“The patients who had communicative
problems with their physicians were more
likely to experience additional stress,
including problems with coping and with their
social support network,” the researchers
stated. “These findings highlight the
importance of educational efforts to inform
both the general public and healthcare
providers of the often unique needs of patients
with HCV infection.”

The report concluded that physicians and
others caring for people with hepatitis C need
to be aware of the psychosocial aspect of the
condition. Support groups or other forums

may allow patients to voice and share their
experience, which may improve their ability to
cope.”

| Abridged with thanks from the internet
email list: HEPV-L
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Quick fix
can cure
hepatitis C

By Daniel Hanley

Quick treatment after infection can almost
always cure hepatitis C, according to a study
released recently. The study found that the
treatment, interferon A, can eliminate all
traces of the virus, but it must be given soon
after the earliest symptoms of the virus appear.

The approach may have limited practical
effect, because early-stage infection is hard to
spot. Most people do not immediately realise
they have caught the virus, because the initial
symptoms are often mild flu-like ills, such as
muscle ache and poor appetite.

However, for those who begin treatment
within two or three months of contracting
hepatitis C, the treatment appears to be
virtually 100 per cent effective in getting rid of
the virus.

“This study may make people aware of how
important it is to diagnose hepatitis C,” said
Dr. Michael P. Manns, a co-author of the study
at Hannover Medical School in Germany.

Treatment typically begins after people have
carried the virus for many years. The standard
in those cases is a combination of interferon A
and the antiviral drug ribavirin, which
eliminate the virus about half the time.

In an effort to see if earlier treatment would
work better, the researchers asked physicians
to be alert for early cases and enrol patients in
the study. Doctors at 24 hospitals in Germany
identified 44 cases this way.

“If somebody is indeed diagnosed with
hepatitis C, this is important,” said Dr. Adrian
Di Bisceglie, medical director of the American
Liver Foundation. “It says if you treat them
early enough, you get rid of the infection in
everybody, and that’s fairly dramatic.”

They started therapy within an average of 89
days of catching hepatitis C. The patients
received daily interferon injections for four
weeks, then three times a week for 20 more
weeks. Forty-eight weeks after the study
began, the virus was undetectable in all but
one patient.

The Associated Press

u Abridged from a news article on the
HepCBC website: http://
www.hepcbc.org
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Early test
predicts

treatment
response

Response to combination therapy (interferon
plus ribavirin) can be accurately predicted
early into treatment, a study in November’s
Journal of Viral Hepatitis finds.

A group of American researchers examined
whether they could predict response by
measuring serum HCV RNA levels during
therapy in 912 people enrolled in the study.

People were randomised to receive IFN-alpha-
2b, 3 million units three times weekly, for 24
or 48 weeks, with either ribavirin or placebo.
They were then followed for 24 weeks.

HCV RNA was measured at weeks 4 and 12
in patients treated for 24 weeks. For those
treated for 48 weeks, it was measured at 4,
12, and 24 weeks. HCV RNA was also
measured at week 24 post-therapy in all
patients.

For patients receiving 48 weeks of
combination therapy, detectable serum HCV
RNA at week 24 predicted non-response
(positive predictive value) in 99 per cent of
patients. This was compared to 89 per cent at
week 12.

John McHutchison, Medical Director of the
Liver Transplantation Unit, Scripps Clinic and
Research Foundation, La Jolla, California,
concluded on behalf of his colleagues, “With
combination therapy, testing for serum HCV
RNA as a predictor of non-response is most
accurate at week 24 of therapy. A positive test
correctly identified 99% of non-responders.”

J Viral Hepat 2001; 8 (6): 414-20

| Abridged with thanks from the
internet email list, HEPV-L



ADB report
on HCV dis-
crimination
launched

Discrimination against people with hepatitis C
is rife and is often driven by irrational fears,
according to a recently launched report.

Chris Puplick, President of the NSW Anti-
Discrimination Board launched C Change, the
report of the world’s first formal enquiry into
hepatitis C related discrimination at
Parliament House, Sydney on Friday 16
November.

In our editorial on page 2, community
member Lisa Waller reviews and summarises
the report - the result of 13 hearings and more
than 100 written submissions about the types
of discrimination to which people with
hepatitis C are subjected.

The inquiry found that discrimination most
frequently occurred in health care settings.
“Perhaps a more powerful driving force for
discrimination than ignorance about hepatitis
C transmission is that the infection is
inextricably linked with injecting drug use, a
highly stigmatised behaviour,” the inquiry
found.

A copy of this landmark report can be
obtained directly from the Anti-Discrimination
Board of NSW. Phone (02) 9268 5555 or 1800
670 812 from outside Sydney, or visit the
ADB’s website www.lawlink.nsw.gov.au/adb

u Hepatitis C Council of NSW

Canadian
campaign
challenges
stereotypes

Liver disease has become a major health issue
but most would say they don’t know anyone
who has it. With its new television and radio
public service campaign, the Canadian Liver
Foundation wants to bring liver disease into
the public eye. The campaign features Martin
Short, one of Canada’s most recognized
comedians. Earlier this year, Martin agreed to
be the Foundation’s celebrity ambassador to
help increase public awareness of liver disease
and the urgent need for more research.

“Martin Short has many fans on both sides of
the border,” says Gary Fagan, Executive
Director of the Canadian Liver Foundation,
“but Canadians still like to claim him as one
of their own. We were very pleased to have
him help us get our message out.”

The central theme of the campaign is ‘Liver
disease can affect anyone’. The first radio and
television spots- titled “The Factory” - will
educate audiences on the vital role the liver
plays in the functioning of the human body.
The second set - titled “Home Movies” - will
be released later in the year and highlight the
impact of liver disease on individuals and
families.

Martin Short, who now resides in Los Angeles,
volunteered his time and filmed the spots
during a break in the production of his new
show. “Like many people, | had a lot of
misconceptions about liver disease until |
became involved with the Foundation,” says
Mr. Short. “I think we all like to view
ourselves as invincible, but liver disease is a
very real threat to everyone - including those
we care about most. The Canadian Liver
Foundation is working toward a cure and I'm
happy to be able to do what | can to bring
attention and public support to their efforts.”

u Abridged with thanks from the

HepCBC website:
http://www.hepcbc.org
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Rejected oll
worker
fights back

The US Supreme Court agreed to hear the case
of a man who was denied an oil refinery job
because of his hepatitis C.

Mario Echazabal sued Chevron Corporation
claiming he should have been employed
despite his chronic liver condition.

Doctors who examined Echazabal said
exposure to chemicals at the refinery would
speed the deterioration of Echazabal’s liver,
and that a large chemical exposure from a
plant fire or other emergency could kill him.

Chevron withdrew a job offer to work at the
company’s Californian refinery and Echazabal
initially sued under US Anti-discrimination
legislation, but a federal judge threw out his
case.

He appealed, and the 9th US Circuit Court of
Appeals ruled last year that Chevron could not
claim that the threat posed to Echazabal’s
health was enough to disqualify him.

One member of the three-judge appeals panel
dissented, ridiculing the decision. This could
mean a steelworker with vertigo could work
on high-rise buildings and someone with an
allergy to bee stings could be hired as a
beekeeper, he wrote.

Chevron appealed to the Supreme Court,
arguing that Echazabal’s medical condition
puts him outside the protection of the
Americans With Disabilities Act. The federal
anti-bias law mandates equal treatment for
qualified workers, no matter their disability.

On the Net: For the appeals court ruling in
Echazabal v. Chevron: http://
www.uscourts.gov/links.html and click on 9th
Circuit.

The case is Chevron v. Echazabal, 00-1406.

u Abridged from an original article by
Anne Gearan, Associated Press,
distributed via the internet email list,
HEPV-L

Here in Australia, Occupational Health
and Safety legislation aims to protect
all workers against harmful exposure to
risks in the workplace. ED
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Portuguese
Injectors

Data from Portugal concerning injecting drug
users show an HCV prevalence ranging from 70
to 92 per cent. These percentages are very similar
to those found for the same groups in Europe,
USA and Australia. This high percentage can be
explained by the sharing not only of needles, but
also of other materials (cotton, spoons etc.) used
in the injection process.

It is estimated that one per cent of Portuguese has
injected drugs, and it is reported that there are up
to 60,000 users with HCV. Hepatitis C virus
infection has come to have an increasingly
significant presence in the Portuguese National
Registry of Notifiable Diseases. In 1998, hepatitis
C was the most frequently reported viral
hepatitis, surpassing hepatitis A in 1997 and
hepatitis B in 1998. It is common knowledge that
the number of reported cases is less than the real
total, but this problem is common in all
countries.

| Abridged with thanks from the internet
email list, HEPV-L

An
Australian
perspective

The first major Australian book on hepatitis C,
edited by Nick Crofts, Greg Dore and Stephen
Locarnini has just been published. The book’s 21
chapters, grouped into 5 sections over 380 pages
are state-of-the-art expositions of current
knowledge by acknowledged experts in their
field. This book provides a comprehensive,
authoritative and up-to-date guide to hepatitis C,
and its detailed and sometimes academic content
make it an ideal reference guide for those seeking
more in depth information about the virus, the
disease, clinical management, living with the
virus and the epidemic. It documents Australia’s
innovative policy and program response to the
hepatitis C epidemic.

In this edition we carry a review by Professor Bob
Batey, Director of Gastroenterology at
Newcastle’s John Hunter Hospital. Council
member Ms Lisa Waller will provide a
community perspective in our March 2002
edition of The Hep C Review. The book is
available for library loan to Council members
and for sale to members at a special discounted
price — see the enclosed flyer for details or phone
9332 1853 and speak to Prue Astill or Gabrielle
Lipscomb.

| Hepatitis C Council of NSW
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Mother, son
okay after
liver
transplant

Mark Linthicum, 27, is listed in good condition
after donating part of his liver to his mother
Dorothy in a marathon dual operation. Surgeons
removed about 60 per cent of the younger
Linthicum’s liver to place in his mother, whose
hepatitis C led to end-stage liver disease.

Living liver donors typically sacrifice half to
three-quarters of their liver, which can
regenerate, for the transplant. Surgeons began
operating on Mark Linthicum about 7am and
finished removing the section of his liver at 6pm.
After thoroughly cleaning and preparing the
organ, they began the transplant just before 7 pm
and finished around midnight.

Over the following days, doctors carefully
monitored both Linthicums for signs of
complications from the surgery. It was expected
the son would be released from the hospital after
about a week, while his mother would spend
several weeks in the hospital recovering.

The operation was a timely one for the elder
Linthicum. Lu estimated that Dorothy Linthicum,
with 80 per cent of her liver scarred, had about
one year to live without a transplant.

u Abridged with thanks from the internet
email list, HEPV-L

It should be noted that Australia has a
poor overall level of organ donation. ED

Hepatitis
Symposium

The 9" National Symposium on Hepatitis B & C
was held at St Vincent’s Hospital, Melbourne on
17 November. An innovative mix of medical and
social topics and a variety of articulate presenters
once again challenged participants to face the
difficult facts of hepatitis B and C treatment
barriers, HCV transmission prevention hurdles,
the other epidemic that is discrimination, the
additional difficulties facing people with hepatitis
within Asian communities in Australia and the
political barriers to addressing the hepatitis
public health challenge.

u Hepatitis C Council of NSW
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Prisons,
hep C and
mach 1

At its August meeting the NSW Ministerial
Advisory Committee on Hepatitis (MACH)
focused its attention on the issue of hepatitis C in
NSW correctional centres. With a previous study
showing that around half of the NSW adult
prison population has hepatitis C, the meeting
held at Parramatta Correctional Centre focused
welcome attention on the need to bring about a
substantial decrease in the numbers of people
with hepatitis C entering prison in the first place
and the need for improved education, support
and treatment services inside correctional
settings. The MACH continued, at its more recent
November meeting, to address ways to overcome
the barriers to preventing HCV transmission
inside prison — a public health hurdle that the
Hepatitis C Council believes may be overcome
only by hitting the authorities where it hurts most
— legally and financially.

| Hepatitis C Council of NSW

Under your
skin

It is believed that one in three proprietors of skin
penetration premises across NSW have received
warning letters regarding their level of infection
control. Common breaches included lack of
basins for washing hands or cleaning re-usable

equipment, and improper autoclave maintenance
and operation.

NSW Health together with all Public Health
Units across NSW have completed a study into
skin penetration premises to check compliance
with the Public Health (Skin Penetration)
Regulation 2000.

The study covers all tattooists, cosmetic tattooists
and body piercing premises, and one in ten
acupuncturists and beauty salons offering
electrolysis.

Those premises issued with warning letters will
be reinspected and should prior breaches be not
remedied, proprietors may be liable for
prosecution.

| Abridged with thanks from Public Health
Update, Vol 8, No 2.



Work-
shopping
education

The 3™ National Hepatitis C Educators Workshop
concluded successfully in Canberra on 28
September following a three-day series of
education workshops and capacity building
initiatives. Organised by the Australian Hepatitis
Council (AHC) and auspiced by the partnership
between the AHC, AIVL (Australian IV League)
and Haemophilia Foundation Australia, the
workshop was attended by 119 workers involved
in hepatitis C education in state and territory
based hepatitis C councils, peer-based drug user
organisations, haemophilia foundations,
Aboriginal and Torres Strait Islander health
services, and representatives from health
departments. Detailed outcomes will be reported
fully by the Australian Hepatitis Council, but
initial reports indicate that this third national
meeting of hepatitis educators evaluated very
strongly.

u Hepatitis C Council of NSW

Turning ten

The Hepatitis C Council is 10 years old. And
thriving. We celebrated this momentous occasion
with a party following our AGM on 24 November
at Bondi Pavilion, Sydney. Speeches by leading
Australian hepatitis clinicians and members of
the Council’s Medical and Research Advisory
Panel Prof Bob Batey and founder patron Prof
Geoff Farrell (who sent his greetings by
videotaped message) spoke eloquently of the
Council’s role in the community based response
to hepatitis C in Australia.

Former member of the NSW Legislative Council
and former Chair of the Standing Committee on
Social Issues Ms Ann Symonds, instigator of the
Parliamentary Inquiry that led to the landmark
and exceptionally effective report Hepatitis C The
Neglected Epidemic, called passionately for a
dose of common sense by using the evidence-
based knowledge of experts in the field when it
came to addressing HCV prevention among
people who use illicit drugs, and in addressing
the public health and social crises that are
perpetuated by continuing high levels of
incarceration in NSW prisons.

The brilliant Café at the Gate of Salvation,
Australia’s foremost group of a capella singers,
provided joyous, rhythmic and stylish
entertainment.

u Hepatitis C Council of NSW

Educate
and
develop

The new education and development team at the
Hepatitis C Council of NSW got off to a flying
start with the appointment in September of
coordinator Catriona Elek. With a strong
background in adult education, Catriona will
work with two staff members starting in early
2002: Area Health Services project officer Sallie
Cairnduff and Education project officer Joan Silk.
The Commonwealth Department of Health and
Aged Care and NSW Health provided welcome
funding for these capacity building projects.

u Hepatitis C Council of NSW

Social
researchers
report back

In Melbourne on 9 November the National
Health and Medical Research Council (NHMRC)
hosted a forum where the principle researchers of
12 major social research projects, funded by the
Commonwealth Department of Health and Aged
Care, reported on their findings. The purpose of
the Social and Behavioural Research Grants into
Hepatitis C program was to identify strategies that
will slow the spread of hepatitis C and improve
the quality of life for people living with the
condition. The March 2002 edition of The Hep C
Review will carry a report by the NHMRC on this
important research.

u Hepatitis C Council of NSW

Council life members

At the Hepatitis C Council’s AGM and 10" Anniversary long-serving management committee members
Anita Long and Bernard Fischer accepted Life Membership in recognition of their unstinting service,

through the Council, to the communities in NSW affected by hepatitis C. They join co-founder Audrey
Lamb, the late and former political activist Rev Harold Smart, longstanding volunteer Margaret Harvey
and ex-president Cheryl Burman, and we thank and congratulate all of you for your commitment, hard

work and goodwill.

| Hepatitis C Council of NSW
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my story

Don’t feel defined by It

s an adolescant | thought to try
everything once, and with heroin being
forbidden fruit, it wasn’t long before,

like many others, | had a mild habit. However
| totally kicked it - after a few years of hell.

Sometime during this period, | was diagnosed
with hepatitis C. At the time it bothered me a
little but not too much; maybe because my
immediate needs were so pressing.

| shared my bad news with a few friends. The
few | told were supportive, except for one who
went on to tell other people. It was through
her reaction that | saw my illness in a new
light; and as something to be ashamed of.

Now, so many years have passed and my life
has totally changed. | have the most beautiful
little girl and | have worked out what is really
important to me in life.

| have dug into pain from my childhood and
adolescence and do not feel defined by it
anymore. There is, however, one experience
that has stayed with me, and yes, it is that |
have the hepatitis C virus running through my
blood.
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My experience of discrimination from an old
friend is still a scar and I realise that if my
family knew it would be a similar story. Would
my brother be afraid (even if only secretly) to
have their children over to stay?

I think my flatmates have recently become
suspicious. After living with them for a few
years we have become quite close and they
know | was once an injecting drug user. They
have observed that | don’t drink alcohol, and
that | insist that tweezers, toothbrushes and
razors aren’t shared.

And | guess it's that which has provoked me to
write this because | am angry ...

angry that | was discriminated against
angry that it could happen again
angry that | let myself feel like a leper

angry that | have to keep my hep C like a dirty
secret from those | would like to share the
news with - because of my fear of their
reaction.

December 2001

The social aspect of this illness is the most
painful for me. So far, my symptoms have
been minimal or non existent, although I have
continually raised ALTs.

One of my biggest fears with having hepatitis
C is that I could actually have given it to
someone. That, | could not cope with. | know
the chances are minimal, given the
precautions | take, but nonetheless the
possibility is still there.

Thank you, all of you, for the energy you put
into making this a great magazine.

[ | Jacinta

PS: Can anyone give me info on
hepatitis C and health funds and
health insurance?

Jacinta, thanks for your encouraging
feedback. Please phone the Hep C
Helpline (see p4) for further
information on health funds and
insurance. If any other readers have
stories and information to share on
this topic, please don’t hesitate to
write in to the magazine. ED






les In chronic hepatitis C?

rders and liver health: A practical guide, written by Geoff Farrell, to be released early in 2002. The
0 be accessible to the general public.

Why people use
complementary therapies

The widespread use of complementary
therapies may represent one or more of the
following:

i Failure to make progress with
present approaches and desire for
recovery (to be well).

° Unrelieved symptoms and impaired

quality of life for people with
chronic illness.

° Disillusionment with scientific
medicine.
° Limitations of contemporary

medical model of healthcare.

° Restricted skills of modern doctors
as healers.
° Superior skills of alternative medical

practitioners as healers.

° Desire for health maintenance
versus treatment of disease.

° Desire of people to have more
control over their own health.

i Belief that ‘natural” products must
be better than manufactured ones.

° True efficacy of herbal medicines.
° Successful marketing of CAM.
Case 9.1

It needs to be acknowledged that symptom
relief from conventional medical
approaches is often incomplete. The
positive factors for CAM may include the
attractiveness of self-treatment (self-
reliance) and a yearning for a ‘more
natural” approach to healing, as opposed to
the ingestion of ‘drugs’ that are sometimes
harsh in relation to the benefits they bring
(interferon for hepatitis C is a good
example). It has been proposed that people
feel intuitively that CAM may benefit them
by providing meaning and context for their
illness, which they find difficult to
understand and accept in scientific medical
terms and uncertainties.

Unmet needs of people with
chronic HCV infection

CAM might be considered for the following
reasons:

° As adjunctive agents to improve
sustained viral response to antiviral
therapy.

i To decrease progression of hepatic

fibrosis, especially in non-
responders to antivirals.

° To decrease the activity of the
disease and improve liver tests.

i To decrease the risk of
complications like liver failure and
liver cancer.

° To reduce symptoms.

° To enhance or maintain quality of
life.

What is the evidence that
complementary therapies
meet these needs?

Antiviral properties

There is no evidence that complementary
medicines have antiviral properties or alter
the immune response in a way that
diminishes virus levels or eradicates HCV
infection.

Disease modifying (biological) effects

These could include:

° Anti-inflammatory or
hepatoprotective properties (things
that decrease liver injury).

° Antifibrotic effects (decrease liver
scarring and slow progression to
cirrhosis).

° Chemoprevention against liver
cancer.

Vitamin E, silymarin (a derivative of milk
thistle), Chinese herbal medicines and
Stronger Neo-Minophagen C (SNMC) all
improve and can normalise liver tests in a
proportion of people with hepatitis C.
Laboratory studies have demonstrated
several possible mechanisms by which such
agents protect liver cells. Some
complementary medicines also appear to
have antifibrotic effects.

Dan T had a coronary artery by-pass for unstable angina in 1984 when 38 years old. In 1990, he presented with fatigue and was found to have
hepatitis C. A liver biopsy showed grade 1 fibrosis and moderate activity. He was treated with interferon for 6 months without change in ALT. After
stopping treatment, Dan took vitamin E (500 IU/day) and Chinese herbal medicines (CHM) because of continued fatigue. Since 1991, ALT and other
liver tests have been normal. Dan feels well, lives a full and active family life and holds a demanding position as an aeronautical engineer. He
remains PCR positive for HCV RNA, genotype 1a. Should Dan be reinvestigated and now consider antivirals rather than continuing complementary

therapy?

[A commentary on Dan’s case and on 20 other diagnostic and management challenges is contained in the book].
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The most exciting application of CAM in
chronic hepatitis C would be to slow
fibrotic progression and reduce the risks of
liver failure and liver cancer. As yet, there is
insufficient data to advocate the use of any
available herbal medicine specifically for
these purposes. However, silymarin was
reported to improve clinical outcome in
one study of patients with alcoholic
cirrhosis, while SNMC and TJ9 reduced the
risk of liver cancer in patients with cirrhosis
due to hepatitis C. Larger and more
definitive prospective trials are now
required.

Problems with use of
complementary medicines

Undue reliance on complementary
medicines could lead to neglect of life-style
measures directed at health maintenance
(discussed in part 1). Failure to disclosure
use of herbal medicines can also lead to
failure to diagnose adverse drug reactions,
or to drug-drug interactions with
conventional drugs; St John’s Wort is an
important example. Caution needs to be
exercised in the use of herbal medicines for
symptoms that indicate significant medical
conditions, like depression, thyroid
dysfunction, anemia and diabetes; each of
these disorders can be treated effectively by
conventional medicines, and may be life-
threatening without such treatment.

Toxicity of complementary medicines

The safety record of herbal medicines
appears to be better than conventional
medicines. However, instances of serious,
even life-threatening toxicity or adverse
events can occur. Most are dose related;
they are more likely to become a problem
with poorly supervised self-medication.

The tendency to alter formulations and for
people to use larger doses may be reasons
why remedies that have been used
traditionally for hundreds of years have
recently been identified to cause liver
injury.

Germander (used in Europe to lose weight
and as a general health tonic) and Chinese
herbal medicines are noteworthy examples.

Liver injury attributable to herbal medicines
is not rare, and should be suspected in
someone with chronic hepatitis C who
develops an abrupt increase in ALT level
(discussed in Chapter 10).

Greater openness in use of complementary
therapy could minimise or avert
hepatotoxicity from herbal medicines.
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All persons taking complementary
medicine are encouraged to check their
symptoms and liver tests, especially ALT
level, a few weeks and months after starting
treatment in order to detect improvement
or hepatotoxicity attributable to the
preparation.

Which agents are best to
use?

Those CAM commonly used by people with
hepatitis C are summarised in the book,
with comments about their popularity, and
published data to support efficacy and
safety. Particular attention is given to
vitamin E, Chinese Herbal Medicines,
Silymarin, Echinacea and St John’s Wort.

Conclusions

A balanced perspective for GPs on the use

When a person expresses a strong desire to
take CAM, encourage use only of those
agents known to be safe and for which
there is some reasonable basis for efficacy.

Do this within an overall health plan that
also addresses such important factors as
cigarette smoking, alcohol intake, weight
control and exercise.

Recommend monitoring the disease with
liver tests for efficacy and toxicity of herbal
agents.
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educate to avoid such difficulties as:
Inappropriate dose escalation.
Drug-drug interactions.
Failure to treat remedial medical
conditions.
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Is alcohol abstinence the way to go?

Dr Greg Dore outlines alternatives to alcohol abstinence for some people with hepatitis C

As with many aspects of information for
people living with hepatitis C, messages
regarding “safe” levels of alcohol intake vary
considerably.

Although studies that have examined the
influence of alcohol intake on liver disease
progression have only found high levels (four
or more standard drinks per day) to be
associated with more rapid disease
progression, many clinicians advocate
following an abstinence pathway.

This philosophy is not unique to hepatitis C,
with alcohol and pregnancy another example
of where the “any level is unsafe” message is
often pushed. But, is this a reasonable
message for people living with hepatitis C?

There is little doubt that heavy alcohol intake
is a strong “co-factor” for liver disease
progression, and in fact may have a
multiplicative rather than additive effect. That
is, if chronic hepatitis C increases the risk of
cirrhosis by say seven times above the general
population, and heavy alcohol intake
increases the risk by five times, then chronic
hepatitis C and heavy alcohol intake may
increase the risk by 35 times, rather than 12
times.

On the other hand, there are many people living with hepatitis C who have drunk heavily for
many years and have limited liver damage.

My advice to all people with hepatitis C is that heavy alcohol intake should be avoided (more
than 4 standard drinks per day), but my advice regarding lower levels of intake is based on an
assessment of other factors. For example, if a person has been infected for 15-20 years, has been
drinking at moderate levels (2-3 standard drinks per day), and on liver biopsy has no or minimal
liver scarring (fibrosis), then abstinence is not necessary.

Some moderation may be advisable (say to 1-2 standard drinks per day), and heavy intake at any
stage of the week should be avoided (so you can’t save the 1-2 drinks per day for a big weekend
binge). All Australians especially those with hepatitis C, should have two or more alcohol free
days every week.

In contrast, a person who has been infected for the same estimated duration, and has been
drinking at the same level, but who has progressed to severe scarring (fibrosis) should attempt
alcohol abstinence.

All people with hepatitis C who have progressed to cirrhosis should definitely avoid alcohol
intake (see table below).

Recommendations regarding alcohol intake are more difficult in cases where the duration of
infection is difficult to estimate and a liver biopsy has not been performed. In these cases, people
who should minimize their alcohol intake are those with other cofactors for liver disease
progression (eg obesity, co-infection with HIV or chronic hepatitis B, high ALT levels).

In these cases, however, it would be preferable to establish liver damage by performing a liver
biopsy. Knowing the extent of liver scarring, advice on both alcohol intake and antiviral therapy
can be more effectively provided.

u Greg Dore is an Infectious Disease Physician at St Vincent’s Hospital Hepatitis Clinic,
Darlinghurst, NSW, and member of our medical and research advisory panel.

Recommendations for alcohol intake based on stage of liver disease and duration of infection

Stage 0-1 Stage 0-1 Stage 2 Stage 2 Stage 3-4
Stage of fibrosis and
duration of infection | more than 20 years | 10-20 years more than 10 years | less than 10 years any duration

1-2 standard drinks | 1-2 standard drinks 0-1 standard drinks | NO ALCOHOL NO ALCOHOL
Alcohol intake per day (women), per day per day
(upper limit) and 2-3 standards

drinks per day (men)
Stages of fibrosis: Of no liver scarring, E: _m|n|rr_1al scarring, 2= moderate scarring,

3= severe scarring, 4= cirrhosis
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