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| remember back in the 1990s sitting in front of a journalist from a TV current affairs program

doing an interview about hep C. He seemed okay at first, but when it became evident that | had
contracted hep C from drug use, he changed, and suddenly it wasn't a pleasant place to be.

He started to imply that people who use drugs bring things upon themselves, and he was
questioning why anyone else should care what happens to them. In the end, | got so uncomfortable
| asked the producer to stop and find someone else to interview.

In relation to how the public perceives people who use drugs, | don't think things have changed
that much since then. There’s been a gradual improvement in the level of acceptance of NSPs
(Needle and Syringe exchange Programs), but whenever there are media reports that refer to drug
users, it’s always some sad story of neglect or despair; about someone not properly looking after
their children, or being involved in some sort of crime. These are very powerful portraits of people
who use drugs and they affect the way people think about drug use and people who have used or
are using drugs. In the UK, there was a recent campaign that helped raise public awareness called
‘Nice People use Drugs’ | think this sort of thing can help, because it focuses discussion away
from condemning drug users as inherently bad, and acknowledges that recreational drugs can be
pleasurable, and for a lot of people they are not a drama.

The stigma around hep C is closely connected to the stigma around drug use. You rarely hear
people talk about how they contracted it. Mostly you'll get people saying that how they got it isn’t
relevant, and then they'll deflect the conversation somewhere else. | don’t have a problem with
anyone knowing that | have hep C, but | do have an issue with having to tell people that | have used
hard drugs. These days, if | was to go face-to-face with a journalist, | might be just as likely to tell
them that | got hep C from my tattoos! Having hep C doesn’t mean you have to waive your right to
privacy about your past. In reality, I'd tell the reporter that it doesn’t matter how | caught it.

I had hep C for 22 years before | did combination therapy in 2005 for 48 weeks. My decision to do
treatment was really more about getting rid of the virus to avoid having the whole disclosure issue
in dating people than having a cirrhotic liver or anything like that. I've had three biopsies, and so far
have only sustained moderate damage. Most of the damage seems to have developed over the last
five years, and | started to think that in another five years it could be worse again, so it felt like time
to think about treatment again. Working in the hep C field, I'd seen the increased cure rates, and
the treatment itself seemed to have improved somewhat; side-effects seemed to be less of a drama
or maybe just better managed.

I think | approached treatment with the sense that | wouldn’t pay too much attention to the ‘sides’.
I'm the sort of person to put my head down and grit things out — just basically get through it. I told
myself things like, ‘I'm doing this treatment, it'll take a year, and I'm not going to worry too much
about what happens, I'm just going to do it!’

| was a model patient in lots of ways. The virus was undetectable within the first four weeks and
1 didn’t get any flu-like symptoms post shot or any headaches or anything; the worst side-effect
was constant itching. | remember one morning at 2am, | got out of bed and drove into work because



I knew that there was some aloe vera gel in the office first aid kit, and | knew | wouldn’t sleep
until the itching stopped. It didn’t work! | treated the itching with a few different things before |
discovered taking daily Pinetarsol baths, which helped.

I think for me, overall, the sides were quite subtle; they tended to creep up without me really
noticing. | worked full time for the 48 weeks, and | must have got my needs for mental stimulation
met, as | became quite reclusive and spent most weekends alone. | got into a routine: take the pills,
go to work, take the pills, go to bed and every Friday, have the shot. In a bizarre way, that weekly
shot became a bit like a little friend. Just about every Friday night for a year, there was just it and
me. Each one done was a step closer to finishing.

| didn’t anticipate that during treatment | would spend so much time alone cocooning, or that |
wouldn’t do the things | usually love to do, like spending time with my daughter or hitting the beach
to check out the surf. Some weekends towards the end of treatment, | wouldn’t leave the flat,
sometimes not even leaving my bedroom!

Like a lot of people, | didn’t really talk to the nurse at the clinic about what was going on. I just put
a brave face on it and coped. | was worried that if | talked about the sides too much they might
reduce my dose and | wanted to try with full dose and do the 48 weeks, give it the best go | could.
On reflection, it might be that antidepressants could have helped. Maybe if | had taken them,

I wouldn't have isolated so much.

There were a few challenging times; they seemed to happen when | was out in unchartered
territory, away from the comfort of my living room. | remember | went on a surfing holiday with my
brother, just the two of us, and parts of that were tough. There was an expectation that | would be
sociable, which I wasn't. And we drove up the coast with only two CDs in the car, both of which
were crap, so it was a case of sleeping a lot or pretending to sleep a lot.

I also did a three-week sail to Hobart as part of a crew living in cramped quarters on an old
square-rigger tall ship, looking after 10 crew members in my watch. The sail was an exhilarating
experience and there was a real sense of achievement when we were back home, but being on the
boat, it felt like a very public space to be on hep C treatment. | had a funny emotional moment one
day trying to find a quiet place to do my shot where | wouldn’t be disturbed. It reminded me of the
reaction | once had a couple of days after falling off a motorbike — sort of a delayed shock, ‘losing
control’ thing. | got really choked up and literally couldn’t talk. Apart from the ship’s doctor and one
of the officers, no one else knew | was on treatment. The loss of privacy was the difficult thing, not
necessarily the treatment side-effects.

It goes back to this whole thing about wanting some control over what people know about my life.
Doing treatment was something | didn’t tell all of my friends about. Like anyone, I have friends
from different parts of my life, they are all supportive but they have varying levels of closeness.
For some, it was too much of a drama to talk about treatment, because that would mean talking
about how | got hep C, dealing with their reactions, beliefs and views about drug use, and then
possibly renegotiating a few relationships afterwards.

| do still have some fond memories of my year with Interferon. It coincided with a time of change.

I had decided towards the end of the treatment to take steps to find a relationship. The decision

to even try treatment was linked to an idea that if I got hep C out of the way, it might be easier to
find someone. I'd been single, living alone, for many years, and had focused myself on other things.
I'd wanted to keep things simple as | had my daughter and didn’t want a stepmother/stepdaughter
clash, and there was baggage from my younger years. | decided that since my daughter had grown
up and was in high school, time was right for me to move on.



Spending all this time on the weekends alone at home, | started to chat to people online. | was
using the time, | guess, to start meeting people via dating sites. | was a bit like a kid in a candy
store, but after a while realised | wanted to meet someone who lived near my local area and who
| could better relate to. Not long after treatment had finished, | met my now wife. It’s odd to think
I was living alone for all those years, and spending so much time alone on treatment, and when |
did reach out, | met someone who had been living literally just around the corner all this time! It
capped the year off wonderfully.

| got my end-of-treatment results over the phone. The specialist rang me at work and told me | had
relapsed. | sat there and again, started to choke up a bit, got teary for about a minute and then
continued working. | started to tell people gradually, made a few calls, told a few people at work.

It was a shock, and a bit of a slap in the face, but after a few days | was over it. | thought, oh well at
least | gave it a shot.

It's now been three years, and I'm probably going to do re-treatment with one of the new drugs, and
have been accepted for a trial with MK 7009. It could be different this time around. Just because it
wasn'’t bad the first time doesn’t mean I'm off the hook. | do want to get rid of the virus, really only
because the older you get the more you value good health. I'm not doing any special planning for
re-treatment. My wife, Michelle, has been involved in the process, and I've made sure that | have a
bit of leave if I need to take it. | will be more open about side-effects this time. | think the downside
of toughing it out last time was that | isolated myself a lot, and | have learned since doing treatment
that relationships are pretty good!

1 would definitely encourage people to give it a go. Not to go in blindly, but at least to try, you don’t
have anything to lose. | wouldn’t recommend people hide things from their treatment team, they
are there to help! The potential rewards of treatment far outweigh sitting back and doing nothing,
and the earlier you do it, the better your chances of clearing. People’s perceptions of treatment are
sometimes out of wack with the reality. I'd say definitely, give it a go.

Paul Harvey, 52, worked on high-rise construction sites for many years, before the birth of his daughter

and vertigo forced a rethink, and he studied welfare work. Paul has worked for the NSW Hep C Council for
15 years, where he is responsible for The Hep C Review magazine, www.hepc.org.au and numerous
information resources. He is also a moderator of the www.hepcaustralasia.org.au online peer support forum
He is still an avid surfer.
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A Fortunate

Life

| grew up in the western suburbs of Melbourne in the 1970s. It was rare for anyone to not use
drugs. | got serious about them by the age of 17, about the same time that | got into my first long
term relationship and not long before my first child was born. My partner and | both loved speed
and the fast life. Despite a brief hiatus when the kids were born, | would hate to think of the amount
of money we spent on it.

When we separated, she ran interstate with my kids and | didn’t have much contact with them.
Add a serious industrial accident to that, and | really fell apart. But when | got the feel of the steel
and some speed in my veins, | felt bloody magnificent. So, for more years than | care to dwell on,

I was a rogue idiot, shooting speed and staying up all night talking shit about how great my life was
with the other losers.

There were a few things that made me stop. One was seeing my ex again, seeing what the drugs
had done to her, and | guess, getting a reflection of myself. Another was seeing my kids after so
long and realising that | had to be a better man for their sakes. Then there was my grandmother.
She had taken me in and it would have broken her heart to know what | was doing to myself.

I guess | had an epiphany of sorts, realised what an idiot | was and just stopped. | have never
looked back.

The lifestyle of down and dirty behind me, | was having some repair work done on my body from my
industrial accident, when there was a blood splash during surgery. As a result of this | was tested,
and hep C came up a winner. My warm-hearted surgeon came in, saw me and said, ‘You have
tested positive for hepatitis, and you will have no feeling down one side of your arm because

| accidentally cut a nerve during surgery, but you'll be okay’. Then he just walked away.

About a year later | saw a gastroenterologist. Interferon monotherapy treatment was discussed.
He was a blunt sort of bloke and said that he didn’t think | could take the treatment at the time, that
my lifestyle wouldn’t support it. | wasn’t using any more, but | was drinking and partying, and had
a lot of stress going on. He suggested | wait, so | did.

Over the years | looked into treatment two other times. Once | was advised that | wasn't eligible
because my ALT readings weren't high enough, and another time | was told that | had to have a
liver biopsy before having treatment. | read the literature on that, and when | got to the bit where
it said, ‘take out a small piece of the liver’ | thought, nah, bugger that!

I lived in denial for a while. I still thought of treatment from time to time but always thought I hadn’t
the time to do it, and | didn’t think my lifestyle would support it working away from home up to
35 days in a row, with no support.

But I was playing with my ten-year-old daughter one day and I just suddenly thought, ‘I have to
do my best to stay around for this little one’. My wife and | are ‘older’ parents, she is over 50 and
I'm in my late 40s. So, when | was working 12-hour days and nights in mining, | decided that | had
to find the time and the lifestyle for treatment.





