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FOR THOSE WITH
BLEEDING
DISORDERS

* There are additional
concerns when thinking
about healthy participation:

*bleeding episodes

*pre-existing joint damage /restrictions
decreased flexibility; joint surgery

*altered biomechanics

*decreased muscle strength & overall
fithess

*presence of inhibitors



FOR THOSE WITH
BLEEDING

kbISORDERE
. VARIATIONS: Y | .

severity, bleedlng h%tery—access& 0
treatment/prophylaxis \

demand treatment, |nh|b|?ors |

UNIQU’E SOCIAL/
PSYCHOLOGICAL FACTORS:

parents , teachers
child
community at large
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-to healthy
participation



Many people, whether they have a
bleeding disorder or not, find
reasons to avoid physical actiyity.

Do any of these stateme

llround famihar ?
Ve
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 I'm notin good
enough shape

e My joints hurt

 I'm too busy

* | have a target joint &
| don’t want to cause
more damage

* | have ng-one to
exercise with

| had a bad
experience last time

e |don'tlike exercise

e |’'m scared of injuring
myself

e | don’'t have enoug
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motivated

|

Haemophilia
team won't let
me y

e |t costs too
much

e The coaches
aren’t
knowledgeable
about the risks
to me

My parents
won't let me

| have an
inhibitor ~ ~
o My family & '\
~friends don't—
support my
efforts to
exercise

regularly
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Accepting fEadiagnosis
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Wil the treatment help
?

Read up on the
consequences of not
followingiyour'plan ;
following your treatment
plan can hélp.prevent long
term irreversible joint
damage & other
complications



Maintaining the balance
between concer
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A balanced style willé N
encourage the child to be
active participants in all
aspects & decision making
regarding their treatment
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Interview results —
Parents & theigg
fihildren. W

“I don’t do exerC| e” }

“The rest of my famlly playsngg_rts So | flgure \%
should also”

Soccer, cricket, swimming, golf, AE touch footle
skateboarding ,running. r‘

“You have to warm up properly & do the stretches
& | wear an”ankle brace at soccer. If we have time
| get a tneatmént just before | play; but mostly the
night before.”

“I play evérything — | always feel good playing
sports with my mates.”

“I'm not scared of playing any sports &I really
would like to play footie, but | could get a head

bleed & that could be dangerous”

We have a first aid kit at the oval — so | can ice
‘myself If | have beep hurt. \

. If you want to pla@sport — just do U;.Bl g\




Interview results — Parents
& tli Ir Children

o “Allof Peter's be friends signed on for soccC “, '
there was absolut ly no choice” Cﬁ%

* “The kids have to play some s;x)rt —the | beneflts H-!
outweigh the risks”

« “John (dad) played cricket for Queensl@hd SO he
wanted Sam to play cricket.” -

 “Oficourse we worry when they play sport — but they
could fall dﬂwn, the stairs & hurt themselves just as
much.” '-

. “Juggllng the prophylaxis & playing times is not
impossible — it just needs planning”

 Mostly small problems to date — nothing that a few
extra treatments haven't fixed. Once we had to go to

physio cause the ankle was sore for more than a
week.”

« “Initially the coach wasn’t going to let Michael play —but
| told him all about Haemophilia & how we treat him &
of course he Is the nymber one goal kicker”

'-‘,‘_ “Kids have to be g%e}p an opportunity tgj-ve life to the,
fullest — you can’t Wrap them in cottonwool. “

—



Summary — Strategies
to Promote Healthy
Participation

¢ - Good education provided by the HTC
staff, regarding types of sports and
related risks.

» _Acknowledging the individuals
[fImitations

« Fullassessment of the individualas
opposed to “categorising sports”
suitable to.them.

« Parental support and appropriate role
modelling.

« Education on'appropriate prophylaxis
timing to sports participation

. Appropriate liaising'with teachers,
coaches to enable full participation

 Advice on safety issues :

— protective wear,

— safe landing skills

— Warm up/ cool down
 Providing a;plan of what to do:

— -ifinjured

— -ifthereis arecurrence of injury

BE ABLE TO OFFER OPTIONS OR
ALTERNATIVES



USEFUL RESOURCES

* Boys will be
boys — a guide
to sports

participation for

neople with
naemophilia

and other B
bleeding 0)5 Wll!p be 1boys
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Resources (cont)

www.smartplay

www.hemophiliagalaxy.com



