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YOU GOT A FRIEND – HEP C AUSTRALASIA

Despite over 20 years of activism in the 

hep C community, today some people 

are disclosing to friends, family, even long-

and stigma. Others are being diagnosed in 

middle age after years of abnormal liver tests 

that incredibly, nobody thought to check. In 

hospitals, specialists from unrelated disciplines 

wonder out loud whether it’s ‘worth’ treating 

people who use drugs. Conversations 

between health care workers and patients are 

often directed by the worker with a focus on 

information they think might be most relevant. 

People leave ultrasound biopsy or specialist 

consults with their heads spinning. In the initial 

stages after a diagnosis, even after the most 

compassionate, understanding and up to date 

information, people can still feel bewildered, 

afraid, isolated and alone.

But since 2003, help of a different kind has been 

available 24/7 through the Hep C Australasia 
website. What it offers is not new. For anyone 

usually changes things for the better. Hep C 

Australasia combines the very best of peer 

support with the levelling impact of the internet. 

delivery of information while empowering people 

affected by hep C.

created to address the fear of disclosing hep C 

status, even on the telephone, and the barriers 

this creates to receiving services. The site aimed 

then as it does now “to create a safe hang out 

space for people affected with hep C”. A space 

where you’ve got a friend. 

The site morphed in 2006 to resemble the user-

friendly format it is today. For those old enough to 

remember Carole King and perhaps lacking tech 

When you’re down and troubled
And you need some loving care
And nothin’, nothin’ is goin’ right
Close your eyes and think of me
And soon I will be there
To brighten up even your darkest 
night

(Carole King 1971)

savvy skills, there is plenty of help to navigate 

the site and get started. Currently with 643 users, 

it has reached out to many who at best, might 

otherwise have suffered in silence, at worst may 

have never taken the steps towards seeking 

effective responses to their health care. 

site provided what she needed to arm herself 

with information and demand treatment that had 

previously been denied (albeit some years ago 

now). July was the site’s busiest month ever, 

answered in plain English.

“This site is awesome,” posts a member. “It’s real-

people advice.” From another, “the accuracy I got 

from this site was much better than from the liver 

people.” 

A big part of the appeal of web-based services is 

the anonymity they provide. “Having a username 

– not your real ID – offers a lot of anonymity and 

often people will be more forthright and upfront 

and honest than might occur normally,” said 

Dallo, 61, a member since 2011. 
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“Within the first month of my 
diagnosis my journey took a different 
turn. I found help in the form of 
a computer, I found the Hep C 
Australasia website. I met some 
good people online…. I began to 
ask questions…. I then went to my 
doctors and demanded treatment….”

(Forum member, Fungi Foto, from 
‘Treatment, Life Hep C and Me’ 
Hepatitis Australia, 2008)

Nonna, 58, illustrates further, “my normal life is 

that of a middle class health care worker with 

four children, three grandchildren and living in 

an inner-city suburb. I had too much to lose by 

disclosing my past history. On the site, I was 

able to disclose my hep C status and the issues 

around having used an illegal drug in my youth.” 

Sometimes more tricky emotions like shame can 

be expressed, and then reframed and normalised, 

by someone who has been there. “Hepatitis C is 

Jena, 53, a regular user of the site posting from 

a small community in Tasmania pointed out that 

creating space for the many different ways people 

can be affected by hep C was one of the sites 

key strengths. “Our members are all at different 

stages, some are waiting on treatment, some 

are doing treatment, some have relapsed, some 

have achieved SVR and others are waiting for 

new interferon-free treatments, most heppers can 

identify with one or more of these groups.” 

Following her diagnosis, Jena was once-bitten-

twice-shy after a nasty disclosure experience and 

had decided to “go it alone”. 

everyone welcomed me with open arms and 

made me realise that actually, I was no longer 

alone. The site gives me a sense of ‘home’,” Jena 

said.

Hep C Australasia also offers space for partners 

of those with hep C including those living with 

liver transplants and those on treatment. We don’t 

those supporting us, and it provides opportunity 

for their voices to be heard. One partner expressed 

recently, “It’s a great place to vent, whine, cry and 

spew if that’s what you need to do.”
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The use of the site pre-treatment is also 

something valued by people living in more 

isolated communities where the treatment 

support may not be as available as it could 

treatment” list practical suggestions. Jena noted, 

“I got amazing advice from the site pre-treatment. 

I learned so much about how to cope with the 

side-effects once treatment started. I would have 

been so lost without the site.”

For Justine, 48, from Victoria, the site provides 

“a critical resource for people on treatment”. 

Speaking about the difference between online and 

face-to-face support, she said, “I felt awkward 

in the face-to-face group. It wasn’t comfortable. 

Plus I had a small child and found it hard to be 

out of the house attending groups.” 

With only six weeks left of a valiant third attempt 

“multiple times a day sometimes – you’re sitting 

around feeling terrible too sick to work, what are 

you going to do – watch TV?” 

anxiety that only those who have been there can 

understand. The preoccupation with the rise and 

fall of neuts, haemoglobin or viral load can invite 

glazed eyes from our nearest and dearest – even 

when they love and support us. But log on to the 

Hep C Australasia site and there’s no shortage of 

treatment veterans willing to discuss your bloods, 

or empathise with moodiness or irritability (also 

known as “riba rage”). “Whenever I am feeling 

latest music clip that someone has posted,” Jena 

noted. “It always makes me feel better.”

nurses and doctors available, but the people 

on the site are truly the only ones who really 

understand what you’re going through.” 

advice, site moderators and site members also 

offer cover for one of the gaps in the medical 

model. Essentially, a place to deal with the after-

effects of treatment that can be tough for some, 

or the disappointment of treatment failure that is 

tough for everyone. 

“I felt devastated, and abandoned by my 

treatment team,” writes Nonna of her experiences 

of serious health complications and treatment 

failure. “There was so much to deal with and 

no help – even if I didn’t get a response from 

the site was sometimes enough.”

“I was very nervous when 
I first posted, but everyone 
welcomed me with open 
arms and made me realise 
that actually, I was no 
longer alone”

www.hepcaustralasia.org/
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Interestingly, none of the regular site users think 

that being able to write well is necessary for 

most poignant, moving and supportive things to 

me are ones whose spelling and grammar were 

patchy.” 

On the pluses of written communication generally, 

Dallo added, “writing means you can take your 

time, think about your response and edit if need 

be. Of course the risk of misinterpretation can still 

of communication have their up and downsides.”

It can be easy to under-estimate the value of 

online friendships and such communication 

because of its seemingly limited form. You can 

for example write an intimate post and then 

“disappear” with no explanation. Your writing on 

the site could be “all-about-me” with none of the 

reciprocity, nonverbal cues or other social norms 

Regardless, many regular users speak of online 

friendships that are both enduring and translate to 

a few of them.” 

For Nonna meeting her online friends face-to-face 

has been, “always a wonderful experience.” 

Lastly, the site offers a chance to give back. Dallo 

C that he now uses to help others. “What I get from 

the site apart from the general camaraderie is the 

knowledge that the advice I give people will help 

ensure they don’t have my experience,” he said.

Jena adds “I’ve recently become a moderator and 

its great to be able to give back to this wonderful 

forum – to be able to welcome new members and 

let them know they’re not alone.”

Living with a stigmatised health condition affects 

us all in different ways but there is much that we 

all can relate to. As Justine says, “All of us on 

telling our employer that we have ‘immune system 

problems’ or it’s telling lies left right and centre to 

protect ourselves.” 

Sadly, for people with hep C there’s often the 

need to keep a part of us hidden. The Hep 
C Australasia forum offers the opportunity to 

give that hidden part of ourselves a voice, and 

according to Justine, “Allow a group of other 

people who truly understand to come together 

and give it a great big hug.”

who regularly contributes to Hep Review 
magazine. She is a counsellor and coach with 

private practices in Hornsby and Chippendale, 

NSW. Contact her on 

“none of the regular 
site users think that 
being able to write 
well is necessary for 
involvement in the site”

I’ve recently become a 
moderator and its great 
to be able to give back to 
this wonderful forum – to 
be able to welcome new 
members and let them 
know they’re not alone.

www.hepcaustralasia.org
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