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AIMS

Haemophilia Foundation Australia has developed a
youth website, called “Factored In’, to:

e build social connections among young people
in the bleeding disorders community

e increase their knowledge about living with
a bleeding disorder

o promote informed decision-making.

In 2015-16 the aims for Factored In were:
» to engage more young people
* increase participation with website.

To address and ensure ongoing sustainability of the
HFA Youth Program, in 2015-16 HFA developed:

a youth leadership and mentoring program
(Youth Lead Connect)
a website moderation training program.

The Factored In site was integrated with the Youth Lead
Connect program to ensure the youth leaders contribute
content and promote the website.

Young people were also consulted about ways to make
website more interactive.
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SIBLINGS GEOFFREY IS AN HFA YOUTH LEADER AND MENTOR. GEOFFREY ATTENDED THE HFACT CAMP IN APRIL 2016. WAS PART OF THE
: PLANNING COMMITTEE AND FACILITATED THE YOUTH PROGRAM ACTIVITIES.

SPORTS

muwstow  THEHFACT CAMP WAS A HUGE SUCCESS!

TRAVEL This was my first experience of being part of a planning commitie2 and going through the process of organising everything from scratch. We were
all quite nervous but watching our efforts come together was very salisfying and the feedback we got was greal.

OTHER The kids Joved the dance lessans. Easter eeg hunts. surfing. T-shirt designing and soccer. | even overheard parents speakang about hospital

" expeniznces and exchanging phana numbers with plans fo meel up later. It was cool o see the bleeding disorder community growing in front of

my eyes! Choosing to have the camp at the coast meant people from Canberra got fo enjoy the beach while at the same time making it easier for

those living down there to atfend.

The whole reason | ot involved in commitiees was so that | could be a role model for younger kids. and for the first time | really fell like | was
achizving this. It was greal o show the young kids that even as a hasmophikiac. | was playing soocer and surfing and they could too! - and they
did!

Overall it was great to be parl of the HFACT camp and | look forward o my future involvement immensely. It was a pleasure to wark with everyone
on the committee and a bég thank you to all who helped oul.

ABIG SHOUT OUT to Hamish. another HFA youth leader and mentor, for doing a self-infusion demanstration in froat of everyone! I went so well.
the kids had fake veins strapped on to their arms and they all jostled for a front row seat to watch Ham stick neadles in his amn. It was great fo
show them haw easy it can be {o manage their own medication.
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This site was created by young people, for young people, to talk about life, being young and hévinga bleeding
disorder.

WiFH 2076 WORLD CONGRESS

View answers to everyone’s questions
The next WFh World Congress is in Orlando!
N
il @ @ The World Federation of Hemophilia's 2016 World Congress WFH2016) is the most significant global event for media
covering health care and inherited bleeding disorders: i p— s : :
If you're aged 13-30, have a bleeding disorder, carmy the gene or are a sibling: Get some seriously good information.
Ask questions, even ones you've been too embarrassed to ask.
Take part in competitions and polls.
Comment on other peoples stories.
J Join Now
WHAT'S NEW TRENDING TOPICS UPCOMING EVENTS
Youth stories f rom the YL.C program HAEMOPHILIA || TRAVEL || WAD | WORK |  EMPLOYMENT élg) W?%L oif \/O 1 Conaress
2,041 or ong
Wed 3 Mar 2016 SPORTS || YOUH || TRENTMENT || COMPETTION - %
Youth stories from the YLC program
AWARDS || CONFERENCE = CAMP | WORLDHAEMOPHILIA DAY The next Whh World Congress s in Olanda!
@/m\w'mg up Without /memap/w’/ ia CRIS || HNV | SPORT | TRAVELTIPS | ,_ |
The World Federation of Hemophilia's 2016 World Congress WFH2016) is the
Wed 20 Jan 2016 HAEMOPHILIA AWARENESS WEEK LFADERSHIP HINSW most significant global event for media covering health care and inherited

Growing up without haemophilia bleeding disorders.

World J‘fepmfz'tls Dag 2016
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YOU MIGHT ALSO BE INTERESTED IN... SIGN UP FOR FACTORED IN ALERTS

¥VyABDR

MyABDR is an app and website for people with bleeding disorders

Notready to became a member? Sign up for alerts to keep up to date with the latest!

thefemalefactors

Your email address...
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DOWNLOAD THE FREE APP THAT XPLAINS HAEMOPHILIA
IN AN EASY TO UNDERSTAND WAY

MEMBER POLL
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MEDICAL FRITIMAY 2013
Hi! 'm Hamish and on Sunday 20th March 20111 arrived in Hawaii to take part in the 26th Annual Pacific Basin Music Festival, with 57 other
students from around the world. Before | left | had to contact my Haemaphilia Centre and get all of my forms for travelling completed. | had to see
SIBLINGS Lhe haemalologist and get him to write two letters. One that said | was allowed to carry my factor on the plane and have all of my supplies and the

other was for the NSW Department of Educalion.

SPORTS

Wednesday night was the matinée performance. There were 8 bands playing at the festival and my band was on 7th. | started lo get a bit nervous
. . as | heard the clapping. as the band before us stopped playing. We walked in, we all took our places. We nailed it! To us. we played the best that
TRANSITION we had played and we were pleased with whal we did. \We got a silver. We were one mark off getling a gold.
TRAVEL After Wednesday | had the rest of the week free. On Thursday night there was an encore performance for the band who won and the local navy
band performed as well. On Friday we went for a tour around the island and | got Lo see different things like where there was a volcano that's now
OHR abeach and we saw where some of the foolage from Jurassic Park was made.

On Sunday it was time to go back lo the airport. | had packed my trealment product with icepacks to keep my faclor cool. The only time there was
any problem was when my bag got searched on the way out of Hawaii by US customs. They wanted to look and check thal my icepacks were not
stuffed with anything.

| encourage other young people to travel. Go for it. It's fun and you get to see things you wouldn't see here in Australia and experience a different
culture. | sugzest you have enough spare product when you travel and to talk to your haemophilia nurse about letters and documents you need to

carry vith you explaining that you are required to carry needles and treatment product with you on the plane. | also made sure | took photacopies
StuNea witn anywning.

Email: hopeskin@haemophilia.org.au; socallaghan@haemophilia.org.au; scaris@haemophilia.org.au Website: www.haemophilia.org.au

Training young people to be leaders and moderators
has seen young people frequently contribute their
stories and experiences on the site and lead promotion
at camps or locally run activities.

Feedback from young people about the website
indicated that it required a restructure to be more
engaging and user-friendly. This restructure has
involved youth input at each stage of the
redevelopment. This has resulted in:

a simpler menu

more attractive interface

mobile optimisation

the ability for youth to participate in moderated forums.
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ViewRelaled  Stories 0&A News And Vore...

GRLS TRAVEL
S V) gou’\)e cm{ght the travel [mg?

Don't worry. it happens {o everyone eventually and is curable! Travelling is exciting but it can b2 a bit daunting the first time. Therz is no reason

SIBLINGS 'why a bleeding disorder should hold you back from having 2n amazing haliday bul.... there is Jots of PLANNING to do beforehand. o if you are
preparing 3 trip you nead to be orzanised months in advance.

HAVE YOU THOUGHT ABOUT THIS YET.....

SPORTS

TRAVEL m  Wheream| going?

m  Howwill 1 gel there?
CHECKLIST FOR TRAVELING ALONE ™ Howmuchwillit cost?
= Whoam | going with?
INTERSTATE TRAVEL TIPS ®  [olhaveacurment passpod?
= [olneedlravelinsurance?
TIPS FOR IFYOU HARDLY EVER ®  Howam | going o travel with my treatment product?
HAVE BLEEDING PROBLEVS ®  Howmuch product wall | need to take?
B [fgoing overseas, what is the health care [ie there?

TIPS FOR IF YOU NEED TREATMENT o
REGULARLY m  What will | do in an emergency?
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e Factored In youth moderators
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Presented at:

Stories, comments and polls are used
to advocate and represent the youth voice
across committees and conferences.

DOI: 10.3252/pso.eu.WFH2016.2016

e Factored In postcard
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WWV Created by young people, for young people, to talk
e

e aboutlife, being young and having a bleeding disorder.
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Capacity Building
Sharon Caris
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