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Matt McMillen

Whether you are running a 10K race
or simply walking the links at your
local golf course, it is important to
wear a good pair of shoes or inserts.
After all, every step you take puts a
little more wear and tear on your
ankles. That can quickly add up to a
lot of pain and discomfort, especially
if you have a bleeding disorder.
Wearing proper footwear, however,
can reduce the risk of ankle bleeds
and arthritic pain, and that means
you can stay active and on your feet.

"Being active and healthy is harder to
do with bad feet”, says Ruth Mulvany,
RPT, of the Department of Physical
Therapy at the University of
Tennessee in Memphis. Mulvany was
awarded a National Hemophilia
Foundation Physical Therapy
Excellence Fellowship for her study of
rocker-bottom shoes and their effect
on the comfort and gait of people with
hemophilic ankle arthropathy, a
painful degenerative condition caused
by recurring bleeds. “Studies have
shown that 6,000 to 10,000 steps a day
are recommended for good health”
she says. “But when your feet hurt,
taking even one step is discouraging”.

John McNeil, who has severe
hemophilia A, takes footwear
seriously. That's why he wears high
top sneakers, which provide both
ankle support and stability whenever
he is on the basketball court.

"I have arthritic ankles” says McNeil,
28, of Charlottesville, Virginia. “If | do
something active in the wrong shoes,
it hurts the next day.”

That kind of pain and discomfort can
begin a vicious cycle, says Nicole
Hroma, PT, the senior physiotherapist

FOCUS ON
FOOTWEAR

at the Comprehensive Hemophilia and
Thrombophilia Program of Children’s
Memorial Hospital in Chicago.

"If you hurt your ankle and get a
bleed, then you will rest it so that it
doesn't bear weight.” Hroma says.
"But when you do that your muscles
tighten. That can cause you to lose
range of motion and make you more
susceptible to future bleeds. “

To find the right footwear, Mulvany
recommends shopping at a shoe
store rather than online. While the
internet may be convenient, you need
to try on a shoe before you buy it.
Look for shoes with good cushioning
arch support and plenty of wiggle
room for your toes, says Mulvany.

"People with bleeding disorders who
have foot and ankle problems do
better with sturdy, laced-up, high top
shoes that support the arch and the
ankle,” Mulvany says. “Those who have
limited ankle motion often report that
they do best if the shoe has a bit of a
heel, like a cowboy boot would have.
This puts the foot in a position that
supports their limited motion.”

When McNeil needs shoe advice he
turns to his physical therapist.

This is a good idea for anyone with a
bleeding disorder. Consult with your
physical therapist, podiatrist or
orthopedist before buying your next
pair of shoes. Such experts can
identify problems and provide
recommendations while steering you
away from styles that could do your
feet more harm than good.

Custom-made inserts for people with
bleeding disorders keep the foot in
place and properly aligned. That, says

Hroma, helps to prevent bleeds. An
added advantage is that they fit
inside most dress shoes, which often
lack support. For a study that
gathered data from 1999 to 2006,
Hroma and her colleagues recruited
60 children who were patients at the
Children’s Memorial Hospital's HTC.
Half of the children wore inserts,
while the other half did not. Hroma
and her colleagues presented the
study at the World Federation of
Hemophilia Congress in Istanbul,
Turkey in June 2008.

"We had clear results — the kids wearing
the inserts averaged about seven
bleeds in seven years.” Hroma says.
"The other kids averaged 30 bleeds.”

“Sometimes, inexpensive,
commercially available shoe inserts
can make a huge difference in
comfort and function.” Mulvany says.
Again, check with your physical
therapist or podiatrist to learn what is
right for you.

Don't wait to determine what fits your
needs best. If you have problems
with your feet or ankles, early and
aggressive intervention is essential so
that you don't lose your stride.

"You need to take care of your feet
and ankles early,” Hroma says.

Note from the editor

It is recommended that people with
bleeding disorders discuss footwear
issues with their physiotherapist. A
referral to a podiatrist or other
specialist may be necessary. Some
state/territory Haemophilia
Foundations offer subsidies for
footwear.
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Natashia Coco is Development Manager, Haemophilia Foundation Australia

WOULD YOU LIKE TO
PATL
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Natashia Coco

Global Feast is a fundraising
opportunity for Australians to raise
funds which will be used for people
with bleeding disorders around the
world who need our help.

Without proper treatment for their
bleeding disorder, most children with
severe haemophilia will die when
they are very young. An estimated
400,000 people worldwide are living
with haemophilia. 75% of people
with bleeding disorders throughout
the world are undiagnosed and
untreated, particularly in countries
where health care is not well
resourced. WFH is striving to close this
gap. Australia is one of the fortunate
countries where people with bleeding
disorders receive high quality care and
treatment. We can all make a
difference by working with World
Federation of Hemophilia (WFH).

Invite your family, friends and work
colleagues to a meal and ask them to
bring a donation instead of flowers,
wine or a gift. If a dinner isn't your
"cup of tea”, any type of festive
event will do - a pancake breakfast,
pizza party, backyard barbeque,
afternoon tea or picnic lunch. Do it at
home, or meet in the park! Be
creative and have fun! We can help
you run your own Global Feast event
at any time during the year!

All money collected for Global Feast
will be donated directly to WFH.
WFH will use these funds to provide
safe and effective blood treatment
products free of charge to people in
urgent need. WFH works in more
than 50 developing countries
providing programs, services,
educating families and training
doctors and nurses in some of the
poorest regions of the world.

For more information and
promotional items, contact Natashia
at HFA on 1800 807 173 or
ncoco@haemophilia.org.au

IN 2009
CAST?

Joan from Victoria shares
her Global Feast experience

"I need to tell you all how | feel
about the wonderful opportunity
the haemophilia community has
in Australia each year. Itis called
Global Feast.

When | first read about Global
Feast in the newsletter a couple
of years ago, there was a story
about a young boy who has
haemophilia in Zimbabwe, and
what it has always been like for
him in a country with few
resources — it's nothing like the
same treatment that is available
for our guys in Australia. My
husband, who is now in his 70's,
has received wonderful treatment
from hospitals here all his life.

My tears flowed at the thought of
how different it is for this boy |
read about, and for so many
others like him. | realized that here
was an opportunity to help, even
in a small way, and | decided to
hold a Global Feast!

I'm not a gourmet cook, but | do
like a challenge, and | certainly
enjoy sitting down to dinner with
friends, so | set a date, enlisted
my husband’s help, and the
encouragement of other friends
and relatives ”

We figured through that if we gave
people a 3 course meal, they
would feel inclined to be generous.
We figured that the maximum
number of people we could seat in
reasonable comfort was 16, so we
invited 21, thinking that some
would not be able to come, and if
it happened that they could all
come, then 5 of us (probably
family) could sit on the lounge
chairs with plates on our knees.

Having decided on a date, and
sent out the invitations, | set
about planning the menu. |

Joan and friends celebrating Global Feast

thought about the main course
first — buffet style seemed easier
than trying to keep in mind any
different dietary needs and
preferences. Two prospective
guests are vegetarian. | decided
on one pasta dish which has a
small amount of meat. | just
would hold back the meat for a
vegetarian portion of it. | also
did two types of roast meat
which | served sliced on a
platter. There was also a
vegetarian frittata, as well as a
tossed salad and bread.

For the entrée we had a
selection of finger foods, and for
dessert a choice of chocolate
tart and hot fruit crumble.

On the night — a cold night in
August — so good eating
weather, 18 people were able
to come, and were seated in
reasonable comfort.
Compliments and exclamations
flowed, about the food, and the
amount of work | had put in.
But as | kept saying, it really
wasn't a huge amount of work —
yes, a bit of planning and
organizing, and yes, a bit of
work, but spread over a few
days, but really, how could | not
do it, when | thought about
those kids in Africa and other
countries that could do with a
bit of help!

Bottom line - $200 was donated
on the night! And last year,
what else could we do, but
repeat the success — that time
$300 came in.

I'm looking forward to this year's
dinner, but what would be even
better would be to read in the
newsletter later in the year, that
more than the usual handful of
people took part in this great
opportunity to help.” H’




Suzanne O'Callaghan is Policy Officer, Haemophilia Foundation Australia

HEFA WEB

SITE UPDATE

Suzanne O’Callaghan

What's new with the
HFA web site?

Since the launch of the new HFA web
site in early April 2009, we have added
some new functionality and have been
watching to see how it is received.

Online videos

An exciting step has been to add a
video module. This means you can
watch short videos on the HFA web
site — a bit like YouTube, so that you
can click on the Play button and have
the video play on your screen. As
with YouTube, the size of the video
needs to be under 10 minutes so that
it is small enough to play on most
people’s internet browsers.

So when Seven Network gave HFA
permission to put a short news clip
they made about hepatitis C
treatment for people with bleeding
disorders on our web site, we were
able to add the news clip to our video
page and alert web site users with a
news item. This has proven to be a
very popular page, with 70 downloads
in its first 9 days on the web site.

We only have permission to show the
Seven news clip until 31 August, but
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HFA publications

Another step has been to revise our
publications page format to make
sure it is easy to know what each
publications is and how to download
it and so that it comes up quickly in
search engines like Google.

Our new revised publications pages
list each publication with a short
blurb, a thumbnail of the cover and
clear download instructions. The
blurb is not only helpful for web site
users, it also helps search engines to
locate relevant information when
people are searching on keywords.
Take a look at the Publications page
and let us know what you think!
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CALENDAR

WFH Global Forum 2009

Montreal, Canada 24-25
September 2009

email  mbrooker@wtfh.org
www.wfh.org
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‘##Australian & New Zealand

OPHILIA CONFERENCE
billewger ~L K
Brisbane, §-Y0 October 2009 mhnemaphﬂimorg.au

15th Australian & New Zealand
Haemophilia Conference

Brisbane 8-11 October 2009

ph 039885 7800

fax 039885 1800

email  hfaust@haemophilia.org.au
www.haemophilia.org.au

Haemophilia Awareness Week
11-17 October 2009

ph 03 9885 7800

fax 03 9885 1800

email  hfaust@haemophilia.org.au
www.haemophilia.org.au

World = 2010
Congress
S Buenos Aires « ARGENTINA

Saturday, July 10 - Wednesday, July 14

)’\-' Hemophilia

Hemophilia 2010 World Congress

Buenos Aires, Argentina
10-14 July 2010

ph +1514 394 2834
fax +1514 8758916
email hemophilia2010@wtfh.org

Corporate
Partners

Haemophilia Foundation CSL B_ I

Australia (HFA) values the

individuals, Trusts and Iop asma
Corporations which donate

funds to support our @)

objectives.

Baxter

Among our valued donors B
are our Corporate Partners novo nordisk
who provide unrestricted

HFA
crpogams 0 Wyeth

National Haemophilia - Electronic Version

Would you prefer to receive National Haemophilia electronically? You would be
helping Haemophilia Foundation Australia save on production and postage costs -
not to mention the environment. All you need to do is email your details to HFA at
hfaust@haemophilia.org.au and we will set it up.

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.

Haemophilia Foundation Australia does not endorse or assure the products, programs or services featured in NATIONAL HAEMOPHILIA and does
not make specific recommendations for any products, programs or services.

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

NATIONAL HAEMOPHILIA as the source.

Haemophilia Foundation Australia acknowledges the funding and assistance received from the Commonwealth Department of Health and Ageing

which makes this publication possible.



