
A USERS GUIDE TO THE LATEST INFORMATION 

HEP C & YOU
TREATMENTS, TESTING AND MUCH MORE

A USERS GUIDE TO THE LATEST INFORMATION 
TREATMENTS, TESTING AND MUCH MORE

Liver



1

HEPATITIS C  
 
Hepatitis C is a blood borne virus which damages 

the liver. In 2015 there were about  230,000 

Australians living with Hep C and around 5,400 

new infections, with about 90% of these from people 

sharing injecting equipment. 

There is NO vaccination for Hep C, but there are 

excellent new treatment options available since 

March 2016.

This booklet aims to increase knowledge and awareness of hepatitis C,  

allowing drug users to make informed decisions regarding their health.  

Produced by drug users for drug users in January 2017

The information provided should be used as a 

guide only and is not a substitute for medical advice.

"IN 2015 THERE  
WERE ABOUT  
230,000  
AUSTRALIANS  
LIVING WITH  
HEP C"
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HOW 
HEP C 
AFFECTS
YOUR
LIVER

Hep C causes swelling 

(infl ammation) of liver cells

which leads to scarring.

Some people experience no obvious effects from 

Hep C, whilst others will develop some degree of 

scarring of their liver. Mild scarring is called fi brosis. 

Severe scarring is called cirrhosis. 

After 30 years, around 25% of people living with Hep 

C will develop cirrhosis, liver failure or liver cancer. 

This means looking after your liver is very important.

The good news is that the liver can repair itself 

and after treatment there can be some reversal of 

liver scarring. 

Your Liver
The liver is your largest internal organ 

and is key to good health. It has many 

different and important tasks including: 

Filtering and destroying toxins – alcohol 
and other drugs

Controlling fat and sugar

Storing iron, vitamins and 
other nutrients

Filtering and destroying toxins – alcohol 

Controlling fat and sugar

Storing iron, vitamins and 

Everybody with
 Hep C experiences

it differently

It can damage your liver 
without you even feeling it

Hep C puts you at 
higher  risk of getting 

other  illnesses too

Your Liver
The liver is your largest internal organ 

and is key to good health. It has many 
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Moderate to low risk:
Accidental needle stick injury

Mother to baby, before or during birth

Low risk: 
Sharing razor-blades or toothbrushes

Very low risk:
Breastfeeding

Sex* that involves blood (during 
menstruation or rough sex)

Accidental needle stick injury

Mother to baby, before or during birth

Sharing razor-blades or toothbrushes

Breastfeeding

Sex* that involves blood (during 

TRANSMISSION  
The hepatitis C virus is 

transmitted when infected 

blood from another person 

enters your bloodstream. 

Here are different ways 

Hep C can be transmitted 

and the level of risk involved:

High risk:
Sharing injecting equipment

Unsterile medical or dental 
procedures

Unsterile tattooing or body piercing 

Sharing injecting equipment

Unsterile medical or dental 

Unsterile tattooing or body piercing 

A virus is a small organism that can only replicate 
inside the living cells of other organisms.

*The risk of sexual transmission is increased for 
people who are HIV positive.

Microscopic amounts 
of blood are capable of 

carrying the Hep C virus—

just because you don't see it 
doesn't mean it can't

infect you

and the level of risk involved:

High risk:
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These are only some of the possible symptoms. 

How your body is affected by Hep C depends on 

many  factors, such as: how long you have had the 

virus; whether you are co-infected with another 

virus (Hep B, HIV); and your general health.

Illnesses Associated with 
Hepatitis C
People living with Hep C are at an increased risk of 

other serious health conditions including:

Type 2 diabetes 

A kind of blood cancer (Lymphoma)

Infl ammation of blood vessels (Vasculitis) 

Damage to the kidneys 
(Glomerulonephritis)

Type 2 diabetes

A kind of blood cancer (Lymphoma)

Infl ammation of blood vessels (Vasculitis)

Damage to the kidneys 

HEPATITIS C 
SYMPTOMS
Symtoms can vary a great deal from person to  

person and your liver can be damaged even if 

you are not noticing any symptoms. 

Most common 
symptoms
Tiredness 

Sleep problems 

Vagueness

Depression

Discomfort in the areas around the liver

Abdominal pain

Nausea, vomiting and/or loss of appetite

Skin rashes 

Tiredness 

Sleep problems 

Vagueness

Depression

Discomfort in the areas around the liver

Abdominal pain

Nausea, vomiting and/or loss of appetite

Skin rashes Hep C damages your liver and can cause 
serious illnesses such as cirrhosis, liver failure
and liver cancer.



8 9

Remember, you can be infected with more than one genotype, 
so even if you have Hep C, follow safer injecting practices and 
avoid blood contact through piercing, tattooing, etc.

Negative

Negative Positive

Antibody Test 

Virus Test (PCR RNA)

Positive

test for exposure 
to the virus.

not exposed.

no Hep C infection. ongoing Hep C infection.

test for ongoing 
Hep C infection.

Treatment 
a cure is available now.
talk to you doctor about it.

Pre-Treatment 

PCR Genotype Test, 
liver function test, fibroscan,
PCR Viral Load, Fibrosis Marker.

exposed to
Hep C virus.

HEPATITIS C 
TESTING

HEPATITIS C 
GENOTYPES 
There are several genotypes (or strains) 

of the Hep C virus. 

In Australia the most 
common are
Genotype 1  55% 

Genotype 3 35% 

Uncommon types are
Genotype 2   5% 

Genotype 4 <3%

Genotype 5     >1% 

Genotype 6 <3%

assesment (may include)
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PCR test
After a positive antibody 

test, another test is needed to 

confi rm that you have the 

virus. This is a PCR (or RNA) 

test that looks for the virus 

rather than antibodies to 

the virus. 

There are different PCR tests:

PCR viral detection test – looks for 
presence of the virus

PCR genotype test – tells what genotype or 
strain you have

PCR viral load test – looks at the amount of 
virus in your blood

If you are unsure about what Hep C tests you have 

had, talk to your Doctor. You may be one of the 

many people who have not had Hep C confi rmed 

through a PCR test. Therefore, you might only have 

the antibodies and not the actual virus.

PCR viral detection test – looks for 

PCR genotype test – tells what genotype or 

PCR viral load test – looks at the amount of 

PCR test
After a positive antibody 

test, another test is needed to 

confi rm that you have the 

virus. This is a PCR (or RNA) 

test that looks for the virus 

rather than antibodies to 

There are different PCR tests:

presence of the virus
PCR viral detection test – looks for 

HEPATITIS C 
TESTING
Antibody test
The antibody test shows 

if you have come into 

contact with the Hep 

C virus. It can’t tell you 

if you have the virus, 

another test (PCR) is 

needed to confi rm Hep C. 

About 25% of people who 

come into contact with Hep 

C will naturally clear the virus. People who clear the 

virus naturally or through treatment will still have 

antibodies present in their blood.

HEPATITIS C 
TESTING
Antibody test
The antibody test shows 

if you have come into 

contact with the Hep 

C virus. It can’t tell you 

if you have the virus, 

another test (PCR) is 

needed to confi rm Hep C. 

About 25% of people who 

come into contact with Hep 

C will naturally clear the virus. People who clear the 

virus naturally or through treatment will still have 

Having antibodies does not protect you or give you immunity 
from future Hep C infection.
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LIVER 
MONITORING 
TESTS
Hepatitis C affects your liver. Regular check-ups 

are important to monitor if there are any serious 

changes, such as liver failure or cancer. For those 

with liver damage, fi brosis or cirrhosis, even after 

successful treatment, regular liver health monitoring 

is needed.  

Ask your doctor to explain what monitoring tests 

are needed and how often.

Tests to monitor liver
include 

Liver Function Tests

Your liver’s role is to keep the body’s complex 

internal chemistry in balance. A liver function test 

shows how well your liver is working by measuring 

levels of certain chemicals in your blood. 

MAKING THE 
DECISION TO GET 
TREATMENT
Until recently, treatment for Hep C was a diffi cult 

decision because of the potentially serious side 

effects. New treatments have fewer and milder side 

effects and a shorter length of time on treatment 

with greater chances of success. 

Positives include 
Feeling better 

Preventing more damage to your liver

Giving your liver the chance to repair

Preventing other Hep C complications 

Preventing the transmission of Hep C

Getting rid of the virus

Feeling better

Preventing more damage to your liver

Giving your liver the chance to repair

Preventing other Hep C complications

Preventing the transmission of Hep C

Getting rid of the virus
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Fibroscan (Elastography)

Fibroscan is a quick, pain free way to check for liver 

damage and is performed in a similar way as  an 

ultrasound. An external device is placed over the area 

of your liver and gives an instant result by showing if 

there is any scarring – fi brosis or cirrhosis. 

Fibroscan, where available, is becoming one of the 

most common types of elastography being used 

to check liver health. It works by measuring liver 

elasticity (fl exibility or bendiness) and looks for 

areas that are scarred. 

Ultrasound

An ultrasound uses sound waves to give a picture 

of the health of your liver and may be used instead 

of or with elastography. It gives a complete picture 

of the liver, revealing areas of damage that may not 

show up with other types of scans. For example, 

it will show if there is any damage or blockages to 

veins or arteries and any other abnormalities of 

the liver.

Liver Biopsy

Liver biopsies are no longer required to access 

treatment and the methods discussed above are now 

more commonly used to assess liver health. In rare 

instances your doctor may suggest a liver biopsy, 

which involves taking a small sample of the liver 

and examining it under a microscope.

Fibroscan (Elastography)

Fibroscan is a quick, pain free way to check for liver 

damage and is performed in a similar way as  an 

ultrasound. An external device is placed over the area 

of your liver and gives an instant result by showing if 

there is any scarring – fi brosis or cirrhosis. 

A Fibroscan is a quick, pain free way to check for 
liver damage
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TREATMENT
New hepatitis C treatments, 

called Direct Acting 

Antivirals (DAA’s), are now 

available in Australia. They are 

on the Pharmaceutical Benefi ts 

Scheme (PBS) at a subsidised price. 

Most people can be treated with new 

Direct Acting Antivirals, with the following 

improvements: 

No injections (all-oral therapies with one or 
two pills per day)

Reduced treatment length – most people 
will have 12 weeks of treatment 

Much higher success rate for all genotypes– 
better than 90% in most instances

Very few side effects

The type and length of treatment will be different 

for each person and will depend on:

Reduced treatment length – most people 

Very few side effects

No injections (all-oral therapies with one or 

Scheme (PBS) at a subsidised price. 

Much higher success rate for all genotypes– 

Genotype

Level of liver scarring (people with 
cirrhosis will need longer treatment) 

Previous treatment

Amount of virus in the blood 

Co-infection with another virus 
(Hep B or HIV)

Through a series of tests these factors can be 

determined by your doctor who should explain 

how they infl uence your treatment. 

Who can get Hep C Treatment?
You can get treatment if you are:

18 years of age or over

Have Hep C confi rmed through a blood test

Have a Medicare number

Must not be pregnant 

18 years of age or over

Have Hep C confi rmed through a blood testHave Hep C confi rmed through a blood test

Have a Medicare number

Must not be pregnant 

It doesn’t matter if you have mild or severe liver disease, how 
you got Hep C, whether you still inject drugs or if you are in 
prison. You are still able to access these new treatments.
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GETTING HEP C 
TREATMENT 

1. Where to Get
Treatment 
All doctors, usually in consultation with a specialist, 

can prescribe Hep C treatment. However, 

You May Need a Specialist if you have:

Severe liver damage (cirrhosis) 

Hep B or HIV

Been on treatment in the past

A rare genotype 

If you need help fi nding a friendly doctor, there is 

list of agencies providing information and support in 

the contacts section in this booklet.

Hep B or HIV

Been on treatment in the past

A rare genotype 

2. Testing Before Starting 
Treatment 
To start treatment you will need to have a 

consultation with your doctor or a specialist that will 

involve blood testing, an assessment of existing liver 

damage and follow up visit/s to get the results. 

In some areas, pre-treatment testing is available 

through community based Hep C Nurses, who 

are located in some Needle and Syringe Programs, 

Opioid Substitution Clinics (methadone or bupe) 

and Sexual Health Centres. 

The results of these tests will decide which 

medications you need and for how long. 

These tests include:

Hep C Viral Detection Test

Hep C Viral Load Test 

Genotype Test

The viral detection, viral load and genotype tests are 

sometimes called either a PCR or a HCV RNA test.



20 21

3. Assessment of Liver 
Damage
Assessing damage to the liver can be done through 

a range of methods which may include some or all 

of the following: Fibroscan�, ultrasound and liver 

function tests. The level of damage to your liver is 

used to decide your treatment needs, in particular 

the length of treatment.

Starting Treatment

Getting Your Medications
Your doctor will write you a script to take to

a pharmacy. 

These are new medicines and not all pharmacies 

will have them in stock. 

It’s worth checking fi rst that the pharmacy:

Keeps medications in stock or can 
order them

Can keep your script on fi le 
– for safe keeping 

Can order your medications for next 
month in advance – so that you don’t 
miss any days. 

*Important note – Check each month, a 
few days before your script is due, that 
it has been ordered and will be ready for 
you to pick up 

Cost of Treatment

Most Hep C treatments are one or two scripts each 

month. The price for one script is $6.20 for those 

with a Health Care Card or $38.30 without 

( prices at July 2016). 

Keeps medications in stock or can 

Can keep your script on fi le 

Can order your medications for next 

*Important note – Check each month, a 
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4. During Treatment
Before starting treatment the doctor will explain 

how long you need to take the medications (for 

most people it's 8 or 12 weeks, but can be up to 24 

weeks), possible side effects and any medications 

that interfere with treatment.

Taking Your Medications

For the best chance of a cure:

Take your tablets at the same time 
each day 

Take the whole course prescribed – 8, 
12 or 24 weeks

And to help you remember:

Take at the same time as any other 
daily medication

Get a small pill storage box divided into 
days of the week (these cost only a few 
dollars at discount stores) 

Take your tablets at the same time 

Take the whole course prescribed – 8, 

Take at the same time as any other 

Get a small pill storage box divided into 

Webster pack – the pharmacy can make 
these up for you dividing up your Hep C 
medications, and other regular medicines, 
into daily doses for the week or month 

Put a reminder in your phone or on 
your calendar 

Hep C medications don’t need to be taken with food 

but having a routine where you take them with 

the same meal everyday can 

be helpful. 

If you miss a dose:

Take it as soon as you 
remember, unless 
it’s close to your next dose, 
in which case just wait and 
take your next dose at the usual time

Don’t double dose or take your missed pills 
with your usual dose

Let your treating doctor know 

Put a reminder in your phone or on 

Take it as soon as you 

Don’t double dose or take your missed pills 

Let your treating doctor know 

the same meal everyday can 

Take it as soon as you 

it’s close to your next dose, 
in which case just wait and 
take your next dose at the usual time

Take it as soon as you 

Don’t double dose or take your missed pills 
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Medication Side effects

One of the big advantages of the new treatments 

is that the side effects are not as severe as the 

older treatments. 

Some of the most common

side effects are:

Feeling sick (nausea)

Tiredness

Trouble sleeping

Headaches

Side effects vary, some people may experience all 

of these and others little or none. If you are having 

problems with side effects, ask your doctor if they 

can prescribe something to help manage them. 

Feeling sick (nausea)

Tiredness

Trouble sleeping

Headaches

5. Testing During 
Treatment
Your doctor should explain which testing is needed 

and when. This is decided on an individual basis, so 

each person on treatment will have different tests 

done at different times. You may have some tests 

while on treatment or your doctor may decide to 

wait until the end of treatment to do testing. 

For some, a blood test may be done four weeks after 

starting treatment to check liver function, kidney 

function and full blood count. 

Checking levels of the virus while on treatment is 

not considered necessary. However, some doctors 

will do a week four viral load to provide evidence 

that the treatment is working.

Looking After Yourself While on Treatment

Support Available
Ask for support from family and friends if possible. 

Your local Drug User Organisation or Hepatitis 

Organisation are just two of the many places where 

support is available. See contacts page. 
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6. Finishing Treatment

Testing to see if treatment has worked
To know if treatment has worked you will need 

to do a PCR (HCV RNA) blood test to check for 

presence of the virus. 

The test done 12 weeks after fi nishing treatment 

is the essential test that lets you know whether 

treatment has worked – it will show if the virus is 

present. Testing done throughout and at the end of 

treatment gives an indication of how treatment is 

working, but does not give you the fi nal result on 

whether treatment was successful or not. 

The test done 12 weeks after fi nishing treatment is 

the most important test. It is extremely accurate and 

if no virus is detected then you are considered cured. 

Another term that may be used instead of cure is 

a ‘Sustained Virological Response’ or SVR, which 

simply means that the response to treatment has 

been successful (the virus is gone) and this response 

has stayed the same or been sustained.

Being Cured – Achieving a Sustained 

Virological Response

A sustained virological response means you are now 

Hep C free. 

Reward yourself by staying healthy and avoiding 

being re-infected.

Life after Treatment - Monitoring Liver Health

Monitoring the health of your liver after treatment, 

especially for people with cirrhosis, is important to 

check for any complications that may develop in the 

future, including liver failure or liver cancer.

Your doctor can advise you on what monitoring is 

needed; blood tests and/or scans, and how often this 

needs to be done.  

You’re considered cured if you don’t have any virus 
in your blood 12 weeks after you stop taking 
treatment medicine.
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STAYING HEALTHY 
AND LOOKING 
AFTER YOUR LIVER
Good health is important for people living with 

Hep C and those who have had successful 

treatment. There’s a lot you can do to improve 

your health, lowering the risk of more serious liver 

disease and other diseases such as heart disease and 

high blood pressure. 

A Healthy Diet
What you eat affects the quality of your life. 

Eating healthy foods will give your body the 

chance to function at its best.

A healthy diet can help to:

Relieve symptoms related to Hep C or to 
the treatment

Boost your immune system

Give you the nutrients to maintain liver 
health

Enjoy a healthy diet that is low in:

Fat

Sugar

Salt

And eat plenty of:

Fruits 

Vegetables

Relieve symptoms related to Hep C or to 

Boost your immune system

Give you the nutrients to maintain liver 

Fat

Sugar

Salt

Fruits 

Vegetables

Give you the nutrients to maintain liver 

Enjoy a healthy diet that is low in:

And eat plenty of:

Give you the nutrients to maintain liver 
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Regular Exercise
Regular exercise along with a well-balanced diet has 

many benefi ts, including:

Energy

A healthy weight to avoid risks associated 
with obesity

Reducing the risk of many diseases and 
some cancers

Other important lifestyle changes include:

Stopping or reducing alcohol

Stopping or reducing smoking

Energy

A healthy weight to avoid risks associated 

Reducing the risk of many diseases and 

Stopping or reducing alcohol

Stopping or reducing smoking

Reducing the Harms of Other 
Drug Use (legal and illegal)

Managing legal and illegal drug use by 
stopping or reducing if possible. Ask your 
doctor about any medicines you are taking. 
Do these damage your liver? Can any of 
the prescription medicines you need be 
changed to another type that cause 
less damage?

Reducing harms associated with injecting 
drug use and protecting yourself from 
blood borne viruses – e.g. always using a 
new syringe; washing hands before and 
after injecting etc (see tips on 
safer injecting) 

Starting on a drug replacement program, 
methadone or buprenorphine 

Protect yourself from Hep C re-infection 
and other Blood Borne Viruses

Reducing harms associated with injecting 

Starting on a drug replacement program, 

Protect yourself from Hep C re-infection 

Managing legal and illegal drug use by 
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TIPS FOR SAFER 
INJECTING
Tiny amounts of blood, too small 

to see, can contain Hep C and can 

be found on any injecting equipment: 

spoon, fi lter, water, tourniquet or on 

fi ngers, clothing or injecting surface. 

The risk of Hep C transmission is very high 

when injecting with others.

Be aware - of blood when injecting. 

Be safe - don’t share any injecting equipment.

Preparation
Wash your hands (especially the tips of your fi ngers) 

and injecting site thoroughly in warm soapy water, 

this helps remove viruses, bacteria and plain old dirt. 

If you don’t have running water use swabs. Wipe 

the swab in one direction only. Going back and 

forward just spreads the dirt around. 

Clean the spoon with a new swab and 

let it dry.

Use your fi ngers NOT your teeth to pull 

apart the fi lter (the mouth is full of germs).

The best fi lters are the sterile 

cotton balls in your ‘fi t pack’ or an 

unopened tampon.  

Injecting
Wipe injection site with a new swab or warm 

soapy water. 

After fi nding a vein, loosen the tourniquet and slowly 

press the plunger. If you feel any resistance or pain 

you may have missed the vein and will have to start 

again. After removing needle, apply pressure to the 

injection site until bleeding stops.

Safe Disposal
Put your fi t into a disposal container or any puncture 

and child proof container. 
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CONTACTS 
HEPATITIS ORGANISATIONS

National

National Information Line
1800 437 222 (1800 hep ABC)

Hepatitis Australia Offi ce
Level 1, 4 Irving Street, Phillip ACT 2606 
(02) 6232 4257
www.hepatitisaustralia.com

Australian Capital Territory

Hepatitis ACT
36 David St, Turner
1300 301 383
www.hepatitisact.com.au

WEBSITES 

www.aivl.org.au 

www.hcvadvocate.org

www.hepatitisconnection.com.au

www.hepatitisaustralia.com

www.hepatitisact.com.au

www.ntahc.org.au

www.hepatitiswa.com.au

www.hepqld.asn.au

www.hep.org.au

www.hepsa.asn.au

www.tascahrd.org.au

www.hepvic.org.au

www.cahma.org.au

www.hrvic.org.au

www.nuaa.org.au

www.wasua.com.au

www.quihn.org
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South Australia 

Hepatitis SA
3 Hackney Rd, Hackney, SA
1800 437 222
www.hepsa.asn.au

Tasmania

TasCAHRD Inc

Tasmanian AIDS, Hepatitis & Related Diseases
319 Liverpool St, Hobart, Tas
(03) 6234 1242
www.tascahrd.org.au

Victoria

Hepatitis Vic
Suite 5, 200 Sydney Rd, Brunswick, VIC
1800 703 003
www.hepvic.org.au

Northern Territory

NTAHC (AIVL member)

Northern Territory AIDS and Hepatitis Council
46 Woods St, Darwin, NT
(08) 8944 7777
www.ntahc.org.au

Western Australia

Hepatitis WA
134 Aberdeen St, Northbridge, WA
(08) 9227 9800
www.hepatitiswa.com.au

Queensland

Hepatitis QLD
Suite 2, 12 Cordelia St, South Brisbane, QLD
1800 437 222 (1800 HEP ABC)
www.hepqld.asn.au

New South Wales

Hepatitis NSW
Level 4, 414 Elizabeth St, Surry Hills, NSW
1800 803 990
www.hep.org.au
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AIVL AND AIVL MEMBER ORGANISATIONS

Australian Capital Territory

CAHMA and The Connection

Canberra Alliance for Harm Minimisation and Advocacy
Level 1, 112- 116 Alinga St, Canberra ACT
(02) 6279 1670
www.cahma.org.au

Victoria

HRVic

Harm Reduction Victoria
128 peel St, North Melbourne Vic
(03) 9329 1500
www.hrvic.org.au

New South Wales

NUAA

NSW Users and AIDS Association
Level 5, 414 Elizabeth St, Surry Hills NSW
(02) 8354 7300 or 1800 644 413

NSP 345 Crown St, Surry Hills NSW
(02) 8354 7343
www.nuaa.org.au

Tasmania

TUHSL

Tasmanian Users Health Support League
tuhsltaste@gmail.com

Western Australia

WASUA

WA Substance Users Association
Perth Suite, 21-22, 7 Aberdeen St
Perth WA
Phone (08) 9325 8387
Fax  (08) 9325 6152
Email info@wasua.com.au
www.wasua.com.au

Bunbury
97 Spencer St, Bunbury WA
(08) 9791 6699
www.wasua.com.au



40 41

Queensland

QUIHN

QLD Injectors Health Network
1 Hamilton Place, Bowne Hills, QLD
(07) 3620 8111
1800 172 076
www.quihn.org

Gold Coast
Shop 12/89-99, West Burleigh Rd,
Burleigh Heads, QLD
(07) 5520 7900

Cairns
60 Pease St, Manoora, QLD
(07) 4032 1463

QuIVAA

QLD Injectors Voice for Advocacy and Action
1 Hamilton Place,
Bowen Hills, QLD
(07) 3620 8160 

National

AIVL

Australian Injecting and Illicit Drug Users League 
Level 2, Sydney Building,
112-116 Alinga St, Canberra ACT
GPO Box 1552, Canberra ACT 2601
(02) 6279 1600
www.aivl.org.au

Produced by the Australian Injecting and Illicit Drug Users League (AIVL). 

AIVL’s mission is to promote and protect the health and human rights of 

people who use or have used injecting/illicit drugs. 
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