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RED RUN CLASSIC
The Red Run Classic is a fundraising
run/walk for Haemophilia Foundation
Australia and Haemophilia
Foundation Queensland.
All funds raised from the event will be
shared by Haemophilia Foundation
Australia and Haemophilia
Foundation Queensland.
Join hundreds of other women, men,
teenagers and children to have fun
while raising money for a good
cause. If you are a serious competitor
make the Red Run Classic one of
your big events, or just come to walk
with your family and friends for a
great activity and fun.
Red Run Classic
Sunday 27 May 2007
Run, Jog or Walk
All Ages
5km Route
Meet and Finish at New Farm Park,
Brisbane
All adult entrants will receive a
free commemorative Red Run
Classic T-shirt.

Registration
Registration can be made online
www.haemophilia.org.au/events or
call HFA on 1800 807 173 for a
registration form.
Corporate Teams
Get a team of colleagues and enter
as a “Corporate Team” (up to four
people) and join hundreds of other
participants to have lots of fun as
you raise money for a good cause.
Sponsorship
Sponsorship opportunities are still
available - contact Natashia Coco on
03 9885 7800.
Further Information
For further information and to
download forms and information
visit www.haemophilia.org.au and
click on the Red Run Classic logo on
the home page.

Sunday,
27 May 2007
Meet and Finish
at New Farm
Park, Brisbane
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THE VISION AND
LEADERSHIP AWARDS
Haemophilia Foundation Australia is
pleased to announce the new Vision
and Leadership Awards established
to enable men and women affected
by haemophilia and related bleeding
disorders to achieve new goals.
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This opportunity has been made
possible by Wyeth which has made
funds available to HFA for the
Awards. HFA has absolute control
over the allocation of funds and
intends to make awards to
successful applicants each year.
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The Awards give people an
opportunity to undertake an
education activity or project to
enhance their personal development
or career or attend a conference, or
program to develop skills for
leadership and participation in the
bleeding disorders community.

Applicants are encouraged to consider
what would make a difference to their
life and seek assistance through this
award opportunity to achieve success
or reach a new goal or objective.
Wyeth has made $10,000 available
each year and up to five individual
awards of $2,000 each will be made
to successful applicants in either of
the following categories each year:
• Young men and women aged 1525 who have a bleeding disorder
or who are affected by bleeding
disorders
• Adults aged 26 yrs and over (men
or women) with a bleeding
disorder or who are affected by a
bleeding disorder

Application Timeframes
and Deadline
Applications must be received by HFA
by 30 May 2007. The guidelines and
application form may be downloaded
from the HFA web site
www.haemophilia.org.au or
freecall toHFA on 1800 807 173
for a hard copy.

AUSTRALIAN BLEEDING
DISORDER REGISTRY
REDEVELOPMENT PROJECT

Different versions of the ABDR have
been operating for more than 15
years since it was first funded by HFA.
The Australian Bleeding Disorder
Registry is a collection of data
sourced from 16 Haemophilia
Treatment Centres (HTC’s) in all
Australian States and Territories.
The ABDR is a quality assurance
activity undertaken by the Australian
Haemophilia Centre Directors’
Organisation (AHCDO) and it has
been funded by the National Blood
Authority since 2003.
The ABDR is mainly used to improve
clinical practice in the treatment of
people with haemophilia, von
Willebrand disorder and other
inherited bleeding disorders. In
addition, it provides stakeholders
with various reports and information
relating to the supply and
management of treatment products.
Confidentiality and privacy is one of
the highest priorities and the data
collection process has been developed
from the outset to ensure that
individual patients and their health
information are not identified. Patient
data collected at haemophilia centres
is de-identified and aggregated when
it is entered on the ABDR.

The redevelopment work is to
improve the ABDR to ensure more
complete data and increase
reporting capacity to meet individual
stakeholder needs. The plan is to
develop and implement a system
that provides clinical, treatment
product and demographic
information on people with bleeding
disorders. There is a need for more
consistent and timely data collection
and an increasing need for
information which can assist with
demand and supply planning to
ensure sufficient supplies of
treatment products are available to
the community.

The ABDR is mainly
used to improve clinical
practice in the treatment
of people with haemophilia,
von Willebrand disorder
and other inherited
bleeding disorders

HFA supports the redevelopment of
the ABDR and has worked with the
NBA and AHCDO to establish
objectives for the new registry.
The redevelopment project is
overseen by the ABDR
Redevelopment Steering
Committee which is chaired by Dr
John Rowell, Chairman of AHCDO.
HFA is represented on the Steering
Committee by Sharon Caris.
Elizabeth Arnold was appointed by
the NBA as the Project Officer and
she has consulted widely during
February and March, including with
representatives of several
State/Territory Haemophilia
Foundations around the country.
The design phase of the project
which involves compiling
information requirements and
options is expected to be
completed by 30 June 2007 before
the acquisition and implementation
phases which will commence in the
second half of the year.
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The National Blood Authority (NBA)
is funding and managing a project to
redevelop the Australian Bleeding
Disorder Registry (ABDR).
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SUPPLY OF
PLASMA DERIVED
FACTOR VIII

NEW AIRPORT
SECURITY FOR
INTERNATIONAL
TRAVELLERS

The following information was provided to HFA by the
National Blood Authority (NBA).

The Australian Government
introduced new security measures
which limits the amount of liquids,
aerosols and gels that can be taken
through the screening point for
people flying to and from Australia
from 31 March 2007.

As part of its routine supply
planning, the National Blood
Authority has identified the need to
implement strategies to meet fully
the demand for plasma derived
factor VIII in 2007. On current
projections of production and
demand, inventory stocks of
Biostate may be seriously depleted
by the second half of 2007.
The ARCBS is taking steps to
increase the size of the Biostate
donor pool and the effectiveness of
its collections. In addition, CSL is
seeking efficiency gains to increase
the yield of the Biostate production
process. While these measures may
have an impact in the medium term,
they may not be sufficient to address
the current shortfall between supply
and demand.
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Further to the measures previously
outlined to address the shortfall, the
NBA has established a non-binding
contingent standing offer with
Octapharma Australia Pty Ltd to
access supplies of Octanate should
stocking levels of Biostate become
critical. Octanate is a plasma
derived factor VIII product
manufactured in Europe and
registered by the Therapeutic
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Goods Administration for use in
Australia for treating Haemophilia A.
The NBA has consulted the
Australian Haemophilia Centre
Directors’ Organisation (AHCDO) on
the use of Octanate. In the event
that access to Octanate is required
because of an imminent shortage,
the NBA will work with AHCDO to
ensure the most effective use of
Octanate in the interests of
Australians with bleeding disorders.
In addition, AHCDO supports
voluntary measures to encourage
current Biostate users to move to
recombinant products if clinically
appropriate. As well, a Tolerisation
Advisory Committee has been
established by AHCDO to peer
review and provide advice on
tolerisation treatment strategies.
The measures outlined above will
ensure that there is an unrestricted
supply of plasma derived FVIII to meet
the needs of patients with minimum
disruption throughout 2007.
This information will be regularly
updated, however readers should
contact the NBA for further
information. For more information
about the NBA go to
www.nba.gov.au.

Prescription medicines and baby food
are exempt, however you must carry
appropriate documentation with you
when carrying your haemophilia
treatment products and equipment.
The new rules cover travellers taking
liquids, aerosols and gels on flights
into and out of Australia. All
containers with drinks, creams,
perfumes, sprays, gels, toothpaste
and similar substances should not
exceed 100ml each. All the
containers must be sealed in a
transparent, one-litre plastic bag.
You are only allowed one plastic bag.
When you get to the screening
point, you will have to surrender any
liquids, aerosols or gels greater than
100ml that you still have with you,
including duty free. The new rules
also introduce random frisk searches
as part of the screening process.
There are special arrangements for
duty free goods and you should visit
the web site for these details.
For more details visit:
www.dotars.gov.au/transport/securit
y/aviation/LAG/index.aspx or email
lags@dotars.gov.au or contact the
liquids, aerosols and gels hotline on
1300 791 581 during business hours.

Megan Walsh is Clinical Nurse Specialist at the Ronald Sawers Haemophilia Centre, The Alfred Hospital, Melbourne. She is
co-chair of the Australian Haemophilia Nurses’ Group.

TRAVEL TIPS
Megan Walsh

Here are a few tips to help make
your travel a success.

INTERSTATE TRAVEL
It is a good idea if you intend to travel
interstate to let your centre know. It
may be helpful to you if your treatment
centre staff advise the centre in the
state where you will be travelling, just
in case you run into problems.
Take your treatment product with
you. Product is distributed differently
in different states. Most haemophilia
centres would require you to present
to the centre for any product to be
issued to you, even if you wanted to
top up your prophylaxis stock.
Always carry your emergency
treatment card issued by your centre
which states what type of bleeding
disorder you have and which product
you are treated with.
As some of the smaller haemophilia
centres have different hours of
operation, it is a good idea to check
in advance with the centre in the
state where you are travelling so you
know when health professionals are
available and how to access
treatment, if you need assistance.
For example, you should check
whether you would need to go directly
to the haemophilia centre, or to a
day treatment area or the emergency
department of the hospital.
Carry sufficient amounts of your
treatment product with you for your

stay. This is particularly important if
you have changed to one of the newer
products as some haemophilia centres
may not stock the full range of products,
or carry the full range of vial sizes.
Ask your centre to provide a letter
stating you must carry your product
on board the plane in the cabin
section and that you will also be
carrying needles and syringes. It is
also recommended that you carry a
medical treatment letter stating the
product you are treated with and
recommended doses for
emergencies, especially if you are
traveling in more remote places.
Carry your product in a travelling
cooler bag. Even though the newer
products can be stored at room
temperature, once they are taken out
of 2-8° C their expiry dates drop to
between 3-6 months depending on
which product you use. Always
ensure you use the remaining
product first when you return home.

OVERSEAS TRAVEL
Planning is critical! But make sure you
give your centre plenty of notice,
especially if you are planning to be
away for a long time. There is quite a
bit of work to be done to organise
this part of your trip.
Telephone the consulate of the
country where you will be travelling
to and check they have no special
requirements, in terms of the product
you are carrying, or taking needles
and syringes into the country you are
visiting or travelling with any strong
type pain killers. For example, you
will require permits to take stronger
pain killers into some countries, such
as Thailand, and some countries will
require you to have specific

documentation to take your
treatment product into their country.
Remember you will also need to take
into account that you may encounter
special requirements when stopping
over on the way to your main
destination.
The National Blood Authority
currently allows haemophilia centres
to provide treatment product to
patients for travel overseas for up to
six months. Longer trips require
negotiation with the National Blood
Authority. Do not assume all
products can be supplied in large
quantities.
It is strongly recommended that you
take some treatment product with
you on your trip. For example, even
if you have mild haemophilia and do
not think you are likely to need
treatment while you are away, you
should carry one or two doses as the
country you are in may not have any
supplies of recombinant treatment
product. At least you would then
have enough with you to give
yourself 12-24 hours’ cover to get to
a country where you can access
adequate medical treatment. It is
important to note that your
treatment product may not be
available in the country in which you
are travelling. There may be a range
of different plasma derived and
>>
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Travel, whether it is for business or
pleasure, has become a part of our
lives. For people with bleeding
disorders recombinant treatment
products have made things easier,
especially with the newer, smaller,
and more concentrated dose vials.
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recombinant factor products
available.
Current Australian suppliers of
recombinant factors VIII and IX have
advised they can deliver product to
patients to some selected overseas
locations, however they can only
deliver to a haemophilia centre and
you may bear some cost when you
present at an overseas centre to pick
up the product. You may also receive
the local product under this
arrangement so while it will be the
same product it may be labelled
differently or it may have a slightly
different reconstitution device for
example. You must give plenty of
notice for this option and you will
still need to carry some product with
you in any case.
Treatment product must be carried on
board the plane in the cabin section
with you in a cooler bag. The National
Blood Authority has indicated that
product which is lost or damaged will
not be replaced other than in very
exceptional circumstances. Your
product will not be replaced if it has
been lost or damaged in checked
luggage or where it has not been
looked after properly.
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Some airlines have a medical
allowance to carry a quantity of
medication on board the aircraft, so
it is a good idea to ring around to
check their requirements, especially
if you will be carrying six months
worth of product with you. Your
treatment product must be carried in
a cooler bag with ice bricks or gel
packs (which you can also use if you
have a bleed).
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You must have travel/medical
insurance and your cover should
allow a medical evacuation in case of
emergency if you are travelling to
countries where medical care is of an
inferior or inadequate standard. Even
if you have access to product overseas
we recommend that everyone
should carry some product, even if
only enough for an emergency dose
to cover you until you can get to
appropriate medical care.
The Australian Government has
reciprocal healthcare arrangements
with several countries, including UK,
Republic of Ireland, Malta, Italy,
Norway, Sweden, Finland, the
Netherlands and New Zealand and
Australian travellers will be treated
free of charge in these countries for

emergencies. See
www.medicareaustralia.gov.au for
further information about access to
health care in these countries,
especially if you have other medical
requirements in addition to your
bleeding disorder.

haemophilia centre for their
recommendations. If you have HIV
always check with your infectious
diseases specialist as to what
vaccinations are recommended and
note there are some vaccinations
you will need to be careful with.

The Australian Department of
Transport and Regional Services
(DOTARS) implemented new
aviation security requirements for
carry-on baggage at international
airports in March 2007, including
new rules for taking liquids, aerosols
and gels (see web site
www.dotars.gov.au). Medical
products and devices are exempt,
however you must carry appropriate
documentation. It is essential that
you carry letters describing your
product, the active ingredients, its
presentation and how many vials you
are carrying. The letters must state
that the product is for your personal
use and that the vials must not be
opened when they are being
checked by security officials. The
product must be carried in its
original packaging and you should
declare the product at security
points and customs.

If you do not usually make up your
product, you should learn how to
reconstitute it before you leave home!
This can be helpful especially in places
where the medical staff are unfamiliar
with your treatment product.

It is worth considering having all your
documentation letters translated if
you are travelling to non English
speaking countries.
If you are going on cruise ships or
booking budget type
accommodation you should check
whether you will have a refrigerator
in your room to store your product
and make arrangements for a
refrigerator to be provided in your
room. This will be particularly critical
if you are visiting tropical countries.
If you are travelling with plasma
products produced in Australia (such
as plasma derived factor VIII
Biostate® or plasma derived factor IX
MonoFIX®) you will require an export
permit to take the product out of the
country. Your centre will help you to
arrange this with the ARCBS and to
ensure you have appropriate
documents from the Therapeutic
Goods Administration if required
(see web site www.tga.gov.au).
Immunisations are necessary for
some destinations and you should
check well ahead of time with your
doctor. Usually these need to be
administered subcutaneously,
however you should check with your

If you are travelling to places with
limited access to safe health care it is
a good idea if a partner or your
travelling companion learns to
access your veins and give your
treatment in case of emergency.
If you cannot access your own veins
and you are on regular treatment
you will have to contact overseas
treatment centres to investigate
whether you can access such
treatment assistance and whether
there will be costs for this. Be aware
that your travel insurance may not
cover this. For details of
haemophilia treatment centres
around the world see the WFH
Passport at www.wfh.org, ask at your
haemophilia centre or contact
Haemophilia Foundation Australia
on freecall 1800 807 173.
Always take a bit more product than
you think you will need, even if you
have not had a bleed for years and
remember you will probably be
more active than you normally are
when travelling, especially as you
may be dragging heavy cases and
lifting things onto an ever increasing
number of airport screening belts!
We have had patients who have
been bumped by a taxi, grazed by
an out of control motorbike, walked
into a towball on safari or tripped
and fallen under a rickshaw and seen
many shoulder bleeds from heavy
cases. Accidents do happen and you
should be well prepared.
Remember, if you return home with
treatment product always use this
product first.
And………… last of all, have a
great holiday!

Suzanne O’Callaghan is HFA Policy Officer.

WHAT HAS HFA
BEEN DOING ABOUT
HEPATITIS C?
Suzanne O’Callaghan
Haemophilia Foundation Australia (HFA) has been working to better understand the needs of people with bleeding
disorders affected by hepatitis C and to find ways to deal with those needs. This has involved several steps of
consultation with State/Territory Haemophilia Foundations, people affected by hepatitis C and their families and
carers, health professionals and the research community.

• People with bleeding disorders
affected by hepatitis C
• Australian Haemophilia Centre
Directors’ Organisation &
Australian Bleeding Disorder
Registry
• Medical specialists in hepatitis C
and HIV/hepatitis B co-infection
• Hepatitis clinic co-ordinators
/clinical nurse consultants
• Australia/New Zealand
Haemophilia Social Workers’ and
Counsellors’ Group; Australian &
NZ Physiotherapy Haemophilia
Group; Australian Haemophilia
Nurses’ Group
• Hepatitis Australia (formerly
Australian Hepatitis Council)
• Social researchers specialising in
hepatitis C (Australian Research
Centre in Sex, Health & Society)
HFA has consulted with a range of
different organisations and
individuals to get an overview of the
issues and a sense of the work that
needs to be done.
Focus groups for people with
bleeding disorders affected by
hepatitis C and separate focus
groups for their partners and families
have been held in several locations
around the country so we can hear
from them in depth about their

needs relating to hepatitis C. The
focus groups have been held in
collaboration with the local
Haemophilia Foundations and the
Haemophilia Social Worker/
Counsellor, who undertook intensive
work to organise and support these
groups. HFA appreciates their efforts
and is grateful to the participants
who gave generously of their time to
talk about their personal experiences
and their thoughts on what would
best help others in their situation.
HFA also met with the local
Haemophilia Foundations to discuss
issues around hepatitis C from a statewide perspective and look at a national
strategy. This has resulted in a list of
priorities and work has already begun
to deal with some of these. For
example, HFA has now developed an
information booklet on hepatitis C for
people with bleeding disorders and is
making it widely available to update as
many people as possible on current
information and important things to
consider. We are investigating access
to hepatitis C treatment and
monitoring around Australia. HFA is
also planning the most effective way to
deal with other issues that were raised.

NEW HEPATITIS C SECTION
ON HFA WEB SITE –
www.haemophilia.org.au
Using the Internet to get information
about hepatitis C is a preference for
many people with bleeding disorders
and health professionals working in
the area. This means people can
access up-to-date information from
home or the office at a time that suits
them and can read it in privacy if they
wish. Many young people prefer to

read health information on the
Internet rather than have print
brochures posted to them.
As part of HFA’s hepatitis C project
work to respond to the needs of
people with bleeding disorders, the
HFA web site now has a hepatitis C
section which includes links to up-todate and relevant resources for
Australians with bleeding disorders.
There is also an outline of HFA’s
current work on hepatitis C and a
page on hepatitis C resources
relevant to Australians with bleeding
disorders and hepatitis C. The page
links directly to the resources so that
you can read online or pint copies
from the Internet.
As HFA develops more information
about hepatitis C, this will be added
to the web site, so keep your eye on
this section.

INFORMATION BOOKLET ON
HEPATITIS C AND BLEEDING
DISORDERS
A new booklet: Hepatitis C:
information for people with bleeding
disorders, No. 1 (Feb 2007) can now
be downloaded and printed from
the HFA web site and is available in
print from State/Territory
Haemophilia Foundations and
Haemophilia Centres around the
country. A copy has been inserted in
this issue of National Haemophilia.
More copies of the booklet can be
obtained from the HFA office –
freecall 1800 807 173 or email
>>
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The HFA Hepatitis C Advisory Group
was established in November 2006
with nominated representatives from:
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hfaust@haemophilia.org.au.
The booklet was developed after
consultation and discussion with
people with clinical expertise in
hepatitis C and bleeding disorders,
the HFA Hepatitis C Advisory Group
and community representatives.
Further information and/or printed
publications will be released as they
are developed.

HEP C AUSTRALASIA –
www.hepcaustralasia.org
Who do you talk to about hepatitis
C at 3am? Or if you want to share
experiences with someone who has
hepatitis C? Or talk about being on
treatment with someone else who
has had hep C treatment or is
currently having treatment?
Hep C Australasia is an Australian
Internet peer support forum for
people affected by hepatitis C,
their family and their friends. It is
an Australian-based service which
welcomes overseas members, but
whose primary focus is on people in
Australia and New Zealand who are
affected by hepatitis. Although it is
supported by the Hepatitis C Council
of NSW, it is self monitoring and
members do not need to be a member
of a Hepatitis C Council to join.
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This forum is an opportunity to chat
online at any time of the day or read
discussion threads about particular
topics and reply if you want to have
your say as well. You will need to
register the first time you use the
forum. You can give yourself a
nickname if you would prefer to be
anonymous but you will have to give
your real email address. If you are
concerned about giving your email
address, create a special email
address for this purpose on one
of the free email providers, such as
Yahoo. Internet forums like these
can be a great way to share
experiences and you can make it
as private or open as you want.
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The following article was published in “The Hep C Review”, Edition 54,
September 2006, the journal of Hepatitis C Council of NSW. The article was
abridged from the website www.reachout.com.au and offers an approach for
the management of depression and/or anxiety. For more information about
cognitive therapy or other ways of addressing depression or anxiety talk to
your family doctor or a health professional at your haemophilia centre.

MINDING YOUR
OWN BUSINESS
What is Cognitive Behavioural
Therapy?
Cognitive behavioural therapy is a
counselling technique that is used by
many clinical psychologists,
psychiatrists and counsellors. Some
therapists will specialise in this form
of therapy while others will use some
of the techniques to help you work
through particular difficulties. The
therapy is based around helping you
understand, manage and change
your thoughts (cognition) and
actions (behaviour). This form of
therapy has been shown to be very
effective for a whole range of things
but is particularly effective if you
have depression or anxiety.

Cognitive behavioural therapy will
help you to look at situations from
another angle by reviewing how you
managed certain events and
situations in your life. Together with
a therapist you look at events in your
life and talk about all the possible
interpretations of those events.
Through this process, negative or
unhelpful thoughts are identified
along with the possible helpful
interpretations of a situation.
Through this process you learn how
to replace negative thinking patterns
with more positive ones. This helps
you to feel better about yourself,
your relationships, and life in
general.

Why is cognitive behavioural
therapy effective for depression
and anxiety?

2. Cognitive behavioural therapy
helps to focus on the positive
things!

Depression has a strong effect on
the way people think. For example,
in situations which could end
positively or negatively, people who
experience depression are more
likely to think it will end negatively. In
part, cognitive behavioural therapy
will help replace negative thoughts
for positive ones and also reinforce
positive actions.

If you are experiencing depression it
is likely that you will not be doing
many of the things that you used to
enjoy. This can turn into a cycle
where doing less fun stuff results in
you feeling sadder which in turn
makes you feel less like doing
something fun. In this situation it is
important that someone supports
and helps motivate you. Using
cognitive behaviour therapy
techniques a therapist can work with
you to gradually increase the fun
stuff in your life and reinforce the
positive steps that you are taking.

How does cognitive behavioural
therapy work?
Cognitive behavioural therapy works
in three ways:
1. It helps you identify and change
negative thinking associated with
depressed feelings.
If you are depressed you may feel
hopeless, a lack of energy, empty
and/or anxious. These feelings make
it difficult to think positively about
yourself, your relationships with
other people and life in general.

3. Cognitive behavioural therapy
helps to manage your problems.
Managing problems is part of everyday
life but it can feel overwhelming when
you have depression. Cognitive
behavioural therapy will help give you
strategies for managing problems,
both small and large, so they don’t get
on top of you.

EMERGENCY
CARDS FOR
AUSTRALIANS
WITH BLEEDING
DISORDERS
What is likely to happen when I
visit a therapist who practices
cognitive behavioural therapy?
Usually, cognitive behavioural
therapy is structured so that you
have regular sessions with the
therapist. How often will depend on
a number of factors but it will usually
be weekly at the start and become
less often over time. Many therapists
will also agree with you to come for
a set length of time. For example
you may see them weekly for eight
weeks and then see how you go.
Reviewing progress is often an
important part of the process. The
sessions may vary in length but are
usually an hour long. It is not
uncommon for the therapist to also
give you some tasks that you do
between sessions.
The first time that you see your
psychologist/counselllor talk to them
about what the best arrangement
is for you.

As part of their work to improve timely access to treatment and care
for their patients, the Australian Haemophilia Nurses’ Group (AHNG)
has developed an Emergency Card which people with bleeding
disorders can carry in the event they require treatment at a location
where they are not well known, or in the event of an emergency.
The new card is to harmonise the various cards that have been in
use around the country over the years, and to ensure the most
appropriate information is contained on them. The Emergency Card
project undertaken by AHNG means patients who have used similar
cards in the past can now update them and review the information
contained on them.
The process to generate the new Emergency Cards results from
extensive liaison and consultation between AHNG and the Australian
Haemophilia Centre Directors’ Organisation which manages the
Australian Bleeding Disorder Registry to ensure that accurate and
consistent information is recorded on the cards in the interests of
the patients who are carrying them.
HFA has supported the project by funding the supply of l
aminators at seven haemophilia centres throughout Australia where
they were needed.
If you carry an Emergency Card you are encouraged to take it to your
haemophilia centre for update, or to renew it with the new version.

Finding out more

For more information about
cognitive behavioural therapy
you can talk to your doctor
or counsellor.
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When having counselling it is
important to know that different
therapists will help you work through
difficulties using different approaches
and techniques. No one approach
works better than all the others
in all circumstances and it is
important that you find a therapist
who you trust and is qualified
to help you.
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Nicola Hamilton is Clinical Specialist Physiotherapist at Princess Margaret
Hospital for Children, Perth. She is a co-chair of the Australian & New
Zealand Physiotherapy Haemophilia Group.

A PHYSIOTHERAPIST’S
EXPERIENCE OF TEACHING
HEALTH PROFESSIONALS
ABOUT BLEEDING
DISORDERS
Nicola Hamilton
Things have certainly changed since
I went through university 11 years
ago. In our physiotherapy course we
were taught the word ‘haemophilia’
and that it was a bleeding disorder.
There was no mention of the types
A or B, the categories severe,
moderate and mild, and as for Von
Willebrand – well until I took up my
role as the haemophilia physiotherapist
at Princess Margaret Hospital three
years ago, he could have been a
German Count for all I knew!

National Haemophilia No. 157, March 2007

Thankfully here in the West ‘times
they are a changing’. This is mainly
due to the creators of the curriculum
for the physiotherapy students
studying at Notre Dame University
(NDU).
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As a member of the physiotherapy
staff at Princess Margaret Hospital in
Perth we were approached by the
staff at NDU to be part of the
teaching team for the second and
third year physiotherapy students in
2005 and 2006. Our role was to
present the paediatric part of their
curriculum and lecture in our clinical
specialty. This was a great
opportunity not only to teach the
students great topics, but it also
allowed us, as clinical specialists, to
present what we are passionate
about when it comes to the clinical
care of our patients.
I presented on rheumatology and
arthritis in the young and
haemophilia. Yes, you read it right

folks, a whole hour of lecturing on
the topic; educating young prephysiotherapy minds on not only
what haemophilia and von
Willebrand are, but the importance
of the physiotherapist’s role in the
care of these very special clients!
My lecture contained the relevant
information that I felt a graduate
physiotherapist should know. The
information included:
• descriptions of haemophilia and
von Willebrand disorder
• signs and symptoms of a bleed
• the pathophysiology of a bleed
and the implications of recurrent
bleeds on the joints, joint care,
target joints
• the aims of physiotherapy
management in an acute bleed –
minimising swelling, pain relief,
restoration of joint range of motion,
stability and muscle function
• being able to recognise a chronic
arthropathy and how to help treat it
• the importance of sports –
benefits, risks, choice of sport,
the importance of warm up,
stretching and cool down with
regard to joint and muscle
protection
• the importance of ongoing
musculoskeletal assessment in
helping people with haemophilia
maintain healthy joints
This work had two positive outcomes
for me. It allowed me the
opportunity to research the subject
much more thoroughly and give

myself a greater understanding of
haemophilia, both as a condition to
be treated and a condition to live
with. Secondly by lecturing you gain
experience in presenting to groups
of people which can always be nerve
racking for the inexperienced.
Importantly it also gave me the
opportunity to empower a group of
future clinicians, who may well have
otherwise completed their
undergraduate education with little
more than the correct spelling of
haemophilia, to recognise, treat and
have a better overall understanding
of the impact and implications of
bleeds, target joints, sport and
recreational education in people
with bleeding disorders.
In preparation for this article I
obtained some feedback from two
of the NDU students who attended
the presentations. Each is now
qualified and both valued the
education component in their course
and had retained some of the
knowledge to take into their working
life. I am pleased that I have been
able to assist more physiotherapists
in Western Australia to know much
more than how to spell haemophilia
and that Erik Adolf von Willebrand
was a Finnish paediatrician and not a
German Count.

AUSTRALIAN
HAEMOPHILIA CENTRE
DIRECTORS’
ORGANISATION

(AHCDO)
BACKGROUND
The Australian Haemophilia Centre
Director’s Organisation (AHCDO) is
a not for profit organisation
incorporated in Victoria in January
2001 under the Associations
Incorporation Act and is funded by
the National Blood Authority. It
operates as a national member
organisation of the medical directors
of Haemophilia Treatment Centres
around Australia from its office in
Glen Iris. Before 2001, AHCDO
members met as the Medical
Advisory Panel (MAP) of
Haemophilia Foundation Australia
(HFA) and was funded by HFA.
AHCDO’s objectives are:
• to advance care and treatment of
people with haemophilia in
Australia;
• to advance the education of the
medical profession and the broad
range of health professionals
associated with people with
haemophilia in the knowledge of
haemophilia and its treatment;
• to promote haemophilia
research, and to disseminate the
results of such research;

UPDATE ON AHCDO
ACTIVITIES
Vicky Mrowinski
Vicky Mrowinski is part- time Project
Officer at AHCDO and she is also
employed part-time by the
Australian Society of Thrombosis and
Haemostasis, working from the Glen
Iris office shared by both
organisations.
AHCDO has also been busy over the
last few months negotiating
contracts with the National Blood
Authority (NBA) and participating in
the redevelopment of the Australian
Bleeding Disorders Registry (ABDR).
The registry, which is fiscally
managed by AHCDO, will be
redesigned to provide a more user
friendly environment for those
inputting data and retrieving
information on people with bleeding
disorders. A further development in
relation to the ABDR is the recent
inclusion of NSW data, and funding
for a NSW data manager. These
developments are certainly a step in
the right direction in order to
provide a consistent and high level
of service to the bleeding disorders
community around Australia.

AUSTRALIA
DAY AWARD
Fred Wensing, long time President
of Haemophilia Foundation ACT and
an Executive member of
Haemophilia Foundation Australia
Council was acknowledged by his
employer for his services to the
haemophilia community at Australia
Day Awards presented by the
Australian Bureau of Statistics in
Canberra on 25 January 2007.
The medal and certificate were
presented to Fred by the Acting
Australian Statistician, Susan Linacre.
In her presentation Ms Linacre noted
…” Fred was a founding member of
Haemophilia Foundation ACT, which
commenced as a local support group
in 1983. He has been an active
member of the local management
committee of the Foundation since
its inception (23 years), serving as its
President for 10 of those years. In
that time, he has represented the
interests of the ACT haemophilia
community at local and national
levels and has also been a member
of the Council of Haemophilia
Foundation Australia (representing
the ACT) for 7 years, and 5 of them
as the national Treasurer."

AHCDO has also produced
publications and guidelines relevant
to the bleeding disorders
community, which can be viewed at
www.ahcdo.org.au.

Above Susan Linacre presenting Fred with his
medal and certificate
Below L-R Chris, Maria and Fred Wensing
& Joe Guarnieri
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• to liaise with, and provide
information and advice to
Haemophilia Foundation
Australia, Federal, State and
Territory Governments, and other
such bodies involved in the
welfare of people with
haemophilia in Australia.
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The following information was written by Sharon Hawkins, haemophilia
counsellor at Royal Perth Hospital, to provide information to haemophilia
community members who may be subject to review of their eligibility for
Centrelink payments for Disability Support Pension and Carers Allowance.

CENTRELINK REVIEWS
Sharon Hawkins
Ongoing eligibility for Disability
Support Pension may be subject to
reviews, known as service update
contacts, which can cover both
medical and non-medical eligibility.
Likewise, for Carers Allowance, the
person being cared for will generally
be reviewed every two years. This
review can cover both medical and
circumstance eligibility to determine
if there has been any change in the
caring situation www.centrelink.gov.au.
A review of eligibility for these
payments can be unsettling. The
following tips are provided to help
people better manage the review
process.
• Keep photocopies of any forms or
documents you submit to
Centrelink. Keeping records can
allow you to refer back to previous
forms to ensure you are consistent
with your answers.
• Answer the questions in the
context of your ability on an
average/poor day. Highlight the
level of disability experienced or
the care required during a
bleeding episode. Also highlight
that, while bleeding is episodic, it
can last a number of days and
osteoarthritis can create an
ongoing and constant need for
assistance.
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• Highlight the results of untreated
bleeds and long term effects of
joint damage as well as other
issues such as depression, anxiety,
disrupted sleep and fatigue.
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• Highlight the complexity of the
combination of multiple conditions
you may have.
• Make an appointment to see your
treating doctor to complete the
Treating Doctor’s Report (TDR)
and go through each question
with your doctor so the doctor
understands your level of

ability/disability and the level of
care you require. Rather than
asking the doctor to complete the
TDR without you present, due to a
time limitation, it may be necessary
to book a longer consultation so
you and your doctor can go
through each of the questions one
by one.
• Instead of sending your forms in,
you can make an appointment with
Centrelink to lodge the forms in
person and discuss your review.
• Prior to interview, prepare some
notes about your ability to
complete daily routines, your
energy level, previous treatment
regimes you may have been on
and the side effects and other
medications you are on, together
with details of all your health issues
over the previous twelve months.
• Ask someone to go with you to
Centrelink if you are feeling at all
anxious about the process as the
person may be able to remind you
of things you might forget to
mention.
• Think of yourself as an educator –
Centrelink staff may not have any
specialist knowledge about
inherited bleeding disorders, HIV or
hepatitis C.
• If your application fails, ask the
Centrelink officer if you can have a
review of the decision.
• You may be able to get assistance
with your application from your
haemophilia counsellor or from a
social worker at Centrelink.
Remember you have rights as well as
responsibilities when dealing with
Centrelink. The Centrelink Customer
Service Charter can be accessed
from www.centrelink.gov.au.
If you feel Centrelink staff have made
a mistake or an unfair decision, you
have the right to ask for further review
or appeal the decision as follows:

CENTRELINK REVIEW AND
APPEAL STAGES
Original Decision
Made by a Centrelink Officer, the
Original Decision Maker (ODM).
Review Stage 1: The ODM
Undertaken by the ODM – if you wish to be
back-paid, then you need to request this
within three months of the original decision.
Review Stage 2: The ARO
Undertaken by an Authorised Review
Officer (ARO – a Centrelink Officer in a
different office who has not dealt with your
matter before). If you wish to be backpaid, you need to request this within three
months of the decision from Review Stage
1 or, if this stage didn’t happen, within
three months of the original decision.
Appeal Stage 1: The SSAT
The Social Security Appeals Tribunal
(SSAT) is independent of Centrelink and
it can look at your case. To request an
appeal call the SSAT or complete and
post a green appeal form (included with
a letter from the ARO). If you wish to be
back-paid, then you need to request an
appeal within three months of the date
you received your ARO letter. Freecall
1800 011 140 or go to www.ssat.gov.au
for further information.
Appeal Stage 2: The AAT
Lodge an appeal with the Administrative
Appeals Tribunal (AAT) - if you wish to
be back-paid, then you need to request
an appeal - within 28 days from the day
after you received the SSAT decision.
Freecall 1300 366 700 or go to
www.aat.gov.au for further information.

It is important to note that some
haemophilia community members
have reported successful appeals
where previous Centrelink decisions
have been reversed.
Assistance through this process can
be accessed through your
haemophilia counsellor/social worker
or through the various welfare rights
and advocacy services in your
State/Territory. Your haemophilia
counsellor/social worker will be able
to refer you to services in your area.

GENETIC
COUNSELLING
SERVICES
Note from the Editor: There is increasing interest in the haemophilia community to know more about their choices and
make well informed decisions for themselves and their family. Genetic testing is important for families with severe
haemophilia – it is valuable for a woman thinking of having a baby to know if she carries the gene so that she can make
well informed decisions about pregnancy, plan for the care she and her baby may need, and have optimal ongoing
management of her health.
Genetic counselling services are an important part of the comprehensive care necessary for families affected by
haemophilia. Services are provided differently across the country, and as yet, only in Victoria, where State government
funding is available for this purpose, is genetic testing now regularly available at no cost for patients or families.
Genetic counselling services are available around Australia, and readers are encouraged to contact a haemophilia centre
and talk to a haemophilia doctor, nurse or counsellor about seeking further information or access to genetic counselling
services in their area.
The article below has been written by an Australian woman who has generously agreed to share her experiences in the
lead up to her decision to know her carrier status.

feel really belongs to my brother and
my mother. They are the ones for
whom haemophilia has meant so
much. It has meant a lot for my
father too, but in a different way.

I am 38 years old and I am a carrier
of the haemophilia gene. I have one
brother affected by haemophilia,
one who is not, and a sister who is
not a carrier. I only recently knew for
sure that I was a carrier and this is an
account of that process.

It seemed futile trying to describe
the condition and what it meant from
my position for a boy or man who
has it - I was really talking about my
brother’s life, and along with this
perhaps my mother’s greatest
achievement – matters far too sacred
for a mere conversation.

The journey began two and a half
years ago when I told a colleague
over a work dinner that yes, I wanted
children, but that it was complicated
for me because of a possibility that I
could have a child affected by
haemophilia.
Whenever I spoke of this to anyone, I
always wished afterwards that I had
not. No-one seemed to understand
haemophilia and therefore either
looked at me blankly or with deep
concern – with a look that said “oh
of course you would not wish to
inflict that on a child, you would not
have the child in that case.”
I have always felt this part of my life
is very personal and private, partly
because this is a part of me that I

But futile also because the other
person was unlikely to understand –
it was not only the lifelong
immobilising joint pain, lots of
syringes, hospitals, fears for the longterm health and quality of life but
no-one would or could understand
unless he or she had experienced it
like my brother, my mother, my
father, my other siblings, or me. It
was like trying to tell someone how
my whole life had felt.
So at some level it felt very difficult
for me to engage with it all.
Back to the conversation with my
colleague – for it was on this
occasion that the response was
surprising – my colleague had a
friend who was a genetic counsellor
and she would give me her details in

confidence for me to pursue at will.
It was such a practical suggestion,
and not one I had ever thought
about.
It was soon after this that I turned
thirty-six, and started to really feel
ready to start exploring having a
child with my partner, and therefore
the issues around my possible/
probable carrier status.
I followed the contact up and later
met with the genetic counsellor and
clinical geneticist. We met in a small
room – just chairs and a table with a
box of tissues on it. I already felt that
I knew for sure I was a carrier from a
blood test that had been conducted
some 20 years ago. I say “felt” as I
remembered a figure of 92%
associated with the likelihood of my
being a carrier. So I knew there was
some uncertainty to it, although did
not know the reason for this.
I do not recall needing the tissues at
all then, in fact I felt a sense of
peace. I suppose this was partly
because I was finally acting on
something that I had always felt I
needed to know about. I felt so lucky
to have the opportunity to express
>>
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MY SPECIAL
JOURNEY
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myself and to be offered such
specialised support in a professional
manner.
It was just an hour or so but that hour
gave me much clarity and really set
me on a path, a way forward instead
of just passively sort of standing still.
The path of finding out about myself
in terms of what impact being a
carrier could have on my life; the
path of action towards realising the
dream of becoming a mother.
In order to review my carrier status, I
was referred to a genetic counsellor
in February of 2005. It was the day
for reckoning for me. I really needed
the tissues this time. I remember
feeling grief for my brother and my
mother and my father and the years
of worry and struggles to help and
treat my brother.
My brother is an amazing and
beautiful person, so this has also
been a positive and blessed journey.
I also felt grief for the fact that for
me to have a child was already so
much harder I thought, than for
those without my family’s genetic
history. How could I convince my
partner to go ahead with trying to
have a baby when I could have a
child that might mean I could not
work, that would need
hospitalisation and constant
treatment and would not be able
to play football?
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The counsellor was wonderful – very
calm and practical. We talked about
all the choices I had – both in regard
to finding out my carrier status (did I
want to undergo testing) and what I
might do with or without test results.
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I wanted to know once and for all
and I had always felt I would go
ahead with a pregnancy no matter
what the result was. I had not tried
to lock all this important information
down in the past. There are lots of
reasons for this, one is not being in
relationships that were geared
towards children – not ‘geared’ in
terms of timetables, but in terms of
the men I had chosen. Looking back,
my relationship choices may have
related to my possible carrier status.
I had always felt that if I were a
carrier, I would not allow this to be a
barrier to having children; it would
be something I would just have to

My blood was tested again. My factor VIII
levels and my factor VIII antigen, coupled
with my starting risk of 50%, translated
as an 80% chance of being a carrier.
deal with. But I started to feel guilt
– that in some way it would be
selfish of me to risk having a child
with haemophilia and to make a
decision on the child’s behalf that
he would enter the world with this
additional problem.
My blood was tested again. My
factor VIII levels and my factor VIII
antigen, coupled with my starting
risk of 50%, translated as an 80%
chance of being a carrier. The main
step of properly establishing the
nature of the genetic change in my
family was next. If a change was
indeed identified, my blood could
then be tested for this change.
My brother agreed for his personal
genetic file to be made available to
be tested for the specific gene
change in our family. The counsellor
talked with my brother too. My
brother has been very supportive of
me and my wish to have a child –
and he was keen to be an uncle.
I had previously had an important
conversation with my brother. He
said he was so grateful for the
chance to have been alive, to have
experienced life, a great gift, in spite
of the difficulties he had faced, even
if it had turned out that his life had
been only very short.
The investigation of the gene change
would usually have cost about $1200
but it was done as part of research
for no cost in my case, but it would
take up to six months instead of 2-3
weeks. When a result finally came
through I had a final blood test to go
ahead with the comparison. This
comparison cost $250. Soon after, I
learned the gene mutation present in
my family was indeed present in me.
I had fully expected it having held
the belief/ fear for the past 20 years
that I was a carrier.
After this I went with my partner for
another session with the counsellor
so that he could understand the
choices we had, including prenatal
testing. We met with a haemophilia

doctor and nurse to learn more
about the treatments available and
the prognosis for a child with
haemophilia today.
Things had changed incredibly in the
thirty-five years since my brother was
born. The outlook for me as a
mother and carer and the treatments
available for my child from the start
of his life would be so very much
improved.
Nevertheless the doctor clearly stated
that haemophilia remains a potentially
life-threatening condition.
I am sure the words life-threatening
would have much more impact on
parents. I suppose it is because I am
not a parent yet, but somehow I feel
up to the challenge of meeting
whatever is ahead.
Although one would never choose
to have haemophilia, or to wish it
for one’s unborn child, life with
haemophilia may still be as fulfilling
and meaningful and powerful as
life without it.
Even if I have a girl or a boy who is
unaffected by haemophilia or I am
unable to have children, the process
has been about facing the facts.
There has been no pushing, or
judgement of me or my relationship,
the time it has taken me, the age
that I am, only the calmest and most
helpful support that I could ever
have wished for.
It has been an experience for which I
am deeply grateful and I know that I
am ready to face the future now as
much as I can be, which is probably
something I never felt until now.

CALL FOR
ABSTRACTS
The exciting multidisciplinary
program will feature presentations
on current and future issues
affecting people with haemophilia,
von Willebrand disorder and related
inherited bleeding disorders by
Australian, New Zealand and
overseas experts.

• Exercise and Sport for all ages
• Helping families manage
bleeding disorders better
• Transition into adulthood
• Data management for improved
clinical practice and demand and
supply planning

• Ethical issues
• Haemophilia - treatment and
care
• Quality of Life
• Care and treatment of people
who develop inhibitors
• Prophylaxis controversies
• von Willebrand Disorder
• Musculoskeletal issues
• Complications of Ageing
• Hepatitis C – treatment and care
• Women’s health
• Genetic counselling –
importance of knowing carrier
status

SUBMIT AN ABSTRACT
Abstract topics should be relevant
to clinical practice, laboratory
science, research, policy or
psychosocial issues related to the
comprehensive treatment and care
of people with haemophilia, von
Willebrand disorder and related
bleeding disorders and/or the
complications of blood borne
viruses.
For guidelines and further
information visit conference website
www.haemophilia.org.au/conferenc
es or call HFA 1800 807 173.
Abstracts must be received by
Friday 25 May 2007.
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• Care of children with bleeding
disorders
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WORLD HAEMOPHILIA DAY
– Improve Your Life!
Every year, countries around the
world join the World Federation of
Hemophilia (WFH) to celebrate
World Haemophilia Day on April 17.
The common goal for this day is to
increase awareness of haemophilia
and reaffirm our commitment to
improving care. The theme for 2007
is Improve Your Life!
This year’s theme builds on the WFH’s
strategic vision of “Treatment for All.”
This vision aspires towards proper
diagnosis, management, and care by
a multidisciplinary healthcare team
for all those with inherited bleeding
disorders around the world.
Improve Your Life! focuses on one of
the key components of comprehensive
care: physiotherapy. Regular physical
activity and exercise are important
for building healthy bones and
strengthening muscles, and can help
prevent bleeds and joint damage.
Physiotherapists are important
members of the multidisciplinary
team needed to care for people with
haemophilia and other inherited
bleeding disorders.
This year’s focus on physiotherapy
will be especially meaningful in
developing countries, where access
to treatment products and care can

Regular physical activity and exercise are
important for building healthy bones and
strengthening muscles, and can help
prevent bleeds and joint damage.
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be scarce. In developed countries
with greater access to treatment,
physical therapy remains an essential
part of comprehensive medical care.
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Downloads are available on the
WFH web site, www.wfh.org,
Personal Accounts, Questions and
Answers: Exercises and haemophilia
and an Exercise Guide.
HFA will mark this special day with
events in Sydney and Melbourne to
highlight the needs of the international
bleeding disorders community.
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World Haemophilia Day on April 17
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Natashia Coco is Development Manager, Haemophilia Foundation Australia.

NORTH AMERICAN
CAMPING CONFERENCE
OF HEMOPHILIA
ORGANIZATIONS (NACCHO)
Natashia Coco
I attended the NACCHO conference/camp in Phoenix, Arizona, in late January. NACCHO is sponsored by Wyeth
USA and provides an opportunity for organisers of haemophilia camps to come together and share ideas and
experiences. Wyeth Australia generously invited HFA to select a participant to attend the camp and funded the trip.
I was most appreciative of the opportunity to attend on behalf of HFA and to bring new knowledge back to Australia.
Camps for the bleeding disorders
community in United States are
promoted as a valuable education
and peer support tool for the
bleeding disorders community and
there are upwards of 70 different
camps held around the country.
HFA also supports a range of camps
around Australia and I have
organised a national youth and
leadership training program over the
last two years, the most recent being
in Tasmania in October 2006.
There were 160 delegates at the
NACCHO conference, with 2
delegates from each summer camp
around the US in attendance.

The training sessions for the 4 days
of NACCHO covered the
development of lifelong skills in
children and young people,
supervising volunteer staff and
addressing issues which arise at
camps. Issues such as managing and
retaining volunteers, encouraging
personal responsibility, addressing
children’s fears of going away from
home for the first time, effective staff
training, dealing with bullying at
camp, and most importantly, risk
management, were important
components of the training.
Generally camp directors in the US
experience similar problems and
challenges as we do in Australia.
The risk of teen suicide, drug abuse,
bullying and sexual misconduct was
considered by many to be significant
and needs to be taken into account
in our policy and risk management
strategies.

Left
Camp fire after dinner
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Below
Natashia at a camp fire
dinner, out in typical
Arizona style!
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The value of positive reinforcement
was highlighted. Interactions at
camps can have a major impact on
young people and it is important for
youth leaders and other adults to
recognise the impact of what they
might say or do as volunteers or
employees upon a child or young
person. An emphasis on positive
reinforcement, giving people a go,
encouraging and rewarding effort
and achievement is seen as critical
for the positive development and
well being of the people who attend.
I returned from NACCHO with
notes, ideas for games, and
programs to share with
State/Territory Foundations and to
use in the planning and organising of
future HFA camps and workshops.
Below
Nancy Lewis (Camp Independence),
Pat “Big Dog” Torrey, Jeanne Fivash (Camp
Independence), & Donald “Ziggy” Douglas
(Camp Independence)

MAKE A DONATION
TODAY TOWARDS THE HAEMOPHILIA
FOUNDATION RESEARCH FUND
The Haemophilia Foundation
Research Fund was established in
1994 to support Australian based
medical, scientific and social research
to benefit the treatment and care of
people with haemophilia and related
bleeding disorders. The fund has
provided for 19 research projects
over its 12 year history, representing
a total amount of $422,592.
Project topics have included:

• Genetics of haemophilia
• Mutation detection in haemophilia
• Impact of joint damage
• Bone density in people with
bleeding disorders
• A study of people infected with
HIV through blood products
• Immune mechanisms and
tolerance induction
• Symptom impact for people living
with hepatitis C
• Towards a cure for haemophilia
through gene therapy
An amount of $96,894 was
allocated towards 5 research
projects during 2006:

Dr Michaela Lucas (Royal Perth
Hospital, WA) Characterisation of
cross-genotype HCV-specific T
lymphocyte responses in HCVexposed haemophilia patients –
implications for the design of a
protective vaccine and
Immunotherapy ($25,000)
Prof Paul Komesaroff (Monash
University, Victoria) The social and
ethical dimensions of genetic testing:
a longitudinal study of the
haemophilia community ($12,500)
Dr Keith Hill (National Ageing
Research Institute) Balance, strength
and related falls risk factors in people
with haemophilia and other bleeding
disorders (PWH), and feasibility of a
targeted home exercise program to
improve balance ($39,946)
Dr Chris Barnes (Melbourne
University)Thrombin generation, the
role of hyperfibrinolysis (levels of
Thrombin Activatable Fibrinolysis
Inhibitor; TAFI) and levels of Tissue
Factor Pathway Inhibitor (TFPI) in
children with severe haemophilia:
correlation to clinical outcomes
($16,588)

Dr Chris Barnes (Melbourne
University) Head injury in children
with haemophilia – clinical predictors
of outcome ($2,860)
Haemophilia is rare, and research in
this area is expensive. It is difficult for
the small clinical and research
community involved in the treatment
of bleeding disorders in Australia to
undertake research, however our
Research Fund has encouraged local
clinicians and research scientists to
contribute to this area. We need an
injection of funds to the Haemophilia
Foundation Research Fund to attract
more research and to encourage new
initiatives that will lead to outcomes
which will make life easier for people
who live with haemophilia, von
Willebrand disorder and other rare
inherited bleeding disorders.
We ask for your generous support to
haemophilia research. Your donation
will be 100% directed to the
Haemophilia Foundation Research
Fund. To make a donation fill in the
coupon below and mail to HFA or
use our secure online facility,
www.haemophilia.org.au/donations
or call 1800 807 173 to make a credit
card donation over the telephone.

Haemophilia Foundation Research Fund



Please find enclosed my donation of: $__________________________________
Please find enclosed my cheque or money order made payable to the Haemophilia
Foundation Research Fund
OR please debit my:

MasterCard

Visa

Amex

Name:
Address:

Diners

Card Number: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ Expiry Date:______/_______
Cardholder’s Name__________________________________
Signature:___________________________________
Phone:
Do not publish my name Donations over $2 are tax deductible

Thank you for your generosity!
Haemophilia Foundation Australia 1624 High Street Glen Iris, Victoria, Australia 3146
Tel: 03 9885 7800 Fax: 03 9885 1800 Website: www.haemophilia.org.au Email: hfaust@haemophilia.org.au
ABN 89 443 537 189

Calendar

Brisbane 27 May 2007
ph
03 9885 7800
fax
03 9885 1800
email
hfaust@haemophilia.org.au
web
www.haemophilia.org.au

4th IAS Conference on HIV
Pathogenesis, Treatment and
Prevention
Sydney 22-25 July 2007
email
info@ias2007.org
web
www.ias2007.org

14th National Haemophilia
Conference
Canberra 4-7 October 2007
ph
03 9885 7800
fax
03 9885 1800
email
hfaust@haemophilia.org.au
www.haemophilia.org.au/conferences

Corporate
Partners
Haemophilia Foundation
Australia (HFA) values the
individuals, Trusts and
Corporations which donate
funds to support our
objectives.
Among our valued donors
are our Corporate Partners
who provide unrestricted
grants to HFA to support
our programs:

EAT, DRINK
AND BE CARING!
Global Feast
Watch out in the next issue of National Haemophilia, for further
information on Global Feast occurring in August 2007.

Haemophilia Awareness Week
7-13 October 2007
ph
03 9885 7800
fax
03 9885 1800
email
hfaust@haemophilia.org.au
www.haemophilia.org.au/conferences

XXVIII International Congress of the
World Federation of Hemophilia
Istanbul, Turkey, 1-5 June 2008
web
www.wfh.org

NATIONAL HAEMOPHILIA is a publication of Haemophilia Foundation Australia. Every effort is taken to ensure accurate and relevant content, however
opinions expressed in NATIONAL HAEMOPHILIA do not necessarily reflect those of the Foundation or the editor, nor is any information intended to take
the place of advice from a qualified medical practitioner or health professional.
We welcome reproduction of articles or quotations from NATIONAL HAEMOPHILIA on the understanding that acknowledgement is made of NATIONAL
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Haemophilia Foundation Australia acknowledges the funding and assistance received from the Commonwealth Department of Health and Ageing which
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