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Hi everyone,  
 
This issues cover photo is 
Magnetic Island, off Townsville. 
We hope all our local members 
survived the unprecedented 
weather event they experienced. 

 

From the President 

(based on need/outcome/cost). 
Some were not happy their 
donation was used in other 
states and others were ok with it. 
If you have any concerns or 
questions just give Graham a call 
and in his usual helpful friendly 
manner will sort it for you (0419 
706 056).  
 
Fiji update – it’s a big thank you 
for those that have donated so 
far -  funding to supply a ‘factor 
fridge’ and generator for the Fiji 
Haemophilia Foundation – you 
will recall from last edition where 
one young man (president of 
their foundation) has a old fridge 
at his home that holds all of the 
donated factor for Fiji – 
remember this is a third world 
country with no modern 

I hope this issue finds all our 
readers and their families without 
any bleeding concerns. This 
month I wanted to clear up 
confusion by many in the Qld 
bleeding community – the 
difference between Q and A.  
 
From our last community camp 
many people assumed HFQ and 
HFA were the same – this came 
out in conversations where 
donations were made to HFA 
with the assumption the money 
would go to the Queensland 
bleeding community – HFQ.  
 
This is rarely the case. HFA are 
the national peak body with its 
members being each state 
foundation. HFA donations can 
be used anywhere in Australia 
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Disclaimer: All articles, advice and information included herein are written by various individuals who volunteer their input. While the 
‘H’ Factor magazine puts every effort into providing honest and accurate information and where possible, reference to research articles 
are made to validate content, it cannot be held liable for any errors or inaccuracies in published articles. The views expressed in this 
newsletter are not necessarily the opinions of the Editor, their associates or supporters. Publication of contributions will be at the 
discretion of the Editor. Any articles containing racist, sexist, homophobic or defamatory remarks will not be published. Other original 
contributions and letters are welcomed and encouraged. Articles in the ‘H’ Factor cannot be reproduced without permission. 

This year World Haemophilia 
Day’s theme is “REACHING 
OUT” and we are! 
  

We are painting the town (and 
the state) red. We have had 
Story bridge lit red in previous 
years, but this year we have the 
Queensland parliament and the 
treasury casino also in red. For a 
list of all structures being lit 
please see our web site.  
  

We are also hosting an exhibition 
of art work from the inherited 
bleeding disorders community 
during April 2019 in the gallery 
space on the ground floor 
walkway between the Ned 
Hanlon Building and Joyce 
Tweddell Building at the Royal 
Brisbane and Women’s Hospital 
(RBWH).   
  
This is the perfect opportunity to 
showcase your talent and 
promote inherited bleeding 
disorder awareness in a creative 
way.   
  
On World Haemophilia Day itself 

treatments from government.  
 

We have more money to raise – the total cost is ~$3200 so if you want make a difference for those who 
have nothing, HFQ details are BSB 064000 A/C. 00904788  Or give Graham a call anytime. 
 

And on a sad note – we have had two deaths in the Queensland Haemophilia Community this year. June 
Roberts, wife of long standing member Erl Roberts passed away after a long illness. We have passed on 
our condolences to Erl and his family. The other was one of our senior members passed away as a result 
of a brain bleed. At the funeral I passed on all of our condolences to the family and friends of Michael 
Churchill – farewell Michael. 

we have a wine and cheese 
soiree to celebrate with all our 
artists and everyone is welcome 
to attend.  
  

So, please put your pen/pencil/
brush/charcoal to paper, go out 
and take photos, make 
sculptures, etc.  
You can choose to 
sell your art work 
during the 
exhibition, with 
25% of the sale 
price of each 
painting going to 
the RBWH 
Foundation; or you 
can choose to 
exhibit and not sell 
your art work. 
  

There is no theme 
for the exhibition 
and it isn’t a 
competition.  
Please be 
courageous, be 
inspired and 
showcase your 

World Haemophilia Day 17 April 

David Stephenson 
President HFQ 
president@hfq.org.au 

talent. 
  

For more information, or to 
register your interest to take part 
in this exhibition, please contact 
Graham at HFQ on 0419 706 056 
or Loretta at QLD Haemophilia 
Centre on 3646 8769.   
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ABOUT HFQ 
 

The Haemophilia Foundation of Queensland Inc. 
(HFQ) provides representation, health promotion, 
education and support for people in Queensland 
affected by inherited bleeding disorders. The 
Foundation receives a grant from Qld Health and 
employs a part time manager and an administration 
assistant. It is guided by a Board of Directors which 
meets monthly.  
 
We can be contacted on mobile 0419 706 056; or via 
email (info@hfq.org.au) or post at PO Box 122 
Fortitude Valley, Qld 4006 
 
HFQ provides financial members with support and 
benefits, including subsidies on:  

 Medic Alert bracelets (50% discount)  

 Electric Shavers (up to $75 off) 

 Supportive footwear (75% off)   

 Discounted Movie Tickets            

ADULT CLINIC STAFF (RBWH) 

Dr Jane Mason - Haematologist   3646-8111 

             (Mobile 0452 055 025)               

Beryl Zeissink - Clinical Nurse Consultant 3646-5727 

Alex Connolly - Clinical Nurse (Part time)         3646-5727 

After Hours - Page Haematologist  3646-8111 

Scott Russell - Physiotherapist       3646-8135 

Loretta Riley - Advanced Social Worker 3646-8769 
 
Contacting the Clinic Please telephone in the first instance. 
Appointments 3646-7752 or 3646-7751 or speak to Beryl 

Haemophilia and Genetic Clinic — Dr Jane Mason — 
Wednesdays 1.30pm New Patients Thursdays 8-9;30 

Haemophilia/Orthopaedic Clinic — Dr Jane Mason and  
Dr Brett Halliday — 9am every four weeks 

HFQ Management Committee 

President ... ... Mr David Stephenson 

Vice President ... Mr Robert Weatherall 

Secretary ... ... Ms Lauren Albert 

Treasurer ... ... Mr Adam Lish 

Members ... ... Dr John  Rowell  

    Mrs Leanne Stephenson 

    Mr Mike O’Reilly  

    Mr Mike Holloway 
     

HFQ Delegates to HFA 

Mr Adam Lish & Mr David Stephenson  

Acknowledgements 

Internet 

Find us on the web at www.hfq.org.au or at our  

Facebook  page at www.facebook.com/HFQLD  

OUTREACH CLINICS 
Gold Coast Hospital, Toowoomba General Hospital, Nambour Hospital, Cairns Base Hospital & Townsville 

Hospitals: For queries email LCCH-Haemophilia at QCH and Beryl at RBWH. 

HFQ is grateful for the support of our patron: His 
Excellency the Honourable Paul de Jersey AC . 

HFQ programs and services are funded by the 
Queensland Government.  

HFQ is also grateful for the support it has received 
from the Prescott Family Foundation 

CHILDREN’S CLINIC 

QUEENSLAND HAEMOPHILIA 
STATE CENTRES 

ADULTS CLINIC 

PAEDIATRIC CLINIC STAFF (QCH)  

Switch: 07-3068 1111  Haemophilia Mobile 0438 792 063 

Dr Simon Brown – Haematologist 

Haemophilia Fellow -– Dr Antoinette Runge  

Haemophilia Registrar – Dr Nathan Morgan  

Joanna McCosker – Nurse Practitioner  

Amy Finlayson / Salena Griffen – Clinical Nurse  

Elise Mosey  – Physiotherapist 

Dr Moana Harlen - Senior Psychologist   
  
Contacting the Clinic - Please call the Haemophilia mobile 
for urgent enquiries on 0438 792 063 (office hours 8 – 4pm).   
For all non-clinical/non-urgent enquires please email LCCH-
Haemophilia@health.qld.gov.au 
  

After hours—call switch and ask to speak with on-call haematology 
consultant or present to the emergency department  
  

Appointments — Outpatient Bookings Office on 1300 762 831 or 
email LCCH-Outpatients@health.qld.gov.au 
Your health care team does not make these bookings or any 
changes to your appointments.  Referrals can be sent to the 
Referral Centre Fax Number 1300 407 281 
  

Haemophilia Outpatient Clinic — Dr Simon Brown — held in 2e 
outpatients Level 2, Thursday afternoons 1.00 – 3.30pm 

mailto:LCCH-Haemophilia@health.qld.gov.au
mailto:LCCH-Haemophilia@health.qld.gov.au
mailto:LCCH-Outpatients@health.qld.gov.au


I received the timely reminder 
from the Get Started Vouchers 
Program.  
 

Children with haemophilia 
(severe) and some moderates 
have their own health care cards 
so are eligible. The parents can 
apply themselves.  
 

For those who do not have a 
health care card (such as 
siblings) I am able to refer them 
as a registered referral agent.  

   Moana 

Get Started Vouchers Program  
The Queensland Government’s 
Get Started Vouchers program 
helps children and young people 
participate in sport and active 
recreation. 
 

Round 13 opened on 6 February 
2019. 
 
What is Get Started Vouchers?  
Get Started Vouchers is one of 
the funding programs that 
comprise the Queensland 
Government’s Get in the Game 
initiative to support sport and 
active recreation at the grassroots 
level.  
 
Get Started Vouchers assists 
children and young people who 
can least afford, to join a sport or 
active recreation club. Eligible 
children and young people can 
apply for a voucher1 valued up to 
$150, which can be redeemed at 
a sport or recreation club that is 
registered for Get Started 
Vouchers.  
 
Who is eligible?  
Eligible applicants are 
Queensland children and young 
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Get Started Grants 

people aged from 5 to 17 
(inclusive) who either:  

• hold or whose parent, carer or 
guardian hold a valid 
Centrelink Health Care Card2 
or Pensioner Concession Card 
with the child’s name on it; or  

• are identified by a registered 
referral agent3.  

 
What funding is available?  
A maximum of $150 per voucher 
is available to help pay the cost of 
sport or recreation membership 
and/or participation fees.  
There is a limit of one voucher per 
child/young person per calendar 
year.  
 
When will vouchers be 
available?  
Applications for the current round 
(round 13) open in January 2019 
and then for Round 14 in July. 
Any vouchers issued must be 
presented to a registered club 
within four months of the round 
they were issued.  
 
 How do I apply for a voucher?  
To obtain a voucher:  

• visit www.qld.gov.au/
recreation/sports/funding/
getinthegame/getstarted/apply  

• confirm your child’s eligibility  

• use the online club locator to 
view the list of 
registered clubs to 
find a new club or 
confirm that the 
club your child is 
interested in joining 
is registered  

• contact the club to 
ask about any 
specific equipment 
required for the 
activity and any 
additional fees that 
may not be covered 
by the voucher  

• ensure that you 
have created an 
activated your 
QGrants account 
visit  

• click on the ‘apply for a 
voucher’ link on the 
department’s website and 
enter your details and the 
eligible child/young person’s 
details, including a Centrelink 
Health Care Card or 
Pensioner Concession Card 
number OR apply using the 
voucher link supplied by your 
referral agent.  

 
If you are eligible, a voucher with 
a unique reference number will 
be generated. Print the voucher 
and take it to the registered sport 
or recreation club the child/
young person intends to join 
(prior to the expiry date) to 
receive up to $150 off the club’s 
membership/ participation fees. 
  
Where can I redeem the 
voucher?  
A list of registered sport and 
recreation clubs is available at 
https://
recreation.npsr.qld.gov.au/club-
locator/.  
 
Need further information?  
For further information about Get 
Started Vouchers, telephone 
13QGOV, email 
getstarted@npsr.qld.gov.au or 
visit www.qld.gov.au/recreation/
sports/funding/getinthegame/  

Get Started 

Vouchers 

Round 13  
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I am writing this article under some 
pressure as the deadline has 
quickly sprung itself on me and 
having a week off work just before 
it was due probably hasn’t been at 
all helpful or good planning.  I am 
also very good at procrastination, 
which at times has led me to a 
situation where I am racing against 
the clock to finish something by the 
deadline because something 
urgent has occurred which has 
taken priority.  I must admit, I am 
usually much better now than I was 
at high school and university 
getting my assignments done, or 
packing to go on holidays  but I still 
haven’t completely got myself out 
of this habit.  
  
Ironically, in an attempt to narrow 
done what to write about this 
edition, I have found myself 
procrastinating a  little more looking 
on the internet about self care, self 
compassion and finally decided 
that I could do something about 
procrastination! 
 

I am sure that there are some of 
you out there who understand my 
pain – who say to themselves I will 
give myself factor tonight and then 
something better comes along and 
you are still saying I will give myself 
factor the next day – or who find 
themselves having to enter a week 
or more worth of treatment into 
myABDR or your treatment diary 
before your appointment.   I could 
continue with many examples 
related to inherited bleeding 
disorders including “I need to call to 
let the team know I am going on an 
overseas trip”, or “I have surgery/
dental appointment coming up and 
need a treatment plan”… and then 
you find that the time has passed 
and you are needing to make an 
urgent call with lots of apologies for 
the tight timeline!!!  These 
examples may be familiar to some 
of you.  If you are a procrastinator 
you will have many examples of 
when you procrastinated and it 
didn’t work out well, or when you 
just got by.   Wouldn’t it be good to 
be in a situation where you weren’t 
leaving things to the last minute?  
 

Rather than go through all the 
reasons we procrastinate and the 

assumptions and rules we set 
ourselves, I wanted to share some 
practical examples from the Centre 
for Clinical Interventions (CCI) in 
Western Australia.  
  

Their fact sheet “Practical 
Strategies to Stop Procrastination” 
outlines a number of strategies 
which I must admit I have used at 
various times to assist me.  They 
state that “overcoming 
procrastination in practical ways 
involves knowing what needs to be 
done, how to do 
it and when to 
do it”.   
 

To be able to 
identify what 
needs to be 
done, they 
suggest – 
writing a to do 
list of tasks or 
goals, which is 
prioritised with a 
time frame of 
how long it will 
take and when it 
needs to be done by.  Each task 
may need to be broken down into 
smaller tasks to be able to achieve 
each step.  
 

How -There are various options 
and you need to find out what 
works best for you and the 
situation may mean that some 
strategies are better for that 
situation.  Some examples they 
suggest include:   
a) doing the worst task first,  
b) starting with a task that you will 

enjoy the most to give you 
energy to get other tasks done 
afterwards,  

c) setting a time limit of 5 minutes 
and then reassessing after 5 
minutes to see if you can do 
another 5 or 10 minutes on that 
task or setting a 30 minute time 
frame to get as much of that 
task done as possible, before 
moving on to another task,  

d) doing tasks you are putting off 
when you are most productive 
(some people are great first 
thing in the morning, whilst 
others work better later in the 
day),  

e) finding a space where you are 

not interrupted or distracted so 
that you can finish the task,  

f) when you remember you need 
to do a task, take action then,  

g) visual reminders – post its, 
messages on your phone, in 
your calendar, etc or on the 
fridge.  

 

When - CCI recommend 
scheduling tasks into your day.   
This idea has also been presented 
at workshops and in books around 
time management.  If you write the 

task into your 
calendar, you give 
yourself the 
opportunity to make 
space into your week 
to complete the task.  
It also gives you a 
reminder so you are 
less able to ‘forget’ to 
do that task you have 
been putting off.  If 
the task is something 
that is a routine – like 
entering your 
treatment into 
myABDR, or being 

available for your home delivery, or 
a one off like phoning the 
Treatment Centre to let them know 
you need a travel letter, having it in 
your calendar, diary, phone 
enables you to give yourself the 
time to complete the task without 
other tasks competing with it. 
 

So, I plan to put these strategies 
into action for my next article, by 
setting a diary reminder in my 
calendar, writing ideas down when 
I think of them and having a post it 
note in my office to keep it in the 
front of my mind!  What will you 
try?? 
 

For more information, please check 
out the website 
www.cci.health.wa.gov.au, or speak 
to Moana at the QLD Children’s 
Hospital or Loretta at the Royal 
Brisbane and Women’s Hospital.    

  Loretta 
Loretta Riley  

Advanced Social Worker 

3646-8769 
 

Reference:  “Practical Strategies 
to Stop Procrastination” 
www.cci.health.wa.gov.au 

Procrastination 
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Prognosis and Life Expectancy 

The severity of a person’s 
haemophilia depends on the 
amount of clotting factor they 
have in their blood. Generally 
speaking, the disease is 
considered mild, moderate or 
severe, although around 70 
percent of people living with the 
disease have the severe form. 
 
Treatment for people with 
haemophilia has improved 
dramatically over the past few 
decades. With access to clotting 
factor, many people can now 
prevent major 
bleeds and live a 
normal life. 
 
However, up to 30 
percent of those 
with the disease 
can still die from a 
bleeding-related 
incident. The most 
significant life-
threatening 
complications of 
the disease are 
bleeding in the 
skull and 
haemorrhages in 
soft tissue around 
airways or other internal organs. 
It’s estimated that around 10 
percent of haemophilia patients 
will suffer some form of bleeding 
in the skull and this accounts for 
around a third of all haemophilia 
deaths. There is an up to 8 
percent risk that a person with 
the disease will develop what 
doctors call intracranial bleeding 
during their lifetime.  
 
People with haemophilia can also 
develop chronic, debilitating joint 
disease. About 25 percent of 
young people with 
severe haemophilia — those 
between the ages of 6 and 18 — 
have below-normal motor skills, 
academic performance, and 
emotional and behavioural 
problems. Some with the disease 
will suffer from joint diseases 
like arthritis later in life, 
particularly if they didn’t treat joint 

bleeds quickly when they were 
young. 
Without appropriate treatment, 
many people with haemophilia 
will die before adulthood. 
 
In the 1960s, the average 
lifespan for a boy with 
haemophilia was just 11 years 
old.  With treatment and 
appropriate education people 
with haemophilia can have 
fulfilling and productive lives and 
the average life expectancy of 
someone with the disease now, is 

just 10 years less than the 
average man. 
 
Despite treatment and 
comprehensive care have both 
increased the average life 
expectancy 
dramatically, many men with the 
disease died in the 1980s due to 
HIV- and AIDS-contaminated 
blood products 
 
Preventive measures and early 
treatment have significantly 
improved the long-term outlook, 
or prognosis, for people with 
severe haemophilia. Two major 
developments have led to people 
with haemophilia having better 
lives these days.  

• One is clotting-promotion 
medicines known as 
antihemophilic factor 
concentrates, which prevent 
serious bleeding.  

• The other is comprehensive 
care.  

 
The two have combined to keep 
the disease from worsening in 
many patients, and to increase 
their life expectancy and improve 
their quality of life. 
 
What is the outlook for 
someone with haemophilia 
today? 
Life expectancy in haemophilia 
varies, depending on whether 
patients receive appropriate 

treatment. Many 
patients still die before 
adulthood due to 
inadequate treatment.  
 
Overall, the death rate 
for people with 
haemophilia is about 
twice that of the rate for 
healthy men. For 
severe haemophilia, 
the rate is four to six 
times higher. In 
most cases, the 
haemophilia mortality 
rate depends on 
whether a person has 
other diseases. 

 
The life expectancy of people 
with haemophilia was low before 
scientists developed factor 
concentrates.  
 
The haemophilia death rate 
spiked in the 1980s from the 
impact of the human 
immunodeficiency virus (HIV) 
and therapy-associated hepatitis 
infections. Today, the mortality 
rate of men with haemophilia is 
still twice that of healthy men. 
 
Although joint deterioration 
remains a chronic complication in 
haemophilia, prompt and proper 
treatment can greatly reduce the 
risk of life-threatening bleeding 
episodes and the severity of long
-term damage to joints. 
 
https://hemophilianewstoday.com/
hemophilia-prognosis-life-
expectancy/ 
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Welcome to the 2nd column “5 
Minutes with Brett”. I hope that you 
enjoyed that first one about Ian 
Zaro.  
 
This time I sat down with 36-year-
old Craig Bardsley who is currently 
living in Coolum Beach on the 
Sunshine Coast. 
 
B - What type of Bleeding Disorder 
do you have? 
 

I have Mild - Moderate Haemophilia 
“A” with Inhibitors. 
 
B - How far back does the 
Haemophilia go in your 
family? 
 

I’m not 100% sure. I know 
my grandfather had 
Haemophilia and I believe 
that my great great 
grandfather was known as 
“a bleeder” so I would 
assume he had it too. 
 
B - What do you do for a 
living?  
 

I am a Behaviour 
Modification Specialist, 
Support Worker (I specialise 
in supporting Kids and 
Adults with Challenging 
Behaviours and Complex 
Needs). I have also worked 
as a Teacher Aide in both 
Special Schools and 
Mainstream Schools for the 
past 14 years.  Next year I 
will begin a role as a Trainer 
and Educator for Adults with 
Special Needs to transition 
from home to live 
independently. 
 
B - What are your hobbies? 
 

Since moving to the coast I have 
been learning to surf. It is definitely 
one of the most difficult things I 
have ever leant to do. Just when 
you think you have the hang of it…. 
You fall flat on your face and can’t 
stand up again for the next 10 
practices. I’m at a point now where 
each time I go out I can catch 1 or 
2 waves, but I’m certainly a long 
way off being able to claim that “I’m 
a surfer”.  
 

I enjoy riding motor bikes and 
hopefully I will be able to afford to 
buy my first one next year. I also 
love going and seeing live music.  I 
am also a keen hunter and am very 
passionate about protecting our 
native animals through pest and 
vermin control. 
 
B - How did your fiancé react when 
you first told her about 
Haemophilia? 
 

I think she was more curious about 
what it was. Once she understood 

what Haemophilia was, she just 
wanted to make sure, if I had a 
bleed that she would know what to 
do. Now more than anything she 
just jokes around with me calling 
me “her little Aussie Bleeder”. 
  
B - When it comes to having kids and 
if you have a daughter, how/what 
reaction will you have if she is a 
carrier? 
 

I am not really that worried about it. 
I see how far treatment has come 
in my lifetime and believe that if I 
have a daughter and she has a son 
with Haemophilia, he will live a life 

full of fun just like everyone else 
does around him. Treatment has 
come along so far I am excited to 
see what it will look like when my 
grandson is born. 
 

B – I know that you’re into church 
and you’re a youth worker within the 
church; how would you describe the 
feeling you get from it?  
 

I love investing in young people. I 
was fortunate when I was young 
that my next-door neighbour spent 
a lot of time with me. Growing up 
he was kind of my hero. I have 

been a youth or young adults 
leader at my church for the 
past 15yrs. I have been 
fortunate enough to share my 
faith and help some of them 
navigate some of the 
challenges that they have 
encountered. 
 

B - I also believe you are a 
youth worker for HFQ, what 
results do you get out from 
them. Is one different to the 
other or just the same? 
 
For the past 22 years I have 
been involved in running and 
overseeing youth events for 
the HFQ. In the past couple of 
years I have taken a step back 
to encourage some of our new 
leaders to step into the role. It 
has been so fantastic to see 
how encouraging they are of 
our young people with 
bleeding disorders.  
 
My dream has always been to 
see young people with 
bleeding disorders to reach 

their full potential. I want to see our 
youth do better and achieve more 
than they ever thought they could!! 
I think my role in HFQ youth is kind 
of different to the one at church 
because I can see the challenges 
and know them myself that they 
are experiencing. I know what its 
like to miss out on something 
because you have a bleed. This 
means that I can encourage them 
from a place of experience and 
understanding. I will push them 
harder to do more because I know 
what they are capable of. I know 
that their challenges are real and 
can be overcome. 
 

Craig spends 5 minutes with Brett 
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Inhibitors and Type of 
Haemophilia 
Did you know that people with 
Haemophilia A are 10 times more 
likely to develop an inhibitor than 
people with Haemophilia B? It’s 
true: inhibitors happen in up to 
one-third of people with 
Haemophilia A. With Haemophilia 
A and an inhibitor diagnoses 
parents and patients who are 

already concerned about bleeds 
now have another issue that feels 
overwhelming.  
 

But although one-third of people 
with haemophilia A may develop 
inhibitors, only about 5% to 7% of 
them are living with an inhibitor at 
any point in time: that is, living 
with an active inhibitor in their 
bodies over the long term. But 
“long term” can mean many 
things. Living with an inhibitor for 
months sounds like an eternity, 
yet long term can mean years or 
even a lifetime. An inhibitor is not 
often a diagnosis that resolves in 
a very short time. 
 

So why is the prevalence of 
inhibitors in Haemophilia A only a 
fraction of the incidence? 
Because many inhibitors are 
transient—they go away on their 
own. And up to 80% of the 
remaining cases of Haemophilia 
A inhibitors can be eliminated 
through immune tolerance 
therapy (ITT). 
 

With Haemophilia B it is 
estimated that the incidence of 
inhibitors in Haemophilia B is 2% 

For any parent or patient who 
has Haemophilia, and is 
diagnosed with an inhibitor, its 
like a whirlwind. You get weak at 
the knees and go into shock over 
this new diagnosis. Where did it 
come from? Did I do something 
to cause the inhibitor? Even in 
families with a history of bleeding 
disorders, an inhibitor is seen as 
something that “other people” 
get. But after an inhibitor 
diagnosis, you became the “other 
people.”  
 

As a recap; we know that 
inhibitors are antibodies that 
develop and attack the factor that 
is infused into the body. Our 
immune systems produce 
antibodies to protect us from 
disease-causing organisms such 
as bacteria or viruses. But when 
someone receives an infusion of 
clotting factor, sometimes the 
immune system identifies the 
factor as an invader, and then 
produces antibodies designed to 
attach to specific areas on the 
factor molecule. These 
antibodies — or inhibitors—
inactivate the factor, stopping it 
from doing its job. An inhibitor is 
like Pac-Man, traveling through 
the body, eating up the factor as 
soon as he finds it.  
 

We don’t know exactly what 
causes inhibitors. The immune 
system is incredibly complex, 
and in some respects each 
person’s immune system is 
unique. But we know there are 
risk factors that may increase the 
possibility of developing an 
inhibitor, but it’s not all the same: 
a person with few risk factors 
may develop an inhibitor, while a 
person with many risk factors 
may not. Even in a family with a 
history of Haemophilia that 
shares many of the same risk 
factors, one person may develop 
an inhibitor while another will not. 
Genetic risk factors, 
environmental effects, and 
exposure to clotting factor are 
causes for inhibitor development. 
 

to 6%, and the prevalence is 2% 
to 3%. These numbers are very 
different from Haemophilia A. 
Mainly because ITT for 
Haemophilia B inhibitors is often 
not successful, and in many 
cases can’t even be started 
because Haemophilia B inhibitors 
are frequently accompanied by 
severe allergic reactions 
(anaphylaxis) to infused factor IX. 
 
Inhibitors and Severity Level 
People with severe haemophilia 
A or B have a higher chance of 
developing an inhibitor than do 
people with moderate or mild 
Haemophilia. Inhibitors usually 
form after intensive factor 
therapy due to injury or surgery. 
And it’s thought that inhibitors 
happen because the infused 
factor is slightly different from the 
person’s naturally occurring 
factor.  
 
Genetic Mutation 
The biggest risk factor for 
developing inhibitors is the type 
of gene mutation that causes a 
person’s Haemophilia. Mutations 
to the factor VIII or factor IX gene 
resulting in little or no factor 
being produced have the highest 
incidence of inhibitors. Knowing 
the mutation is not a critical piece 
of information for most people 
with Haemophilia, but it can help 
doctors understand why 
someone bleeds the way he 
does (someone with mild 
Haemophilia who bleeds like a 
severe); can help verify a 
diagnosis; and can relieve the 
anxiety a family faces if a 
spontaneous mutation has 
occurred. 
 

We can’t control whether we 
develop an inhibitor; that’s out of 
our hands. What we can control 
is the amount of information we 
absorb to become better 
educated. Stay informed, keep 
learning, and never forget that 
there is no such thing as too 
much information. Living with an 
inhibitor was not your choice but 
being informed is. 
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Investigators from the 
Haemophilia Centre of Western 
Pennsylvania (HCWP) recently 
looked at the effect of aging on 
von Willebrand factor (VWF) 
levels in patients with type 1 von 
Willebrand disease (VWD).  
 
The authors of the article looked 
to establish whether VWF levels 
increase as patients with VWD 
age, and if so, whether this can 
be associated 
with lower risk 
for bleeding. A 
retrospective 
review was 
conducted of 
type 1 VWD 
patients who 
went for 
regularly 
scheduled clinic 
visits at HCWP.  
 
The authors 
culled data 
based on clinical 
history and 
laboratory tests 
that measured 
VWF levels and 
functioning, to 
identify the patients with normal 
vs. abnormal bleeding symptoms 
and to determine bleeding 
severity. The review included 39 
patients (32 female, 7 male) with 
type 1 VWD. Eighteen patients 
were 45 years of age or older, 
including 7 who were 60 years or 
older. 34% of female participants 
were taking hormonal therapy.  
 
After data analysis, it was 
determined that aging was 
associated with a decrease in 
bleeding symptoms in type 1 
VWD patients. They did not 
however establish a link between 
aging and increased VWF levels. 
The researchers recognised that 
this conclusion runs up against 
previous studies suggesting that 
despite increasing VWF levels, 
bleeding symptoms do not 
decrease in aging type 1 VWD 
patients. The authors sought to 

account for the disparate 
findings. 
 
They said that one issue was the 
method of Bleeding Assessment 
Tool (BAT) administration used. 
BATs allow a detailed and 
objective bleeding history to 
discriminate between patients 
with and without VWD and gauge 
the severity of VWD. The 

researchers said that previous 
studies may not accurately reflect 
current bleeding risk because the 
score was based on lifetime 
bleeding symptoms. For 
example, a patient may have had 
a significant number of bleeding 
symptoms in early adulthood 
corresponding to a high bleeding 
score; however, even if bleeding 
manifestations lessen, or 
completely resolve, with aging, 
the bleeding score will remain 
unchanged and the researches 
say it prevents a proper 
assessment of the patient’s 
current bleeding phenotype. 
 
The authors also acknowledged 
several study limitations such as 
a small patient sample size and 
the potential skewing effect of 
hormonal therapy on increasing 
VWF levels in female 
participants. While they did find 

an “inverse association” between 
aging and bleeding symptoms, 
they caution against drawing a 
direct causal link. Instead, they 
note that further studies are 
necessary.  
 
A larger multicentre, cross-
sectional study is being planned 
that will further investigate the 
association of aging with VWF 

levels and 
bleeding risk 
in patients 
with type 1 
VWD. 
Findings 
from further 
studies could 
help inform 
clinical 
management 
and avoid 
the 
unnecessary 
overuse of 
therapies 
such as 
VWF 
concentrates 
or the 
synthetic 

hormone DDAVP (1-Desamino-
8d-Arginine Vasopressin). 
 
This HCWP study concluded that 
administering DDAVP or VWF 
concentrate to older patients with 
normalized VWF levels may be 
harmful, placing patients at risk of 
thrombosis, electrolyte 
disturbance, and other adverse 
effects.  
 
 
 
 
 
Edited for size from a study that was 
published in Clinical and Applied 
Thrombosis / Hemostasis. https://
journals.sagepub.com/doi/
full/10.1177/1076029617724232?
url_ver=Z39.88-2003&rfr_id=ori%
3Arid%
3Acrossref.org&rfr_dat=cr_pub%
3Dpubmed 

Von Willebrand, Aging & Bleeding Risk 
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Remembering Michael Churchill & June Roberts 

Michael Andrew Churchill (4 Feb 1960 – 7 Jan 
2019) 
Michael Churchill, died suddenly in January from a 
brain embolism. Michael , a long-time member battled 
many conditions related to his haemophilia, but his 
death was quite unexpected and a shock to us all. 
 

Michael was a bricklayer responsible for the 
construction of many homes in northern NSW and the 
Brisbane region. Michael started his apprenticeship as 
a 17-year-old, and he caught the eye of Anita, a 
young women at his local church who he eventually 
married and had two boys with. 
 

In recent years Michael and his brother Wayne 
attended the OBE’s support group and Michael also 
volunteered with HFQ where his ute came in handy on 
many occasions. HFQ extends our heartfelt 
condolences to his bereaved family. May his soul rest 
in peace. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
June Dorothy Roberts (19 May 1949 – 20 
Jan 2019) 
June Roberts, a long-time member of 
Haemophilia Foundation Queensland, past 
board member, wife and grandmother to two 
men living with haemophilia Erl & Roman, died 
after a long fight with dementia aged 69. She 
met Erl while she was in training to be a nurse 
at RBWH and she was extensively involved in 
the haemophilia foundation during this time.  
 

June and Erl married in 1971 and after living in 
Toowong and Clayfield, they moved to a larger 
property at Karalee, June worked at Ipswich 
Hospital, then as a midwife before becoming 
the child care director of Booval. Her wide 
responsibilities included child health 
management and teaching roles. Beyond the 
uniform, June enjoyed holidays in the outdoors, 
raising donkeys, and music. 
 

As she was stepping into her prime, a 
diagnoses of early onset dementia caused her 
to refocus on family responsibilities, although 
June continued her voluntary work with HFQ. 
June never complained, but as a nurse she 
was acutely aware of the path ahead of her and 
she gradually retreated into herself, until a few 
years ago she was no longer aware of which 
family members were visiting although she was 
still able to get enjoyment from the music of her 
younger days. 
 

June is survived by her husband Erl, her 
children Wade, Gavan & Naomi and 6 
grandchildren. HFQ extends its deepest 
condolences to the family and we trust that Erl 
and the family find the strength to endure this 
difficult time. 
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Telling Others About Bleeding Disorders 

HFA has released another 
Female Factors resource. This 
time on telling others about 
bleeding disorders. This 
innovative series of resources are 
designed for women and girls 
affected by bleeding disorders but 
the information in this resource is 
applicable to everyone! 
 

There are very few legal 
situations where you have to 
disclose your bleeding 
disorder and the book helps 
you feel empowered about 
your choices on disclosure in 
your personal life.  
 

The book helps you understand 
some of the legal issues involved 
AND some of the considerations 
for disclosing your bleeding 
disorder including the potential 
risks and benefits of doing so. 
 

The booklet is useful for people 
with a bleeding disorder and 
those that care for them and it   

 
 
 
 
 

 
covers all the 
situations likely to occur. 
 

How To Access Telling Others 
Female Factors resources, 
including ‘Telling Others’, are 
available on the HFQ website 
https://www.hfq.org.au/

publications/women-with-
bleeding-disorders and print 
copies are also available from 

the HFQ office, HFA and the 
Queensland Haemophilia 
Treatment Centre psyco/social 
team. 
 

HFA have produced a variety of 
resources over time and here at 
HFQ we are conscious that all 
members have different 
resource needs. So, if you’d like 
a list of currently available 
resources or you want a specific 
resource that would help you, 
please call us and we’ll discuss 
your needs and what’s available. 
 
For More Information 
To find out more about Female 
Factors resources or to order 
copies, please contact the HFQ 
office: info@hfq.org.au or call 
0419 706 056; or HFA: 
hfaust@haemophilia.org.au or 
call 1800 807 173. 
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and riding it out with resting at 
home? 
 

In the middle of 1961, there was 
some sort of theory that the 
kernel of the peanut would help 
the clotting of blood.  We had it 
on our Weetabix or in biscuits 
that she baked. I ask every other 
person who also suffers with 
Haemophilia, around my age, 
about the trials and they can 
clearly remember these ghastly, 
odd-ball cuisines.  Regrettably 
there was no breakthrough for a 
cure with these creative brews.  

Fortunately, in the meantime, the 
real technology was developing 
behind the scenes. 
 

My muscles, ligaments and 
tendons were damaged and 
scarred; and the bones in my 
joints are so damaged from 
continuous bleeds; I now had 
painful arthritis. My brothers 
suffered in a similar way, bleed 
after bleed. Frustratingly, there 
was no effective, simple, 
accessible pain relieve and no 
Factor to reduce any agony we 
brothers went through. 
 

I remember once, they put 
Wayne’s leg in a full plaster when 

Early days of Treatment - Robbie's Story continues 

In the 50’s and 60’s the treatment 
was rest, immobilisation and 
sometimes whole-blood 
transfusions. It was the worst time 
for pain and suffering for me. And 
during my growing years, I spent a 
lot of painful wasted hours in the 
Children’s Hospital Causality and 
the old outpatients’ areas. I 
remember, at the children’s 
emergency there was one small 
waiting area and a lot of interview 
rooms for the doctors but there 
was no toilet and it was only a 
matter of time before one needed 
to go! 
 

Finally, I got to be seen to and 
admitted to the ward. With a leg or 
knee bleed; the diagnoses for 
treatment would be put into the 
horror of traction for many days 
and weeks at a time, supposedly to 
relieve the pain and pressure. This 
meant pulling my joint apart, 
stretching it and straightening it. 
Elevating my foot and getting 
hooked up to weights that were 
pulled over the end of my bed. 
 

Traction forced me to stay 
restrictively still and made life so 
hard, frustrating, and consequently 
painfully worse if I tried to move as 
every move was excruciating as I 
continued to bleed and swell.  All 
that could be done was give 
regular mild pain relief 
(Paracetamol) and sometimes 
blood transfusions.   
 

It was agonizing waiting for pain to 
ease, only to have a doctor come 
along and want to do an 
examination when I couldn’t even 
have a feather touch my joint at 
that time. The attending nurse 
would regularly bandage in 
mentholated spirits, and caringly 
wrap it around my hot, swollen, 
skin splitting, bleeding joint to keep 
the area cool (A bit like a cold pack 
idea). 
 

Back in the days without Factor, it 
came down to a serious choice of 
whether it would be better to go up 
to the hospital or stay home to 
recover. Which tactic is more 
damaging to my joints?  Do you 
blame me for quite often giving into 
the latter choice of staying home 

simple common sense knew that 
was just altogether wrong.  It took 
time for a bleed slowly to stop 
swelling.  It made his leg 
permanently straight then he 
couldn’t bend his knees for the 
rest of his life. 
 

In the 50s and 60s, Haemophilia 
was rather a rare condition. With 
many of my hospital stays, 
student doctors going for their six-
year exam examined me under a 
medical doctor.  As a child I 
looked forward to these occasions 
in hopefulness that the student 
doctors learnt a lot from me and 
that it would make a difference if 
they were ever confronted by me 
or another Haemophiliac 
someday. Unfortunately, some 
doctors were very unwilling to 
listen to me and learn from real-
life experience and knowledge.  
But change was on its way! 
 

Our missing ingredient, Factor VIII 
was extracted from whole blood. It 
took many pints of whole blood to 
make up enough factor VIII to 
treat one bleeding episode, let 
alone a crisis like an operation.  
But wow!  It was now a possibility 
to have an operation.  There was 
now hope in an emergency. It was 
a clear but yellowish liquid 
substance in a small sealed vial 
and stored in the fridge.  When 
needed, the dose was drawn up 
into a syringe and then 
administered intravenously.  
Relief for our condition was in 
progress! 
 

But now the challenge ahead was 
discovering the right veins.  This 
was a whole new torture for us. 
My whole soul bountifully lights up 
when attended by these priceless, 
talented medics who have 
mastered it successfully. But back 
then I never complained, and 
treatment was given in privacy 
when visitors were not around to 
hear me scream. 
 

While traction was very painful, 
we found out Plaster Back Slab 
Splints were sometimes 
acceptable, and I felt it was very 
effective.  What a relief.  It allowed 
room for any swelling and still 
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immobilized the joint. For me, it 
soothed the pain, rather than the 
massive agony of traction or the 
absurdity of a constricting full 
plaster. 
 

Soon newer technology came 
along with the development of 
Cryoprecipitate (we nick-named 
Cryo).  This innovation, too, was 
made by extracting the missing 
clotting factor derived from whole 
blood and was stored frozen.  The 
factor VIII in a liquid form was 
stored solidly frozen in a A6 size 
drip bag, which was slowly 
defrosted back to liquid just before 
it was ready to be administered.  
The bag only seemed to hold about 
1/3-1/2 a cup of the golden liquid 
factor. 
 

Damage from a Joint Bleed was 
reduced significantly and best of 
all, less pain!  But it still depended 
on prompt treatment for a speedy 
recovery. 
 

When I was in my mid-twenties, my 
brother Wayne and I were trained 
to treat ourselves at home by 

Sister Murlow.  She was great.  
Treating at home made it easier for 
the whole family, especially for 
Wayne and me.  We didn’t have to 
bother anyone, or wait for transport 
to the hospital, or wait for doctors. 
 

Another amazing fact about 
Cryoprecipitate Factor was that we 
would be able to have the cryo 
delivered to the local Railway 
Station.  We would order it through 
the Red Cross Dispatch Centre, 
and they would send it packed in 
dry ice by train for pick up at the 
Station the same day. Amazing! 
Now-days the Factor can be 
delivered directly to your door. 
 

Life had changed making our lives 
altogether better and in between 
bleeds, I was a happy and active 
guy.  I was a skinny-as-a-rake back 
then and I played cautiously as I 
could, but I was not really left out of 
anything either, even if I was just a 
good spectator. 
 

Sometimes I think people did 
things just to entertain me like the 

time Dad cooked scones that were 
more like rock cakes.  And I really 
do mean Rocks.  We all started 
laughing and tossing the scones to 
each other like a cricket ball.  They 
never even broke when they hit the 
floor.  Even our dog Goldie 
snubbed her nose up at them. This 
only made us laugh all the more. 
 

A couple of times I went along to 
Julie’s Marching Bank 
competitions.  While I was there, I 
walked around the grounds and 
collected empty bottles which I 
could get money for.  I did the 
same at Barry’s Footy games.  
With this pocket money, I was able 
to go the Movies or save up big to 
go to the Ekka. 

This is part 2 of Robbie’s self-published 
story “Injection of Life” and we have 
edited the start of his book for this 
article. We hope to publish more 
extracts during the year but if you’d like 
to read the full story please contact the 
office on 0419 706 056 and we can lend 
you our copy of the book. 

The 19th Australian Conference on haemophilia, 
VWD & rare bleeding disorders will be held at the 
Novotel Manly, Sydney, 10-12 October 2019. 
  
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 plan for the future.  
 
The conference is a great opportunity for people 
with a bleeding disorder and their families - 
parents, siblings, partners – to attend, learn more 
information about new treatments, gene therapy, 
children and young people, sport and living with 
a bleeding disorder etc…, make connections and 
become better empowered about your health.  
 
COMMUNITY FUNDING 
To assist members to attend the HFQ board will 
be making a determination of levels of support 
available for members to get to Sydney for the 
conference. HFA has also allocated funding to 
assist community members with expenses to 
attend the Conference. So check back with us in 
the next issue for what financial support will be 
available    

For details and an application form for part HFA 
funding go to www.haemophilia.org.au/conferences or 
call HFA on 1800 807 173 for a form to be emailed or 
posted. 
 
MORE INFORMATION  
The registration and Information brochure will be 
available online in March 2019. For more information 
and details visit www.haemophilia.org.au/conferences.  

Save the Date - October Bleeding Disorders Conference 
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Planning for the Future  

No one ever plans to be sick or 
disabled, nor do we often think 
about our own death, but they all 
happen and it’s planning that can 
make all the difference under 
distressing circumstances and 
emergencies.  
 
If you get sick or die and want 
someone to take care of some, or 
all of your affairs, this usually 
means giving permission in 
advance for your doctor, lawyer 
or financial institution to talk with 
your named person as needed. 
Without setting this consent up, 
your named person may not be 
able to act on your behalf or get 
needed information. 
 
Permissions 
Long before your circumstances 
change it is important to make a 
plan that someone you trust can 
follow and tell them where they 
can find it.  
 
Steps for Getting Your Affairs 
in Order  
 
• Put your important papers 

and documents in one place.  
You can set up a file, put 
everything in a desk drawer, or 
list the information and location of 
papers in a notebook. Check 
each year to see if there’s 
anything new to add. 
 
• Tell a trusted family member 

or friend where you put your 
papers.  

You don’t need to tell this friend 
or family member about your 
personal affairs, but someone 
should know where you keep 
your papers in case of an 
emergency. If you don’t have a 
relative or friend you trust, ask a 
lawyer to help. 
 
• Give permission in advance 

for your doctor or lawyer to 
talk with your caregiver as 
needed.  

There may be questions about 
your care and without your 
consent, your caregiver may not 
be able to get needed 
information. You can give your 

OK in advance to Medicare, your 
bank, or your doctor; but you may 
need to sign and return a form. 

 
Legal Documents you should 
consider 
There are many different types of 
legal documents that can help you 
plan how your affairs will be 
handled in the future. Many of 
these documents have names 
that sound alike, so make sure 
you are getting the documents 
you want. Also, State laws vary, 
so this information is gleaned from 
Queensland sources.  

 
Wills and trusts lets you name 
the people and organisations you 
want your money and property to 
go to after you die.  

 
Advance Health Directives lets 
you make arrangements for your 
care if you become sick. This is 
sometimes called a living will 
and it gives you a say in your 
health care if you become too sick 
to make your wishes known. This 
can make it easier for family 
members to make tough 
healthcare decisions for you. 
 
Sometimes, people can get 
confused between Advance 
Health Directive (AHD) and Power 
of Attorney (POA) which is used 
to nominate someone to act in 
relation to your financial and legal 
affairs. Each document serves a 
different purpose.  

 
Power of Attorney; there are two 
ways to give someone you trust 
the power to act in your place:  

 
A general power of attorney lets 
you give someone else the 
authority to act on your behalf, but 
this power will end if you are 
unable to make your own 
decisions. 

 
A durable power of attorney 
allows you to name someone to 
act on your behalf for any legal 
task, but it stays in place if you 
become unable to make your own 
decisions. 
 

Who Can Help Me Put My 
Legal and Financial Affairs in 
Order?  
You may want to talk with a lawyer 
about setting up a power of 
attorney, will, or advance health 
directive. But be aware that they 
charge a fee for service.  
 
You can discuss the advance 
health directive with your GP or 
other trusted health care provider. 
 
Free will-making service 
The Public Trustee of Queensland 
is an alternative free will-making 
service for all people in 
Queensland.  
 
There is no need to make them an 
executor of your estate and offices 
are located across Queensland.  

 
Professionally trained will-makers 
can answer most questions and an 
experienced legal team is 
available for more complex 
questions. 
 

The Public Trustee also provides 
free and safe document storage.  
 

Help is also available for people 
who are vision or hearing 
impaired, or who need an 
interpreter. In special 
circumstances, the Public 
Trustee's will-makers can visit you 
at your home or in hospital. 
 
Check them out at: https://
www.pt.qld.gov.au/wills/about-wills/ 
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Two recent studies described 
promising new approaches which 
could stop HIV infecting cells. 
They could either eliminate or 
permanently suppress the activity 
of the so-called ‘reservoir’ cells 
which are the source of new virus 
in people taken off antiretroviral 
therapy (ART), and are the 
reason HIV infection is lifelong. 
 
The first class of drugs starve 
cells of the 'fuel' they need to 
produce HIV, while the second 
permanently suppresses the 
spark that ignites that fuel, so to 
speak. 
 
HIV infects the cells that burn 
the brightest 
A team from the Institut Pasteur 
in Paris found that cells with a 
high energy consumption are far 
more vulnerable to HIV infection, 
and that although their speed of 
metabolism did correlate to what 
kind of T-cell they were, it was an 
independent kind of vulnerability 
to HIV that could be targeted by a 
new class of drugs. 
 
By feeding the cells with an 
inactive form of glucose the 
researchers slowed down the 
cells metabolism so they were 
able to selectively kill HIV-
infected cells in the lab dish, even 
ones not actively producing HIV.  
 
The researchers showed that 
cells that were more activated 
and differentiated also burn 
glucose faster, which is to be 
expected, as they are doing more 
work. The one thing that 
distinguished these infected cells 
was that they had unusually high 
energy demands for cells of their 
type. 
 
One interesting aspect of the role 
of glucose metabolism in HIV 
infection is that it seems to 
sustain ongoing replication, 
rather than first infection. For 
ongoing, productive infection to 
be sustained the cell also needs 
to keep burning glucose at a high 
rate, and indeed viral production 

peaked in these cells some three 
to five days after initial infection 
rather than immediately. So 
drugs that interfered with glucose 
metabolism may act at a different 
stage of the viral timeline than 
entry inhibitors. 
 
The Pasteur Institute team did 
not just experiment on cells 
infected in the lab dish; they also 
took T-cells from six people with 
HIV on ART, and the glucose 
analogue potently stopped the T-
cells from reactivating and 
producing new virus.  
 
These experiments are early-
stage preclinical investigations, 
but they show a new vulnerability 
of HIV to a class of molecules 
that are simple and easy-to-
make. They may hold the 
potential to be used as agents 
that could preferentially kill HIV-
infected reservoir cells. 
 
Suppressing the spark that 
reignites cells 
In the other study a team from 
the University of Pittsburgh 
screened a number of 
compounds that interfere with the 
genetic process that cause cells 
to become active – which means, 
in the case of HIV reservoir cells, 
that they start producing virus 
again. If cell activation, even off 
ART, could be prevented, then 
this would provide long-term 
remission from HIV infection – a 
so-called functional cure. 
 
This potential cure strategy has 
been called ‘block and lock’ by 
researchers, as it depends on 
suppressing HIV reservoir cells, 
as opposed to ‘kick and kill’, 
which is based on activating 
them. The Pittsburgh team 
screened a number of 
compounds capable of doing this 
and found one which was active 
at very low doses. The next part 
of the research will look at 
whether its suppressive effects in 
reservoir cells persist.  
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The idea of permanently 
suppressing reservoir cell activity 
as a way of functionally curing 
HIV is the opposite of previous 
strategies which theorised that if 
reservoir cells could be induced 
to come out of hiding and start 
producing virus, the immune 
system or cell-killing drugs could 
preferentially kill them and reduce 
the reservoir size.  
 
Permanent maintenance of 
latency (‘block and lock’) was 
initially seen as a less viable cure 
strategy as it was thought latency 
suppressors would have to be 
taken life-long; they would just be 
another class of ART. 
 
There was considerable interest 
therefore in a report on a drug 
that seemed to exert a continued 
influence, maintaining cellular 
latency, despite the presence of 
stimulant chemicals, for months 
after it was withdrawn. It was 
theorised that this drug (dCA) 
caused a permanent change to 
the DNA of the cell, thus locking 
reservoir cells into stasis. 
 
Molecules that stop genes being 
expressed are known as kinase 
inhibitors. The University of 
Pittsburgh researchers found four 
substances that blocked the 
activity of four different types of 
reactivating drug. The most 
potent of these completely 
blocked the latency-reversing 
activity at a concentration 3300 
times lower than a toxic dose.  
 
The team is now further 
investigating similar molecules to 
see “whether any of these 
compounds will drive HIV-1 into 
deep latency, similar to what is 
observed with d-CA, this proving 
a unique approach to identifying 
a functional cure for HIV.” 
 
Edited for size from an article that 
appeared in AIDSmap http://
www.aidsmap.com/page/3427071/ 
 
 

Cell therapy's could stop HIV infection  



Save One Life Adds Life-Saving 
Medicine to Programs 
Save on Life has acquired Project 
SHARE, a medical humanitarian 
program founded by LA Kelley 
Communications, Inc.  
 

Project SHARE has donated over 
$140 million worth of clotting factor 
free of charge to recipients to 77 
developing countries for the past 
20 years. The program has saved 
many lives, provided medicine for 
surgeries, allowed students to 
attend school and adults to work to 
support their families. 
 

Save One Life operates its child 
sponsorship program in 13 
developing countries, but SHARE 
will continue to serve all patients in 
all countries, working with national 
haemophilia foundations and the 
treatment centres in each country.  
https://www.prweb.com/releases/
save_one_life_add_shipments_of_life_
saving_medicine_to_programs/
prweb16082493.htm?
fbclid=IwAR2WknwQVndmPvxxrWUo
qPHyAEJ0E29nxoNks8RGdfstyklxT3g
nVx3dJbU 
 
Court Issues Final Judgement in 
Shire/Roche Patent Lawsuit 
In February 2019, a U.S. district 
court issued a final judgment in 
favour of Roche/Genentech and 
against Shire, through its wholly-
owned subsidiaries Baxalta Inc. 
and Baxalta GmbH. The judgment 
states that Hemlibra (emicizumab) 
does not infringe Shire’s patent.  
 

Shire started legal action May 2017 
for alleged patent infringement and 
if it had been granted as 
proposed, Shire’s injunction might 
have prevented patients in the U.S. 
from receiving Hemlibra.  
https://www.gene.com/media/
statements/ps_011118 
 
Research into Physiotherapy 
and Rehab for Haemophilia 
Patients Needed 
People with haemophilia may 
benefit from physiotherapy and 
rehabilitation programs intended to 
manage bleeding and joint disease 
(arthropathy), a review study 

published in Therapeutic 
Advances in Hematology. says. 
 

The researchers say that current 
guidelines indicate that 
immobilisation should commence 
immediately after a bleed and 
continue until pain resolves. In 
practice, a balance should be 
established between rest, early 
mobilization and weight bearing to 
prevent unwanted complications 
associated with immobilisation, 
while minimising rebleeding, joint 
swelling and cartilage damage. 
 

Altogether, evidence suggests that 
physiotherapy and rehabilitation 
interventions may benefit 
haemophilia patients, more studies 
with larger numbers of patients to 
assess a well-defined core set of 
clinical outcomes are urgently 
needed. 
https://
hemophilianewstoday.com/2019/02/04
/research-into-physiotherapy-and-
rehab-for-hemophilia-patients-needed
-review-says/ 
 
Study Finds No Differences in 
Oral Health Quality of Life in 
Children With Haemophilia 
Despite having lower oral health 
scores, children with 
haemophilia showed no 
differences in oral health-related 
quality of life compared to children 
without the condition, a study 
published in Haemophilia journal 
found. 
 

Poor oral health is considered the 
major risk factor of bleeding from 
oral region in children with 
coagulation disorders and the 
researchers found that only 5.3% 
of children in the haemophilia 
group brushed their teeth more 
than once a day and 25% visited 
the dentist in the past six months. 
 
The paper has shown that oral 
health parameters in younger 
children needs to be improved 
while physiological barriers against 
tooth brushing should be taken 
into account.  
https://onlinelibrary.wiley.com/doi/
abs/10.1111/hae.13678 
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Roche Announces Donation of 
Hemlibra to WFH Humanitarian 
Aid Program 
 
Roche recently announced that is 
has joined the World Federation of 
Haemophilia (WFH) Humanitarian 
Aid Program to donate the product 
Hemlibra, plus funding to deliver 
integrated care development 
training to ensure that “local 
infrastructure and medical 
expertise” are available to 
optimize use of the donated 
therapy.  
 

According to a Roche press 
release, the donation will provide 
prophylactic treatment with 
Hemlibra to as many as 1,000 
people with haemophilia A in 
developing countries, over the 
course of five years, with a focus 
on high-need patients, such as 
people of all ages with FVIII 
inhibitors and children without 
factor VIII inhibitors. Access to 
prophylactic treatment is 
extremely limited in the developing 
world, a situation that WFH is 
trying to improve.  
https://www.roche.com/de/media/
releases/med-cor-2019-02-06.htm 
 
First Haemophilia B Patient 
Treated in uniQure Phase III 
Gene Therapy Trial  
uniQure announced that the first 
patient has been treated in the 
global Phase III HOPE-B clinical 
trial for the company’s 
investigational gene therapy 
treatment (AMT-061) for patients 
with haemophilia B. 
 

The HOPE-B Phase III trial will be 
to evaluate the efficacy and safety 
of AMT-061 in approximately 50 
adult patients with either moderate 
or severe haemophilia B following 
a single intravenous 
administration of AMT-061. 
 

Enrolled patients will first be 
observed for a six-month period, 
during which time they will 
continue to adhere to their current 
therapy. After six months, patients 
will then receive a single 
intravenous dose of AMT-061.  
 

Health Updates  



Health Updates continued 
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Good eating is important for everyone, but particularly for those living with a chronic health condition like 
haemophilia. Eating a diet that encourages strong bones and muscles and helps keep you at a healthy 
body weight is essential. 
 

In the developed world obesity is becoming a major problem when it comes to treating haemophilia 
patients. Excess weight can lead to additional pressure on joints making bleeds more likely. A recent study 
found that young boys and teenagers with haemophilia were twice as likely to be overweight, which can 
cause potential health problems later in life.  
 

Not only can being overweight cause additional health problems, but it can make it difficult to find veins for 
infusions and when it is, it can be scary. By eating the same balanced diet advised for all Australians and 
by maintaining a level of fitness, people living with haemophilia should be able to maintain a healthy body 
weight and stay in good health.  
 

To maintain a healthy body weight, choose a diet that’s high in fruits and vegetables, whole grains, 
legumes, lean proteins, and low-fat dairy products and avoid processed foods, foods that are high in salt 
and sugar, and foods that are high in saturated fat or have been fried in oil. 
 

In addition, people with haemophilia should also aim to eat iron-rich foods as the body’s store of iron is 
depleted during bleeds. Dark leafy greens, lean red meats, liver, poultry, raisins, and dried beans are all 
good sources of iron. Iron absorption from foods is higher if taken with foods or drinks high in vitamin C 
such as lemons, orange juice, bell peppers, and broccoli.  
 

For a great article on haemophilia and nutrition; see: https://hemophilianewstoday.com/living-with-hemophilia/nutrition-in
-hemophilia/ 

While trial investigators’ primary 
goal will be to assess FIX activity 
26 weeks after first administration, 
they will also be measuring 
annualized bleeding rate, usage 
of FIX therapy over a 52-week 
period, plus additional safety/
efficacy measures. Patients will 
ultimately be followed for five years 
after treatment.   
https://www.hemophilia.org/
Newsroom/Industry-News/uniQure-
Announces-First-Hemophilia-B-
Patient-Treated-in-Phase-III-Gene-
Therapy-Trial 
 
Gene Therapy with Transplanted 
Cells Shows Promise in 
Haemophilia A Mice 
Researchers from the University of 
California (UC) Davis have been 
investigating whether two 
genetically engineered cell types 
could be customized for long term 
therapeutic benefit in individuals 
with haemophilia A. To this end the 
team treated haemophilia A mice 
subjects with this therapy. 
 

The mice subjects used 
transplanted human cells which 
only had a brief period of viability –

the outcomes here were promising. 
The results yielded a functional 
FVIII inside the mice’s bodies over 
at least six months. Investigators 
also observed that the more 
successful transplants were 
performed a few days after birth, 
versus those performed in adult 
mice.  
For the full article go to: https://
www.researchgate.net/
publication/330570333_Potential_lon
g-
term_treatment_of_hemophilia_A_by_
neonatal_co-
transplantation_of_cord_blood-
derived_endothelial_colony-
forming_cells_and_placental_mesenc
hymal_stromal_cells 
 
The impact of storage 
conditions on product choice in 
the treatment of haemophilia A 
A recent study of 200 patients 
diagnosed with haemophilia A 
looked at the impact and perceived 
importance of usage of factor VIII 
(FVIII) product storage.  
 

More than 40% of the respondents 
were dissatisfied with frequency of 
administration and storage issues 

of current FVIII products when 
traveling. The majority noted 
restrictions in their daily activities, 
particularly travel and sports.  
 

Most of them (85%), stored their 
product in the refrigerator and of 
these, 88% believed that it should 
always be stored there. Not 
refrigerating FVIII products was 
associated with greater patient 
satisfaction and less restriction on 
daily activities.  
 

If efficacy and safety are 
unaffected, then storing FVIII at 
room temperature might have a 
positive impact on product choice. 
Few patients were aware that 
FVIII can be stored without 
refrigeration, suggesting that 
health care professionals who 
treat haemophilia should 
communicate this aspect to the 
patient as this approach might 
offer patients greater flexibility 
when traveling and require less 
time for reconstitution. 
https://www.dovepress.com/patient-
preferences-in-the-treatment-of-
hemophilia-a-impact-of-storage-peer
-reviewed-fulltext-article-PPA 

Diet Can Help With Managing Haemophilia 
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Healthy Behaviours 

Free Books 

Books Out Now 

Did you know that BigW are giving away FREE children's books? 
Having books at home to read is a great step to building healthy minds 
and a bright future for yourself. 
 

This first book was released in mid February but there are 12 books in 
total, so you can still visit BigW and get the last few in the series.  

You can help prevent bleeding 
problems by adopting healthy 
behaviours, including: 
 
Exercising regularly. Exercise 
can strengthen muscles and help 
decrease bleeding from injuries. 
Swimming is a great sport for 
haemophilia because it exercises 
all the muscle groups without 
putting stress on the joints. 
 
Keeping your weight healthy. 
Extra weight can strain parts of the 
body and increase bleeding risks. 
If you think you might be 
overweight, talk to Moana or Jo 
who may have ideas on what you 
can do. 
 
Caring for your teeth. Make sure 
that you brushing your teeth twice 
a day and floss or use an 
interdental brush regularly to keep 
your teeth as healthy as possible. 
This will make it less likely for the 
gums to bleed and help you avoid 
extra visits to the dentist. Routine 
cleanings can sometimes cause 
bleeding. Talk to your parents 
about taking factor before going to 
the dentist and find a dentist who 
has experience with patients who 
have haemophilia and who knows 
how to handle bleeding if it 
happens. 
 
To help prevent bleeding 
problems, doctors will use caution 
when treating children with 
haemophilia so make sure your 
GP knows about your condition. 
They can sometimes change the 
way they do things like vaccination 
shots, if they know you have a 
bleeding disorder.  
 
Taking risks is a natural part of 
growing up. But there are those 
times when you may take 
"unnecessary risk" and that's when 
injuries sometimes happen.  
 
Remember, if you want to 
participate in activities other 
children your age do, such as 
sports or leisure activities and your 
mum or dad says ‘No’, ask them if 
there’s another way you can still 
participate. 

Body Bones 

Can you identify the numbered parts on the skeleton? Write the num-

ber of the matching name of the bone or joint. 
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Factor Up 

Can you find the path that leads to 

good health?  

Use the arrows to move up, down, left or 

right. If you have a bleed try using a different 

start point till you get  to good health. 
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Important Dates 
for HFQ Members 
 
 

   OBE Lunch Forum  
   informal support group for  
    men with a bleeding disorder.    
    Usually meets first Tuesday 
    of the month. Next Meetings; 
       13 November. Travelling 
        with a bleeding disorder 
 9 December. Christmas    
 get-together. All welcome 
 
Women's Brunch  
 18 November 2018  
    venue TBA 
 
HFA Youth Canoe Trip  
   Mid November. See HFA  
   website for further details 
 
 Regional Meeting Please ask 
if one is happening in your    
   area.  
        Note: Planning’s underway 
        for a Cairns event in 2019 
 
Community Camp  
9-11 November 2018 Noosa 
   North Shore Retreat 
 
 

Please call Graham at the office on  
07 3017 1778 for more info on any of 
these events and activities. 

About The H’ Factor 

The ‘H” Factor is published four times each year by HFQ by the HFQ manager and assisted by Brett Williams, 
our communications volunteer. We occasionally send important information and updates on local and rele-
vant events for people affected by bleeding disorders to subscribers of our email list. If you would like to be 
on the HFQ Email List, please register your interest by sending through an email with the subject title The ‘H’ 
Factor email list’ to info@hfq.org.au. You can be removed from the list at anytime. 

Graham Norton 
HFQ Manager & The ‘H’ Factor editor 
Ph: (07) 3017 1778 E: info@hfq.org.au 

This year the Queensland 
Haemophilia Clinics are doing 
their Cairns and Townsville visits 
on either side of the weekend of 
8-9 June 2019.  
 

We have provisionally booked 
rooms at Castaways Resort and 
Spa at Mission Beach to hold a 
Far North Queensland event for 
all members of the bleeding 
disorder community but we need 

Important Dates for 
HFQ Members 

 

OBE Lunch Forum  
informal support group for men 
with a bleeding disorder. Usually 
meets first Tuesday of the month. 
Next Meetings; 2 April 2019. All 
welcome 
 

Art Exhibition  
1 - 26 April 2019 
RBWH Art Space 
 

World Haemophilia Day 
17 April 2019 
Art Ex Celebration 6pm RBWH Art 
Corridor 
 

Women's Brunch  
19 May 2019 Café 63 Stanley St 
E. East Brisbane  
 

Regional Meeting  
N Qld Event 8 - 9 June 2019 
Mission Beach 
Note: Please ask if others are 
happening in your area.  
 

Men’s Health Week 
10 – 16 June 2019 
Men’s Health Workshop TBA 
 

Pain Workshop 
Late July 2019 TBA 
 

Haemophilia, VWD & Rare 
Bleeding Disorders 
Conference  
10 - 12 October 2019 Sydney 
 

Please call Graham at the office on  
07 3017 1778 for more info on any of 
these events and activities. 

 
If you are interested in getting 
together (and especially if you 
can help on the day) please call 
us ASAP on 0419 706 056 so we 
can confirm the rooms and what 
activities you are interested in 
participating in. 

to hear from you if we are to go 
ahead with the event. 
 
Depending on interest we would 
have some fun events for old and 
young alike, some discussions 
on new treatments and the best 
approaches for living with 
bleeding disorders  and some 
time to make friends and renew 
acquaintances. 

mailto:info@hfq.org.au

