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Congratulations to all those involved
in the family camp this year. We went
back to Cedar Creek lodges on Mount
Tamborine and they looked after us
exceptionally well as they have done
in the past. The biggest Thank-you of
all to Liz. All the work she did in
preparation was evident; establishing
the purpose and focus, and making
sure that those members of the community who could most benefit from
the planned events were there. A
massive thanks also to the Joanna McCosker and Simon Brown for the
Children's Hospital who gave up their time to lead a couple of very
valuable workshops, and also Maureen from the adults who also was a
key member of the planning team. Liz was again well supported by
Alicia, Craig, Katrina and Thea before during and after the event. Great
job all and thanks.
We kicked off the youth mentoring programme at camp in preparation
for the Youth Camp later in the year. Marty Zimmerman and the four
young men, Ian Zaor, Jamie Rogers, Adam Lish, and Trace McKellar,
impressed us all with their maturity, sense of humour and keenness to get
on with the job. It looks like we have a strong contingent to whom the
Peter Pan of HFQ, Craig Bardsley, can hand over the reins of Youth
(should he choose too!). Youth camp is at Emu Gully in August again
this year, and is open to boys 8 years and older. The focus is on peer
support to deal with all the issues that crop up when you live with
haemophilia. Please contact Liz at the office for all the details.
Regional lunches kick off again shortly. These are timed to coincide with
the Centre's clinic visits, and are intended again be an opportunity for
members of the community to catch-up, have a chat and support each
other, as well as pass feedback back to the HFQ Board and Treatment
Centre. This year we will be in Cairns, Townsville, Toowoomba, Mackay,
Rockhampton, Sunshine Coast and Gold Coast, and there will be a member of the board present. For any questions re these please ring Liz on
0419706056, dates will be available soon.
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President’s Press contd.
The Annual General Meeting (AGM) will be held as usual in September
15th this year (see page 19 for details) and I would encourage all who
can to attend. Our family have been a part of the board for nearly 10
years now and it has proven to be a very positive experience for us. In
recent years HFQ have invested in simple technology that allows
non- Brisbane based board members to regularly attend our monthly
meetings. For new comers, the non executive roles are a great way to
get involved with no more commitment than attending a meeting once
a month and reading the odd email. New blood is always welcome.
I can't finish without further comment for Liz. Her commitment
in-spite of the rigours of her treatment is something to behold, and I
cannot be more thankful for the support she provides me and the
organisation. The HFQ has grown immeasurably since she joined
nearly 4 years ago, and that is largely thanks to her efforts. Thank you
Liz.
Best regards
Howard

Our Youth Mentoring Programme
Four of our boys partook in HFQ’s first mentoring programme at our Family camp this year.
The programme was set up by HFQ in conjunction with Joanna from the RCH and Mary
Zimmerman to enable some of our older boys to have the tools and skills to be able to
support the younger boys. Boys need Boys, when living with Haemophilia. The training
consisted of two main themes that were followed in some depth:
Listening. What it means to be an active listener and the ways in which personal
experience can affect the listener and,
Role modelling. Thinking about your own actions and the ways in which these may be
interpreted by others.
The training also looked at the ways that the mentors can actively seek out and engage
with other young boys. The underpinning idea was a reflective process on the mentor's own
experiences and the ways that reflecting on these can shape their interactions in a
mentoring context. The training spoke about the complexities of
One of our Youth
advice giving and how
different people have varied needs and
expectations. Also covered was the fact that a
fulfilling life may Mentors hard at work.
mean different things to different people and that a 'one size fits
all' approach to living with haemophilia was unrealistic; some work
was done exploring what comprised a good life for the boys and
how to reflect on that when interacting with the younger boys.
If any parent would like to engage the support of one of our
mentor boys give Johanna from RCH or Liz from HFQ a call and an
introduction can be arranged. We have two boys based in
Brisbane, Jamie and Adam, one boy based in Cairns, Trace and
one boy based in Townsville, Ian.
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Queensland Haemophilia Centre
ABOUT HFQ

Contact Details

The Haemophilia Foundation of Queensland (HFQ)
provides advocacy, education and support for people in
Queensland affected by inherited bleeding disorders. The
Foundation employs a fulltime Co-ordinator and is guided
by a voluntary Management Committee which meets
monthly.

ROYAL BRISBANE AND WOMEN ’ S HOSPITAL
Dr John Rowell—Haematologist

3646-8067

Beryl Zeissink—Nurse

3646-5727

After Hours—Page Haematologist

3646-8111

Members of HFQ are entitled to benefits, including
subsidies on:

Emma Patterson—Physiotherapist

3646-8135

Medic Alert bracelets (50% discount)

Maureen Spilsbury—Snr social worker 3646-8769

Electric Shavers (up to $75 off)

ROYAL CHILDRENS HOSPITAL

Cool Relief patches (special trial offers)
Supportive footwear (75% off)

HFQ Management Committee

President

Mr Howard Mitchell

Vice President

Mr Erl Roberts

Secretary

Mrs Sarah Hartley

Treasurer

Mr Peter David

Members

Mr Craig Bardsley
Mr Robert Weatherall
Dr John Rowell
Mr Adam Lish
Mrs Eva Turek

HFQDelegates to HFA

Dr Simon Brown-Haematologist

3636-9030

Joanna McCosker—Nurse

3636-9030

After Hours—Banksia Ward

3636-7472

TBA

3646-7937

Mona Chong – Psychologist

3646-7937

HAEMOPHILIA CLINICS

RBWH
Appointments 3646-7752 or 3646-7751 or speak to Beryl
Haemophilia and Genetic Clinic—Dr John Rowell—
Wednesdays 1.30pm
Haemophilia/Orthopaedic Clinic—Dr John Rowell and Dr
Brett Halliday—9am every four weeks

Mrs Leanne Stephenson RCH
Mr David Stephenson
Phone Joanna about appointments

LADIES
A good place to visit if you
want to read some well-written
personal stories of women
with bleeding disorders or feel
connected with other women
worldwide.
http://mygirlsblood.org

Banksia Outpatients—Dr Simon Brown—Thursdays at
2.30pm

OUTREACH CLINICS
GOLD COAST HOSPITAL, TOOWOOMBA GENERAL
HOSPITAL, NAMBOUR HOSPITAL, CAIRNS BASE
AND TOWNSVILLE HOSPITALS:
Book through Joanna at RCH and Beryl at RBWH
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HFA Report
these products were available. Some people
have already been involved in clinical trials in
Australia and we are looking forward to
registration and availability of these products in
Australia. HFA treatment product policy is to
increase options for
treatment and advocate
to the NBA and all jurisdictions for a supply of
a range of products that provide different
treatment options for patients & allow clinical
choice and support
prescribing and
HFA Youth Website - Check out the youth site ‘ management experience to clinicians.
factored in’ a HFA initiative that is getting youth ** Any feedback would be appreciated, please
call or write to HFQ manager ( Liz).
involved, communicating and having fun
http://www.factoredin.org.au/
HFA seek to work with AHCDO & NBA to
Have a liver check - We have community ensure patient preferences are taken into
members who carry a greater ill health load account when contracts are considered – HFA
which is difficult for them to manage, especially are currently advocating to the NBA for a range
when you consider pain, fatigue, mobility of products and immediate access to longer
problems, bleeding and viral infections. This acting factors when they are registered and
adds up to an overload with health conditions available in Australia.
which creates a significant barrier to managing
health issues like HEP C. Don’t
wait until it’s too late – know your
liver today!
HFA continues to work hard at representing the
bleeding community in all sorts of meetings and
forums to look after your interests, in recent
times they have been significantly occupied
with the world congress planning which is to be
held in Melbourne May 11-15 next year.
Consider attending as you come away with the
most up to date information on issues you may
have. Other activities include:

HFA – ‘MILD HAEMOPHILIA
FACT SHEET’
we have a
booklet on Mild Haemophilia, for
a copy just give HFQ manager
( Liz) a call.
Red Run Classic 19 May – You
may recall this was
cancelled
for some time as a result of the
Brisbane floods but now back on
the calendar.
Clotting Factor Treatment Products New clotting factor products
in development and we are soon
to see longer acting clotting factor products coming to market.
Some of these will include longer
acting clotting factors.
We are yet to see the impact
these products will have on the
market, what they will cost, and
what
uptake would be like if
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Physiotherapy Update
Hello to everyone from the physiotherapy department.
This is a sad note from me as I am
finishing at the Queensland
Haemophilia Centre at the end of July
to head off to university and finish my
postgraduate studies. You might see
another physio around the hospital
with me in the coming weeks as we
start a handover. It has been a pleasure working with everyone here, and
a wonderful chance to work as part of
the very dedicated team at the
Queensland Haemophlia Centre. It
was also good to be involved with
some projects for both the
Haemophlia Foundation of Queensland
and Australia. For a very small
community it is nice to see how many
people step forward to
volunteer
their time as well as the hard working
full time staff. I am sure it is thanks
to that hard work that Australia will
be hosting the WFH World Congress
next year. Hopefully I might even see
some of you there.
I particularly wanted to say thank you to everyone who volunteered their time for
the haemophilia physiotherapy research project which I conducted late last year,
with the support of the Queensland Haemophilia Centre, the Royal Brisbane and
Women’s Hospital Physiotherapy Department and Curtin University. This study
investigated the use of gentle hands-on physiotherapy techniques in the treatment
of haemophilic arthritis. There seem to be some interesting results which I am in
the process of writing the report up on. This will be submitted for publication over
the next 12-18 months and I will make sure to let you know how this goes!
I will hope to see many of you over the next two months and have a chance to say
goodbye.
Regards,
Emma Paterson
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Antiviral Therapy for Hepatitis C May Thwart Liver
Cancer
Incidence halved by treatment, study finds
using antiviral drugs to treat patients with chronic hepatitis C infection may greatly reduce
their risk of liver cancer, according to a new study.
Hepatitis C is a leading cause of liver cancer and other liver diseases and is the leading
cause of liver transplants. According to the U.S. Centre's for Disease Control and
Prevention, each year more than 15,000 Americans die from hepatitis C-related illness,
such as cirrhosis and liver cancer. Deaths from the virus have been increasing for over a
decade and are expected to increase in the coming years.
In the new study, Nina Kimer and colleagues at Copenhagen University in Denmark
reviewed eight published clinical trials on the use of antiviral therapy - interferon or
pegylated interferon, or ribavirin, or a combination - in patients with chronic hepatitis Cd
infection.
Almost 1,200 patients in the studies received antiviral therapy. Most of them received
interferon. The patients' antiviral treatment lasted between six months and a year and they
were monitored for between five and eight years after treatment, along with another nearly
1,200 patients who did not receive antiviral treatment.
During follow-up, liver cancer was diagnosed in 81 patients who received antiviral
treatment and in 129 patients who did not receive antiviral treatment. The Danish
researchers concluded that antiviral therapy reduced the risk of liver cancer by 47 percent.
One expert not connected to the study said the results were encouraging.
"This study confirms something that most of us who treat hepatitis C knew on a gut level
but had never seen demonstrated so effectively," said Dr. Douglas Dieterich, professor of
liver diseases at Mount Sinai School of Medicine in New York City. Liver cancer "is the
fastest growing cancer in the U.S., so this gives us great hope that by treating hepatitis C,
we can now not only cure the virus but prevent [liver cancer] in the future," he said.
The researchers also reviewed five other studies of patients with chronic hepatitis C
infection and said those findings showed that antiviral treatment reduced the risk of liver
cancer by 70 percent.
The authors noted in a journal news release that standard treatment now consists of
interferon plus ribavirin, which is considered more effective than either alone, and that the
infection is usually identified earlier now than it used to be, before it causes extensive
damage. Source (HealthDay News Oct 2012).
From John Rowell: “The major complication of hepatitis C if untreated is fibrosis and
scarring of the liver and a subsequent increased risk of liver cancer. Apart from improving
symptoms of chronic hepatitis, successful treatment will prevent further fibrosis and
possibly reverse it. If so and this article demonstrates—that the risk of getting liver cancer
is reduced. This emphasises the need to adequately assess the level of fibrosis in the liver.
The ’Fibroscan’ is a type of ultrasound that can be used to more accurately assess the level
of fibrosis in the liver and I recommend anyone with untreated Hepatitis C to consider
having this test. Please contact the Haemophilia Treatment Centre to discuss or make an
appointment.”
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Social Work News
Qld Haemophilia Centre
and
referral
services.
Calls from mobile phones
may be charged at a
higher rate. 13 HEALTH
is
only
available
in
Queensland.
4.
DEPRESSION
&
ANXIETY – Beyond Blue
is an organization which
provides information and
support to reduce the
impact of depression and
anxiety. Information is
available on their website
www.beyondblue.org.au
or
1. PATIENT TRAVEL SUBSIDY SCHEME Don’t
forget that people who live over 50 kms away
from the RBWH or RCH are eligible for patient
travel subsidy if they need to attend certain
clinic appointments or be admitted to hospital
in Brisbane. Ask your local GP for the appropriate travel forms or give me a call to discuss
the process. It’s wise to begin setting the paperwork in place as soon as you know your
hospital appointment dates.
2. AFTER HOURS GP HELPLINE Since March
2012 Queenslanders have had access to the
national After Hours GP helpline including at
night, on weekends and public holidays. The
helpline can be useful for general health
issues and the phone number is 1800 022 222.
It’s free to callers from landlines within Australia and operates between 6pm and 8am
Monday to Saturday, and 12 noon Saturday to
8am Monday, and on all national and state/
territory
public
holidays.

incall: 1300 732 025.They provide specific
formation and resources for the following
groups:
◊

Men

◊

Women including pregnant women (plus
early childhood issues)

◊

Young people

◊

Older persons

◊

People from multicultural backgrounds

◊

GLBTI people

3. 13 HEALTH (ph 13 43 25 84) is a 24/7 ◊
phone service for all Queenslanders seeking
advice about their health or information about
health services. For the cost of a local call,
registered nurses provide health information

Family and Friends
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Social Work News Cont’d.
If eligible, your GP will write a Medicare Chronic Disease Management Plan so that you can
be referred for up to five allied health services each calendar year. Eligible allied health
professionals include:

•

Aboriginal and Torres Strait Islander health practitioners

•

Aboriginal health workers

•

audiologists

•

chiropractors

•

diabetes educators

•

dietitians and exercise physiologists

•

mental health workers

•

occupational therapists

•

osteopaths, physiotherapists and podiatrists

•

psychologists

speech pathologists
6. FARWELL TO SARAH ANTICICH. Towards the end of March this year, we were
disappointed to farewell Sarah Anticich from the team at the Qld Haemophilia Centre. Sarah
worked mainly at the RCH but SOME of the RBWH families would also have met Sarah as
she provided leave-cover at the RBWH. Sarah has been a great asset to the team and will be
sorely missed by staff and families.
Here is her note of farewell….
It is with mixed emotions that I say goodbye to my team and all the wonderful families I have
worked with from the QHC. I have left the service to return to my home town of Christchurch,
New Zealand to be nearer to our families and feel very excited to be going home. However I
also feel sad to be leaving such an inspiring, motivated and hardworking team and all the
wonderful families within our service. I have learnt a great deal from all the boys and parents
over the time I worked with you and wish you all the best for the future.
Dr Sarah Anticich - Clinical Psychologist

*** At the beginning of June we will welcome another excellent psychologist to the team. She will
introduce herself in the next newsletter.
7. BUILDING RESILIENCE WORKSHOPS. Keep an eye out for news about information
sessions Mona and I are developing regarding building resilience to deal with life’s issues.
Please feel free to call me (Monday to Thursday) or Mona (Friday) on (07) 3646 8769 if you
have any questions about the information in this article or any other haemophilia related
issue.
Maureen Spilsbury – Advanced Social Worker – Qld Haemophilia Centre
Phone (07) 3646 8769 ( Monday to Thursday)
Mona Chong – Advanced Psychologist - Qld Haemophilia Centre
Phone (07) 3646 8769 (Friday only)
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Riding to Success
By: Robbie Reid; Severe Haemophilia B

Cycling has been a part of my

life for the past 16 years.
It’s something that I am passionate about and
whilst being at times a dangerous sport, its one
which provides minimal joint impact yet ensures
a positive and healthy lifestyle.
My most recent achievement of winning an
Australian
Championship
in
the
MMAS2
Individual Pursuit over 3000m has taken me
three attempts to finally succeed. My previous
two attempts have resulted in two 4th places. I
decided to take some time out from track racing
and concentrate on my road cycling. Late last
year, the urge to yet again attempt to win a
national championship was reignited and so I set
about getting a training plan together and
picked the Victorian Championships as a warm
up event, some 7 weeks prior to the nationals. I
came away with 2 bronze medals; some hope
that with the right preparation, that by the time
I arrived on the start line of the national
championships, I would be in with a good shot.
Numbers were down in Perth however there were some quality riders in attendance. I rode
a personnel best in my qualifying heat which was also the fastest of all riders in my age
category and putting me in the ride off for gold and silver. Knowing that I was at least
assured a silver medal, put my mind at ease and allowed me to focus on doing my best and
hopefully taking the gold medal. In the final, I made a great start and rode faster than my
schedule for the first 6 laps, the fast start allowed me to close in on my competitor and rather than catch my opposition, I chose to hang back a bit and ride out the race with a huge
smiling, knowing I was ensured the gold medal. A huge relief and a great deal of
satisfaction knowing all of my hard work had paid off. My training consists mainly of cycling on
the road and regular races along with some specific ergo meter work (stationary bike) and
also so specific gym work for core stability and flexibility. I also stretch a lot at home and
have a regular massage to keep my muscles loose.
By winning the Australian Championship, I am now entitled to represent Australia at the
World Masters Championships to be held in Manchester in early October. I will have a
couple of short breaks from training over the next couple of months and then put my head
down and train hard for the world championships.
I rarely have any injuries and or spontaneous bleeds which can be associated to cycling, I
have an ankle which at times causes me some grief and from time to time, I push myself
too hard in the gym resulting in a bleed. Managed correctly, I soon am able to return to full
training.

Well Done Robbie—from HFQ.







PRODUCT PIPELINE

| F ACTOR VIII & VWF (F EBR UA RY 2013)

NAME

COMPANY

TYPE

CLINICAL TRIALS

DESCRIPTION
The Fc fusion technology binds the FVIII
molecule to a recombinant human
immune globulin molecule to extend
half‐life. The Phase I/II trial showed a
1. 7 fold increase in half‐life of FVIII
compared to Advate (Baxter).

rFVIIIFc (BIIB031)

Biogen Idec/Swedish
Orphan Biovitrum (Sobi)

Recombinant factor VIII

A Phase I/II trial was completed in July
2011.
A Phase III trial (A‐Long) started in late
2011.
In July 2012, Biogen and Sobi extended
the trial to children under 12.
Biogen expects to submit an application
for approval to the U. S. FDA in the first
quarter of 2013.

Bax 111

Baxter

Recombinant von Willebrand
factor

A Phase III trial started in October, 2011.

This is a recombinant von Willebrand
factor for the treatment of VWD.

BAY81‐8973

Bayer

Recombinant factor VIII

A Phase III trial is underway.

This is a 3rd generation full‐length rFVIII
manufactured without exposure to
human and animal proteins, and with a
normal half‐life.

Turoctocog alfa

Novo Nordisk

Recombinant factor VIII

Two Phase III trials with more than 200
people have been completed. In October
2012, marketing applications were made
to the European Medicines Agency and
the U. S. FDA.

This is a 3rd generation rFVI II
manufactured without exposure to
human proteins and with a normal half‐
life.

Human‐cl rhFVIII

Octapharma

Recombinant factor VIII

A Phase III trial is underway. Recruitment
has not yet started.

This is the first rFVIII with human‐like
post‐translational modifications and
does not contain antigenic hamster
residues. It has a normal half‐life.

NNC 0129‐0000‐
1003 (N8)

Novo Nordisk

Recombinant factor VIII

A Phase III trial is underway.
Recruitment has not yet started.

This glycopegylated rFVIII aims to
have an extended half‐life to reduce
the frequency of infusions.

BAY94‐9027

Bayer

Recombinant factor VIII

A Phase I trial was completed in late 2011.
In July 2012, Bayer began enrolling
patients in its Protect VIII Phase III trial.

This is a pegylated, long‐acting
plasma/albumin free, full‐length rFVIII.
The goal is to increase half‐life and
reduce the frequency of infusions.

Bax 855

Baxter

Recombinant factor VIII

A Phase I trial has begun.

This is a pegylated, long‐acting
plasma/albumin free, full‐length rFVIII.
The goal is to increase half‐life and
reduce the frequency of infusions.

Recombinant factor VIII

This trial is currently recruiting for a
Phase I/II trial.

This rFVIII is manufactured without
exposure to human proteins. In
preclinical studies, it showed a longer
half‐life compared to full‐length FVIII ,
possibly due to strong affinity with VWF.

CSL 627 (rVIII‐
SingleChain)

CSL Behring

PRODUCT PIPELINE

| F ACTOR IX (F EBR UA RY 2013)

NAME

COMPANY

rFIXFc (BIIB029)

IB1001

Biogen Idec/Swedish
Orphan Biovitrum (Sobi)

Inspiration
Biopharmaceuticals/Ipsen

TYPE

CLINICAL TRIALS

DESCRIPTION

Recombinant factor I X

A Phase III trial (B‐Long) ended in June
2012. Patients who completed the Phase
III study are being recruited into an
extension study.
In July 2012, Biogen and Sobi extended
the Phase II I trial to children under 12.
In January 2013, Biogen applied to the
U.S. FDA for approval.

Fc fusion technology binds the FIX
molecule to a recombinant human
immune globulin molecule to extend
half‐life. Phase I/II trials showed a
terminal half‐life of 82 hours compared
to 34 hours in existing therapies.
Recovery closely approximated plasma‐
derived FIX products.

Recombinant factor I X

A Phase III clinical trial was completed in
October, 2011; a marketing authorization
request was filed in Europe and in the
U.S.
In July 2012, FDA ordered suspension of
the trials because of high levels of
antibodies to the Chinese hamster Ovary
cell line in patients.
The company has since filed for
bankruptcy protection.

This is a 3rd generation rFIX
manufactured without exposure to
human and animal proteins with a
normal half‐life. The company’s goal is
to increase world supply and lower the
price of rFI X.

This is a 3rd generation rFIX
manufactured without exposure to
human and animal proteins, and with a
normal half‐life.

Bax 326

Baxter

Recombinant factor I X

A Phase III trial ended in summer 2012.
The product was found to be safe and
effective.
In September 2012, Baxter submitted a
biologics license application with the U.S.
FDA.
A follow‐on study with patients who
completed the pivotal study is currently
recruiting.

C255238539

Novo Nordisk

Recombinant factor I X

A Phase III trial is underway. Recruitment
has not yet started.

This is a 3rd generation rFIX
manufactured without exposure to
human and animal proteins, and with a
normal half‐life.
This rFI X is fused with recombinant
human albumin. A Phase I trial of 25
patients showed better recovery than
current products and a mean half‐life of
92 hours. No serious adverse reactions
were reported.

This therapy uses an AAV vector.
Patients expressed levels of FIX of 3 to
11% after 6 to 16 months. (N Engl J Med
2011; 365:2357‐2365)

rIX‐FP

CSL Behring

Recombinant factor I X

A Phase I clinical trial is completed.
A Phase II /III trial (PROLONG‐9FP) started
in January, 2012.
In June 2012, CSL was granted orphan
drug status for this product by FDA.
In January 2013, the first pediatric patient
was enrolled in a Phase III trial.

Gene therapy

Amsterdam Molecular
Therapeutics (St. Jude’s
Hospital, Tennessee;
University College
L ondon; Baxter; Chatham
Therapeutics LLC

Gene therapy for hemophilia B

A Phase I/II trial is completed.
The therapy was granted EMA orphan
designation (November 2011).

1
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Hidden HIV replication
Hidden HIV replication may be occurring within the body's tissue, researchers
report.
Scientists have long believed that measuring the amount of HIV in a person's blood is an
indicator of whether the virus is actively reproducing.
A University of Delaware-led research team reports new evidence that hidden virus
replication may be occurring within the body's tissue, despite undetectable virus levels in
the blood.
The findings were reported in the Journal of the Royal Society Interface on May 8 in a paper
titled "Modelling HIV-1 2-LTR dynamics following raltegravir intensification."
The discovery came after the paper's lead author, Ryan Zurakowski, assistant professor of
electrical and computer engineering, and his research team created a mathematical model
to represent how HIV infected cells reproduce.
Antiviral therapy, Zurakowski explained, suppresses HIV replication in most patients until
the concentration of virus in a blood sample is undetectable. It is unclear whether similar
suppression occurs in other tissues, known as sanctuary sites, including lymph nodes where
most HIV is found.
"The majority in the HIV community have always believed that the drugs are penetrating
sanctuary sites perfectly well and that the blood is a good surrogate measurement of these
sites," he said. "Our model gives us a way to measure this hidden virus replication, which
has not been done before."
Zurakowski's team is collaborating with researchers at the IrsiCaixa Institute in Barcelona,
Spain, and at the University of California, San Francisco, to design a new study to confirm
these findings, and to quantify the HIV turnover rates in the sanctuary sites. The team will
also look at whether the model can suggest new treatment approaches that could be more
effective.
Source news-medical.net
From John Rowell: “It is well accepted that if someone with HIV regularly taking
anti-retroviral medication
ceases this medication then there will be a rebound or
reappearance of the HIV in the blood thus existing treatment does not clear the virus
either from the sanctuary sites or merely suppresses the virus to very low levels. This
emphasises the point that anti HIV medication must always be taken and that ‘drug
holidays’ could be detrimental.
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HIV Update
summarised by David Stephenson

The Old DVD Player Sitting In Your Garage Can Test For
HIV
Remember DVD players? You know, those boxes that those oversized Blu-ray
discs used to slide into? Well, looks like they won’t be going the way of VHS tapes
and cassettes (ask your parents) just yet, because researchers have just figured
out a way to turn them into affordable, blood-analysing, cellular-imaging,
laser-scanning microscopes capable of completing HIV tests in mere minutes.
To demonstrate the power of his new “Lab-on-DVD”, Aman Russom, senior
lecturer at the School of Biotechnology at KTH Royal Institute of Technology in
Stockholm, successfully collected CD4 cells and visualised them using the DVD
reader.
Standard HIV testing already uses a laser-based method called flow cytometry to
count the CD4 cells (a low count of which would be an indicator of the disease).
But access to these kinds of tests — with machines costing upwards of $US30,000
— has been highly limited in the developing countries that need it most. By
contrast, the Lab-on-DVD units could be mass-produced and sold for less than
$200. Plus, these relics of media yesteryear are far more portable.
It’s almost equally amazing to realise that technology has advanced to the point
where, even when on the verge of being outdated in one field, just a few tweaks
can redirect it towards an incredible, innovative and medically astounding task in
another. So be kind to your old tech toys — you never whose life they might save.
Source - http://www.gizmodo.com.au/2013/04/the-old-dvd-player-sitting-in-your-garage-can-test-for-hiv/
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HFQ Community Camp 2013
HFQ held their annual Community Camp at Cedar Creek lodges in April. I asked some of the
attendees if they would like to tell me how they found it this year:
From Thea Gonnella:
The camp was fantastic. What a great opportunity to meet with other
parents and kids/adults with haemophilia. I went away from camp feeling
immensely empowered. To speak with others going through the same
thing as you gives you an amazing sense of relief in that they speak your
language and can share their wisdom. It gives you the opportunity to pass
on ideas and tips you have learnt along your journey. It was wonderful to
watch the twins interacting with other kids and to see that they were part
of a wider community, that other boys were 'like me too'. There were
great activities for kid and parents, but the best part for me was the panel
talk on the Sunday. How wonderful to be able to share varied experiences
and be able to pose questions on the spot. Great idea. I love the opportunity to get together with parents over
dinner/lunch, etc in a casual environment. Would really encourage parents of newborns/babies to come along.
What a great way to make lasting friends. Camps like these give hope to people who may be feeling confused,
scared and alone. Thank you Haemophilia Foundation Queensland. You may never know just how much this
opportunity means to us. We can't wait for the next one when the boys will be even more aware of the importance of the camp.

From Bonnie McCarthy:
We had a great time at the camp and found it to be very beneficial to meet other families who live with
Haemophilia. I would strongly recommend attending the camp for families as it reminds you that you are not
alone and that there are others who have been through and/or going through similar situations to you. It was
wonderful to hear others share their journey and we met great people who were willing to be open with
discussions & sharing of ideas. It also opened our eyes to how may patients’ that the Haemophilia team sees
and that HUGE amount of work that they must have to do to cover all of us – take my hat off to them and the
AMAZING work that they do!!
The accommodation and food were lovely and we hope to visit the area again for another family holiday.

Activities on the deck

A lot of hard work went into the Artwork
for our Art Auction held on the Saturday
night
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From Rae McKenzie:
Camp for us each year is something we always look forward to... it gives us satisfaction knowing we are going
to a place of understanding from the family's sharing the same lives. Kyle hangs out for camp and loves catching up with the boys it gives him satisfaction knowing that he is not alone. For us as parents it's great to meet
other mums and dad's and to share different experiences, which in turn allows you to make new friends, this
turns in to a long term friendship sometimes. Kyle enjoys all the activities and this is also the perfect opportunity for siblings to see how the other boys lives have turned out apart from their own brother, Tiah enjoys
camp just as much...she has befriended the sister of a boy so this is catch up time for the girls too.
We are appreciative of this opportunity every year and all that is involved. A
much loved adventure of ours every year sometimes we wish it was more times in
the year hahaha.

and Rae got to exercise this year!

From Jaimie Rogers: (one of our youth mentors):
The camp was a great success. Parents got to learn more about what to expect
in the future, the boys made friends and had great fun and as a Youth
Mentor, I feel I personally developed as a person. Well done HFQ.
From Nathali Bonga:
We will like to thank you and the Haemophilia foundation Qld for inviting
our family to the community camp, it was very beneficial, we gained
Jaimie—
Jaimie—youth mentoring
more understanding about Haemophilia and how the body reacts differently
from one person to another also how the treatment is helpful. We had a wonderful time together and hearing
about different experiences in each family and each individual was great.
O.B.E's at family Camp by Dave Stephenson:
This year OBE's at the family camp were treated to a fishing expedition where
we had the opportunity to catch and release. This was not too far away from
Thunderbird Park - an inland set of large ponds where people could use supplied
fishing gear to catch the elusive fish. Some we lucky and caught up to five fish
and some not so lucky; the larger fish were smarter than the OBE's so we ended
up with tiddlers.
There was an exceptional experience for all who attended the panel discussion where a range of community
members shared their experiences with others, quite a powerful event for many chaired by Dr Simon from the
Children's hospital. OBE's had representation on the community panel and gave a picture of what it was like in
the early days of treatment - and no treatment.
As always, catching up with old and new friends was a highlight of the weekend and it was great to meet new
members of the community. For those people new to the bleeding community it is invaluable to see the effects
of bleeding issues across the generations - it gives some context to their family experience and significantly
clears the fog on what this bleeding thing is.
Just a great time for OBE's and others.
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The ‘H’ Factor

HFQ 2013 Youth Camp
Emu Gully Adventure
If you are between 8 and 16 years of age and have an
inherited bleeding disorder your cordially invited to
attend the 2012 Youth Camp at Emu Gully on the
weekend of the 23rd of August.
The programme is full of fun activities from Swinging
logs to Commando Cable Crossing to Rock Climbing and
a High Adventure Night Walk. Check out the website
www.emugully.com.au
Liz will be sending out information to families at the end
of June for this camp. If you want to let Liz know your
interested and to ensure you get the information please
email her on info@hfq.org.au or phone 0419 706056.
Numbers are limited so let Liz know as soon as you can to
secure you a place.








What’s so good about Factored In?
It has heaps of great features…

There’s a question and
answer section where anyone
can ask a question and have
it answered

The website has a young, fun
and colourful design

You can join the site and become a member
There’s a share function – to share and print
pages from the website. You can share pages
on facebook, twitter, email and heaps others

You can view the website on
your mobile

Page 18

The ‘H’ Factor

Healthy Recipes
We are going to be adding a new section to our newsletter—Healthy Recipes, each recipe will be sourced from
www.healthychef.com. Theresa Cutter is an Australian chef who specialises in healthy diet advise.

Pumpkin Fruit Cake
Pumpkin is a great source of carotenoid antioxidants and it’s also rich in omega 3 which makes it a perfect antiinflammatory food. A number of age-related diseases have been linked to inflammation, including obesity, cancer, type 2
diabetes,atherosclerosis, arthritis, osteoporosis, depression and dementia. Eggs contain protein that can help repair and
nourish your body + immune system. Spelt is an ancient grain that is related to wheat, but has a lower gluten content so
it’s kinder to the digestive system with people with gastrointestinal issues and sensitivities to wheat. It’s a good source
of protein and has around 20 % more protein + up to 65 %
more amino acids than traditional wheat flours. It’s also a
good source of fibre, so it can help keep you regular.
Macademia Nut oil is used in this recipe which gives it a
purely delicious flavour as well as being rich in heart healthy
anti-inflammatory fats.
250 g grated raw pumpkin (2 cups)
2 eggs
1 teaspoon vanilla extract or paste
¼ cup macadamia nut oil or light flavored olive oil
¼ cup honey
¾ teaspoon bicarb soda (baking soda)
1 teaspoon ground cinnamon
¼ teaspoon ground nutmeg
¼ teaspoon ground ginger
1 cup ( 160 g) raisins
1 cup (150 g )wholemeal spelt flour (see notes for gluten
free / paleo )
Garnish optional (walnuts, pecan, hazelnut )
Preheat your oven to 150 C fan forced or 170 C no fan.
Combine the raw pumpkin, eggs, vanilla, oil, honey,
bicarb, cinnamon, nutmeg, ginger and raisins.
Add the spelt
flour and mix through.
Spoon into a prepared baking tin lined with baking paper.
The size tin I used was 10 1/2 cm wide and 26 cm long.
Garnish the top if you like then pop into the oven.
Bake for 1 hour - 1 1/4 hour or until cooked through. You
may need to cover the top with a little foil if necessary.
The
top
of
your
cake
should
spring
back
when
touched.
Remove from the oven and allow to cool for 30 minutes before removing from the tin.
Enjoy at room temperature alone or topped with ricotta + honey.
For Gluten Free version of this cake use 2 cups (200g) of almond meal in place of the spelt flour.
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Latest News
2012 HFQ AGM NOTICE
VAGALIS CAFÉ, 30 RACECOURSE RD, HAMILTON 4007
SEPTEMBER 15TH 2012 @ 2PM—4PM
ALL HFQ MEMBERS ARE WELCOME TO ATTEND
PLEASE RSVP TO LIZ 0419706056 OR INFO@HFQ.ORG.AU
TEA COFFEE AND LIGHT REFRESHEMENTS WILL BE SERVED

RBWH and RCH Clinic Dates
Gold Coast:

3rd Sept (RBWH & RCH)

Nambour:

24th May (RCH) and 11th Oct (RBWH)

Toowoomba:

TBA

FNQ:

12/13th August - Townsville then Cairns (RBWH and RCH)

Mackay
Rockhampton:

4th June (RCH)
5th June (RCH)

WFH 2014 WORLD CONGRESS
THE LARGEST INTERNATIONAL
MEETING FOR THE
GLOBAL BLEEDING DISORDERS
COMMUNITY MELBOURNE, AUSTRALIA . MAY 11-15
FEDERACIÓN MUNDIAL
DE LA HEMOFILIA
2014 CONGRESO MUNDIAL
11-15 DE MAYO

www.wfh2014congress.org
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