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You may be aware that Canada has recently 
commenced using the system MyCBDR, which is a 
patient-controlled app and website for people with 
bleeding disorders to record their treatments and 
bleeds, and based on the same concept and system 
as MyABDR. MyABDR data is added to the Australian 
Bleeding Disorders Registry (ABDR), the system used 
by Australian Haemophilia Treatment Centres to 
manage the clinical care of their patients.  MyCBDR 

CANADIAN 
CHALLENGE

data is added to the Canadian Bleeding Disorders 
Registry (CBDR) in a similar way.

Canada is working quickly to register Canadians with 
bleeding disorders on MyCBDR so that they can start 
using the system.

Canadian Hemophilia Society has issued a 
challenge to HFA to measure the proportion of 
people in Australia using MyABDR in comparison 
to the proportion using MyCBDR in Canada. The 

MyABDR or MyCBDR user in the winning country.

Is Australia up to it? More soon!
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How is Australia tracking with its 
MyABDR usage? Can we do better 
than Canada? This is the question 
that has been put to HFA by the 
Canadian Hemophilia Society.
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TREATMENT

one. We are looking forward to an opportunity to make 
a submission to the National Blood Authority (NBA) 
consultation about the supply and purchase of  
recombinant factors VIII, IX and VIIa. The current NBA 
supply contracts for these recombinant products are 
due to expire during 2017 - 2018 and stakeholders 

this and information about other products that  

products, and after the Orlando Congress in July 2016 
we reported information about extended half life (EHL) 

gene therapy is getting closer and closer to being a 

use in Australia for more than two years, but they are 
not funded. Others may be registered soon. HFA has 

The NBA consultation is a good opportunity for 

may wish to share the outcomes in a submission. 

their experience of these products either in clinical 
trials or extension studies to help HFA focus on the 
important features of our upcoming submission. But 
you might also prefer to make your own submission. 
We encourage you to do so. The consultation closes 
on Friday 17 March 2017. For more details and to make 
your own submission go to 

https://www.blood.gov.au/public-consultation

CONFERENCE

The upcoming 18th Australian & New Zealand 
Conference on Haemophilia and Rare Bleeding 
Disorders will be held in Melbourne 12 -14 October 
2017. We are soon to publish the registration brochure 
so that you can get in early and book your place, and 
start making your plans for a break in Melbourne.

The Conference theme is Looking Forward to Change 
and the list of speakers is already looking great. 

Gold Coast in 2015. If you didn’t make it to the Gold 
Coast meeting, but you did make it to the WFH World 
Congress in Melbourne in 2014 it’s important to know 

locally oriented, but with a good balance of what is 
going on with bleeding disorders around the world. 
It’s a great way to stay in touch with new treatments 

is around the corner. Come and join us to meet old 
friends and make new ones!

FROM THE  
PRESIDENT
Gavin Finkelstein
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The theme for the Conference is  
“Looking Forward to Change”. 

on topical issues and that look into the future. 

Our conferences bring together people with bleeding 
disorders and their families and carers, as well as health 
professionals, policy makers and industry.  It is a great 
opportunity to learn, discuss and to plan for the future. 

Chaired by Dr Huyen Tran, the program committee 

local and international speakers. Some of the topics 

new treatments
women/girls with bleeding disorders
genetic testing

rarer bleeding disorders

managing pain

ageing
new diagnosis
youth

and………………the future? 

disorders as experts as well as health professionals and 

WHO SHOULD ATTEND?

other bleeding disorders and their families - parents, 

adults to seniors!

physiotherapists, social workers/counsellors and 

The 18th Australian 
& New Zealand 
Conference on 
Haemophilia and Rare 
Bleeding Disorders will 
be held at the Pullman 
Albert Park, Melbourne, 
12-14 October 2017. 

CON 
FER 
ENCE
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Earlybird registrations  
close 31 July 2017

ABSTRACTS AND POSTERS

We are calling for abstracts. Abstracts may be accepted 
for a presentation in the main conference program or will 
be presented as a Poster in the Poster Exhibition. 

bleeding disorders or treatment complications.   

See www.haemophilia.org.au/conferences for the abstract 
submission form and more information.  There will be 

Submit your abstract by  
Friday 2 June 2017

OTHER FUNCTIONS AND ACTIVITIES ASSOCIATED 
WITH THE CONFERENCE 

The annual meetings of specialist health professionals’ 

Australian Haemophilia Centre Directors’ 
Organisation

Australian Haemophilia Nurses Group

Australian Haemophilia Social Workers’ and 
Counsellors’ Group

Australian & New Zealand Physiotherapy Haemophilia 
Group

ABDR Data Managers Group. 

WELCOME AND EXHIBITION OPENING

the exhibition and welcome to the Conference.  This is 
complimentary to all registered delegates.  

YOUTH

REMEMBRANCE SERVICE 

our Conference to remember friends and family, and 

the Conference Dinner. 

CONFERENCE DINNER 

Join us for a relaxing and casual night with other 

www.haemophilia.org.au/conferences.  
Registration and Information brochure 
is included in this edition of National 

Haemophilia, March 2017.  
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WORLD 
HAEMOPHILIA 
DAY 2017

worldwide to increase awareness of haemophilia and 
other inherited bleeding disorders. This is a critical 
effort since with increased awareness comes better 
diagnosis and access to care for the millions who 
remain without treatment.

World Haemophilia Day was started in 1989 by the 
World Federation of Hemophilia (WFH) which chose to 
bring the community together on April 17 in honour of 
WFH founder Frank Schnabel’s birthday.

 
In 2017 the theme is HEAR THEIR VOICES.

On World Haemophilia Day let’s come together  
to show our support for the millions of women  
and girls affected by bleeding disorders.

HFA will celebrate World Haemophilia Day with  
the launch of new The Female Factors resources.

LIGHT IT UP RED!

Landmarks and monuments in Australia and around 
the world will support World Haemophilia Day by 
changing their lighting to red on April 17.  

Australia has secured support from landmarks and 
monuments in each State/Territory to light up to red i 
n April 17 -  

SA

VIC AAMI Stadium
ACT Telstra Tower
NSW Sydney Cricket Ground 
QLD Story Bridge
  Suncorp Stadium
WA Council House
  Trafalgar Bridge
 Bell Tower 
TAS Kennedy Lane, Hobart  
 Railway roundabout, Hobart 

NT

Show your support on the night, and post photos on our 
Facebook page of you and your friends at the landmark.  
#WHD2017

Keep an eye on our website and Facebook page for 
information on events and happenings. 

so be sure to follow these pages for details on World 

 
www.wfh.org/whd 

WFH Facebook page -  
www.facebook.com/wfhemophilia

HFA’s Facebook page - www.facebook.com/ 
HaemophiliaFoundationAustralia. 

The RED TIE CHALLENGE was created by the 
National Hemophilia Foundation (NHF) in the United 

blood ties that bind our community. Based on the 
success of NHF, and with their agreement HFA will 
launch its own Red Tie Challenge to run during  
April 2017.  

HOW DO I PARTICIPATE?
1 Wear a Red Tie or Red Scarf (you can 
 download one online from  
 www.haemophilia.org.au/redtie) 

2 Get your friends, colleagues and social  
 friends on board 

3 Record your look on HFA Facebook or  
 Twitter with hashtag #RedTieChallengeAUS

4  
 banner on Facebook in support of the  
 Red Tie Challenge. 

5 Make a donation at www.haemophilia.org.au 

6

For resources and more information  
visit www.haemophilia.org.au/redtie 
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Australian Haemophilia Centre Directors’ Organisation 

Australian Bleeding Disorders Registry (ABDR) has grown 

I left) and there’s a new General Manager at the National 
Blood Authority.

been fortunate enough in the past to help establish and 
work with members of the Ethiopian Hemophilia Society 
(EHS). Established in 2008 and gaining full membership 
of the World Federation of Hemophilia (WFH) during 
the Congress in Melbourne in 2014, the EHS is making 

now has some supplies of products supplied through 
the successful twinning program with the Chapel Hill 
Hemophilia Treatment Center (USA), has laboratory 
reagents for testing, maintains a simple database of 
patients, has regular training workshops facilitated by 

too distant future.

The EHS also celebrates World Haemophilia Day 

the Blood Bank and encourage donations, whilst in 
2016 we held a seminar in Addis Ababa with a theme 
of encouraging youth. Special awards were made to 
members who had recently started tertiary education - 

it was hoped that this would encourage younger boys 
to continue with their education. We were also able to 
congratulate Friaoli Ayele who was the recipient of a 

Friaoli was subsequently awarded another grant 
to attend the WFH Youth Leadership Workshop in 

There are scarce dollars (or Birr as the local currency 
is known) to support the work of the EHS so I also 

from Land’s End to John O’Groats - the length of the 

went to HFA) which will help EHS with the costs for this 
year’s World Haemophilia Day celebration.

AHCDO UPDATE
Megan Sarson

Ethiopian Hemophilia Society World Haemophilia Day 2016
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Clare Waite is the Clinical Nurse Specialist at the Haemophilia 
Centre, Royal Prince Alfred Hospital, Sydney

Clare Waite

FAMILY PLANNING 
AND PREGNANCY

Thinking of starting a family or you or your partner is 
pregnant? Congratulations, but there are some things you 
may need to think about and your Haemophilia Treatment 
Centre is there to assist.

Before the birth

Ideally planning for the pregnancy and birth would begin 

Haemophilia Treatment Centre is there to help you.

 

haemophilia team.

Genetic counselling is offered at most hospitals 
and is extremely important. You as a person with 
haemophilia or VWD or who carries the gene may be 

This is the time for them to learn what it means for 

or who is a carrier. Their questions and any fears can 
be addressed. It is important that both you and your 

can be dealt with early or pre-pregnancy, the better 
the pregnancy will be.

to consider, for example, using IVF technology 
with pre-implantation genetic diagnosis (PGD) to 
test embryos for the family gene alteration before 
embryo implantation and pregnancy; or the option 

Sex selection may also be another option you wish to 

father has haemophilia.

and ask your obstetrics and haemophilia teams to 
liaise with each other. What are your birth options? 

haemophilia/VWD or be a carrier? Most adult or 
paediatric Haemophilia Treatment Centres will write 

a referral for you to the obstetrics department of the 

nearest city.

GP who the whole family can see.

After the birth

a bleeding disorder, you should become familiar with your 

Be aware the post-natal depression does not only occur 
in mothers. Fathers may experience it too and it is more 

such as haemophilia and VWD. Help is there.

Your health

Preparing for a family is also a good time to make sure 
you are in the best health you can be.

Make an appointment to see your haematologist and 
haemophilia nurses and social worker.

Take some time to think about how you will manage 
your treatments and care for a newborn.

Are you conscientious with sharps disposal? Home 

they grow up. 

a physiotherapist recently? Are you exercising?

duration. Your Haemophilia Treatment Centre may 
help with referrals and support. Feedback for patients 

easy to tolerate and life changing.

the rollercoaster ride which is parenthood!
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in between?

If you are a young woman with a bleeding disorder aged 

information will include young women’s personal stories.

HFA is currently working on a general resource about 
bleeding disorders targeted at young women and there 

 
a range of bleeding disorder experiences to expand our 
group.

An important part of the process of writing information 
for young women is to make sure that young women in 
the community are represented appropriately, and that 

group has an important role in this and has already done 

young women who would also be interested.

WHO CAN BE PART OF THE REVIEW GROUP?

bleeding symptoms

WHAT WOULD YOU NEED TO DO?

Reply to emails 

It is not expected to be time consuming 

 
 

hopeskin@haemophilia.org.au

Reply to 
emails

Read  
drafts and  

 
ideas

BE INVOLVED IN HFA’S  
YOUNG WOMEN’S PROJECT!
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FEAR OF NEEDLES

is a matter of degree. So at one end of the spectrum 

shrug their shoulders and say “it’s not that bad” and 
will go through the procedure without any hesitation. 
Whilst at the other end of the spectrum there are 

of needles (needle phobia) and will become extremely 

and adults will sit somewhere between both ends  
of the spectrum. 

needles as home therapy and/or as hospital procedures 

experiences where they experience it as painful and 
highly distressing. Such experiences can increase their 

can become problematic in managing their bleeding 

this strong fear of needles, although there are still many 
things that parents can do to increase the likelihood 

increase their resiliency. 

FEAR IS A NORMAL RESPONSE TO THREAT

Firstly it helps to understand the physiological and 
psychological mechanisms at play with anxiety around 

Dr Moana Harlen is the Senior Psychologist Haemophilia at the Queensland 
Haemophilia Centre, Lady Cilento Children’s Hospital, Brisbane

PREVENTING FEAR 
OF NEEDLES: WHAT 
CAN PARENTS DO?

Moana Harlen

Physiological responses within the child’s body: 
e.g.  the stress response is triggered in the part of the 
brain called the amygdala which is responsible for 
emotional arousal and sends signals to other parts 
of the brain so that  stress hormones (e.g. adrenaline 
and cortisol) are  released preparing the body to 

of the last time you were afraid and how your body 
responded. Most people notice increased heart rate 
and breathing and feeling more energised.  Vision 
and hearing become sharper etc.  An anxious child 
will feel pain more acutely than a more relaxed child. 
Don’t be surprised if your child wants to go to the 
toilet or complains of a sore tummy before a needle; 
that’s part of the stress response. 

How the child feels and thinks: A child may think 
anxious thoughts such as “This is going to hurt” 
“People are going to hold me down like last time and 

perhaps they saw someone else become distressed 

anxiety.

How the child behaves: e.g.  When a child starts 
to kick, struggle and/or is screaming and crying it 

HELPING YOUR CHILD TO FEEL SAFE AND SECURE 
AND TO MANAGE THEIR EMOTIONS 

to regulate their emotions is to increase their sense of 
control and their sense of safety whilst being accessed. 
The idea here is that instead of being a “helpless 

or until they become afraid to introduce these strategies 
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 could 

or which song would they like to hear or sing. For 
control 

as possible.

but it’s nice to know you are on the right track.    

For a child to feel safe and  
secure they need: 

1. To be able to predict what is going to happen. This 

know what is going to happen next based on what they 
are doing now e.g. after breakfast I brush my teeth and 
then I can play. This reduces fear of the unknown.

Making treatment predictable is important for this 
reason. It helps to keep things the same as much as 
possible so where, when, who and how treatment is 
done. This will help your child’s thinking and feeling, 

Create steps in treatment that your child knows  
and they can say what is happening next; make it a 
fun thing.

Be honest about what is going to happen if in a 
hospital setting; prepare them for the procedure. 
Best not to say “it won’t hurt” or “you won’t feel a 

thing”. Better to say “you might feel a little sting but 

will know when the needle will go in. They can count 

2. Some sense of control over what is going to 
happen.
children and adults. So offering some choices during 
treatment where practical, e.g. if a child has a port they 
could be offered the choice of lying down or sitting 
up or which toy they would like. If a support person is 
helping they could ask if the child would like to hold 

control  
as possible.

3. To have calm parents even when things aren’t 
quite going to plan. Adults teach children how to 
manage their emotions by showing and talking about 
how they manage their own emotions. Adults can 
often role model being anxious and are not aware 
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they are doing so. Therefore it is important for adults 

the emotion might be, e.g. anger, anxiety, or sadness.  
If a child sees a parent with a worried look on their 

follow up with how you are going to cope. Remember 

4. Distraction strategies. This helps keep a child’s 
mind occupied so they pay less attention to the 

strategy.  Distraction is best started prior to the access 
to help keep them relaxed for a longer period of time 
and used all the way through the procedure until it is 

for different ages. 

For very young babies and toddler

Nursing/holding

Soother

Blowing bubbles or party blowers. You can keep this 

longer to wear off. 

factor, e.g. Think of a fun upbeat tune like “you are 
my sunshine” or the Bingo song and change the 
words to something about its factor time again. 

cartoons as it is easy to hold in front of their face.  Again 
 

For older children

subject or hobby? Can they count backwards or some 
simple arithmetic if they like maths. 

Music

place

Doing deep or tummy breathing

Being massaged by parent

5. Play therapy 

sew a pretend port on its chest and this can be used 

You can use the bear as a role model and pretend to 
talk to teddy and say how good he is at sitting still. Your 

teddy through the same steps your child will be going 
through. The same can be done for any upcoming 
medical procedures. 

6. Emotional support 
important to identify and acknowledge how your child 
is feeling. If you see them upset or afraid, let them 
know you understand they are afraid. This helps them 
to become aware of their emotions which is a necessary 
step for them to be able to manage emotions. 

A word of warning here, do not confuse empathy 
with sympathy, it is unhelpful to say comments like 
“you poor thing” or “my poor baby” as this can 

A word of warning here, do not confuse 
empathy with sympathy, it is unhelpful to say 
comments like “you poor thing” or “my poor 
baby” as this can lead to them feeling sorry 
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more empowering for a child to hear “I can cope” 

they can cope with haemophilia. It’s a matter of 

limits.  A matter of fact approach is more helpful, for 
instance, “I know that you don’t like this and that’s OK 

you can run around and play, so remember your job is 
to help Mummy or Daddy by lying nice and still so we 
can get it done quickly and easily (setting limits)”.

7. To learn coping strategies
older they learn to self-soothe rather than rely on their 
parents to regulate their emotions. Sometimes they 
need some extra strategies to increase their coping 
ability whilst being accessed. Lots of practice is needed 
for these strategies to become more automatic so the 

games the easier it will be for them to apply the coping 
strategies when starting to feel anxious. The point of 

big that they cannot cope.  

relaxation through games like “sleeping tigers “or 
“statues” so they practice lying still. Older children can 

body or reset the stress response. Young children can 
learn to take slow deep breaths by blowing bubbles 

they hear others say to them and about them. 

doing that is helpful and praise them, e.g. “ you are 

great statue you are, lying nice and still for Mummy or 
Daddy, well done” 

did OK last time” 

For an older child you could mention that you noticed 
how anxious they were and how proud you were that 
they did it anyway. 

(setting limits). Reward charts work well for 4-10 year 

If a child is not lying still or doing something that is 

chart where they can earn stickers each for doing the 

week they can get a special reward (doesn’t need to 
cost money, doing something fun with someone etc.). 

earned it.

These are the many things you can do at home to help 
your child learn to cope with needle access and to reduce 

they are particularly anxious. Talk with your Haemophilia 
Treatment Centre staff to see if a procedural plan can be 
tailored so medical staff can minimise distress as much as 
possible during needle procedures.
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CHANGE YOUR FUTURE

community members that they are now cured after 
treatment for hepatitis C with the new Direct Acting 

with HCV and, in some cases, unsuccessful attempts 
at interferon-based treatment, they are now free of the 

In this issue of National Haemophilia Len and Paul 
share their personal stories about their treatment 
experience. They speak about how unlike the old 
interferon treatments this treatment was for them; and 
what a difference being cured has made to their life.

WHAT’S STOPPING YOU FROM TREATMENT?

In February 2017 the Kirby Institute estimated that 
25,890 people had initiated hepatitis C treatment with 
the new DAAs during March to September 2016, which 

chronic hepatitis C in Australia. The number of people 

5070 in March 2016 to 2,500 in September 2016.1

Although you would expect to see a big number of 

after waiting so long for the new treatments, the steady 
reduction in treatment numbers has surprised and 
concerned Australian hepatitis clinicians and hepatitis 
organisations. With such large numbers of Australians 
with hepatitis C still untreated and smaller numbers 
coming forward for treatment, it remains a public 
health problem. 

Deciding to delay hepatitis C treatment until symptoms of 

high success rates

managed.

As you can see in the personal stories of hepatitis C 
treatment published in National Haemophilia 
the last year, people with bleeding disorders and 

successfully and painlessly for their hepatitis C with 

the June 2016 National Haemophilia, explained that 

years after he acquired it, by which time he already 

tried treatment much earlier. Others had tried the old 
interferon treatments but they were unsuccessful and 

success rates and few or no side-effects of the new 

Suzanne O’Callaghan is HFA Policy 
Research and Education Manager

Callaghan is HFA Policy 
nd Education Manager

HEP  
UPDATE

C
Suzanne O’Callaghan
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bleeding disorder and hepatitis C has the opportunity 

them from accessing the new treatments.

stopping you from accessing hepatitis C treatment, we 
strongly encourage you to talk to your Haemophilia 
Treatment Centre or your local Foundation or HFA to see 
what solutions can be found.

WHAT’S NEXT?

 

Harvoni®

Sovaldi®

Daklinza®

Viekira Pak®

Zepatier®

Ibavyr®

Some are used in combination with each other. Some 
combinations are once-daily tablets.

Technivie®
treatment of HCV genotype 4

Epclusa®

who will consider pricing matters, negotiate with the 
pharmaceutical companies and make a decision about 
funding the new medications to go on the PBS.

has been on higher cure rates (90-100%), minimal or no 
side-effects, simple treatment regimens (eg, once-daily 
tablets), and increasing the range of treatments so that 

disorders, showing high cure rates, good safety, few 
side effects and did not affect bleeding disorder-related 
bleeding or management of the underlying bleeding 
disorder.  More treatments are currently in the pipeline.

this much earlier in the bleeding disorders community. 
With the range and success of the new treatments 

REFERENCES 
1.The Kirby Institute, UNSW Sydney. Monitoring hepatitis C treatment uptake in 

newsletters >

hae.12791

Change your future today!
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Len Minty has moderate haemophilia and had chronic 

story about hepatitis C and the very different experience 
he has had with the new direct acting antiviral (DAA) 

THE FATIGUE CYCLE

constantly. Frequently they conspired and sucked the 
energy, both physical and emotional, out of my being 

commence them was brittle. Relationships with partner, 
family and close friends were compromised.

“normal”. My long established commitment to physical 

of bleeds - such things as swimming, running, cycling and 
orienteering - I intended to maintain.

And I did.

I would push myself through the nausea and lassitude 

after those 8-10 minutes the dopamine would begin 

running or 45-50 km of cycling. I’d pay a price later with an 
afternoon crash or siesta, which would be followed by the 
return of the aforesaid nausea etc.

INTERFERON TREATMENT

In 1992 I took part in the nationwide trials of using 
interferon as a treatment. I drew the short straw and was 

In consultation with my then gastroenterologist, we 
soon found that the interferon treatment which was 

with the interferon, so I came off it in 2006.

I was thrown back on my own defences until 2009.

Then it was that I went on to a dual treatment of interferon 

especially curries and spicy foods. And depression. It was 
during these sixty two weeks that both my daughters 
married. I was at the weddings but I wasn’t.

THE NEW TREATMENTS

After coming off this regimen, there was talk. Much talk. 

being promised. Soon. Frustration. Disappointment. 
Desperation.

there returned a clarity of thinking that I had forgotten I 
once had.

On Friday 11th March, I felt a strength and power on 
the bike that I had not experienced for years. It was 
EXHILARATING.

HEP C TREATMENT 
– “JUST DO IT”

HEP C TREATMENT – “JUST DO IT”

Many people with bleeding disorders who started a 
course of the new hepatitis C treatments in March or 
April 2016 
treatment cured their hep C or not.

Len’s  
 STORY

What has the new treatment been like for them?
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was from the beginning.

The side effects? Nil.

 Pop them in your mouth at the 
same time each day and wash down with a glass of water.

my gastroenterologist, and since 2006 regular ultrasound 
and blood tests. 

With the six monthly consultations with my 
gastroenterologist, I had all that was necessary in the 
form of blood tests and ultrasounds and scans and was 
ready to commence the DAA treatment.

that I would be cured. Three blood tests during the 24 
weeks of treatment (I needed 24 weeks as I had cirrhosis) 
all came back “Virus not detected”.

treatment ceased say?????

Thursday December 8th. I was handed the printout of 
results by my gastroenterologist’s assistant. The three 

VIRUS NOT DETECTED

 I was cured!!!!

The new DAAs are pain free, side effects free and they 
worked for me.

delaying, hesitate, dither and delay no longer. Just go 

Len with his one of his grandkids 
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Originally I was diagnosed with hep C when I was 15 and 
at that stage the doctors didn’t seem to think it was a big 

haemophilia. It didn’t really become an issue until I had 

MANAGING INTERFERON TREATMENT

Prior to the new DAAs I had two lots of the treatments 

Both times I was on the treatment for about 6 months but 

treatment wasn’t so bad, but with the second treatment, 
there were mental side-effects with depression which was 

I had symptoms like tiredness, and some days I would just 

had nothing left in the tank.  There was also the residue of 

memory wasn’t as good as it used to be.

NEW TREATMENTS

Before the new treatments went on the PBS, I spent 

Once it was announced that the new DAAs had been 

the hepatitis clinic a couple of months before they 

The workup for treatment was fairly straightforward.  
 

had hep C and the test for my genotype. I had an 
appointment with the nurse at the hepatitis clinic to 

I had to wait about a month for the treatment to 

and pick it up. The prescriptions were for 28 days so it 
was just a matter of calling the hospital pharmacy and 
making sure I collected the next prescription before 

monitor how the treatment was progressing.

The new treatment was nothing like the interferon 

bit of nausea. But after that there was nothing much; 
life just returned to normal. It didn’t affect my work. 
While I was on the treatment I also decided not to drink 

treatment the best chance of doing what it had to do and 

are completely different. As I mentioned earlier, I found 
the new treatment easy to tolerate and it didn’t impact on 
my ability to work.

AND NOW

I used to go to work and then go home and feel really 
tired, now I get home and tinker about in the shed or 

HEP C TREATMENT – “JUST DO IT”

Paul ’s  
 STORY
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Factor rode in the gruelling 2017 
BUPA Challenge Tour to fundraise for 

Foundation Australia.
Team.Factor is led by Dr Simon McRae and Andrew Atkins 
from the Haemophilia Treatment Centre at the Royal 
Adelaide Hospital. 

The BUPA Challenge Tour was held on Friday 20 January 
2017 and allows regular cyclists to ride the same Stage 4 
route as the elite cyclists in the Santos Tour Down Under. 
In 2017, this was from Norwood to Campbelltown, South 
Australia, a total of 157.5 kms.  

“This was the longest BUPA ride yet but possibly one of 
the most enjoyable,” said Andrew Atkins.

set off from Norwood for the Bupa Challenge Tour 2017. 
Within a few kilometres we were riding uphill, and it 
seemed much of the ride this year was just that - uphill. 

The King of the Mountain ride was thankfully near the 
start, not the end like last year, and was a gruelling (if 
short) 15 - 17 degree ascent. A few light and brief showers 
were a relief, and as usual there were plenty of refuelling 
stops along the way. 

The Adelaide hills are beautiful to ride through and this 

at our own pace with no dramas/incidents, and most of us 

other riders.“

Thank you to the Team.Factor riders - Simon Mcrae, 

Boshoff, Marthinus Boshoff, Alex Nicholson, Dan Drake, 

Haemophilia Foundation Australia thanks the team for 
their mighty effort and to all their supporters who made 

team-factor-bupa-challenge-tour-1.

TEAM.FACTOR  
RIDES AGAIN IN 2017! 
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FACTORED IN 

sharing personal stories.

Factored In is updated regularly - the latest content 

 

The Youth Lead Connect weekend held in 
February 2017

YOUTH UPDATE
Hannah Opeskin

The articles and personal stories written and shared 
throughout Factored In are generated by youth in 
the community and the Youth Lead Connect (YLC) 
participants as they share their experiences being leaders 
and mentors in the bleeding disorders community. 

Factored In; youth moderators continue to promote 
the website throughout their local community, and the 

contributing to content. 

Sharing stories is a great way of keeping youth connected 
and is an integral part of Factored In. Become a member 
and share your story with the community.

I encourage everyone to visit www.factoredin.org.au
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Youth Lead Connect (YLC) is a leadership program 

to build education and life skills for young people 
with bleeding disorders. The program began in 2015 
and follows an application pathway similar to a job 
application process. The program encourages youth to 
step up in their local community and while increasing 
both their personal and leadership growth.

The 2017 program began with an initial training weekend 

in the program. 

An important part of the program is the ‘Leadership 

in consultation with their local Haemophilia Foundation, 
and are required to work through these throughout the 
next 12 months before graduating from the program.

Youth Lead Connect program process:

referee 
letter and referee

Training weekend

TRAINING WEEKEND

The Youth Lead Connect training weekend was 

Facilitators included the education team from HFA 
and Dr Moana Harlen, the Senior Haemophilia 
Psychologist from the Lady Cilento Children’s 
Hospital in Brisbane, along with expert youth trainers, 

boundaries, leading without telling people what to do 

The participants were asked what qualities they looked 
for in a leader and the ways in which participants 
wanted to express their leadership. This made 

to lead people in the community. Participants learnt 
about communication and ways in which youth leaders 
could express their leadership skills in the community 
and help support other young people.

The more personal side to their leadership and 
mentoring was explored in the hip-hop song-writing 
session with Australian rapper Mantra. It took the 
participants down a path of self-expression and 

their experience of their bleeding disorder and 

and enthusiastic group of young people committed to 
being a part of the community

As part of the program the youth are required to 

mentoring capacity as well as writing articles for the 
Factored In website.

In 2017 the Youth Lead Connect program has 6 
participants from across Australia, with support during 

in international leadership training programs was also 

really impressed with all the participants’ commitment 

and mentoring.

Youth Lead Connect is supported by an unrestricted 
educational grant from CSL Behring. 
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YOUTH EXPERIENCES FROM 
THE YOUTH LEAD CONNECT 
TRAINING WEEKEND

THE HIGHLIGHT OF THE TRAINING 
WEEKEND FOR ME WAS...

ONE THING I LEARNT FROM  
THE WEEKEND WAS….

“Anyone and everyone can be involved. You don’t 
have to think you’re a leader to be a leader. Just 
by leading by example you have a positive impact 
on others. And also that we are never alone. 
There is a large mixed community of people who 
are all dealing with the same things, while trying 
to live their own lives, but who all have valuable 
experiences which they can share.”  
- Sam

“There are many people who are really available 
to help and many other who are determined to 
create and offer support.”  
- Ben

“It doesn’t matter how you see yourself, 
someone else will see something awesome.” 
- Hamish 

“It’s not impossible to be a leader, sometimes 
you just have to speak up. Other times you just 
have to help”  
- Darian

“Having a group who started the weekend not 
knowing what would happen, and who over 
just 2 short days have been able to look inside 
themselves and realise how much potential 
they have. And now this group of young people 
will be able to give back to the community and 
hopefully inspire the next generation of leaders 
within the community.” - Sam

“Meeting new people from other states and getting 
to know them especially their ideas and what they 
do in their community. The information helped to 
broaden my mind and reinforced my knowledge 
about leadership and mentoring.” - Ben

“Meeting other leaders from around Australia and 
hearing the stories that they want to share.” - Darian

“The main highlight for me was the REACH 
program that was organised for us. This was 
the in-depth relaxation and deep thoughts 
about ourselves, the way we connect spiritually, 
emotionally and physically with not only ourselves 
but with the rest of the group. The whole 
weekend was spectacular, and I enjoyed the 
company of all the beautiful people that attended, 
but by far this experience was my highlight. The 
exercise really opened up to me and made me 
look back at the progress in my life that I have 
uncovered, achieved and made me think about 
how I have got to where I am today.” - Alan

“Meeting new people from the youth community 
and learning and sharing with them the ways they 
can become leaders in the community”- Ian
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“One small act of kindness can in someone’s 
eyes make you a leader when you think you 
might not be”  
- Andrew

“Sharing and caring is what I learned the most. 
It’s really important for us each to share our 
story and encourage younger people in the 
community to also share their story.”  
- Saravana

 “The hardest part of working to help others 
is allowing them to see your vulnerability and 

 
 - Robbie

“… how to be a mentor and what it takes to do it. 
The individual skills involved being a mentor were 
taught all across the weekend and how to become 
better leaders. I thought of it as instead of being 
a boss, telling individuals what to do, it was a way 
in which we can show the path to the younger 
generation to become better members of the 
organisation. This is where we have boundaries, 
limitations, objectives and ways to connect with 
the youth. All in all the weekend was jam packed 
with knowledge, ideas, skills and means to go 
about being better leaders in our community.

Becoming a better leader and how to mentor the 
younger kids in our own community was the one 
big thing I have learnt this weekend.”  
- Alan

23
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CALENDAR
Haemophilia Foundation 

made donations to support 

peer support programs and 
Corporate Partners that sponsor 

represent and understand the 
needs of the community 

independence and the 

bleeding disorders, and their 
families

encourage clinical excellence 
in haemophilia care, and 
promote research.

NATIONAL HAEMOPHILIA is a publication of Haemophilia Foundation Australia.  Every effort is taken to ensure accurate and relevant 

Haemophilia Foundation Australia does not endorse or assure the products, programs or services featured in NATIONAL HAEMOPHILIA 

We welcome reproduction of articles or quotations from NATIONAL HAEMOPHILIA on the understanding that acknowledgement is made 
of NATIONAL HAEMOPHILIA as the source.

Haemophilia Foundation Australia acknowledges the funding and assistance received from the Australian Government Department of 
Health which makes this publication possible.

Red Tie Challenge 
April 2017 
www.haemophilia.org.au/redtie

World Haemophilia Day 
17 April 2017 
www.wfh.org/whd

Haemophilia Awareness Week 
8-14 October 2017 

 
 

www.haemophilia.org.au

18th Australian & New Zealand 
Conference on Haemophilia & Rare 
Bleeding Disorders 
Pullman Albert Park, Melbourne 
12-14 October 2017 

 
 

www.haemophilia.org.au

XXX111 WFH World Congress, 
Glasgow, Scotland 
20-24 May, 2018 

Have you 
 address 

lately?
please let us know so that we can update our databases!

Email your name and new email address to  
hfaust@haemophilia.org.au.


