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PRESIDENT’S REPORT

Dear HFV Members,

| hope this message finds
you well, surrounded by
the warmth of the holiday
season and the joy that
comes with your family’s
traditions. Erika and | don’t
have any extended family
here in Victoria so we’re
working on building our own
traditions as a family; just
this morning we strung the
lights on our tree and hung
ornaments all over it. As we
come to the end of 2023, |
am filled with gratitude for
a safe and healthy year, but
I’m also a little concerned.

| don’t actually know how
long it’s been since our last
round of COVID lockdowns,
two years and change
sounds about right, but
despite the passage of time
| can still sense the mark
they left on our bleeding
disorder community. It’s
now much more common
for HFV to withdraw events
at the last minute due to
low interest.

Our wonderful staff Andrea
and Yarrow put in extra
effort each month to email,
ring around, and post on so-
cial media to remind mem-
bers of upcoming events,

and while that does help
tremendously, many of our
smaller catch-ups are seeming
to wilt away.

This includes gatherings like
our regional and rural vis-

its, where HFV committee
members and the staff set

up meetings throughout Vic-
toria to make sure all of our
members have a chance to

be heard. I’m especially con-
cerned to see these be post-
poned or cancelled because
changes in hospital routines
make it much less likely for us
to meet each other casually in
a waiting area at the clinics.
If we don’t make a point of
meeting under the auspices
of HFV, it’s possible we’ll lose
the sense of community that
makes our peer support work
so well.

It’s critically important to me
that people from all across the
bleeding disorder community
feel connected to each other
and to HFV. I’m always happy
to pick up the phone or text
with someone who’s having
trouble with their condition or
their treatments and support
them as best | can, and | know
many of our members turn to
each other for informal help
too.

But the idea to pick up the
phone and ring around for
advice when you can’t reach
your GP after hours depends
on us establishing trust and
friendships in the first place.
In my experience those bonds
often grow from seeing each
other at a Young Families’ Day
at a park, or when we catch
up at a café in a town nearer
to you than to the HTC.

So please do let us know if you
have an idea for an event we
could put on once or twice a
year that you’d like to come
to. And in the same vein, if
you have suggestions for how
we should change some of the
events we plan for the year,
we would love to know what
you think could be better
about them.

With all of that in mind,

I’m excited to report on our
Bleeding Disorders Awareness
Month walk at Albert Park
Lake. Despite the blustery
breezes, it was a resounding
success with over 70 attend-
ees enjoying the sunshine and
each other’s company.

We are also already taking
registrations for our Communi-
ty Camp in March 2024. | look
forward to seeing you at Mill
Valley Ranch in Tynong North.
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There will be a barn dance
for all ages, a wide vari-
ety of youth activities, the
Secret Men’s Business and
Secret Women’s Business
discussion groups, horse
riding for teenagers and
adults, and horse petting
for children.

If you’re planning to come
along it would be a huge
help to us to get an RSVP
soon, so put this magazine
down, check HFV’s website
for the booking link under
the “Get Involved” heading,
and register today.

Finally, as always, we are keen
to make sure a broad variety
of people from our community
are members of the manage-
ment committee which sets
HFV’s plans. In particular it
would be good to have more
people join who have VWD or
are fathers of young people
with a bleeding disorder. If
you would like to sit in as a
guest for a committee meet-
ing to see how it goes, that
can be as simple as clicking on
a Zoom link. So please reach
out to Andrea for more infor-
mation.

On behalf of all the volunteers

and staff at HFV, | wish you
and your loved ones a joyous
holiday season in full health
and overflowing with warmth
and laughter. Let’s be sure to
catch up in person in 2024,
and if there’s anything | or the
HFV staff can help you with,
just ring us. We’d love to hear
from you.

With heartfelt appreciation,

Dan Korn HFV President



https://www.trybooking.com/CLPVR

Donna’s insights:
The benefits of spending
time with horses

Hi, my name is Donna Field, and | am a
HFV Committee member.

| have been involved with horses since |
was 10 years old. From the time | could
walk and talk, all | ever wanted to be
around were horses. At the age of 10, my
mum eventually gave up saying “No” and
bought me my first horse. | trained that
horse from an inexperienced two-year-old
Arabian gelding through to a highly edu-
cated and successful competition horse.

| am a qualified horse-riding instructor
and | judge and regularly teach at four
Pony Clubs throughout the year. | have
been teaching at Pony Club for over forty
years now.

| am excited the HFV Community Week-
end next year will be at Mill Valley Ranch.
Many of you who have never been in-
volved with horses will get to see and do
what | love.

Horses are highly intelligent animals and
can read your emotions on a level com-
pletely different to other animals. Horses
are unique in that they don’t judge. They
give unconditional acceptance, reacting
to your behaviour and emotions. They are
great at observing and will often mirror
your behaviour.

When adults and children interact with
horses, research has shown they may ex-
perience benefits like reduced stress lev-
els, reduced tension, lower blood pressure

and increased confidence. They can im-
prove a person’s feeling of self-worth and
enable you to obtain a calming presence.

If you allow yourself to, you will have a
very special experience at the Community
Weekend in 2024. The experience will tap
into your heart, soul, trust level and for
some, help you overcome your fear.

| look forward to seeing you all there.

Donna Field
HFV Vice President



Member Q&A with Lenny:

What's it like to work in tech research?

My name is Leonard Mammoliti, 31 years
old and a HFV member since | was just a
few weeks old. My interests include Lego
Technic (the more complex and challen-
ging the better even though it takes me a
while to put it together or start all over
again when | lose a tiny but essential pie-
ce), playing/analysing my piano pieces,
and attending MSO (Melbourne Symphony
Orchestra) concerts especially the ‘Ears
Wide Open’ series or when a well-know
pianist is playing in town. In addition, |
thoroughly enjoy well-crafted comedy
shows or sketches and like many, playing
computer games.

There is a family history of moderate
haemophilia A from my mother’s family.
Unfortunately | had a cerebral haemorr-
hage at birth and was rushed to RCH at
7 days old. The percentage of factor was
diagnosed properly about 2 weeks later.

Can you tell us a bit about
your current job?

| currently work for La Trobe’s Centre
for Technology Infusion (CTI) as a ca-
sual researcher. My job description is
‘Supporting the Deputy Director in desk
research, analysis, reporting, and coor-
dination of projects.’ Specifically, | have
been involved in testing and reporting on
the accessibility of new technologies to
assist people with disabilities in public
transport, healthcare, and mobility.

What led you to this field?

Before this job opportunity was offered,
| volunteered as a usability tester for

Vision Australia on a couple of occasions
and found that | thoroughly enjoyed it as

| have benefitted from the computer right
throughout my eduction since Kindergar-
ten. The digital devices helped in my daily
organisations and mobility as well.

When a 3-month internship was offered |
enthusiastically applied for it because it
combines my lived experience of disabili-
ty with my passion and curiosity for new
technology and how it can enhance the
lives of people with disability. Fortunately,
| was delighted when the 3-month inter-
nship was extended to 6 months and | was
then offered a permanent casual position.

What achievements are you
particularly proud of?

During my first month into the internship,

| was tasked in attending and reporting on
a series of six focus group interviews. With
the guidance of a PhD student, the project
was a great success. | was proud when my
name was included on the front page of
the report.

| was asked to compose a short description
about my role to be incorporated into the
‘Researchers’ section of a recent report. It
makes me feel included in the team, and
my contributions are valued.

What goals are you working
towards?

| am excited that there is a big future in
deploying technology to assist the disa-
bled community in gaining improved living
standards, education, and employment.

| would like to learn further how we can
make these technologies more affordable
to make life more inclusive for people
with disability in our society, as well as



other communities in the world.

What does it take to
succeed in your role?

| think the combined training | had in
university in research, analytical work as
well as noticing all the fine details in the
music major, and different reporting and
writing styles in the psychology major
and combined with lived experienced
have contributed to my success. In short,
having an analytical mindset yet being
open-minded to other people’s needs.
There are so many types of disabilities
and everyone has different requirements
to improve their conditions.

Do you have any core
values that you live by?

Having Haemophilia alone is challen-
ging enough for anyone. At times, it has
been overwhelming living with additional
complex disabilities namely a rare vision
impairment and mild cerebral palsy. |
think it takes a lot of courage, resilience,
tenacity, and acceptance of one’s con-
ditions, especially when realising that
you are quite different from everyone
else. Thinking creatively to find different
solutions and being comfortable with un-
certainty, failure, and concentrating on a
growth mindset often helps. Most impor-
tantly, being grateful for all the positive
opportunities in my life and the people,
especially my parents, who have helped

me along the way.

What advice would you give
to your younger self?

| would tell myself that having a disabili-
ty doesn’t define me as less worthy than
others. Even though many times | have
faced insurmountable challenges or cri-
ticisms from others, | must never give up
because there are talents in me that | have
not discovered yet. You never know what
opportunities are out there when you open
your mind.

Final thoughts...

| am most fortunate to be working in a
supportive environment with a team who
believes in improving the lives of people
with disabilities using technology. | am
grateful to be given the chance to continue
learning and demonstrating my skills. | am
glad that my efforts and contributions are
appreciated. It’s so exciting to discover
new technologies that are being developed
and trialled in Australia, as well as over-
seas. Even though the lives of many people
with disabilities will not be transformed
overnight, but hopefully their future will
be better and brighter one day soon. It’s
also eye-opening to see that end-users with
disabilities are active participants in the
development, testing, and evaluation of
applications/mobility equipment aimed at
improving their lives.



A PATIENT’S
EXPERIENCE WITH

GENE THERAPY

By Dan Korn

Now that Australian regula-
tors have approved gene the-
rapy treatments for severe
haemophilia, there’s a lot of
interest in what it’s like. In
particular, now that so many
of us have access to Hem-
libra, people are puzzling
over a question no one in the
bleeding disorder commu-
nity would have foreseen a
decade ago: “Now that gene
therapy is here, is it actua-
lly better than my standard
treatment?”

| can’t answer that question
directly. It’s strictly a matter
for you, your family, and your
HTC. But I can tell you what
gene therapy is actually like,
because | had it done six
years ago.

| was born with severe hae-
mophilia B and grew up in
the USA. Since the late 90s
I’ve been keeping an eye on
the progress of gene thera-
py; at one point around the
turn of the millennium | was
approached about partici-
pating in a very early-stage
gene therapy study. | decided
not to join in then, more be-
cause | was struggling a bit at

uni than because of anything
specific about the therapy or
the researchers.

But despite turning down
that early study | kept up
with the researchers’ pro-
gress over the years. After
moving to Australia in 2014 |
started hearing about a new
round of gene therapy being
developed which built on
the lessons learned in earlier
studies. I’ll spare you the full
list of the many rounds of
“should | volunteer or not”
discussions with my wife, my
parents, my HTC in Melbour-
ne, and the research team in
Sydney. Suffice to say it took
several years from the time

| first spoke with the study
team until the day the me-
dication was actually admi-
nistered. So if you’re on the
fence about gene therapy,
don’t feel like there’s any big
rush for you to make a deci-
sion either.

While undergoing gene the-
rapy was a momentous oc-
casion in terms of my life
with haemophilia, the actual
administration of the product

itself was almost a non-
event. | sat down for an hour
to let the IV drip through the
lines, | stuck around for the
rest of the day so they could
take blood samples at speci-
fic time intervals, and | felt
absolutely no different as it
happened nor afterwards.
The treatment itself took se-
veral weeks to come into full
effect, so | think | even took
a dose of my normal factor
IX medication when | tripped
getting off a bus and badly
twisted my ankle.

After that initial wait for

the gene therapy to kick in,

| didn’t need any more fac-
tor for the rest of the year. |
personally would have been
ecstatic to go from less than
1% factor IX activity to 14%,
since that’s the point at
which people with haemo-
philia have almost no sponta-
neous bleeding. But my levels
quickly stabilized in the high
30s. For context, that’s as
much as I’d have in the hours
after taking a dose of my
usual factor product. This
was a fantastic result, becau-
se gene therapy means | was
maintaining this level 24/7,
rather than peaking after an
infusion and then falling back
to single-digit percentages
within two days.

So what was the overall
effect for me? My family and
the HTC | grew up with in
South Carolina always pushed
me to be as independent as
possible, and | probably took
that encouragement and
went too far with it. Even
while taking 50-70 doses of
factor a year, | managed to



Trillions of AAV gene vectors fit neatly into one

single IV bag.

travel away from home and
even go overseas with my
family. When | finally finished
uni | moved to Singapore and
Cambodia to work there for
several years. So, even befo-
re gene therapy, while there
are some everyday activities
that | avoided due to my
haemophilia, | did everything
| could to not let it limit my
life goals.

Even knowing that | could be
so independent with regular
Factor IX treatments, thou-
gh, | feel liberated by having
a successful gene therapy
treatment. There’s almost
no chance anymore that I’ll
need to take time off work
to manage a bleed. | don’t
have to deal with fitting my
exercise schedule to my pro-
phylaxis schedule. | even feel

confident traveling overseas
but not taking any factor
with me. From the point of
view of managing bleeds and
joint damage, it’s hard to
understate the positive im-
pact gene therapy has had on
my life.

That’s not to say there we-
ren’t any drawbacks. There
was a dramatic and unexplai-
ned drop in my factor levels
from the high 30s to the mid
20s. Strangely this happened
around the one-year mark
after my gene therapy, ra-
ther than steadily falling over
time. Even now that it’s sta-
bilized there for five years,

| worry that it might drop
again for some reason. So
while I’m grateful for a fan-
tastic outcome to what was
at the time an experimental

treatment, I’m mentally pre-
pared for the possibility that
it will wear off some day.

Another thing to consider was
that about two months after
the gene therapy dose, | did
have to take a course of cor-
ticosteroids when it appeared
that | was having an autoim-
mune reaction. While it was
a bit of a downer to be more
irritable and bloated than
usual, it was no big deal to
me in the long run. It only
lasted a few weeks, my fac-
tor IX activity didn’t drop off
at all at that time, and I’d
gladly go through it again in
order to support a successful
outcome.

A week or two of standard
side effects is an easy trade
for me to make in the big
picture because a successful
gene therapy means never
having to keep track of a
prophylaxis schedule again. It
means almost entirely cutting
out bleeds and further dete-
rioration in my target joint.
While I’ve had a few bleeds
there, they develop much
more slowly so it’s much ea-
sier to stop them early. And
of course two or three bleeds
over six years is many fewer
than | had when | was using
my regular factor-replace-
ment product.

In fact the major drawback
to my gene therapy has been
more of a social challenge
than a medical one. It was
recommended that | limit

my alcohol intake to just one
standard drink per 48-hour
period. While that wasn’t
too big of a change from



The big day. Medications and cannulas at the

ready, posing for posterity with Dr. John Rasko

and his team.

my usual pattern, it’s a bit
confronting to realize most
drink servings at your local
are more than one standard
serve of alcohol per glass. So
I’ve had to cut out anything
but the mildest drinks. Hol-
ding yourself to just one
round every few days can
be really difficult in a coun-
try where it’s so common to
share rounds of drinks after
work or have several glasses
of wine to celebrate a big
event.

Younger generations are
more accepting of people
choosing not to drink alco-
hol, but that’s a far cry from
everyone being accepting.
I’ve had several really poor
experiences where people
I’ve just met at after-work
drinks are badgering me to
have another drink or three
to keep up with the group,
and they just won’t take

no for an answer. They may
think of it as harmless, jovial
encouragement, but | don’t

wear my haemophilia on

my sleeve, so to speak. I’ve
got no obligation to share
that part of my life with
near-strangers, and it would
be a real drag to try and exp-
lain the ins and outs of gene
therapy to them.

So the overall effect is that

| tend to avoid those gathe-
rings now in order to make

it easier for me to stay com-
pliant with the recommended
alcohol limits. That’s not a
great outcome, but it’s a
trade I’m willing to make

at this point in my life. If |
were younger or if | had close
friendships that centered

on nights out on the town,
it’s something | might really
regret.

Summing up, what advice
would | offer someone wei-
ghing up continuing their
current clotting factor routi-
ne vs going the gene therapy
route? | don’t think | can
really make that decision

easy for you. It’s something
you have to weigh up care-
fully, and be really honest
with yourself about each
factor in the decision. Only
you, your family, and your
haematologist can unders-
tand all the pros and cons of
each treatment and how they
mesh with your life. Think
about what you want to do
with yourself over the next
decade or two and identify
which kind of treatment rou-
tine would best support help
those goals.

For example, if you’re thin-
king of moving overseas for

a long time, gene therapy
could be a huge help. The
same goes if you’re having
trouble keeping track of your
current treatment schedu-

le or keeping the supplies

at your home. On the other
hand, if you have a routine
that works really well for
you now, and you don’t have
many breakthrough bleeds or
a target joint, the drawbacks
might not outweigh the be-
nefits. My advice is just to be
really honest with yourself
when you’re assessing the
balance. A clear understan-
ding of how well you’re doing
now will help you make the
best choice for your future.



My
Amazing
Travel

Adventure:

Jack’s
Story

“My name’s Jack. | am 22
years old and | have severe
haemophilia A.”

Jack talked to HFA about travelling overseas and managing his haemophi-

lia for some amazing trips!

Where did you go
on your trips?

I’ve done two separate trips

over the last couple of years.

With my first trip, | went to
Southeast Asia for about five
weeks, mainly around the
south of Vietnam and Thai-
land. | went with one of my
best mates who I’ve known
for years. We travelled at a
pretty fast pace, moving to
a different city every couple
of days, about 14 different
places across the five weeks.

With the most recent trip, |
went to Europe for about 7

weeks with my girlfriend. |
flew into England and started
in London. My girlfriend’s fa-
mily is from Wales, so | went
across to Wales for a week or
SO.

Then we did a group tour,
where we made some great
friends and continued to tra-
vel with them following the
tour. It was pretty similar to
the earlier trip - we moved
around really quickly and |
went to about 12 countries. |
started in England then went
down through France, Swit-
zerland, Spain, Monaco, Italy,
Austria, Czech Republic,
Germany, the Netherlands,

Belgium and then back to
London again, and then came
home to Australia after that.

It was really exciting.

What were the
highlights for you?

Some highlights of my trip to
Asia were Dalat in Vietnam,
a small town up in the moun-
tains, which was really cool.
| also loved Hoi An, with its

old lanterns and unreal food -

just an awesome vibe there.

Then in Thailand we did an
island-hopping cruise around

11
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“With my first trip, | went to the south of
Vietnam and Thailand with one of my best ma-

tes who I’ve known for years.”

the Phi Phi Islands - amazing
crystal-clear waters and ree-
fs. | also loved another small
island called Koh Tao, which
is a tiny little speck on a
map. It’s where a lot of peo-
ple get their diving licence.
It was just unreal beaches
and scenery.

When we went to London, |
got to go to an EPL (Premier
League) game to watch the
soccer, which was pretty
sick. | also went to Printwor-
ks. I’'m a DJ and | love my

electronic music. Printworks
is one of the biggest venues
in the world, so going there
was awesome. It’s actually
closing down soon so it’s cool
we caught that before it fini-
shed up.

And going skiing in Austria
was just unbelievable. It
was the middle of winter, so
it was freezing. But we had
some ‘bluebird days’ where
it was perfect weather whi-
st we were on the slopes! It
was my first time skiing. We

just skied because in Austria
there wasn’t a heap of snow-
boarding. But when | go to
Canada later this year, I’m
going to give snowboarding a
crack and we’ll see how that
goes.

How did you
prepare to travel
with your
haemophilia
treatment?

When I’m preparing to tra-
vel to another country, my
first thing is to quickly check
requirements in each coun-
try and make sure | am not
bringing anything in that

is illegal. It’s important to
know, especially when we’re
going to Asia or countries
where they speak a different
language. | get letters from
the hospital to carry with
me, so if | do ever get pulled
up in customs, | have letters
to explain why I’m carrying
needles and treatment.

| usually have a meeting with
my haemophilia nurse about
eight weeks before | go away.
We discuss a plan on how to
tackle how much treatment

| will need to bring to ensure
they order enough treat-
ment, as well as organise the
doctors’ letters.

Then | make a plan of how to
keep treatment cold, which
is one of my biggest challen-
ges. Not all hotels have fri-
dges, so | come up with the
worst-case scenarios, like a
plan for keeping my treat-
ment cold if | have a 12-hour
travel day, or have a hotel



“I loved the small island called Koh Tao - just
unreal beaches and scenery”

that doesn’t have a fridge.

Then finally, | always make a
list of where the Haemophilia
Treatment Centres (HTCs)
are, just in case of any emer-
gency. That was a bit harder
in Asia, because there we-
ren’t as many HTCs. But in
Europe there were plenty,

so if anything did happen, |
had an HTC where | could go
and see some knowledgeable
doctors.

How did you
manage your
haemophilia while
you were
travelling?

| had two different experien-
ces of managing my haemo-
philia when | was traveling.

During my first trip | was
using factor VIII (8) products,
which required far more
frequent treatments. After
discussions with my haemo-
philia nurse and doctor, | was

having one treatment per
day when | went to Asia. This
meant | had 35 doses, which
was a challenge to carry that
amount of factor VIl over
there. But the biggest cha-
llenge is temperature, espe-
cially in a hot climate like
Asia, and keeping that much

Printworks in London
Is one of the biggest
venues in the world, so

going there was aweso-
me

treatment product cold for
that long.

It was a stark comparison to
my second trip where | was
using a non-factor product. |
only needed to bring 3 treat-
ments with me, which was
much easier to keep cold,
plus it was winter, so it was a
completely different scena-
rio.

| also needed to make sure |
had correct travel insurance
that included haemophilia,
so that in case of any emer-
gency, | would be covered
overseas.

What was easier
than you
expected?

I’ve always had some form
of anxiety that | would be
pulled over and questioned
why | have all these needles
and syringes in my carry-on
luggage, but I’ve never been
stopped at customs either in
Asia or in Europe. Which is
nice!

Did you need to do
anything special in
the group tour?

There were a few extra con-
siderations with the group
tour. The main thing was
discussing my condition with
the tour manager so he was
across it, in case of any
emergency. There were also
quite long bus rides. | discus-
sed it with my tour manager
and he allowed me to use the
fridge on the bus to keep my
treatment cold as well. But

13
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“The biggest challen-
ge is temperature,
especially

in a hot
climate like Asia, and
keeping that much
treatment product
cold for that long.”

aside from that, | found as
long as | was transparent and
up front with the tour mana-
ger so he was aware of the
health condition | had, it was
no drama, really.

Apart from the tour mana-
gers, haemophilia is some-
thing I’ve normally kept to
myself on my trips because

| think as long as you mana-
ge it correctly, it shouldn’t
affect the way you live.
Obviously, my girlfriend was
across it and when | travelled
with my friend, he was across
it, so they’re aware in case
anything happened on the
trip. But aside from that, |
never really told other peo-
ple.

Will you do
anything different
on your next trip?

My next trip will involve
skiing in Canada, so there’s
probably going to be a bit
more risk if | fell off a snow-
board or something like that.
Now that | am on non-factor
therapy, that might mean

carrying some extra factor
VIII with me, just in case |
did have a fall so that | have
a bit of factor VIII to manage
a bleed. But I’ll discuss that
with my haemophilia team
when | am closer to the trip.

What travel tips do
you have for other
young people with
bleeding
disorders?

My main travel tip is to plan
for every scenario and dis-
cuss this with your haemophi-
lia nurses and doctors.

| suppose the biggest concern
with going away is you are a
long way from home. If your
parents are anything like
mine, they will be extremely
worried!

So have a plan to make sure

“When | go to Canada later this year, I’'m going to give snowboarding a
crack and we’ll see how that goes.”




“My main travel tip is to plan for every scenario - SO you can go on your
)

trip with confidence and travel freely.

you’re never going to be Want to know more about

stuck, you’re always safe, travel?

you always have treatment

with you and just be across Visit the Travel section on the HFA website:

everything you need tobeso  https://tinyurl.com/HFA-travel
you can go on your trip with

confidence and travel freely.  Check out other personal stories from young
people with bleeding disorders on:

» Factored In, the HFA youth website:
www.factoredin.org.au

» The HFA YouTube channel:
https://tinyurl.com/HFAYouTube

This article is reprinted with permission from National Haemophilia, the
journal of Haemophilia Foundation Australia, issue No 223 September 2023.

Photos supplied by Jack and reproduced with permission.
Stock images: Valentine Kulikov for Pexels.



https://tinyurl.com/HFA-travel
http://www.factoredin.org.au
https://tinyurl.com/HFAYouTube
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World AIDS day 2023

Friday 1 December

World AIDS Day is marked globally on 1
December to raise awareness about HIV
and eliminate stigma and discrimination.
In 2023 the national theme for World AIDS
Day is Inclusion, Respect. Equity.

Part of our everyday life as a community
is being mindful of our community mem-
bers living with HIV, of demonstrating
our support for them and honouring lives
lost over the past 40 years. Wearing a red
ribbon on World AIDS Day is one way of
showing your support.

Much has changed since HIV was first
identified in the mid-1980s. Today in
Australia people living with HIV can get
medication that allows them to live a
healthy, long life, suppressing their viral
load so they have no risk of transmitting
the infection to a sexual partner. The-
re are also medications to prevent HIV
infection if exposed to the virus.

HIV in the bleeding
disordders community

HIV is a very important part of our com-
munity’s history. In the mid-1980s some
adults and children with bleeding disor-
ders acquired HIV from their clotting
factor treatment products. Some lost their
lives to HIV while others live with HIV
today. Treatment product safety is now
greatly improved and the risk of bloodbor-
ne infection from products derived from
blood is extremely low. Nevertheless, the
impact of HIV has been profound, not only
the people who acquired HIV but those
close to them, those who have cared for
them and the community generally.

The HIV experience drew on the resilience
that was already a strong element among
people with bleeding disorders 