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6 REASONS TO ATTEND
WFH 2014 WORLD CONGRESS
IN MELBOURNE, AUSTRALIA
1

PARTICIPATE
IN THE LARGEST
INTERNATIONAL
MEETING FOR THE
GLOBAL BLEEDING
DISORDERS
COMMUNITY
and network with
thousands of members
from around the world

2 GAIN KNOWLEDGE
of cutting-edge scientiﬁc
research and clinical trials,
proﬁling future advances
in treatment products and
clinical care.

3
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SHARE INSIGHTS
on holistic patient
healthcare issues and
multidisciplinary care.

2

4

EXCHANGE
WITH HEALTHCARE
PROFESSIONALS
AND PATIENTS
on challenges and
solutions to improve
treatment and care
throughout the world.

5 COLLABORATE
WITH LEADERS
of various stakeholder
groups to ensure ongoing
innovation that advances
the WFH’s vision to
achieve Treatment for All,
laying the foundation for
the next 50 years.

6 DISCOVER
MELBOURNE
with your family before
or after the congress.

NEW HAEMOPHILIA BOOKLET
The revised 2013 version of HFA’s Haemophilia booklet
is now available. It has a revised inheritance diagram
and carrying the gene section.
Our thanks to the expert and consumer review groups!
The booklet can be downloaded from the HFA
web site – www.haemophilia.org.au >Publications.

Print copies of the booklet are
also available from:
UÊ >i« >Ê iÌÀiÃÊ
UÊ ÀiivV >À}iÊvÀÊ
HFA - email
hfaust@haemophilia.org.au
or call 1800 807 173.

WFH 2014 WORLD
CONGRESS UPDATE

REGISTRATION AND
ACCOMMODATION
Register early for the WFH World
}ÀiÃÃÊÓä£{Ê>`ÊÃ>ÛitÊ
Registrations are now open –
you can register at
http://www.wfh.org/congress/en/
registration/how-to-register.
Get in early to save on the
earlybird fee. Earlybird ends
11 November 2013.
iVÊÕÌÊÌ iÊ>VV`>ÌÊ
and housing options online
from September 11
http://www.wfh.org/congress/en/
housing/accommodation.
There are plenty of accommodation
options to suit your needs and
LÕ`}iÌÊi>ÀÊÌ iÊ }ÀiÃÃÊ iÌÀi°Ê

ATTENDEE

Haemophilia Foundation Australia
(HFA) has a competition open to
all Australians and New Zealanders
who register earlybird for a prize of:
UÊ "iÊ£®ÊÀiÌÕÀÊiVÞÊ>Àv>ÀiÊ
from your closest capital city to
iLÕÀi]ÊÕÃÌÀ>>ÊÊ>ÞÊÓä£{°
UÊ "iÊ£®ÊÝÊ >ÀÞLÀ`Ê }ÀiÃÃÊ
Registration cost reimbursement
UÊ VV`>ÌÊÛÕV iÀÊvÀÊ>Ê
hotel of your choice to the value
of A$500
UÊ ,iÌÕÀÊ>À«ÀÌÊÌÀ>ÃviÀÃÊ
in Melbourne
UÊ "iÊ£®ÊÝÊ>>Ê iÀÊ/ViÌÊ
Ê/ ÕÀÃ`>ÞÊ£xÊ>ÞÊÓä£{

HOW TO ENTER
1. Register by November 11th 2013
Û>ÊÜÜÜ°Üv Óä£{V}ÀiÃÃ°À}Ê
2. After you receive your registration
conﬁrmation, forward this to
hfaust@haemophilia.org.au
3. Your conﬁrmation will be
automatically placed in the draw
{°Ê / iÊV«iÌÌÊVÃiÃÊÊ
November 11th 2013.
For terms and conditions visit http://tinyurl.com/HFA-registrationcompetition

“ I was greatly honoured to
be able to attend the WFH
2012 World Congress. It has
renewed my determination
to work towards improving
the care of people with
haemophilia and other
bleeding disorders in
Australia as well as all over
the world.”
Ann Roberts
“ My expectations of the
conference itself were mixed.
I was unsure what value it
could have to me, let alone
me to it. Initially I introduced
myself as just a parent. By the
end I had shared the stories,
experience and knowledge
of many.”
Liz Bishop
“ It was an incredible
experience that taught
me much…”
Jenny Lees

EARLY

REGULAR

LATE

ON-SITE

November 11, 2013

March 14, 2014

May 2, 2014

Member

Nonmember

Member

Nonmember

Member

Nonmember

Delegate
(doctor/industry)

$650

fÇ{ä

$780

$870

$910

$1,000

$1,110

Allied Health

$275

$365

$365

f{xx

f{xx

fx{x

$605

Person with bleeding
disorder and family
members

$125

$215

$185

$275

$250

fÎ{ä

f{ää

Accompanying person

$160

$160

$190

$190

$250

$250

$310

N a t i on a l H a em op hi li a N o . 1 8 3, S ep t e m b e r 2 0 13

With less than 8 months until
}ÀiÃÃ]ÊÌÊÃÊÌiÊÌÊVwÀÊÞÕÀÊ
plans, take advantage of the earlybird
registration which ends 11 November
2013 and make your bookings.
/ iÊ }ÀiÃÃÊÃÊÌÀÕÞÊ>Ê««ÀÌÕÌÞÊ
of a lifetime – it is the ﬁrst time
we have had the international
haemophilia congress in Australia.
It is a great opportunity for
Australians to participate in the
largest international meeting for the
global bleeding disorders community
and to network with people from
around the world.

3

WORLD CONGRESS 2014 PLENARY SESSIONS AND MULTIDISCIPLINARY PROGRAM

/ iÊ7ÊÓä£{Êi`V>Ê>`Ê
ÕÌ`ÃV«>ÀÞÊ*À}À>Ê V >ÀÃ]Ê
together with their enthusiastic
>`Ê`ÛiÀÃwi`Ê ÌÌii]Ê >ÛiÊ
created an outstanding program
track for multidisciplinary healthcare
professionals, caregivers, and people
with bleeding disorders.

bleeding disorders population; how
obesity can magnify joint concerns; and
suggested strategies to prevent and
treat nutrition-based health-related
issues such as anemia, osteoporosis,
and haemophilic arthropathy.

Following are some conﬁrmed sessions:

We should talk: sharing information
with carriers and those who care
for them

Black ’n blue and golden: ageing
gracefully with hemophilia

>À\Ê*>i>Ê7Ì]Ê, ]Ê , ]Ê
`]Ê >>`>

“The future of hemophilia prophylaxis
with novel therapies”

>À\ÊÊiÊ ÕvvÞ]Ê*ÃÞV Ì iÀ>«ÃÌ]Ê
ÀÃ Ê>i« >Ê-ViÌÞ]Ê ÕL]Ê
Ireland

/«VÃÊ>`Ê-«i>iÀÃ\Ê/

Manuel D. Carcao, MD, MSc.
Paediatric Haematologist/Oncologist,
Haematology/Oncology, The Hospital
for Sick Children, Toronto, Canada.

Session overview:

>ÀÀiÀÃÊ>`Ê i>Ì V>ÀiÊ«ÀÛ`iÀÃÊ
should be aware of the potential risk
factors and know when and where to
get information, support, and care.
The objective of this session is to share
new information and science about
issues related to carriers; to identify
potential resources in the bleeding
disorders community for carriers; to
Recipes for healthy living – beyond
increase recognition of possible signs
the vegemite sandwich
and symptoms of trouble for carriers;
>À\Ê,LÞÊ- i>À]Ê V>Ê ÕÀÃiÊ and to stimulate discussion amongst
ÃÕÌ>Ì]Ê>i« >É>i>Ì}Þ]Ê healthcare providers and carriers.
/ iÊ `Ài½ÃÊÃ«Ì>Ê>ÌÊ7iÃÌi>`]Ê
Sydney, Australia
“Inhibitors - Cellular aspects and
novel approaches for tolerance”
ÊUÊ /«VÊ£\ÊÜÊÕÌÀÌÊ>vviVÌÃÊ
coagulation
David W. Scott, PhD. Vice Chair for
-«i>iÀ\Ê>Ê iÕÌÃV i]Ê-V]Êi>Ì Ê Research, Department of Medicine,
University Uniformed Services School
and Science University, Portland, USA
of Health Sciences (USUHS), Bethesda,
UÊ /«VÊÓ\Ê/ iÊivviVÌÊvÊLiÃÌÞÊÊ
MD, U.S.A.
joints & osteoporosis
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Session overview: The objective of
the session is to explore some of the
challenges of ageing with hemophilia
while at the same time bringing to
light coping skills which, developed
over time, will beneﬁt people with
haemophilia as they age.
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elicit an inﬂammatory response that
attacks the joint. If this hypothesis
can be experimentally conﬁrmed in
animal models, novel anti-inﬂammatory
interventions at various stages – apart
from clotting factor concentrates –
could potentially be introduced to
prevent the debilitating effects of
haemophilic arthropathy.

-«i>iÀ\ÊÀÃÌÞÊ7ÌÌiiÀ]Ê*/]Ê* ]Ê
Physiotherapy Innovations & Best
*À>VÌViÊ À`>ÌÀÊvÀÊi>Ì Ê
-ViViÃÊ iÌÀiÊ>`ÊÌ iÊ7«i}Ê
Regional Health Authority, Winnipeg,
>>`>
UÊ /«VÊÎ\ÊÊÀi>ÊVViÀÊÊ*7
-«i>iÀ\Ê/
Session overview:
While proper nutrition involves more
than the food pyramid, patients with
bleeding disorders may have some
inherent concerns, even when diet
appears to be adequately managed.
This session will provide a better
understanding of the links between
nutrition, the coagulation system, and
patient well-being. These include
dietary deﬁciencies/concerns in the

Given the importance of the subject
of inhibitors to this ﬁeld at present, the
}ÀiÃÃÊ«À}À>ÊÜÊ >ÛiÊÌ ÀiiÊ>ÀÊ
talks on this subject. The focus of this
talk is to present the cellular aspects
of the immune response that has not
been very well understood so far. Using
this knowledge, the objective is to ﬁnd
innovative ways for immune tolerance
induction.
“With blood in the joint: What
happens next?”
Carl Blobel, MD, PhDSenior Scientist,
Hospital for Special Surgery, New York,
NY, USA.
This plenary will address how joint
bleeds could trigger joint disease, even
if the bleeds are too small to notice.
ÃÃiÌ>Þ]ÊL`ÊÊÌ iÊÌÊVÕ`Ê

With the advent of long-acting
factor concentrates, the haemophilia
community will need to develop a
new mindset regarding management
of haemophilia patients, particularly
the initiation and maintenance of
«À« Þ>ÝÃ°Ê Vi«ÌÃÊÌ >ÌÊ >ÛiÊ
been established with conventional
short-acting factor concentrate
«À« Þ>ÝÃÊi°}°ÊÜ >ÌÊVÃÌÌÕÌiÃÊvÕÊ
dose prophylaxis vs. escalating dose
«À« Þ>ÝÃÆÊÜ >ÌÊÌÀÕ} ÊiÛiÊÌÊÌ>À}iÌ®Ê
will all have to be revisited. Target
trough levels, frequency of infusions,
and the implications of these decisions
on cost will be discussed. The plenary
will also address the role, if any, shortacting concentrates will continue to
have in the management
of haemophilia patients.
See conﬁrmed key note speakers
and brief descriptions on conﬁrmed
plenary sessions - http://www.wfh.org/
congress/en/plenary-sessions-andspeakers and Multidisciplinary Sessions
and Speakers at http://www.wfh.org/
congress/en/speakers

MORE INFORMATION
For more information visit
www.wfh2014congress.org.
Don’t forget to register for the
Congress Newsletter via WFH at
https://www.wfh.org/en/sslpage.
aspx?pid=460&tab=1

>ÛÊiÃÌiÊÃÊ*ÀiÃ`iÌ]Ê>i« >ÊÕ`>ÌÊÕÃÌÀ>>Ê®

- >ÀÊ >ÀÃÊÃÊ ÝiVÕÌÛiÊ ÀiVÌÀ]Ê
Haemophilia Foundation Australia

FROM THE
PRESIDENT

SOCIAL
GATHERING
IN SOUTH
AUSTRALIA

In this publication you will read about
some of the collaborative work
Haemophilia Foundation Australia
®ÊÃÊ`}Ê>ÌÊÌ iÊiÌ°ÊÊ
MYABDR
HFA has made a major commitment to
Þ ,Ê>`ÊÊ>Ê«ÀÕ`ÊvÊÌ ÃÊÜÀ°Ê
It has grown from a proposal from the
Ê ÕVÊÊÓä££]ÊÜ iÊ`ii}>ÌiÃÊ
saw the value of developing a process
for recording clotting factor use so
that we can document the ongoing
requirements for clotting factor and
assist governments to plan for the
supply of the treatments we need. A
key objective for us is for tools like this
to enhance the partnership between
people with bleeding disorders and
their doctors. There are important
questions to consider and you will
read about how we are approaching
some of these in other articles in this
newsletter.
WORLD CONGRESS
You will also see we are pushing the
Õ«V}ÊÓä£{Ê7À`Ê }ÀiÃÃÊ
strongly. This is for very good
Ài>Ã°Ê/ iÊ }ÀiÃÃÊÃÊÌ iÊÃÌÊ
respected international meeting for
the bleeding disorders community. It
is more accessible next year to most
Australians with bleeding disorders
and their families and carers than it
will be at any other time - because
it is in Melbourne!
I can truly recommend that you
VÃ`iÀÊ>ÌÌi`}ÊÌ iÊ }ÀiÃÃ°Ê7iÊ
have some funding available to assist
you to do so. You will have no better
opportunity to ﬁnd out about what is
going on around the world in bleeding
disorders, new treatments, new
programs and emerging issues. I have
said before that it is an opportunity
of a lifetime, and this may sound
like a cliché, but it really is! World
}ÀiÃÃiÃÊ>ÀiÊÃ«À}ÊÊÃÊ>ÞÊ
ways. If you doubt this please speak
to anyone who has attended and let

them tell you about their experience.
It can change your whole view on the
world. We have made a special effort
to raise funds for this very purpose.
½ÌÊÃÃÊÌ iÊV >ViÊÊ>`ÊvÊÌ iÀiÊÃÊ
any way that HFA can help you get to
Ì iÊ }ÀiÃÃ]Ê«i>ÃiÊiÌÊÕÃÊÜ°ÊÊ
staff and volunteers are working closely
with World Federation of Hemophilia
and this work will intensify as the days
draw closer.
HFA COUNCIL RESTRUCTURE
We are also working on our governance
so that our organisation is in strong
shape to deal with the issues that
iiÀ}iÊÊÌ iÊvÕÌÕÀi°Ê"ÕÀÊ ÕVÊ >ÃÊ
recognised that we need to sharpen
up our decision-making capacity, have
sustainable governance processes
in place, and ensure that we are truly
representative of all people with
bleeding disorders.
We are reviewing the structure of
ÕVÊÌÊÃiiÊvÊÌ iÀiÊ>ÀiÊÜ>ÞÃÊÌÊ>iÊ
it more efﬁcient and agile and I hope we
will report our progress on this soon.
YOUTH PROGRAM
Another activity I am very pleased
about is that we have made great steps
with our work with young people over
the last 18 months.
The new youth web site,
www.factoredin.org.au, is a way for
young people to keep connected, and
I hope the leadership and mentoring
training that we have run in Perth and
Melbourne will form the basis of a
successful succession plan for HFA
into the future!
Please encourage any youth you
know to become involved. We will
also be encouraging young people
with bleeding disorders to attend the
}ÀiÃÃÊ>ÃÊÌÊÃÊ>Ê«iÀviVÌÊ««ÀÌÕÌÞÊ
for them to meet other young people
affected by a bleeding disorder from
around the world also.

Sharon Caris
It was great to meet people who
have been active in the South
Australian bleeding disorders
community over the years, and
to meet new families at the get
together hosted by Haemophilia
Õ`>ÌÊÕÃÌÀ>>Ê®ÊÊ
Adelaide on 9 August.
The annual meeting of the
Australian Haemophilia Nurses
ÀÕ«Ê ®Ê >`ÊLiiÊ i`Ê
earlier in the day. This had been
a particularly special meeting as
it was the 25th anniversary of the
group. It was ﬁtting that the very
ﬁrst meeting had been chaired
LÞÊ >ÜÊ/ À«ÊÜ ÊÜ>ÃÊ>ÊiÞÊ
player in the establishment of the
group and specialist haemophilia
nursing around the country.
>ÜÊÃÊÜiÊÜÊÌÊ>ÞÊ
people with haemophilia and
their families in South Australia
as she had looked after many of
them in her role as haemophilia
nurse at the Royal Adelaide
Ã«Ì>°Ê >ÜÊÜ>ÃÊÌ iÊ}ÕiÃÌÊ
speaker at the 25th Anniversary
meeting of AHNG and she had
been delighted to meet up
with many former colleagues.
>ÜÊ>ÃÊ>ÌÌi`i`ÊÌ iÊÃV>Ê
gathering on the Friday night and
met up with many others she had
known through HFSA and the
hospital.
SOUTH AUSTRALIAN
COMMUNITY MEETING
There were many faces of people
who had taken a leadership
role in the former HFSA over
the years, and everyone was
delighted to meet up with former
HFSA Patron,
>>
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Gavin Finkelstein
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ÀÊ Ê>`iÞÊ>`Ê ÃÊÜviÊÕ`Þ°Ê
ÀÊ>`iÞÊÃ«iÊvÀ>ÞÊvÊ
his connections with haemophilia
which stretch back to soon after his
medical training when he worked at
Oxford, UK at a haemophilia centre
iÃÌ>LÃ i`ÊLÞÊ ÀÊ,Ãi>ÀÞÊ }}Ã°Ê
This was to become one of the
leading haemophilia centres in
the world.
SA YOUNG PEOPLE
The three young South Australian
men, Ty, Matt and Griff who had
recently attended the HFA youth
leadership and mentoring training
program in Perth were at the get
together and spoke about their plan
to arrange some regular catch ups
for young people in South Australia.
They are each keen to develop
connections with other young men
and women affected by bleeding
disorders, including their siblings and
friends who are interested in catching
up with others in Adelaide from time
to time. So please feel free to contact
HFA and we will pass your contact
details on to them. HFA has been

working in different ways to make
it easier for young people to stay
connected with the development
of the youth website, Factoredin.
org.au, and a leadership and
mentoring program which has
provided training for young
men and women with bleeding
disorders around the country.
SA REPRESENTATION
HFA is committed to keep in
touch with different parts of the
community while there is no
legally incorporated haemophilia
foundation to ofﬁcially represent
people with bleeding disorders
in South Australia. We can
never know when an issue that
requires organised advocacy and
representation might arise. We all
hope the days of unsafe treatment
products are well and truly behind
us, and that we will have adequate
supplies of the most suitable
treatment products to meet the
needs of our community, and
the services they need to live as
independently as possible, but

we do need to stay on top of this.
This is not so easy if there is not
an ofﬁcial group which can come
together as a shared voice in
South Australia.
HFA has created an observer
«ÃÌÊÊÌ iÊÊ ÕVÊvÀÊ
feedback about South Australia
and Paul Bonner will attend the
Õ«V}Ê ÕVÊiiÌ}°Ê
Paul and Sharyn Wishart have
each represented HFSA over the
years. They are also the alternate
consumer representatives on
the Haemophilia Treatment
Network in South Australia which
includes government ofﬁcials and
haemophilia treatment centre
staff. It is important for people
with bleeding disorders to have a
voice locally and nationally.
Many people said they would
like us to organise another similar
social activity so that people can
keep in touch and HFA plans to
do this on an annual basis. So
make sure you keep in touch with
us so that we let you know!

LÊ*ÕÃÊÃÊÌ iÊ-iÀÊ V>Ê* ÞÃÌ iÀ>«ÃÌÊÊ>i« >Ê>ÌÊÌ iÊ,>`Ê->ÜiÀÃÊ>i« >Ê iÌÀiÊ
at the Alfred Hospital in Melbourne, Australia
>Ê`½9Õ}ÊÃÊÌ iÊ >Ì>Ê V>Êi>`ÊvÀÊ>i« >Ê* ÞÃÌ iÀ>«ÞÊÊ iÜÊ<i>>`°Ê>ÊÃÊ>ÃÊÌ iÊ
VÛViÊ«ÀiÃ`iÌÊvÊ* ÞÃÌ iÀ>«ÞÊ iÜÊ<i>>`°
ÕLÕÀÊVÌÞÀiÊÃÊÌ iÊ>i« >Ê* ÞÃÌ iÀ>«ÃÌÊ>ÌÊÌ iÊ7i½ÃÊEÊ `Ài½ÃÊÃ«Ì>]Ê`i>`i°
LÊ>`Ê>Ê>ÀiÊÌ iÊVV >ÀÃÊvÊÌ iÊÕÃÌÀ>> iÜÊ<i>>`Ê* ÞÃÌ iÀ>«ÞÊ>i« >ÊÀÕ«Ê <*®°Ê

THE DEBATE ON ICE
IN HAEMOPHILIA
N a t i on a l H a em op hi li a N o . 1 8 3, S ep t e m b e r 2 0 13

Abi Polus, Ian d’Young and Auburn McIntyre

6

PRICE PROTOCOL
P – protection
R – rest
I – ice
ÊqÊV«ÀiÃÃ
ÊqÊiiÛ>Ì

The application of ice is widely
used and recommended as part
of the immediate management
vÊ>ÊLii`Ê>ÃÊ«>ÀÌÊvÊÌ iÊ*, Ê
protocol. The beneﬁts of using ice
Ê >i>ÀÌ ÀÃiÃÊ>VÕÌiÊLii`}Ê
Ê>ÊÌ®ÊÊ >i« >Ê>ÀiÊÌ Õ} ÌÊ
to be a reduction of pain, swelling,
inﬂammation and bleeding1. As some
members of the bleeding disorders
community are aware, the use of ice
has recently been discussed in the
journal Haemophilia.

In 2012 a prominent group of
iÀV>Ê>`Ê >>`>Ê>ÕÌ ÀÃÊ
wrote a paper suggesting that
cooling with ice may prolong
bleeding and that its use should be
questioned. In a more recent edition
of the same journal, a different
group of authors have published
a counter argument, suggesting
that the conclusions made by the
authors of the 2012 paper may not be
appropriate.

to delayed haemostasis is irrelevant.
Rajamanickam and colleagues3 also
raise several other points:
UÊ / >ÌÊÌ iÊVV>Êvi>ÌÕÀiÃÊvÊ
an acute bleed are due to
inﬂammatory response to the
blood present in the joint, rather
than the continual leakage, and
that we need to consider the
effects that ice will have on
that inﬂammatory process as
it is likely that the bleed has
already stopped.
UÊ / >ÌÊÌ iÊiÌ `ÃÊÕÃi`ÊLÞÊ
Forsyth and colleagues to
draw their conclusions about
temperature may also be
incorrect – particularly relying on
conclusions from non-haemophilia
models - when the temperature
in a bleeding haemophilia joint
>ÞÊLiÊ`vviÀiÌÊ ÌÌiÀ®ÊÌ >ÊÊ>Ê
non-bleeding joint, which would
change the results of using ice.
UÊ / iÊii`ÊÌÊÌ>iÊÌÊ
consideration the actual
application of the ice through
plastic, cloth or a pack and the
length of time of the application.
UÊ ÊÃ>ÊÃÌÕ`ÞÊvÊÎäÊ >i« >Ê
patients showed very different
results: 100% of patients reported
a decrease in pain or swelling and
78.6% reported a decrease in their
factor usage after the use of ice.
Both papers stated that further
investigations were required to
determine how best to test whether
ice is effective.

It is important to remember
that just because the active
bleeding has been stopped, it
does not mean that the effects
of a bleed are not still present,
and felt. This has the ability to
damage joint and muscle tissue
as there will still be blood within
the joint which then has to reabsorb, and that this can last
days and even weeks. It should
also be noted that the sooner
the bleed is stopped with factor
replacement, the less physical
effects it has and the better the
overall outcome.

ANZPHG VIEW
The use of ice has been hotly
debated at two recent world
conferences and also within the
ÕÃÌÀ>>Ê>`Ê iÜÊ<i>>`Ê
Physiotherapy Haemophilia Group
 <*®°Ê/ iÊVÃiÃÕÃÊvÊÌ iÊ
 <*ÊÃÊÌ >ÌÊÌÀi>ÌiÌÃÊÃ Õ`Ê
be continually assessed and reviewed
so that the best care is delivered to
our patients. The Australia and New
<i>>`Ê* ÞÃÌ iÀ>«ÞÊ>i« >Ê
Group collectively endorse the article
by Rajamanickam et al2 regarding the
beneﬁts of the use of ice following
factor replacement therapy and very
strongly agree with both articles that
more research is necessary.
So please continue to use ice in the
way that you have been advised
to by your physiotherapist, but
we encourage you to talk to your
therapist and doctor about the
beneﬁts or if any ill effects are
experienced.

,  ,

-

£°ÊÊ`½9Õ}Ê°Ê V>ÀÞÊ>««V>ÌÊvÊ ÀÞ ÕvvÊÊ
severe haemophilia: qualitative questionnaire and
VV>Ê>Õ`Ì°Ê>i« >°ÊÓäänÊÕÆ£{{®\nÓÎÇÊ
Ó°Ê ÀÃÞÌ Ê]Ê<ÕÀ>Ê ]Ê6>iÌÊ]Ê,Û>À`Ê
 °Ê/ iÊivviVÌÊvÊV}ÊÊV>}Õ>ÌÊ>`Ê
haemostasis: should “Ice” be part of treatment
of acute haemarthrosis in haemophilia?
>i« >°ÊÓä£ÓÊ ÛÆ£nÈ®\n{Îxä°
Î°Ê ,>>>V>Ê]ÊV >iÊ,]Ê->«>Ì Ê6]ÊiÌÊ>°Ê
Should ice be used in the treatment of acute
haemarthrosis in haemophilia? [comment]
>i« >°ÊÓä£ÎÊÕÆ£{®\iÓÈÇn°Ê`\Ê£ä°££££É
>i°£Ó£ÈÎ°Ê «ÕLÊÓä£ÎÊ«ÀÊ£È°
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In the original article by Forsyth
and colleagues2, the authors stated
that some studies have shown that
cooling of blood or tissue with
ice can impair blood clotting and
therefore prolong bleeding. These
studies were drawn from the general
literature, that is, studies non-speciﬁc
to haemophilia.
The authors suggested that these
ﬁndings were applicable to people
with haemophilia and that the use of
ice in an acute bleed setting could
potentially make the bleed worse
by interfering with clotting and the
cessation of bleeding. This is not
backed up by any hard evidence or
experiments. There has been only
very limited scientiﬁc study, to date,
on people with haemophilia and
the effect that ice has on bleeds;
moreover, it is important to recognise
that patients invariably report positive
experiences when using ice following
a bleeding episode. The article
acknowledges that there IS evidence
to show that ice can help manage
pain in the acute bleed, but point
out, correctly, that there is limited
evidence that ice can stop bleeding
or swelling from haemoarthrosis or
improve the overall outcome. That
is not to say that it does or does not
have an effect, but more research
needs to be conducted to prove the
efﬁcacy of ice either way at this stage.
The more recent article by
Rajamanickam and colleagues3
addresses the ﬁrst article and
highlights various areas of concern,
stating that the authors of the ﬁrst
article had made errors in their
understanding of the information
and that it was “...inappropriate to
conclude that ice could be harmful
and therefore not used.”
The Rajamanickam group of authors
argue that once adequate factor
replacement is given the vascular
leak will seal; that is, the bleeding will
ÃÌ«°ÊÊÕÃÌÀ>>Ê>`Ê iÜÊ<i>>`Ê
most patients have access to early
factor replacement, either at home or
>i« >ÊÌÀi>ÌiÌÊViÌÀi°Ê ÛiÊ
for those patients who do not receive
any factor replacement for various
reasons the bleeding usually ceases
ÜÌ Ê£ÓÓ{Ê ÕÀÃ°Ê"ViÊÌ iÊi>>}iÊ
of blood out of the blood vessel has
stopped, which is usually soon after
factor has been administered, the
argument against the use of ice due
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MYABDR PROJECT UPDATE
7ÀÊÊÌ iÊÞ ,Ê«Àject is
progressing at a rapid pace.
COMMUNITY CONSULTATION
Obtaining feedback from potential
ÕÃiÀÃÊÌÊ i«ÊÌ>ÀÊÌ iÊiÜÊÞ ,Ê
app and web site has been an
important step in development.
ÕÀ}ÊÕÞÊ>`ÊÕ}ÕÃÌÊÓä£ÎÊÌ iÊ
Þ ,Ê*ÀiVÌÊ/i>ÊV`ÕVÌi`Ê
an online community survey, with
questions about how people currently
- and would like to - record their home
therapy, the devices they would use
to record, other similar systems they
might have used, their preferences
about possible options, and other
questions about functionality.
The community survey was promoted
widely and more than 80 people
from around Australia responded.
This has provided the development
team with some very valuable
information. Survey responses came
from a diverse group and covered a
range of home treatment experiences:
both haemophilia and von Willebrand
disorder; severe, moderate and
mild disorders; all age groups; and
sampling from states and territories
around Australia.
Survey responses highlighted what
would be important about the
Þ ,Ê>««Ê>`ÊÃiVÕÀiÊÜiLÊÃÌiÊ
for community members:
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UÊ “Ease of use and having accurate
information available to my doctors
and other trained staff”

8

WHAT IS MYABDR?
Þ ,ÊÃÊ>ÊV>LÀ>ÌÛiÊ«ÀiVÌÊ
between Haemophilia Foundation
ÕÃÌÀ>>Ê®]ÊÌ iÊÕÃÌÀ>>Ê
>i« >Ê iÌÀiÊ ÀiVÌÀÃ½Ê
"À}>Ã>ÌÊ "®Ê>`ÊÌ iÊ
>Ì>Ê `ÊÕÌ ÀÌÞÊ ®ÊÌÊ
develop an app for smartphones
and a secure web site for people
with bleeding disorders or parents/
caregivers to record bleeds and home
treatments. There will also be a paperbased recording system. This project
will also have considerable input from

UÊ º-iVÕÀÌÞÉVw`iÌ>ÌÞÉÃvÌÜ>ÀiÊ
stability and consistency”
UÊ ºÊÜÕ`ÊÕÃiÊ>ÃÊÊÜÕ`ÊiÊÌÊLiÊ
able to keep track of bleeds, what
happened & treatment and have
this information available to doctors
who treat my son.”
UÊ ºÜÊÕV Êi>ÃiÀÉµÕViÀÊÌÊÃÊ
than using paper!”
UÊ ºÊÌ Ê>Ê« iÊ>««ÊÜÕ`ÊLiÊ
brilliant, easy to access as always
have phone on me. And also easy
to pull up info on phone.”
UÊ º>iÊÃÕÀiÊÌ iÀiÊÃÊiÕ} ÊÃ«>ViÊ
to record any extra information or
comments.”
UÊ ºÃÊ}Ê>ÃÊÌ½ÃÊÕÃiÀÊvÀi`ÞÊvÀÊÓÊ
users, I would be very happy to
use. At the moment I am using a
self made spreadsheet and hand
recording everything.”
UÊ ºÊÜÕ`ÊÕÃiÊ>ÞÌ }ÊÌ >ÌÊÃÊ}}Ê
to help me record these treatments
in our busy lives.”
Our thanks to those who participated
in the survey for their thoughtful and
informative answers. Some took the
opportunity to offer to be involved
in further discussions and to test the
prototype. It was great to have such
an enthusiastic response. We are still
looking for volunteers who treat at
home to test the prototype, so if you
would be interested, please contact
-Õâ>iÊ"½ >>} >Ê>ÌÊÊÊ
socallaghan@haemophilia.org.au or
phone 1800 807 173.

the specialist haemophilia nurse, data
manager, physiotherapist and social
worker and counsellor groups.
The app and secure web site will link
directly to the Australian Bleeding
ÃÀ`iÀÃÊ,i}ÃÌÀÞÊ ,®ÊÊÌ ÃÊÃÊ
the system used nationally by
>i« >Ê iÌÀiÃÊvÀÊVV>Ê
V>ÀiÊvÊÌ iÀÊ«>ÌiÌÃ°Ê/ iÊ ,Ê
ÃÊÛiÀÃiiÊLÞÊÌ iÊ ,Ê-ÌiiÀ}Ê
ÌÌii]ÊÜ V ÊVÕ`iÃÊ "]Ê
NBA and HFA membership and
deals with issues such as privacy
and data accuracy.

A STAGED APPROACH
iÛi«iÌÊvÊÌ iÊÞ ,Ê>««Ê>`Ê
secure web site will need to proceed
carefully to make sure each function
works in a range of situations and
devices and to integrate it with the
iÝÃÌ}Ê ,ÊÕÃÌÀ>>Ê ii`}Ê
ÃÀ`iÀÃÊ,i}ÃÌÀÞ®ÊÃÞÃÌiÊÕÃi`ÊLÞÊ
>i« >Ê iÌÀiÃ°
V >iÊi}>À]ÊÞ ,Ê*ÀiVÌÊ
Manager at the National Blood
Authority, outlined the steps for
development:
º/ iÊwÀÃÌÊÀii>ÃiÊÜÊVViÌÀ>ÌiÊÊ
ensuring the important things are easy
to use and understand. This will include
things like recording treatments,
bleeds, product stocktaking and family
login switching.
Extensive consultation and testing will
be performed by patient and parent
volunteers and the specialist health
professional groups as part of this initial
release to make sure we have the basics
À} Ì°Ê"ViÊÌ iÀiÊÃÊVw`iViÊÊÌ >Ì]Ê
we’re really keen to turn our attention
to other high value enhancements that
can be delivered in future phases. The
potential capabilities for MyABDR are
very exciting but it will be a step-bystep approach to ensure we don’t lose
sight of what is practical for as many
people as possible.
Security and privacy capabilities are
being built in from the ground-up as
it was with the ABDR itself. There is
absolutely no compromise here. It
is taken very seriously by the whole
development team.”

WHAT’S THE POINT OF THE NEW
APP AND SECURE WEB SITE?
UÊ /Ê>iÊÌÊµÕVÊ>`Êi>ÃÞÊvÀÊ
people to record their bleeds or
treatments, stocktake and update
their contact details
UÊ >i« >Ê iÌÀiÃÊV>Êii«Ê
track of what is happening for their
patients to see if there are any
problems or treatment plans
need adjusting
UÊ >i« >Ê iÌÀiÃÊÜ½ÌÊii`ÊÌÊ
re-enter or upload patient diaries
ÌÊÌ iÊ ,

UÊ ÌÊÜÊv>VÌ>ÌiÊÌwV>ÌÃÊ>LÕÌÊ
product batches, so people will be
able to receive information about
products or recalls
UÊ i`iÌwi`ÊvÀ>ÌÊ>LÕÌÊ
the amount of product being
used can help the government to
stocktake and plan for purchase
of future supplies
UÊ / iÊ«i`Ê`i`iÌwi`Ê
information can be used nationally
by specialist clinicians and
researchers to see trends
and patterns for bleeds and

or injury occurs. MyABDR may also
provide valuable information to the
user about what may precipitate bleeds
and ways to avoid those situations or
prepare for them.”
-iÊ>i« >Ê iÌÀiÃÊ >ÛiÊ>Ài>`ÞÊ
been using similar systems developed
by pharmaceutical companies with their
patients and see the value of being
able to develop a national system
Ì >ÌÊÌi}À>ÌiÃÊÌÊÌ iÊ ,°Êi}>Ê
7>Ã ]Ê V>Ê ÕÀÃiÊ ÃÕÌ>ÌÊ>ÌÊ
Ì iÊ>i« >Ê iÌÀiÊ>ÌÊÌ iÊvÀi`Ê
hospital in Melbourne, is a representative
ÊÌ iÊ ,Ê1ÃiÀÊ,iviÀiViÊÀÕ«Ê
which is being consulted about how
ÌÊ`iÛi«ÊÌ iÊ ,ÊÃÞÃÌiÊÌÊ
>VV`>ÌiÊÞ ,°Ê
“At The Alfred we have been using a
similar system for some years now. It
actually makes clinical management
better and easier. We have information
about patients’ home treatments and
Lii`ÃÊÕV ÊÀiÊµÕVÞÊÜÊ>`ÊV>Ê
follow up with the patients if we see a
problem bleed starting to occur. Both
patients and Haemophilia Centres can
see overall trends. Our patients love
being able to look back over their
own treatments and bleeds and
understand what has been happening
and it is a very useful clinical tool for
haemophilia staff.”
FOUNDATION INVOLVEMENT
For the project to be a success, it has
been very important for community
members to participate in the
consultation and be involved in the
development. State and Territory
Foundation representatives have been
working hard to keep local members
informed about the project and
opportunities to participate, and have
circulated emails and newsletter articles.

treatments – very important
for improving treatment and
care in rare diseases like
bleeding disorders!
THE MYABDR APP AND SECURE
WEB SITE WILL BE:
UÊ Optional
U Secure
You will need to login on your
smartphone or computer with a
«iÀÃ>Ê«>ÃÃÜÀ`Ê>`ÊÌ iÊ ,
is protected with the highest level
of security

Shane Meotti from HFWA commented,
“we had almost immediate feedback
from a community member after we sent
out an email about the survey, saying
they had already done the survey and
were loving being consulted. It’s great to
see their enthusiasm.”
For HFA, there are a number of broader
issues to address as well. “This is all
about having strong and effective
partnerships, where there is respect for
Ì iÊÀ>}iÊvÊÀiµÕÀiiÌÃÊ>`Êii`Ã°Ê
For the community, for example, careful
management of individual privacy and
data security is paramount to bring
Vw`iViÊvÀÊ«i«iÊÜ ÊÜÊÕÃiÊ
MyABDR,”ÊÃ>`Ê- >ÀÊ >ÀÃ]ÊÊ
ÝiVÕÌÛiÊ ÀiVÌÀ°

MORE INFORMATION
For more information about
Ì iÊÞ ,Ê«ÀiVÌ\
UÊ 6ÃÌÊÌ iÊÊÜiLÊÃÌiÊ>ÌÊ
www.haemophilia.org.au/myabdr
UÊ "ÀÊVÌ>VÌÊ-Õâ>iÊ"½ >>} >Ê
at HFA on
socallaghan@haemophilia.org.au
or phone 1800 807 173.

UÊ Private
Identifying patient information will
ÞÊLiÊ>VViÃÃLiÊÊÌ iÊ ,Ê
LÞÊÞÕÀÊ>i« >Ê iÌÀiÊ>`Ê
specially selected NBA technical
support/helpdesk staff authorised
LÞÊÌ iÊ ,Ê-ÌiiÀ}Ê ÌÌiiÊ
for the purposes of supporting and
>Ì>}ÊÌ iÊ ,°
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HAEMOPHILIA CENTRES
7 iÊÌ iÊÞ ,Ê>««Ê>`ÊÜiLÊ
site are operational, they will enable
patients to add data about their bleeds
and home treatments directly to the
 ,°Ê/ iÊvÀ>ÌÊÜÊLiÊ>``i`Ê
to the patient record, but identiﬁed as
patient-entered data. For Haemophilia
iÌÀiÃ]ÊÌ ÃÊ«ÀiVÌÊÃÊ>ÊV >ViÊÌÊ
develop a clinical tool for both patients
and the health care professionals who
provide their care, with reports about
bleeds and treatments both can access
and discuss together. Haemophilia
health professionals are also very
involved in the discussions about how
ÌÊÌi}À>ÌiÊÞ ,ÊÜÌ ÊÌ iÊ ,Ê
ÃÞÃÌiÊÕÃi`Ê>ÌÊÌ iÊ>i« >Ê iÌÀiÊ
so that they can see at a glance who
has entered information and can keep
track of their bleeds and treatments.
/ ÀÕ} ÊÌ iÊÞ ,Ê«>ÌiÌ
entered records, the specialist
`VÌÀÃÊ>ÌÊ>i« >Ê iÌÀiÃÊÜÊ
have increased awareness of bleeds
occurring and how the bleeds respond
to treatment.
ÀÊ Ê,Üi]Ê ÀiVÌÀÊvÊÌ iÊ
+ÕiiÃ>`Ê>i« >Ê iÌÀi]ÊÃÊ
>ÀÊvÊÌ iÊ ,Ê-ÌiiÀ}Ê ÌÌiiÊ
Ü V ÊÛiÀÃiiÃÊÌ iÊÞ ,Ê«ÀiVÌ]Ê
and commented, “MyABDR will give
valuable data on the incidence of
bleeds and their sites – which will
provide a greater and prompt insight
into the response to treatment and
if treatment is failing. This may be
related to the development of an
inhibitor or a need to increase the
`ÃiÊÀÊvÀiµÕiVÞÊvÊ`ÃiÃÊvÀÊÀiÊ
Ã}wV>ÌÊLii`Ã°ÊÞ ,ÊÜÊLiÊ>Ê
valuable communication tool between
the person with haemophilia and the
health professionals in the Haemophilia
Centre – but, of course, should not
replace a phone call if a serious bleed
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À>iÊ ÕiÊÃÊ V>Ê ÕÀÃiÊ ÃÕÌ>ÌÊ>i>Ì}ÞÉ« iÀiÃÃ]Ê-Þ`iÞÊ

`Ài½ÃÊÃ«Ì>

ISTH 2013 – GETTING THE MOST
OUT OF A LARGE CONFERENCE
Grainne Dunne
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The International Society of
/ ÀLÃÃÊEÊ>iÃÌ>ÃÃÊ-/ÊÊ
ÜÜÜ°ÃÌ °À}®ÊÃÊ>ÊÌiÀ>Ì>]ÊÌÊ
for proﬁt, organization comprising of
the world’s greatest experts in the
‘yin and yang’ of haematology, i.e.
thrombosis and bleeding disorders.
While the ISTH conference can be
a little scientiﬁc in content, it offers
something for all clinicians. Like the
World Federation of Hemophilia
}ÀiÃÃ]Ê-/ÊÌÊÃÊ>ÊÛiÀÞÊ>À}iÊ
conference. This year ISTH had
7,500 delegates registered. In large
conferences such as this, your aim is
to soak up whatever you can and avail
of a great opportunity to network with
colleagues and friends – new and old.

10

For me, I concentrated on the
sessions which best suited my needs.
Although some of these were at times
challenging – and, believe me, jet lag
is never your friend in these sessions
- I tried to get the most out of these
sessions too.
IF THIS IS YOUR FIRST LARGE
CONFERENCE TO ATTEND?
UÊ ,iiLiÀÊÌÊÌ>iÊÌiÊÌÊ
meander your way through the
poster area as well as attend the
oral presentations.
UÊ 1ÃiÊÌ iÊ««ÀÌÕÌÞÊÌÊ
network with both national and
international colleagues/friends.

UÊ

½ÌÊvÀ}iÌÊÌÊÜ>`iÀÊÌ ÀÕ} Ê
the industry booths so you can
discover what’s new, what’s on the
horizon, what you’re not exposed
to in Australia and of course who
has the best coffee!!
UÊ /Ê}iÌÊÌ iÊLiÃÌÊÕÌÊvÊi>V Ê`>Þ½ÃÊ
program, you do need to do a
little homework ﬁrst. Scan through
what looks appealing on the
program. Read the abstracts for
what takes your attention. Mark
sessions of interest remembering
that you can also change your
mind later but you now have
an advantage by knowing the
competing sessions.
UÊ vÊÞÕÊ >ÛiÊVi>}ÕiÃÉvÀi`ÃÊ
at the conference, it sometimes
helps to check out what they’re
attending as you may have missed
something - plus it can be good
sometimes to share your thoughts
afterwards on what you both took
out of the presentation.
UÊ / iÀiÊÜÊvÊVÕÀÃiÊLiÊÃiÊ
presentations where your choice
of session fails your needs but
don’t be too disheartened. If you
can come home with three to four
good learning advancements,
messages or ideas which can
improve your practice and an
overall view of what’s ahead in
your area, then you have achieved
a good conference.

GENE THERAPY
Update on AVV-mediated gene
therapy for haemophilia B
Amit Nathwani, United Kingdom;
The highlight of the ISTH
presentations for me was the Gene
Therapy session.
Professor Tuddenham gave an
update on the UK/US gene therapy
team’s clinical trial results at the
World Federation of Hemophilia
}ÀiÃÃÊÊ*>ÀÃÊ>ÃÌÊÞi>À1. Nathwani
built on this by reporting on progress
since Paris.
In summary, the ultimate goal of
gene therapy in haemophilia is
for a one-off dose, or intravenous
infusion, to be sufﬁcient to increase
natural factor production in severe
haemophilia patients for life.
ÕÀÀiÌÞ]ÊÀiÃi>ÀV iÀÃÊ>ÀiÊÀiÊ
actively studying haemophilia B
v>VÌÀÊ8®Ê>ÃÊÌ ÃÊ}iiÊÃÊÃ>iÀÊ
Ì >Êv>VÌÀÊ6]Ê>`Ê iViÊi>ÃiÀÊÌÊ
work with. The increased production
vÊv>VÌÀÊ8ÊÌ >ÌÊÀiÃÕÌÃÊvÀÊ}iiÊ
therapy will be minimal; for example,
this trial is seeing 2 - 8% increases
ÊÌ iÊv>VÌÀÊ8ÊiÛiÊ>ÌÊÌ iÊiÌ°Ê
However, this increase is enough
to change the bleeding status of a
patient with ‘severe’ haemophilia to
that of ‘moderate’ or ‘mild’ and thus
no longer be dependent on regular
factor infusions.

-ViiÃÊvÀÊÌ iÊ-/Ê viÀiViÊÊÃÌiÀ`>]Ê
with a bicycle park for local commuters
* ÌÃ\ÊÀ>iÊ ÕiÊ

UÊ ÊÌ iÊ1]Ê ÀÊÌÊ >Ì Ü>½ÃÊ
team has injected close to 10
severe haemophilia B patients
with the Adenovirus-Associated
virus vector carrying the normal
v>VÌÀÊ8Ê}ii°Ê
UÊ / ÃÊÌ iÀ>«ÞÊ >ÃÊLiiÊÃÕVViÃÃvÕÊ
in changing the bleeding status
from severe haemophilia to
mild or moderate haemophilia,
reducing spontaneous bleeding
signiﬁcantly.
UÊ ÃÌÊvÊÌ iÃiÊ«>ÌiÌÃÊÊ}iÀÊ
need regular prophylactic factor
infusions but instead use on
demand factor should they sustain
an injury or in some cases prior to
high impact sport.
UÊ iiÊÌ iÀ>«ÞÊ >ÃÊÌÊÞÊ
improved the patients’ quality
of life but has also reduced the
high expenditure of such costly
haemophilia factor infusions.
A single intravenous injection of the
`iÛÀÕÃÃÃV>Ìi`ÊÛÀÕÃÊ6®Ê
ÛiVÌÀÊV>ÀÀÞ}ÊÌ iÊÀ>Êv>VÌÀÊ8Ê
gene is enough to work for years.
Some patients have been injected
10 years ago.
/ iÊ6ÊÃÊ>ÊÛiVÌÀÊÀÊ¼ÌÀ>Ã«ÀÌÊ
i`Õ½ÊÕÃi`ÊÌÊ}iÌÊÌ iÊ Ê
>ÌiÀ>ÊvÊv>VÌÀÊ8ÊÌÊÌ iÊViÃÊv

Ì iÊÛiÀ°ÊvÕÃ}Ê ÊvÊv>VÌÀÊ8Ê
alone into the patient’s blood stream
would be rapidly broken down so
a vector is essential to protect the
v>VÌÀÊ8Ê ÊÜ iÊÌÀ>Ã«ÀÌ}ÊÌÊÌÊ
the liver cells.
ÀiÊÀiViÌÞ]Ê ÀÊ >Ì Ü>½ÃÊÌi>Ê
has been able to improve their vector
by pseudo-typing the vector with an
6nÊV>«Ã`ÊÊÌ iÊÕÌÃ`iÊÃ iÊvÊ
Ì iÊÛiVÌÀ®ÊÌÊÀi`ÕViÊÜÊ«ÀiiÝÃÌ}Ê
immunity to the 6n in humans and
prevent it from damage.
UÊ {ÊiÜÊ«>ÌiÌÃÊÜiÀiÊÀiVÀÕÌi`Ê
onto their study using this new
improved vector in the past 12
months.
UÊ -ÌiÀ`ÃÊ>ÀiÊ}ÛiÊÌÊ«>ÌiÌÃÊvÊ
Ì iÀÊÛiÀÊÕVÌÊ/iÃÌÃÊ/Ã®Ê
increase.
UÊ "vÊÌ iÊ{ÊiÜÊ«>ÌiÌÃ]ÊÓÊ >ÛiÊ
required steroids.
UÊ } Ê`ÃiÊ}iiÊÌ iÀ>«ÞÊ«>ÌiÌÃÊ
who previously had severe
haemophilia B are all expressing
>ÌÊi>ÃÌÊx¯Êv>VÌÀÊ8ÊiÛiÃÊÜ°
ÀÊ >Ì Ü>½ÃÊÌi>ÊvÊÃViÌÃÌÃÊ
>ÀiÊ «}ÊÌÊ«iÊ>Êv>VÌÀÊ6Ê
 >i« >Ê®Ê}iiÊÌ iÀ>«ÞÊÌÀ>Ê
in 2 years’ time. They are currently
ÜÀ}ÊÊ>ÊÛiVÌÀÊvÀÊv>VÌÀÊ6°
When asked, how long before this
v>VÌÀÊ8Ê}iiÊÌ iÀ>«ÞÊVÕ`ÊLiÊ
available to the general market,
Nathwani’s reply was “Another 5
years perhaps”! We have been
waiting for this breakthrough for a

long time – it remains to be seen
whether his prediction is overly
optimistic or accurate!
Gene therapy for haemophilia:
state of the art
Thierry Vandendriessche, Belgium
À°Ê/ iÀÀÞÊ6>`i`ÀiÃÃV iÊvÜi`Ê
in this session to present on his work
in gene therapy.
/ÊÃÕ>ÀÃi]Ê6>`i`ÀiÃÃV iÊÃÊ
studying the possibility of improving
Ì iÊ6ÊÛiVÌÀÊÌÊ«À`ÕViÊ>Ê
greater gene expression and thus a
higher percentage of natural factor
production by the body. Studies
in mice have shown success by
«À`ÕV}ÊÕ«ÊÌÊ{ä¯Êv>VÌÀÊ8ÊiÛiÃ°Ê
This level is close to the normal levels
in a human. However, changing the
vector like this also increases the risk
of side effects.
While working to improve the vector
for increased gene expression,
6>`i`ÀiÃÃV i½ÃÊÌi>Ê>ÃÊ
discovered that their gene therapy in
mice can in fact induce a tolerance
ÌÊv>VÌÀÊ8Ê LÌÀÃtÊÜÊÛiÀÞÊ
interesting, if gene therapy may also
prove to be useful in the elimination
of haemophilia inhibitors. If it works
out, this will be a big breakthrough
in haemophilia inhibitors.
Time will tell!
,  ,
£°ÊÊ/Õ``i >]Ê °ÊiiÊÌ iÀ>«ÞÊvÀÊ >i« >Ê °Ê
>i« >ÊÓä£ÓÆ£nÃÕ««°Ê{®\£Î£Ç°
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Haemophilia genes were cloned
in the 1980s and a lot has evolved
ÃViÊÌ i°Ê>i« >Ê Êv>VÌÀÊ
8Ê`iwViVÞ®Ê >ÃÊ >`ÊÌ iÊ}Ài>ÌiÃÌÊ
success to date.
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7i`ÞÊ*ÕÃiÊÃÊ* ÞÃÌ iÀ>«ÃÌÊ>ÌÊÌ iÊ,Þ>Ê

`Ài½ÃÊÃ«Ì>ÊÊ ÀÃL>i

WFH MUSCULOSKELETAL
CONGRESS REPORT
Wendy Poulsen
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It was a wonderful opportunity to
attend the recent World Federation of
i« >Ê7®Ê£ÎÌ ÊÌiÀ>Ì>Ê
ÕÃVÕÃiiÌ>Ê }ÀiÃÃÊÓä£ÎÊvÀÊ
18-21 April this year. The meeting was
i`ÊÊÌ iÊºÜ`ÞÊVÌÞ»ÊvÊ V>}]Ê
Illinois. This is the ﬁrst time that
1-Ê >ÃÊ ÃÌi`Ê>Ê7Ê }ÀiÃÃ]Ê
and the tradition of communication
and collaboration continued
among the many orthopaedic
surgeons, rehabilitation specialists,
haematologists, scientists, and
other professionals from more than
50 countries, who specialize in the
treatment and management of
people with bleeding disorders.
A major computer crash of American
Airlines and savage thunderstorms
causing the closure of O’Hare airport
and huge ﬂooding certainly caused
some early glitches in the arrival of
presenters to the ﬁrst part of the
program - but it certainly didn’t
dampen the enthusiasm of participants.
There were over 360 participants in all,
with seven participants from Australia
>`Ê iÜÊ<i>>`ÊÌÊÀi«ÀiÃiÌÊº`ÜÊ
under”. A highly scientiﬁc meeting
was provided by the many presenters,
>`ÊÃÕ««iiÌi`ÊLÞÊ{nÊ«ÃÌiÀÊ
presentations.
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The following is a summary of some of
the talks which were relevant to me as
a Physiotherapist.
PROFESSIONAL DEVELOPMENT PHYSIOTHERAPY
Before the meeting started, there
was a physiotherapy meeting which
provided us with the opportunity of
connecting with our counterparts who
work worldwide. The ﬁrst part of the
session provided us with the Global
Physiotherapy initiative projects which
have been occurring for many years.

It would have been great to have
more information on the content of
the courses run; rather than just an
overview of where they had been.
I know that some of us have been
involved in sharing our knowledge
ÊÌ iÊ* ««iÃÊ>`Ê6iÌ>Ê>`Ê
it would have been good to have
some information on things that
work/don’t work, what makes a
successful visit; and how to go about
the follow-up process to make the
visit worthwhile. It seemed that some
of the projects worked well and
others were not nearly as successful.
However what they did say was that
ﬁnding a tailored solution for each
haemophilia treatment centre in this
implementation process – with an
adequate set up, communication,
and co-operation of haematologists
and physiotherapists - is still a
challenge. But when it works, people
with haemophilia worldwide will
beneﬁt, running towards optimal
functional capabilities and thus,
better quality of life.
TO REST OR NOT TO REST
Optimal and functional recovery after
each bleed is essential, and integral
to this is rest after each bleeding
episode. But how much rest is really
needed and what is optimal? because too much rest will decrease
muscle strength, decrease muscle
volume, shorten muscle length,
decrease bone density, and increase
the time of recovery.
Why is rest so important after a
bleed? This is to allow haemostasis
to occur and to unload the injured
tissues. But how long do we say to
say to rest after a bleed and what is
the scientiﬁc answer to this question?
And what is really rest? Resting a
joint or a muscle may comprise

immobilisation through casting,
splinting or bandaging and combine
this with the use of crutches both
partial weight bearing or non-weight
bearing. The most effective type will
be chosen by the Physiotherapist to
ensure safe transition back to activity
in the most suitable time frame
according to symptoms.
There appears to be no consensus
on how long to rest. We know it is
necessary but the science still can’t
answer deﬁnitively. The research
in the Netherlands has indicated
that the cartilage in a joint may be
susceptible to further damage after
a bleed for up to two weeks and
that one dose of factor does not
normalise healing, so we really need
to take each bleeding episode as an
individual case.
I know from my clinical experience
that our children are not resting
nearly enough after a bleed. Instead,
Ì iÀiÊÃÊ>Ê`ÃiÊvÊv>VÌÀÊ}ÛiÊÜ V Ê
ÃÊÃÕ««Ãi`ÊÌÊwÝÊiÛiÀÞÌ }®Ê>`Ê
consequently we are seeing children
with signiﬁcant joint damage.
RECOVERY FROM BLEEDS
We do know that bleeds deep in
the muscles take many weeks to
resolve even though full function is
reported. Approximately 20% of all
bleeding episodes in people with
haemophilia occur in the muscles,
and are more common in the lower
leg than the upper limb. A recent 12
month study of bleeding patterns
in children and adults with severe
haemophilia found that the order of
muscle bleeding frequency was the
forearm, thigh, lower leg, foot, hand,
back, groin, upper arm, buttock and
iliopsoas.1 Bleeds can be outside
the muscle, within the muscle and
between groups of muscles and can

WOUND HEALING
Professor Maureane Hoffman from
the USA presented an overview of
wound healing, and reminded us
that the normal phases of wound
healing - coagulation, inﬂammation,
migration and proliferation, and
remodelling - does not happen in the
haemophilia population. Studies in
the haemophilic mouse have shown
that there is a decrease in wound
healing and that wounds tend to
get larger and wound closure takes
}iÀ°Ê iÀÌ>ÞÊÌ ÃÊÃ Õ`Ê>iÊ
us think when we are dealing with
patients with wounds.
ICE VS NO ICE
The question of ice or not was raised
and presented as a lively debate. An
article had been published that said
we shouldn’t be using ice in acute
bleeding episodes.2 This challenged
our beliefs that ice is beneﬁcial to
control the excessive swelling and
pain which are latent signs in a
bleed. The article may have been a
little premature, even inappropriate.
There is some evidence from some
randomized clinical studies that
cooling can be beneﬁcial in the
management of injuries around
the joint.3Ê ÃÃiÌ>ÞÊÌÊivÌÊÃiÊ
unanswered questions, but what we
do know is that further clinical trials
of this modality need to be done
before we can make such sweeping
statements. And if you feel that
using ice in conjunction with factor
replacement is beneﬁcial to you
in reducing swelling and pain and

perhaps even decrease the amount
of factor used then continue to do
so until we have more accurate and
scientiﬁcally based information.
Q `ÌÀ½ÃÊÌi\ÊÌ ÃÊ`iL>ÌiÊ >ÃÊLiiÊ
discussed in more detail in the article
“The debate on ice in haemophilia”
in this issue of National Haemophilia.]
OSTEOPOROSIS
Osteoporosis is an underestimated
problem in individuals with
haemophilia. Repeated studies
have shown a correlation with
haemophilia and reduced bone
density and or osteoporosis,
compared with controls.
ÌÀLÕÌ}Êv>VÌÀÃÊÊÌ ÃÊ
population may include
decreased physical activity as a
child or adolescent, prolonged
immobilization, or even perhaps
Ì ÃiÊVÀL`ÌiÃÊVÕ`}Ê6Ê
>`Ê i«>ÌÌÃÊ °Ê«ÀÛi`ÊÃVÀii}Ê
for early detection in people with
haemophilia is needed.
JOINT REPLACEMENT
No MSK meeting would be the same
without the proliﬁc presentations
on joint replacement including total
knee replacement and total ankle
replacement. The only news on this
was that there seems be varying
results from centre to centre, knees
seem to have better outcomes than
ankles, and that they will continue to
challenge the orthopaedic surgeons.
CARTILAGE BREAKDOWN
ÊÛiÀÞÊÃViÌwVÊ«>«iÀÊ>ÊÌÌiÊÛiÀÊ
ÞÊ i>`t®Ê«ÀiÃiÌi`ÊvÀÊÌ iÊ
Netherlands looked at four biomarkers
for cartilage degradation. The
study investigates for the ﬁrst time
whether these biomarkers can sense
cartilage breakdown immediately
after a bleed. What they found in
haemophilia patients was that the
level of all four biomarkers were
elevated 3-5 days after a joint bleed.
The study demonstrated that joint
tissue damage biomarkers increase
after a single joint bleed, both in an
experimental and clinical setting. A
combined score could therefore be
used to detect cartilage breakdown
immediately after a joint bleed,
supporting early cartilage damage
after a single bleed. Let’s try to
prevent those bleeds from happening!

THE WFH RESEARCH AGENDA
A plenary session was presented
LÞÊ >Û`ÊVÀ>«ÊÊÌ iÊVÌÕi`Ê
support of the World Federation
vÊ>i« >Ê7®°Ê/ iÊ7Ê
has a longstanding history of
excellence in supporting the care
of people with haemophilia and
other inherited bleeding disorders
worldwide. This program of activities
has provided access to care in
many countries where treatment
has not been previously available.
Additional to global treatment
access, people with haemophilia have
seen incredible advances to further
improve diagnostic and therapeutic
approaches.
WFH has initiated a new program of
activity focused on the support of
research into clinical outcomes for
inherited bleeding disorders and this
ÃÊÃÕ««ÀÌi`ÊLÞÊiÜÊvÕ`}°Ê >Û`Ê
Lillicrap suggested that the keys
to research success were: that it is
useful, relevant and interesting; and
novel and feasible. I continue to be
encouraged by the constant research
that is being done in the area of
haemophilia.
The conference provided me with
an opportunity to catch up with old
friends and make new ones as we
all came together with a common
interest of caring for those with
bleeding disorders.
Melbourne will host the World
i« >Ê }ÀiÃÃÊiÝÌÊÞi>À°ÊÌÊÃÊ
the largest international conference
that is dedicated to haemophilia and
other inherited bleeding disorders
and captures a cohort of international
experience that cannot be missed.
Put those dates in your diary now and
do not miss the opportunity of this
international gathering!

,  ,

-

£°Ê -Ìi« iÃiÊ ]Ê/>ÌÊ, ]Ê À`iÊ ]ÊiÌÊ>°Ê
>}}Ê«>ÌÌiÀÃÊvÊLii`}ÊÊ«>ÌiÌÃÊ
with severe haemophilia A. Haemophilia. 2009
ÛÆ£xÈ®\£Ó£ä{°
Ó°Ê ÀÃÞÌ Ê]Ê<ÕÀ>Ê ]Ê6>iÌÊ]Ê,Û>À`Ê
 °Ê/ iÊivviVÌÊvÊV}ÊÊV>}Õ>ÌÊ>`Ê
haemostasis: should “Ice” be part of treatment
of acute haemarthrosis in haemophilia?
>i« >°ÊÓä£ÓÊ ÛÆ£nÈ®\n{Îxä°
Î°Ê i>iÞÊ ]ÊV Õ} Ê-]Ê>VÕiÞÊ °Ê/ iÊ
use of ice in the treatment of acute soft-tissue
injury: a systematic review of randomized
VÌÀi`ÊÌÀ>Ã°ÊÊÊ-«ÀÌÃÊi`°ÊÓää{Ê>
iLÆÎÓ£®\Óx£È£°
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go unnoticed for some time before
discomfort develops. They can be as
a result of direct blow or compression
force to the muscle, they can be
superﬁcial or deep contusions or a
muscle strain where the muscle ﬁbres
are over stretched or torn. For as
long as the haematoma is present,
there is an increased risk to re-bleed.
>}ÃÌVÊÕÌÀ>ÃÕ`ÊÀÊ,ÃÊÌÊ
conﬁrm presence and continued
resolution play an important role
in our decision-making to progress
rehabilitation and return to full
function. The consensus worldwide,
however is that there can be many
subtle changes when a bleed occurs
and that it is imperative to seek the
advice of a physiotherapist to ensure
full recovery.
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This article was originally published on the Hepatitis Australia web site, www.hepatitisaustralia.com,
on 27 July 2013 and is reprinted with permission.

HEPATITIS C TREATMENT THE FUTURE’S BRIGHT
These are promising times for
ÕÃÌÀ>>ÃÊÛ}ÊÜÌ Ê i«>ÌÌÃÊ °Ê
On 1st April 2013, innovative new
ÌÀi>ÌiÌÃÊvÀÊ i«>ÌÌÃÊ ÊÌÞ«iÊ£Ê
became available in Australia, and
more are expected to follow for all
strains as clinical trials continue over
the next few years.

WHAT TREATMENTS ARE
AVAILABLE NOW?
Treating hepatitis C type 1
An innovative treatment plan is now
available that combines weekly
interferon injections with daily
ribavirin tablets, and a course of daily
boceprevir or telaprevir tablets.

It’s the ﬁrst step towards achieving
an interferon-free treatment that will
Treatment plan with boceprevir
signiﬁcantly reduce the side-effects
UÊ «i}Þ>Ìi`ÊÌiÀviÀÊ>`ÊÀL>ÛÀÊ
vÊ i«>ÌÌÃÊ ÊÌÀi>ÌiÌ]ÊÜ iÊ>}Ê
ÞÊvÀÊÌ iÊwÀÃÌÊ{ÊÜiiÃ
the whole process much quicker,
UÊ «i}Þ>Ìi`ÊÌiÀviÀ]ÊÀL>ÛÀÊ>`Ê
simpler, more tolerable and far more
LVi«ÀiÛÀÊvÀÊÓ{ÊÌÊ{{ÊÜiiÃI
effective in curing all strains.
WHEN WILL INTERFERON-FREE
THERAPIES BE AVAILABLE?
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For now, interferon will remain an
essential part of treatment for all
ÃÌÀ>ÃÊvÊÌ iÊ i«>ÌÌÃÊ ÊÛÀÕÃ°Ê ÕÌÊ
there has never been a better time
to consider getting treated. You
can expect to see interferon-free
therapies for some strains in the
next three years, and by 2018 we
are hoping these treatments will be
available to all Australians living with
i«>ÌÌÃÊ °
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Over the last 12 months there have
been very exciting reports about new
hepatitis C treatments and clinical
trials. Some have had very high success
rates. Some have been interferonfree. But for Australians with bleeding
disorders and hepatitis C, what does
it all actually mean? There are many
questions:
UÊ ÀiÊÌ iÊiÜÊÌÀi>ÌiÌÃÊ
available in Australia yet?
UÊ vÊÌ iÊÌÀi>ÌiÌÃÊ>ÀiÊLi}ÊÃÌÕ`i`Ê
in a clinical trial, are people with
bleeding disorders eligible to
participate?
UÊ ÀiÊÌ iÊÌÀi>ÌiÌÃÊÃÕÌ>LiÊvÀÊ
someone with long-term infection?

Treatment plan with telaprevir
UÊ «i}Þ>Ìi`ÊÌiÀviÀ]ÊÀL>ÛÀÊ>`Ê
telaprevir for the ﬁrst 12 weeks
UÊ «i}Þ>Ìi`ÊÌiÀviÀÊ>`ÊÀL>ÛÀÊ
is continued for an additional
£ÓÊÌÊÎÈÊÜiiÃI

IÊ / iÊÌiÊÀiµÕÀi`ÊÌÊV«iÌiÊ
treatment will depend on your
treatment history and how well
you respond to treatment.

UÊ ÀÊÜ V Ê}iÌÞ«iÃÊÀÊÃÌÀ>ÃÊ
of hepatitis C are they effective?
UÊ 7 >ÌÊvÊÞÕÊ>Ài>`ÞÊ >ÛiÊÃ}ÃÊ
of liver disease?
UÊ 7 >ÌÊvÊÞÕÊ >ÛiÊ>Ài>`ÞÊ >`Ê
unsuccessful treatment?
UÊ 7 >ÌÊ>LÕÌÊÃ`iivviVÌÃ¶
UÊ 7 >ÌÊÃÊÌ iÊi}Ì ÊvÊÌÀi>ÌiÌ¶
This recent article from Hepatitis
Australia explains the hepatitis C
treatments that are currently
available and answers some of
these questions. It also gives a
realistic picture of what is on the
horizon with new treatments.

Treating hepatitis C type 2 and 3
For now, the treatment plan for
Australians living with types 2 and
3 remains the same as it has been
for many years. This involves a
combination of weekly pegylated
interferon injections and daily
ribavirin tablets over a period of
26 weeks.
WHAT ARE THE SIDE-EFFECTS
OF CURRENT TREATMENTS?
The side-effects from current
treatments, which include interferon,
can be off-putting when you’re
considering treatment. However,
it is important to remember that
everyone is different and side-effects
from treatments vary from person
to person.
Pegylated interferon and ribavirin
side-effects
Mild to severe mood disturbances;
anaemia; slow blood-clotting; fatigue;
ﬂu-like symptoms; dry skin, rash;
insomnia; decreased appetite; weight
loss and hair loss. Often, tolerance
of treatment reduces the longer the
treatment lasts.

If you are interested in hepatitis C
treatment, contact your hepatitis
or liver clinic or discuss it with your
Haemophilia Centre. Some clinical
trials have been open to people with
bleeding disorders – check with your
hepatitis or liver clinic to see what is
available or appropriate. And in any
case, make sure you have a regular
review with your hepatitis or liver clinic
so that you know your liver health
status – you may feel well, but you may
have had changes to your liver health,
and it is important to know where you
stand and what your options are.

Telaprevir side-effects
,>Ã iÃÊÜ V ÊV>ÊLiÊÃiÛiÀi®Ê>`Ê
anal pain/itch.
HOW CAN I MANAGE
THE SIDE-EFFECTS?
The earlier you seek advice from
your doctor to address side-effects,
Ì iÊLiÌÌiÀ°Ê >ÀÞÊÌiÀÛiÌÊ>`Ê
careful monitoring can often minimise
side-effects. In rare cases, treatment
is stopped to avoid progression
of signiﬁcant life-threatening sideeffects.
It’s also important to note that mixing
other medicines with hepatitis c
treatments can be dangerous. If
you need to take any additional
prescription or over-the-counter
medicines during your treatment,
including herbal remedies and
complementary medicines, you
should always check with your
specialist ﬁrst.
WHAT ARE MY CHANCES
OF RECOVERY?
The success of your treatment will
depend largely on your commitment
to taking your prescribed medicines
regularly, so be sure to follow your
doctor’s instructions consistently.
,iÃÕÌÃÊvÀÊVÕÀÀiÌÊ i«>ÌÌÃÊ Ê
treatment plans show an average 70%
to 80% success rate among patients.
However, there are some factors
which could inﬂuence your treatment
outcomes, for better or worse.
Ý>«iÃÊVÕ`i\ÊÊ
UÊ *i«iÊÊÌ iÊi>ÀÞÊÃÌ>}iÃÊvÊ
liver disease generally have higher
cure rates.
UÊ *i«iÊÜÌ Ê i«>ÌÌÃÊ ÊÌÞ«iÊ£Ê
ÜÌ Ê>Ê¼ ½ÊÀiÃÕÌÊvÀÊ>ÊÓn Ê
blood test are more likely to
achieve a cure.
UÊ *Àii«>ÕÃ>ÊÜiÊÌi`ÊÌÊ
respond better to treatment than
men or post-menopausal women.
UÊ *i«iÊÜÌ Êv>ÌÌÞÊÛiÀÊ`Ãi>Ãi]Ê
heavy alcohol consumption,
i«>ÌÌÃÊ ÊÀÊ6ÊVviVÌÊ
may have a reduced chance of
achieving a cure.

To gain a better understanding of
how well you’re likely to respond
to current treatments, make an
appointment with your doctor.
HOW IS RESPONSE TO
TREATMENT MONITORED?
Your response to treatment is
monitored by taking blood tests at
intervals to measure the amount of
virus present in your blood. What
your doctor will be looking for is a
-ÕÃÌ>i`Ê6À}V>Ê,iÃ«ÃiÊ-6,®Ê
– this means that the virus drops to
undetectable levels while you are
undergoing treatment and remains
undetectable six months after you
complete the treatment. In a word, it
means you’re cured.
WHAT IF TREATMENT
DOESN’T WORK FOR ME?
No response
In some people, treatment can fail to
reduce the virus signiﬁcantly within
the ﬁrst few months of treatment. If
this happens, your treatment will be
stopped.
Partial response
In others, the amount of virus does
drop, but never reaches undetectable
levels. If the virus remains higher than
recommended at key milestones,
your treatment will be stopped.
Relapse
In this instance, the initial response
is good. The virus drops to
undetectable levels while you are
on treatment, but the virus becomes
detectable again when tested six
months after completing treatment.
If your treatment doesn’t result in
a cure this time, remember there is
hope on the horizon as innovative
new treatments are made available
ÌÊÕÃÌÀ>>ÃÊÜÌ Ê i«>ÌÌÃÊ ÊÛiÀÊ
the next ﬁve years. So, be sure to stay
in touch with your doctor for regular
liver health checks and updates
on the release of new treatments
offering higher cure rates.
DO I NEED TREATMENT NOW,
OR CAN I AFFORD TO WAIT?
Although cure rates are the highest
they’ve ever been, it’s easy to
understand why you might prefer to

wait for new treatments with higher
cure rates and fewer side-effects.
However, waiting up to ﬁve years for
interferon-free treatment may pose
a risk for some people.
To ﬁnd out just how urgently you
need treatment, you should arrange
a comprehensive liver health
assessment with your doctor.
GET TESTED
A liver health assessment involves
a clinical examination and blood
tests. Increasingly, doctors are also
using ﬁbroscan tests to assess the
urgency for treatment. Similar to an
ultrasound, this quick, non-invasive
test measures the level of liver
scarring to determine the severity of
liver disease. However, it is not yet
available everywhere.
WHAT FACTORS INFLUENCE THE
URGENCY FOR TREATMENT?
It stands to reason that the more
signiﬁcant the liver scarring is, the
more urgent treatment becomes.
The speed of liver disease
progression is also a key factor. If you
>ÛiÊ >`Ê>Ê i«>ÌÌÃÊ ÊviVÌÊvÀÊ
over 20 years, or also have hepatitis B
ÀÊ6ÊviVÌÃ]ÊÞÕÊ>ÞÊiÝ«iÀiViÊ
a more rapid progression to
moderate or severe liver disease.
If you have moderate or severe
liver scarring, any decision to
delay treatment has to be carefully
balanced against the risks of putting
off treatment. If left for too long,
there is a chance that treatment
may no longer be a safe or effective
option.
If, following a comprehensive
assessment and discussion with
your doctor, you decide to delay
treatment, it’s vital that you have
a liver health assessment at least
once a year, preferably including a
ﬁbroscan.
WHAT’S DOES THE FUTURE
OF HEPATITIS C TREATMENT
LOOK LIKE?
/ iÊvÕÌÕÀiÊvÊ i«>ÌÌÃÊ ÊÌÀi>ÌiÌÊ
ÃÊ}ÊÛiÀÞÊLÀ} Ì°Ê V>ÊÌÀ>ÃÊ
are currently taking place all over
the world, testing combinations of
new drugs, some with pegylated
interferon and some without.
>>
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Boceprevir side-effects
>i>ÊÜ V ÊV>ÊLiÊÃiÛiÀi®Ê
and a change in taste.
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The ultimate goal is to make
interferon-free treatment available
to all Australians living with
i«>ÌÌÃÊ ÊLÞÊÓä£n°Ê ÕÌÊÛiÀÊÌ iÊ
next ﬁve years, you can certainly
expect to see:
UÊ ,i`ÕVÌÊÊÌ iÊV«iÝÌÞÊvÊ
treatment over time
UÊ ,i`ÕVÌÊÊÌÀi>ÌiÌÊÌiÃÊ
for those who respond well to
treatment
UÊ «ÀÛiiÌÊÊÌ iÊÌiÀ>LÌÞ
of treatment as antiviral
medicines with fewer sideeffects become available
UÊ VÀi>Ãi`ÊVÕÀiÊÀ>ÌiÃÊvÀÊ>Ê
ÌÞ«iÃÊvÊ i«>ÌÌÃÊ
UÊ ÌiÀviÀvÀiiÊÌÀi>ÌiÌÊvÀÊ
some people within three to
ﬁve years
Federal Government approval
may delay the release of new
drugs, however, Hepatitis
Australia will continue our work
to ensure Australians gain access
ÌÊÛ>ÌÛiÊiÜÊ i«>ÌÌÃÊ Ê
treatments as soon as possible.
To ﬁnd out what groundbreaking
`iÛi«iÌÃÊÊ i«>ÌÌÃÊ Ê
treatment will mean for you, your
treatment and your cure, make
an appointment with your doctor
to have your liver assessed and
discuss your treatment options.
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WORLD
HEPATITIS DAY
7À`Êi«>ÌÌÃÊ >ÞÊÜ>ÃÊ
celebrated globally on
28 July 2013.
The Australian theme in 2013
was “Learn to love your liver
Ê7À`Êi«>ÌÌÃÊ >Þ»Ê>`Ê
had a focus on maintaining or
improving your liver health. The
national campaign aimed to raise
awareness of liver health with the
general community and present
ÛÀ>Ê i«>ÌÌÃÊ Ê>`Ê ÊiÕÌÀ>ÞÊ
as health conditions linked to
liver health. The intention of this
is to normalise viral hepatitis and
reduce stigma.
Around Australia there was a
variety of awareness-raising events
>`Ê>VÌÛÌiÃ°Ê ÛiÌÃÊÀ>}i`Ê
from informative workshops and
education sessions to cooking
demonstrations, photographic
exhibitions, story-telling sessions,
information stalls and Love your
Liver lunches, picnics and bbqs.
As a Partner in the national World
i«>ÌÌÃÊ >ÞÊ >«>}]ÊÊ
worked with Hepatitis Australia
on the annual national awareness
campaign and is committed to
Ài`ÕV}Ê i«>ÌÌÃÊ ÊÃÌ}>Ê>`Ê
discrimination and improving
liver health in Australia. HFA and
State and Territory Foundations
published articles in their
newsletters and e-news, and
HFA put up a window display for
the people who pass by the ofﬁce
in High St.
Some State Foundations also
got into the spirit of the general
wellness message and had
morning teas with cupcakes
and forums on improving
your wellbeing

The HFA facebook page also became
a place to highlight local World
i«>ÌÌÃÊ >ÞÊiÛiÌÃÊ>`Ê>VÌÛÌiÃÊ
and remind community members
to spread the message in their
community about the importance
of liver health.
INTERESTED IN MORE
INFORMATION ABOUT
LIVER HEALTH?
UÊ 6ÃÌÊÌ iÊÛiÀÊ9ÕÀÊÛiÀÊÜiLÊÃÌiÊ
ÜÜÜ°ÛiÞÕÀÛiÀ°V°>Õ®
UÊ Ü>`Ê`iVÕÃÊÛiÀvÀi`ÞÊ
recipes from the web site
UÊ >ÌV ÊÕ«ÊÊÌ iÊ>ÌiÃÌÊÀiÃi>ÀV Ê
about liver health
UÊ />iÊÌ iÊÛiÀÊµÕâÊÊÌ iÊÜiLÊÃÌi°Ê
More information about World
i«>ÌÌÃÊ >ÞÊÃÊ>Û>>LiÊÊÌ iÊ
Hepatitis Australia web site –
www.hepatitisaustralia.com .

Kate Lenthen is Senior Social Worker at Sydney
`Ài½ÃÊÃ«Ì>]Ê iÜÊ-ÕÌ Ê7>iÃ

PARENT PEER
SUPPORT
Kate Lenthen

started off the formal part of the
morning with a presentation on what
the national and NSW Haemophilia
Foundations do. He explained
where the funding comes from; new
initiatives in the world of haemophilia;
and what supports families can
access. This information was really
helpful for all who attended. A
ÌÊ-Þ`iÞÊ `Ài½ÃÊÃ«Ì>Ê- ®ÊÊ
discussion opened up about the
Randwick, we treat approximately 80
upcoming annual family camp in
-100 children with bleeding disorders
November. Those who had attended
per year. However, despite this large
before were able to share their
number, it’s very rare for the patients
positive experience of camp for the
and families to meet each other. Most
families who had never been. And
are able to manage their care as
we also started to discuss next year’s
outpatients, coming to the day unit
World Federation of Hemophilia
and clinic at different times.
}ÀiÃÃÊÊiLÕÀi°Ê/ iÀiÊÜ>ÃÊ
/Ê`i>ÊÜÌ ÊÌ Ã]ÊÊÓääÈÊÌ iÊ V>Ê
lots of excitement and interest shown
ÕÀÃiÊ ÃÕÌ>Ì]ÊÀ>iÊ Õi]Ê
from the families, who were also
and I started a parents and carers
encouraged to look out for funding
support and psycho-educational
opportunities that may be available
}ÀÕ«ÊvÀÊÌ iÊv>iÃÊ>ÌÌi`}Ê- °Ê through HFA.
The group is attended by carers
«>ÀiÌÃÊ>`Ê}À>`«>ÀiÌÃ®Ê>`ÊÛiÀÊ / iÊiÝÌÊÃ«i>iÀÊÜ>ÃÊ ÀÊ>>Ê
Spaile, the dentist in the Hospital.
time, the members have reaped
The title of her presentation was
the beneﬁts of peer support and
º iÌ>ÊV>ÀiÊvÀÊ>Ê i>Ì ÞÊÕÌ »°Ê
ongoing education and information.
The message in this talk included
Speakers in the past have included: a
general dental care for all children,
geneticist; a psychologist; a dentist;
as well as extra information about
a university student living with severe
oral hygiene in the context of caring
haemophilia; and a representative
for a child with a bleeding disorder.
vÀÊ-Þ`iÞÊ6ÊqÊÕÃÌÊÌÊ>iÊ>ÊviÜ°
ÀÊ-«>iÊ«ÀÛ`i`ÊÌ«ÃÊÊ`iÌ>Ê
After an 18 month hiatus, our group
products that are available for oral
came together again in August this
health, and ways to reduce mouth
year. We had 10 members attend –
problems that would be more
including parents and grandparents.
problematic for people living with a
>ÀiÀÃÊV>iÊvÀÊ-Þ`iÞÊ>`ÊÀiÊ
bleeding disorder.
regional locations, and their children
>ÀiÀÃÊÜiÀiÊ>LiÊÌÊ«>ÀÌV«>ÌiÊ
were aged between 6 months and
and
ask questions throughout.
13 years old. All children had either
severe haemophilia A or B.
The informal aspect of the group
is the peer support. Parent peer
>Ê Ài`>ââÊÃÊLÌ Ê>Ê`>`ÊvÊiÊ
support is valuable and signiﬁcant
of our patients and the President of
in meeting the needs for many
>i« >ÊÕ`>ÌÊ -7°Ê >Ê

parents of newly diagnosed children
with haemophilia and those whose
children are approaching new
milestones and transition points in
their life. Parents report that sharing
daily experiences of caring for
the child with another parent who
understands reduces their sense of
isolation and increases their sense
of feeling understood. In our group,
carers are able to share experiences
of caring for their child; how they
administer intravenous clotting factor;
how they manage day-to-day life
and bleeds; explaining the diagnosis
to their children and teaching their
children how to self-administer their
own clotting factor. Because our
attendees care for children over a
broad age range, there are always
valuable contributions to be made.
Research studies have identiﬁed the
need to support a parent’s capacity
to cope with their child’s diagnosis
and lifelong treatment - and have
demonstrated that improving a
parent’s ability to cope can positively
impact on a child’s ability to cope.1
We received lots of positive feedback
from our August group, and we hope
to be able to continue to run these
groups for a long time to come.

,  ,
£°ÊÊ7>>`iÀ]Ê]Ê>`Ê6>À]Ê7°Ê-V>ÊÃÕ««ÀÌÊ>`Ê
adjustment in chronically ill and handicapped
V `Ài°ÊiÀV>ÊÕÀ>ÊvÊ ÕÌÞÊ
*ÃÞV }ÞÊ£nÆ£ÇÓ®\£nxÓä£°

N a t i on a l H a em op hi li a N o . 1 8 3, S ep t e m b e r 2 0 13

Living with a chronic illness can be
isolating both for the patients and
their parents and carers. This is
especially true for carers of young
children living with haemophilia. And
even more so for ﬁrst-time parents,
when their child is diagnosed shortly
after birth.
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>Ì>Ã >Ê VÊÃÊ>i« >ÊÕ`>ÌÊÕÃÌÀ>>Ê iÛi«iÌÊ>>}iÀ

FOOTBALL UMPIRING
AND HAEMOPHILIA
Bryan Sheehan in action. Photo: AFL

Bryan Sheehan, former AFL umpire, spoke with Natashia Coco
at HFA about growing up with haemophilia and umpiring.

and paid the price. However, I
always tried to be normal, even
Ì Õ} ÊÊiÜÊÊÜ>Ã½Ì°Ê6ÃÌÃÊÌÊÌ iÊ
Bryan: ÊÜ>ÃÊLÀÊÊ >`i}]Ê
>i« >Ê iÌÀiÊVÕ`i`ÊÌÌ Ê
6VÌÀ>]Ê>`ÊÛi`ÊÌ iÀiÊvÀÊ>ÊvÊÞÊ
extractions, bleeding into joints
childhood. I had three brothers and
one sister. I attended the local primary and on one occasion I was hit in the
eye with a tennis ball, which caused
and high schools and completed my
serious bleeding behind the eye.
6 ÊÞi>ÀÊ£Ó®ÊÊ£ÇÈ°
VÌÀÃÊ`iV`i`ÊÌÊÌÊ«iÀ>ÌiÊvÀÊ
We were a family that loved our sport,
fear of causing more bleeding, a
be it football, cricket, golf or watching
decision which proved to be a good
>ÞÊÌ iÀÊÃ«ÀÌ°ÊÕÊ>`Ê >`Ê>Ü>ÞÃÊ
one, as my eye healed naturally.
encouraged us to be active and be
I was always given cryoprecipitate
ÕÌÃ`iÊÀ>Ì iÀÊÌ >ÊÜ>ÌV }Ê/6°ÊÞÊ
>ÌÊÌ iÊ>i« >Ê iÌÀiÊÕÌÊÊ
three brothers all played competitive
sport - football, cricket and basketball had a reaction to it. I must say it
was a horrible feeling - I struggled
- which I found difﬁcult to cope with
to breathe, came out in a rash and
as I was not allowed to play because
just felt terrible. Mum was with me
of my haemophilia. Having said that,
when it happened and freaked out.
I did from time to time play the odd
VÌÀÃÊ>`ÊÕÀÃiÃÊV>iÊvÀÊ
school footy or cricket match, but
everywhere
and eventually settled
Mum never knew.
things down. It was very scary! Today
I was always frustrated at not being
Ê >ÛiÊÀiVL>ÌÊv>VÌÀÊ6°Ê
able to play, as I was reasonably good
I can recall one other hospital stay
at most sports. I was the only child
when I had four teeth out at the
who had haemophilia.
dental clinic and lost a lot of blood,
My mother came from a family of 9
so much that I collapsed at home
sisters and one brother. The girls were
and was rushed back to hospital
all carriers of the gene and later went
for a transfusion. I never did like the
on to have sons with haemophilia. Our
dentist chair!
families were always well known at the
Whenever I did have a bleed, I was
V>Ê>i« >Ê iÌÀi]Ê>ÃÊÜiÊ>Ê
forced to stay home from school, so
ended up there on many occasions
missed a few weeks, here and there,
after having bleeding episodes.
but generally didn’t miss too much
Natashia: How did haemophilia
school.
impact on you as a young boy?
Natashia: How did umpiring
Bryan: My childhood was pretty
come about?
normal, but was interspersed with
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Natashia: Tell us a bit about yourself
and your life growing up?
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ÛÃÌÃÊÌÊÌ iÊV>Ê>i« >Ê iÌÀi°ÊÊ Bryan: Given that I wasn’t allowed
I was always doing things I shouldn’t
to play contact sport, I started

participating in athletics and soon
LiV>iÊµÕÌiÊ}`Ê>ÌÊÌ°Ê ÛiÀÞÊ
Saturday I would run at Little Athletics
and raced mainly in the long distance
iÛiÌÃ°ÊÊ ÛiÌÕ>ÞÊÊ«À}ÀiÃÃi`ÊÌÊ
the Senior races, travelling around
the country in cross-country runs
and track events. I was introduced
to umpiring by my running coach,
who himself was involved in during
the winter months to supplement his
training. He said that it would help my
running, plus I would get paid as well,
which seemed like a good idea.
Êi`ÊÌ iÊ >`i}ÊÕÀÊ
Football League Umpires Association
and started off ofﬁciating in
the Under 11s on the boundary,
eventually progressing to the Under
16s as a ﬁeld umpire. It wasn’t long
before I was hooked on umpiring
and soon was setting my sights on
umpiring at a higher level. After
Ì ÀiiÊÞi>ÀÃÊ>ÌÊ >`i}]ÊÊÜ>ÃÊ
ÀiVi`i`ÊÌÊÌ iÊ6Ê >`iÌÊ
ÃµÕ>`Ê>`ÊÕ«Ài`Ê1`iÀÊ£ÃÊÊ£n{Ê
and 1985. I umpired the Under 19
À>`Ê>Ê>ÌÊÌ iÊ ÊÊ£nxÊ>`Ê
Ü>ÃÊiiÛ>Ìi`ÊÌÊÌ iÊ6Ê-iÀÊÃÌÊÊ
1986 and ofﬁciated in my ﬁrst Senior
game that year.
Natashia: Can you give any advice to
other young people with bleeding
disorders who aspire to play
competitive sport?
Bryan: I never would have imagined
that I would have been able to
make it to the top of my chosen
sport, especially given that I have
haemophilia. I certainly wouldn’t

AFL
HONOURS
BRYAN
SHEEHAN

have made it as footballer. My advice
to other people with haemophilia
is to look at other ways you can be
involved in sport and you never know
where it might take you. It could be
as an umpire at local, state or national
level. It could be as an ofﬁcial, maybe
one day going to the Olympics or
another international event. Or it just
might allow you to still be involved in
the sport in which you enjoy.
As much as I was very frustrated
at not being able to kick the footy
around with my mates, to this day all
of my mates are very proud at what
I have achieved as an umpire.
Natashia: What is your number one
tip to maintaining your health in a
competitive sporting environment?
Bryan: Like any athlete you need
to look after yourself. I knew my
limitations and tried to do everything
I could to ensure my body was in
good shape. I watched my diet and
did gym work to build up my muscles
to support my joints. There is no
doubt that the healthier I became the
iÃÃÊÊÛÃÌi`ÊÌ iÊ>i« >Ê iÌÀi°Ê
I also stopped doing those silly
things which could result in me
having a bleed.
Natashia: As you become older,
have you faced any other challenges
with your haemophilia?
Bryan: I have always tried to lead
a normal life. Apart from the odd
hospital visit, my life has been the
same as any other person. Having
haemophilia has not stopped me

from doing anything, be it at work
or at home. Obviously the older
I have got, the more I have made
responsible decisions about my
health and my life.
Natashia: Is there anything
you have learned about living
life from dealing with your
haemophilia?
Bryan: Haemophilia has taught
me that no matter what adversity
you face, you can overcome
anything if you put your mind to
it. Whilst I had some restrictions
in what I could and couldn’t
do, ultimately it didn’t stop me
from still being involved in the
sport I loved. I know there are
many other young boys with
>i« >Ê>`Ê}ÀÃÊvÀÊÌ >ÌÊ
>ÌÌiÀ®ÊÜ Ê >ÛiÊvÜi`ÊÞÊ
career and are now aspiring to
become AFL umpires, which
makes me feel that my life with
haemophilia has been a positive
and fulﬁlling experience.
I couldn’t have wished it to
be any different.

UMPIRING AND HAEMOPHILIA
For the bleeding disorders community,
Bryan has been a role model for
many years, and not only because of
his approach to umpiring. Bryan has
haemophilia. His decision to take up
AFL umpiring has inspired many young
people with bleeding disorders who are
passionate about football but need to
avoid the high impact injuries that are
a feature of this kind of sport.

-"1,
Ashley Browne. AFL Hall of Fame inductee 2013:
Bryan Sheehan, the whistle blower. Australian
ÌL>Êi>}Õi]Ê{ÊÕiÊÓä£Î°Ê
http://www.aﬂ.com.au/news/event-news/hall-offame/2013/bryan-sheehan>
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Bryan Sheehan in action. Photo: AFL

In 2013 Bryan Sheehan became the 13th
former umpire to be inducted into the
ÕÃÌÀ>>ÊÌL>Êi>}ÕiÊ®Ê>Ê
of Fame. This reﬂected an AFL umpiring
career that spanned 16 years from 1986
to 2003 and 363 games, including 37
ﬁnals and 6 grand ﬁnals.
Bryan was honoured by the AFL for the
high standard of his umpiring throughout
his career and his understanding of the
nuances of his role in ofﬁciating.
“The secret was to pay the blatant and
obvious stuff, have a good feel for the
game, and knowing when to intervene
and when not to was a key,” he said. “I
think I had a good relationship with the
players and understood the sorts of
pressures they were under on and off
the ground.”
Bryan also helped to introduce the
ÛiÊÊ£{ÊÌÊVÀi>ÃiÊÌ iÊÕLiÀÊvÊ
umpires on the ground from two to three.
“I was on the sub-committee and we
basically put the document together to
where it has evolved today. It certainly
prolonged my career, no doubt about
that,” he said. “If we hadn’t have gone
to three, I wouldn’t have lasted as long
as I did because of the speed of the
game. When there were two of us, we
were running about 21km a game,
which was quite taxing on the body.”
Bryan took up a role with the AFL as
a full-time umpires coach in 2012.
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YOUTH PROJECT UPDATE
Suzanne O’Callaghan

In August 2013 the HFA Youth
Leadership and Mentoring Program
began a new phase. Funding for the
project was drawing to a close and we
farewelled Kate Walton, HFA Youth
Project Ofﬁcer, as she set off for a new
position in another organisation. Kate
has achieved some great outcomes
with the Factored In web site and
Youth Leadership and Mentoring
training and we wish her all the best
in her next venture.
LEADERSHIP AND
MENTORING TRAINING
There were several steps to involve
young people in the Program. State
and Territory Foundations and health
professionals recommended young
people for the Program. Next the
HFA Youth Project Ofﬁcer spoke to
the young people individually. If they
wanted to be involved, the young
people were then invited to take
part in the HFA Leadership and
Mentoring training.

them to connect with like-minded
young people from around Australia
and build new friendships.
Part of the training was to ﬁnd practical
and realistic ways to deal with the
kinds of situations they might come
across. Older or more experienced
mentors from their community were
also involved in the training and
gave real-life examples of issues like
protecting your and the Foundation’s
reputation, managing boundaries,
organising events and working with
your Foundation. This made the training
information more relevant and made
links for future support.
Local Foundations were also very
involved and took the opportunity
to be available in the training or on
email to help the young people begin
organising informal “catch-ups” for
other young people in their own state
or territory.
WHAT THEY LEARNED
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The young people were surveyed 6
The HFA Youth Project Ofﬁcer led
weeks after the training to see how they
a training weekend in two venues,
were going. Most had already done a
Melbourne and Perth, during June 2013. lot of work to organise their catch-up.
Young people attended the venue that They had met with their Foundation
was the closest for them.
to organise funding and prepare the
event. They had worked with their
The aim was to learn more about their
Foundation and their Haemophilia
roles as leaders and mentors, increase
iÌÀiÊÌÊÃi`ÊÕÌÊÛÌ>ÌÃ°Ê
their peer support communication
skills, and work with their Foundation to The survey asked what they had learned
prepare a local ‘catch-up’ activity. This
since the training. Many had thought
work would continue with the support
more about speciﬁc skills and issues,
of the Foundation after the training.
such as communication, managing
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In all 18 young people attended
training in Melbourne and Perth. They
were attentive and enthusiastic and
commented on how much they enjoyed
themselves during the training. The
training took a light-hearted approach
to very serious subjects, so that the
young people had fun and got to know
each other while exploring new skills
and learning about their community,
their Foundation and the complexities
of taking on leadership and mentoring
roles in the bleeding disorders
community. It was an opportunity for

privacy and conﬁdentiality, not giving
medical advice and the importance
of building relationships. They had
discovered the challenges of organising
volunteer activities and ﬁtting this into
a busy personal life, with comments
such as “leadership requires really good
organisational skills, as [you] need to
liaise with many different parties to
ensure that the event will run smoothly.”
An HFA Youth Leadership and
Mentoring Training kit for Foundations
and other educators is available from
HFA.

WHAT’S NEXT?
The young people who attended
training will continue to work with their
Foundations to organise activities for
young people in their state or territory.
Some “catch-ups” have already been
held. Others are in the pipeline. This
is a time to try out different types of
events to see what works best and is
the most attractive. It’s when young
people connect face-to-face that they
get the most out of the support and
friendship they can give each other. We
hope that local communities can help
to support and promote catch-ups so
that young people can meet and get
to know each other.
/ iÊ>VÌÀi`ÊÊÜiLÊÃÌiÊÜÜÜ°
v>VÌÀi`°À}°>Õ®ÊÜÊVÌÕiÊ>ÃÊ>Ê
important place for young Australians
affected by bleeding disorders to
connect online and ﬁnd information.
Go to Factored In for:
UÊ *iÀÃ>ÊÃÌÀiÃÊÀÊÕ«>`ÊÞÕÀÊÜ®
UÊ +ÊEÊÊqÊ>ÃÊÌ iÊµÕiÃÌÃÊÞÕÊ
always wanted to know
UÊ ,i>`ÊvÀ>ÌÊÊLii`}Ê
disorders speciﬁcally for young
people
UÊ /Ê>iÊViÌÃÊÊÌ iÀÊ
people’s stories or questions
UÊ

>ÌV ÊÕ«ÊÊiÛiÌÃÊ>`Ê>VÌÛÌiÃÊ
for young people around Australia

WORLD CONGRESS
HFA also hopes to organise a meeting
>}Ã`iÊ7À`Ê }ÀiÃÃÊÊÓä£{Ê
for the young people who attended
training to get together and review
how they have been going in their
roles, what they have learned, what has
ÜÀi`Ê>`ÊÜ >ÌÊ >Ã½Ìt®Ê>`Ê`i>ÃÊ
on next steps. There may also be more
training for them and others.
Stay tuned for more!

>Ì >Ê>VÊÜÊ>Ê6ÃÊ>`Êi>`iÀÃ «ÊÜ>À`ÊÊÓä£Ó

A TUMULTUS
START TO A
WRITING CAREER
Nathan Mancini

Three years ago, I started a new
chapter in my life. With the last of
ÞÊ6 ÊiÝ>ÃÊÛiÀ]ÊÊÜ>ÃÊÞÊÕÃÌÊ
beginning to think of what was to
come next and so looking back
it seems quite ﬁtting that it was
about that time I discovered I have
haemophilia.
Other than a brief mention regarding
Ì iÊ/Ã>À½ÃÊÃÊÊiÊvÊÞÊ6 Ê
History Revolutions classes, I
had never really heard the word
haemophilia before and so began
to investigate. As it turned out, I was
quite fortunate in that my condition
was relatively mild so far as bleeding
disorders are concerned. There were
no great horror stories to prompt
my diagnosis. I had played sports all
my life and suffered my fair share of
injuries on the ﬁeld, but nothing had
ever made me suspect I was anyway
different. In fact, I only came to know
I have haemophilia after a relative
of mine had suffered an abnormally
long-lasting bruise in a game of
backyard cricket. Indeed, it was quite
a surprise to learn the genes in the
family, particularly when the person
to discover the condition was in his
sixties and like me had lived their life
completely unaware. I know that I
may have to take a few precautions
when I reach a grand age, but it is
not a daunting prospect. It’s not as
if I developed a more fragile body
all of a sudden because I found
out I have haemophilia; for me the
diagnosis simply gave me a clearer
understanding of my body’s strengths
and limitations.

As I mentioned, with almost perfect
timing in the chronology of my life’s
narrative, the discovery that I have
haemophilia also presented me with
an unexpected opportunity. After
scouring through the Haemophilia
Foundation’s web site one night
ÊV>iÊ>VÀÃÃÊÌ iÊ6ÃÊ>`Ê
Leadership Award, an award for
those with bleeding disorders to
help achieve their life goals. Being a
6 Ê}À>`Õ>ÌiÊÊÌ iÊÌiÀÊÌ ÃÊ
between school and university I
realised then that I was in the best
possible position to pursue my
dreams. Unburdened by study
and full-time employment, with
nothing but time and an overly
active imagination, I was inspired
to set out on the hugely ambitious
and probably naive task of writing a
science ﬁction novel.
Having always had a passion for
history, particularly ancient Rome,
I began penning the blueprints of
what would be Tumultus – a world
inspired by my favourite parts
of history. Being only seventeen
at the time, nothing could have
prepared me for the reality of such
an undertaking, but once started,
I knew I had to see it through. It is
only now, after three years of hard
work and painstaking editing, that I
can say proudly I am the author of a
90,000 word manuscript – Tumultus:
the ultimate spoils – the ﬁrst book of
my intended series. The novel follows
the story of an aspiring senator, who,
blessed with the arcane powers of a
forbidden technology, descends a
path that would name him traitor in
order to bring his country back to its
former glory.

iÃ«ÌiÊÌ iÊ`vwVÕÌiÃÊvÊÃÕV Ê
a challenge, it has been a very
rewarding experience and I am
particularly grateful to have been
provided the opportunity and
ÃÕ««ÀÌÊvÊÌ iÊ6ÃÊ>`Êi>`iÀÃ «Ê
Award from Haemophilia Foundation
Australia to pursue my dream. The
Award has so far helped fund the
professional assessment services of
Ì iÊ7ÀÌiÀÃÊ6VÌÀ>ÊViÌÀi]ÊÜ ÃiÊ
feedback gave me fresh eyes for the
ﬁnal edit along with a very positive
review of the work’s underlying
storyline and my writing standard.
Having ﬁnalised the manuscript
to publishing standard, I am now
beginning the long and arduous
process of submitting my work
to various publishing agencies. It
would be a dream come true to have
it taken up by a major publishing
house, but having worked so hard
for this dream, I am fully prepared
to self-publish if needed.
I must thank again Haemophilia
Foundation Australia for the
opportunity provided to me and
I cannot wait to be able to share
my work with a wider audience –
in whatever form it may end up
being.

/ iÊ6ÃÊ>`Êi>`iÀÃ «Ê
Awards are sponsored by Pﬁzer.

21

The young leaders and mentors who took part
in the HFA training talk about the highlights …

LEADERSHIP AND
MENTORING TRAINING
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13-19 October 2013
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WORLD HAEMOPHILIA DAY
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WFH 2014 WORLD CONGRESS
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Melbourne, Australia
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HFA is delighted to announce
that it has recently established
a Corporate Partnership with
Biogen Idec and we look forward
to our ongoing work together.

CORPORATE PARTNERS
Haemophilia Foundation
ÕÃÌÀ>>Ê®ÊÛ>ÕiÃÊÌ iÊ
individuals, philanthropic trusts
and corporations which have
made donations to education
activities and peer support
«À}À>ÃÊ>`Ê À«À>ÌiÊ
Partners that sponsor programs
to enable HFA to meet its
objectives of:
UÊ >`ÛV>VÞÊ>`ÊÀi«ÀiÃiÌ>ÌÊ
that improves access to
treatment and care for people
with bleeding disorders
UÊ i`ÕV>ÌÊ>`Ê«iiÀÊÃÕ««ÀÌÊ
activities that increase
independence and the
quality of lives of people
with bleeding disorders,
and their families
UÊ iVÕÀ>}}ÊVV>Ê
excellence in haemophilia
care, and promoting research.

IT’S EASY TO HOST A RED CAKE DAY
DURING HAEMOPHILIA AWARENESS WEEK
1. Register your event and order
promotional items online at
www.haemophilia.org.au/
redcakeday
Ó°Ê Ê Ü>`Ê>Ê ÃÌÊÌÊ
3. Invite family, friends, work
colleagues to your event.
You can use our invitation cards
{Ê°Ê >iÊ,i`Ê >iÃÊ>`Ê ÃÌÊÞÕÀÊ
event. We have a yummy Ruby
,i`Ê6iÛiÌÊ >iÊ,iV«iÊÊÌ i
host kit.
5 . Thank the people that came to
your day and donated. You can
download a thank you card
ÈÊ°Ê iVÌÊ>`ÊL>ÊÞÕÀÊvÕ`Ã

THERE ARE MANY THINGS
YOU CAN DO –
UÊ -iÌÊÕ«Ê>ÊÃÌ>`ÊÊÞÕÀÊÜÀ«>Vi]Ê
school, hospital or library
UÊ >`ÊÕÌÊ«ÀÌ>ÊÌiÃÊÊ
your local area
UÊ ÃÃÃÌÊÞÕÀÊV>Ê >i« >Ê
foundation during the week
UÊ "À}>ÃiÊ>ÊV>ÃÕ>ÊVÌ iÃÊ`>ÞÊ
at your workplace or school
UÊ "À}>ÃiÊ>ÊÕV i]ÊÃ>ÕÃ>}iÊ
sizzle or morning/afternoon tea.
Promotional items such as stickers,
tattoos, posters, and colouring-in
sheets are available.

FOR MORE INFORMATION
AND TO ORDER
PROMOTIONAL ITEMS:
UÊ 6ÃÌÊÌ iÊ,i`Ê >iÊ >ÞÊÜiLÃÌiÊ
at www.haemophilia.org.au/
redcakeday
UÊ "ÀÊV>Ê >Ì>Ã >Ê>ÌÊÊÊ
1800 807 173
UÊ "ÀÊi>Ê
donate@haemophilia.org.au.
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the editor, nor is any information intended to take the place of advice from a qualiﬁed medical practitioner or health professional.
Haemophilia Foundation Australia does not endorse or assure the products, programs or services featured in NATIONAL
 "*Ê>`Ê`iÃÊÌÊ>iÊÃ«iVwVÊÀiVi`>ÌÃÊvÀÊ>ÞÊ«À`ÕVÌÃ]Ê«À}À>ÃÊÀÊÃiÀÛViÃ°Ê7iÊÜiViÊÀi«À`ÕVÌÊ
vÊ>ÀÌViÃÊÀÊµÕÌ>ÌÃÊvÀÊ /" Ê "*ÊÊÌ iÊÕ`iÀÃÌ>`}ÊÌ >ÌÊ>VÜi`}iiÌÊÃÊ>`iÊvÊ /" Ê
 "*Ê>ÃÊÌ iÊÃÕÀVi°Ê>i« >ÊÕ`>ÌÊÕÃÌÀ>>Ê>VÜi`}iÃÊÌ iÊvÕ`}Ê>`Ê>ÃÃÃÌ>ViÊÀiViÛi`ÊvÀÊÌ iÊ
Üi>Ì Ê i«>ÀÌiÌÊvÊi>Ì Ê>`Ê}i}ÊÜ V Ê>iÃÊÌ ÃÊ«ÕLV>ÌÊ«ÃÃLi°

