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Our team

We often tell our stories to the media. This can be 
powerful, and it can be hard. Sometimes some of us step 
back from the public work, and others in the group step 
forward. We also made a movie recently – you can watch 
it on our website.

The Cairns Hepatitis Action Team 
is a group of people who have 
lived experience with hepatitis B 
and hepatitis C. We come from all 
walks of life, and what we really 
care about is improving access to 
care and reducing stigma and 
discrimination. 

Thanks to Hepatitis Queensland for the grant to help us produce this magazine.

This magazine was put together by 

The Cairns Hepatitis Action Team (CHAT)
for World Hepatitis Day July 28, 2020. We acknowledge 
the Traditional Owners of the land and pay respect to 
Elders past, present and future.
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We would love to hear 
your story… contact us 
on Facebook Messenger 
or through our website

Find us on FACEBOOK!
Cairns Hepatitis Action Team
Here’s our WEBSITE CairnshepC.com

https://www.cairnshepc.com/movie-you-can-t-hep-that
https://www.facebook.com/Cairnshepactionteam/
https://www.cairnshepc.com/


I got a new cat. Lizzie, & much like myself  
she has had a traumatic background. We 
really connect. I get unconditional love and 
understanding from her. I got her on Good 
Friday, in the midst of lock down. I was 
feeling really lonely, and there she was on 
Gumtree, I drove straight away to get her. 
She's my baby, and she's amazing. 

My best tip for everyone trying to get 
through this is: if you are at all able to have 
a pet, do so! Get a rescue!

I’m feeling quite isolated since the lockdown. In a nutshell I was on a roll 
with my life before COIVD-19 hit. I haven't got my momentum back, I've 
sort of become a recluse. A combo of isolation and health put a damper on 
things, and now its habitual. I'm finding it hella difficult to come out of it. 
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Luisa’s story

The 
unconditional 
love of a pet

By Luisa

On the positive side: I've stopped using. I'm not drinking and 

I'm not taking any drugs. That was once a huge part of my life. 

I've got no interest in chasing a hit.

I've been able to fix my car with the extra money I received 

during COIVD, that really helped.

ATODS have been really great during COVID. I have my issues 

with them, but I must commend them, and all of the services, I 

cant fault them for their COVID support.  ATODS have kept in 

touch with me and were really good to me from the get go.

I had been really looking forward to being a peer supporter, 

and all that died with COVID, but that is something to look 

ahead to when I get some energy.

I'm on my own.  I don’t have a partner.  Normally I 

bounce back, but I have been going from the bed to the 

chair to the bed. And I've had panic attacks. That’s new 

for me. One of the hard things was realising I don’t 

have the network I thought I did.  Its hard to create 

that during lockdown.

COVID shut 
everything down, and 
it shut me down too.



Robin’s hep C cure
I had been living with hepatitis C for 20 years

When I was younger there was one year there when I had a car accident, had a tattoo 
done, had a blood transfusion and shared needles so I presume that was the year.

By Kathy

How long were you on the treatment?
ANSWER:  Three months every day. I didn’t have any 
trouble remembering to take it . Just one tablet every 
day for three months. It was easy.

Did you experience any side effects at all?
ANSWER: Not at all. I didn’t experience a single side 
effect. Absolutely none.

Would you recommend this treatment to your 
friends?
ANSWER: Oh definitely. Definitely, I have already 
recommended it to my friends down south. They went 
through the old treatment in the past which didn’t 
work. But this new treatment has really given them a 
bounce not having the hepatitis anymore. They were 
skeptical about side effects but they found out for 
themselves that there were none so they thanked me 
again and again for the nudge to get on the treatment. I 
had a friend who was on the old treatment, the 
Interferon, she lost hair and she was vomiting every 
day. It was just like chemotherapy really. The new 
treatment (the Direct Acting Antiviral) is nothing like 
that. I didn’t even know that I was on it except for 
having to take one tablet a day, every day for three 
months.

“Go and get tested and 

get on the treatment. 

Please, I can’t express 

how much it changes 

your outlook on life and 

it’s just so easy to do.

Do it before your liver 

deteriorates and you 

develop fibrosis, 

cirrhosis or worst case, 

liver cancer”

Has your health improved since treatment?

ANSWER: Oh dramatically! Not so tired, got a bounce in my step and I’m hungry. I have a much 
better appetite now. I suffer from mental illness anyway but I was a bit depressed. I was feeling 
myself depressed all the time and I didn’t know what it was. After getting the treatment and the hep 
C gone, I wasn’t depressed anymore.  

“I was aware that it was affecting my health, it was making me tired, 
lethargic and I had a poor appetite. I had bouts of sicknesses, not all the 
time, probably 4 to 6 months. I would just have days when I was off color 
and vomiting.  Mainly noticed it with the amount of energy that I had. I 
used to have to have a nanny nap and I’m not that old that I need to have a 
‘nanny nap’ but I was having to”! 4



How long ago did you do the hepatitis C 

treatment?

ANSWER: About 6 or 7 years ago.

Has your health improved since doing the 

treatment?

ANSWER: Yes, I have got more energy and feeling 

better generally.

How long were you on the treatment?

ANSWER : It was a six month treatment, 

interferon.

And did you experience any side effects?

ANSWER: (Laughter) Yes, quite a lot of side 

effects. 

Can you describe the side effects? 

ANSWER: Lethargy, open to infection and 

tiredness in general.

I chatted to John about his experience 
of hep C treatment, and interestingly 
he had the old interferon treatment, 
no surprises it wasn’t an easy journey 
compared to those of us who have 
had the new DAAs.

John’s story

(not his real image, just a groovy dude!)

By Kathy

“The interferon and Ribavirin treatment that I took was 
a combination therapy. I have known people since who 
have taken the new Direct Acting Antiviral treatment, 
and they said that the only side effect is feeling better. As 
you are doing it even. You know, even after a couple of 
weeks”.

Have you noticed any 
changes in your 
mental health?
I noticed that I’m not as 
prone to depression as 
I was. And I have less 
anxiety.
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“Get treated, don’t put 
it off”.

Many people with advanced cirrhosis 
find it improves after they take the 
medication and are cured.

Unfortunately, my liver hasn’t recovered 
the way I hoped and I’m still unwell a lot 
of the time.
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Living with 
advanced 
liver disease

“…the cure came a bit late 
for me, but at least not 
having hep C now helps 
my liver work, giving me 
the best lifestyle possible 
while managing 
cirrhosis…” Therese’s 
story

“There’s so much to celebrate 
on World Hepatitis Day with 
thousands getting a cure, it is 
also time to spare a thought 
for those whose treatment 
didn’t work or worked too 
late.

Also to remember all the 
good the folk  (admin, 
research, health staff ) who’s 
dedication has made the new 
treatments happen”.

I found people don’t like to talk about 
what’s happening for people with 
advanced liver disease- perhaps 
because they feel protective.

Anyway it would be great if we could 
get together for a cuppa and chat about 
what hep C means for us now.

Let Rhondda at Sexual Health know 
(0405 123 601) and she’ll put us in 
touch.

At the liver clinic the doctors provide 
great care, but you don’t always see the 
same doctor.  I met Penny the nurse, on 
day one so she knows me well- I can 
always talk to her about any concerns, 
invaluable!

“Not everyone knows this, but 
research has shown that 
people with liver disease do 
more poorly if they get 
COIVD-19, that’s another 
reason to get it treated NOW”.

By Therese



“I felt a lot better having the extra money, so I spent it on cheap 
rooms, but even then that money got used up pretty fast.  I got rid 
of some of my stuff, because I didn’t have anywhere to store it. 
Now that I'm homeless again I don’t have my stuff, so its even 
harder sleeping rough, especially as we have had more rain than 
we should in the dry season.  I probably have a room tonight 
though, and it might be somewhere I can be for a while”.

“I'm tired. I can spend all day chasing a room, then the last room I got 
abused, so then I didn’t sleep, and now I have more anxiety, so now 
I'm spending all day chasing a hit.”

“The NSPs stayed open, and we 
felt welcomed. The waiting areas 
looked a bit different, or the 
process was a bit different, but it 
was the same staff as usual.  Lots 
of places were phone only, which 
was hard for me, because I don’t 
often have a phone.  I felt mostly 
in the way as a person who 
doesn’t usually have anywhere to 
live.”  

“I started my hep C treatment right at the beginning of lockdown, 
and I got both of my 2 months of tablets all at once, so I wouldn’t 
have to return to the pharmacy, that was great.”

COVID-19
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Dee’s Story

I eventually found a doctor who was prepared to see me and 
they were very cold and obviously looked down on me for being 
on methadone.

By Kathy

I had just moved when Covid-19 lockdown 

began and I needed to find a new doctor in 

Cairns. I phoned a lot of surgeries and I kept 

being told that they weren’t taking on new 

patients at the moment.

I had just started on methadone a few weeks 

before lockdown. My lungs are very damaged 

and I have a compromised immune system. I 

was really scared of catching the virus and I 

was forced to drive into town every day to 

pick up my methadone. I understand that this 

is normal policy and that clients must 

stabilize their dose before being allowed to 

get takeaway doses or pick up from a chemist 

but I think there must be exceptions made 

during times of crisis. I suffer from anxiety 

and I was really scared and having panic 

attacks when I went into town every 

morning.

I have a dear friend whose cancer treatment 

was delayed due to Covid-19. Now treatment 

has resumed but it’s too late. Their tumor 

grew very fast and they are now beyond help 

which is devastating for the whole family. 

I think  services did not need to shut the 

doors due to lockdown.  And I feel it took too 

long for services to come back into operation. 

If we wear masks and maintain social 

distancing couldn’t some of the services 

remain open or resume sooner than they did 

this time?

Specialist care? I had great trouble 
getting in to see a doctor and after all 
the unnecessary testing for HIV and 
hep C because I’m on methadone, the 
doctor did not believe that I had not 
used needles and that I was tested 
negative not long ago! I was sent for an 
ultrasound but I never received the 
results or even an SMS to come in and 
get them. I’m still waiting for the 
results and probably have to go back 
into the surgery. Test results could be 
given out over the phone at times of 
crisis, couldn’t they?

I have not been struggling 

financially. I was on a disability 

pension when the lockdown was 

announced so I have managed due 

to the supplements from the 

Government. I also planted a lot of 

veggies as soon as I noticed prices 

were going up due to scarcity. 

Saving money eating home grown 

veggies has helped tremendously.
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Hep C pills: how do they compare?

12 WEEKS 1 pill once a day

1. The bottle is small enough to fit in your pocket ☺

2. It’s a longer time to have to remember to take the pills 

3. It might be what you are prescribed if you have advanced liver disease 

4. Doesn’t matter what genotype of hep C you have, it treats them all ☺

5. You can get hep C treatment from free from Cairns Sexual Health, but if you are 
paying for it yourself this one costs a bit more (about $20 all up) because its 
for 3 months 

6. Have it with food or on an empty stomach ☺

8 WEEKS 3 pills taken at the same time once a day 

1. It’s a big box to carry around, bigger than your pocket 

2. Its only for 2 months! You're done so much quicker ☺

3. If you really hate swallowing pills this will be a bit harder for you 

4. It doesn’t matter what genotype of hep C you have, it treats them all ☺

5. It’s a bit cheaper if you're paying for it yourself (or get Sexual Health to give 
you free treatment) ☺

6. Have to take it with food, not so good if you don’t know where your next meal 
is coming from 

Or you could be on:

You could be on:



Get  your  hep  C  meds  for  free

Sexual Health at Cairns North, 

opposite Tobruk Pool will pay for the 
cost of your medication, and get it 

from the pharmacy for you

Youthlink NSP are part of the crew 

behind organising this – just talk to 

Nadine or Astrid if you want to know 
how to get on treatment for free, or 

ask at ATODS, or ask at Sexual Health

What’s this all about?

NOTICES

Need a hep C test?

If you want info about hep C 
testing ask your NSP or ATODS 
worker to link you in to an 
incentive program where you 
get a bit of cash for testing. Or 
contact Rhondda at Sexual 
Health 0405 123 691. 

You can also get bloods by 
ultrasound at Sexual Health if 
you have tricky veins.

You can ask to see the 
nurse practitioner at 
ATODS if you would like to 
start hep C treatment, or 
would like a Fibroscan of 
your liver – you hear 
about how your liver is 
doing straight away, and 
its free.
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Yvonne’s story: hep B
We talk about hep C all the time… how 
often do you hear about hep B?

But we must not forget about hep B which kills just as many people as hep C does. Why not 

tackle both at the same time?

Maybe people think hep B is a lesser problem because there is a vaccine for it (there isn’t 

one for hep C). Just vaccinate everyone, right? Agreed, we are very fortunate to have that 

and I don’t want to imagine a world without it. But because the chronic version of hep B is 

usually acquired very early in life (mostly at birth) when the immune system is not 

developed enough to fight it, there are masses of people living with hep B today who were 

infected before the vaccine was available. These are the people we worry about most. 

We are still waiting for a cure for hep B (I know I am!) But we do have medications that can 

control the virus long-term with almost no side effects. I’m on it and feeling great, and I’ll 

be eternally grateful for that. The problem is that lots of people go about their daily lives 

unaware of their infection, and when symptoms finally start to show, it is often too late. As 

with hep C, we need to get those people on treatment before that happens!

Hep B is a tricky beast, unpredictable and insidious. Only a blood test can tell if you have it, 

and only regular monitoring ensures you get treatment when you need it (not everyone 

does). Getting tested is easy, leaving it too late will be hard. 

So, don’t put it off, get it done! It may just save your liver (and your life). Namaste 🙏

Yes, it’s true, it has been quiet lately around hep B amidst all 

the good news about those awesome hep C treatments and 

the great efforts to get people onto those treatments. 

That’s okay, I get it! In fact, it has been amazing watching 

from the sidelines and I feel genuinely happy for every 

single person who is now cured of hep C. 
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I was very wary of going 
to the doctors while 
COVID was rampant

Interview with “Robin” written Kathy

I suffer from mental health problems and I have to go to the doctors once a month and get an 

injection but I was very wary of going to the doctors while COVID was rampant.

I didn’t need any specialist care but I wouldn’t have gone to the hospital for care because I’m 

very wary of hotspots like that.

I think if there’s a need for it [lockdown and social distancing] in the future that they could be 

a bit more generous and a bit more trusting when it comes to giving takeaway dosing. 

I am grateful that my real estate has given me a bit of relief from 
rent but apart from that I still struggle. I’m eating more food, I’m 
smoking more because of the nerves. I seem to be going through 
my money a lot faster. Groceries became very expensive and 
buying bulk to stock up for lockdown also cost extra money.   
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Going to the chemist every day, I was 
worried about that. Worried about being 
exposed to people that were sick. I 
suppose no more than any other person.



● Karen was born in New Zealand in 1956. 

She moved to Australia when she was 4yrs 

old and later settled on the Atherton 

Tablelands in 1976 with her partner Steven. 

They were blessed with three sons, three 

daughters and to date five delightful 

grandchildren. She was widowed in 2011 and 

shortly afterwards was diagnosed with liver 

failure due to hepatitis C and cirrhosis. 

● Her passion for photography began early in 

life when her father was State Manager for 

Kodak in W.A. Later in life it was strongly 

encouraged by her husband and children and 

the vibrant tropical environment in which 

she lives. 

● As a means of overcoming the hardships of 

the old hep C interferon treatment she 

absorbed herself in her photography, took up 

art lessons and actively pursued Tai Chi. She 

practices Reiki and is inspired by natural 

health and alternative therapies and is a 

wonderful vegetarian cook who loves 

gardening, music and spending time with her 

children and grandchildren. 

Meet Karen, artist, gardener, & 
Cairns Hepatitis Action Team 
member
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Karen is passionate about spreading the 
word of successful treatment for hepatitis 
and hopes her story inspires others to take 
up the challenge and regain their health 
and quality of life.
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Naloxone free at ATODS and 
Cairns Sexual Health

You can learn how to use it at Youthlink NSP, or ATODS or Cairns Sexual Health 
Service. 

Naloxone is good to have on hand if you use opiates, or are likely to be around 
someone who might have an overdose from opiates.

“I had someone drop on me at home, right around the beginning of the 
lock down. I called an ambulance, and everything went really well, but I 
WISH I had had naloxone there, if the hospital had been really busy with 
COVID I don’t think that ambulance would have been as fast.  Lots of 
people I know are used to the intramuscular, and they will probably 
keep using that, nothing wrong with sticking with what you know. I'm 
getting the nasal spray. Like any medication you need a script, but is 
already been going smoothly at ATODS, and now you can go to Sexual 
Health too”. CHAT member.

Intranasal or intramuscular –both  available  now 
at  Cairns  Sexual  Health



1
5



1
6


