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Poppy Sparsi joined the HFA team as the 

 
 

 
Staff Poppy  

Sparsi

 
 
 

 

E: T: 03 9885 7800
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Gavin Finkelstein

FROM THE  
PRESIDENT

WORLD CONGRESS
We

National 
Haemophilia

CHALLENGES OF COMMUNICATIONS

SHARING THE PERSONAL STORY
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SHARING 
KNOWLEDGE MAKES US STRONGER.
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system in latter half of 2018 and 2019.

ANY QUESTIONS OR NEED HELP?

T:  
E: 

WHAT HAPPENS TO YOUR USER FEEDBACK?
As

UPCOMING ENHANCEMENTS

 

MYABDR  
WHAT’S COMING UP?
From the National Blood Authority and HFA MyABDR teams

MYABDR TIPS
Some people are coming back to using MyABDR after being on a 

do regular MyABDR users have for new users? Michael, a MyABDR 
user from South Australia, had this to offer:

My favourite features are:

4-digit pin access code for log in

Easy-to-track stock levels

Simple user interface for recording bleeds

My tips for new users or people coming back to it are:

Get into the habit of bringing your device with you when 
injecting so it’s right there and you don’t forget.

Put the app on your device’s front screen so it’s always in sight. 
Even subconsciously you will see it and this helps to remind you 
to use it.N
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s

The Female Factors A snapshot of 
bleeding disorders in females and Finding out you carry 
the gene

The Female Factors

Increase their understanding of their bleeding 
disorder,

Help them to feel more connected

similar situations

Develop high quality, evidence-based information 

THE FEMALE  
FACTORS SURVEY
Suzanne O’Callaghan
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10%

20%

30%

40%

50%

60%

70%

Haemophilia Von willebrand
disorder

Rare clotting
Factor 

disorder

Inherited 
platelet function 

disorder

Acquired
Haemophilia

Other
(please 
specify)

10%

20%

30%

40%

50%

60%

70%

I have a 
bleeding 
disorder

I carry 
the gene

My partner 
has a 

bleeding 
disorder

I am the parent 
of a girl or 

women  with a 
bleeding 
disorder

Someone I 
am close to 

has a 
bleeding
disorder

I am a 
haemophilia 

health 
professional

I have a 
professional 
interest in 
bleeding 
disorder

1,2

WHO COMPLETED THE SURVEY?
37  
29 female, 8 male

72% 31-54

PLEASE TICK ALL STATEMENTS  
THAT APPLY TO YOUR SITUATION

BLEEDING DISORDER THAT  
APPLIES TO YOUR SITUATION

disorders in females
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WHAT DID THEY THINK OF THE BOOKLETS

86% had seen the Snapshot of bleeding disorders  
in females 
66% had seen Finding out you carry the gene 

48% had seen the print  
66% had seen the online  

85% very or extremely useful 
72% design and layout  

very good or excellent

What did they like?

Suggestions for improvement

 

‘Great layout. Easy to peruse.’

‘People can refer to them again - conversations can be 
forgotten or misunderstood. When sharing information 
with others who are new to clotting factor issues they 

questions to ask health professionals.’

‘My daughter was happy there was something that was 
just for females.’

 “A lady found it in my work waiting room and was so 
thrilled to have something concrete about herself.”

“Thank you for producing a quality resource for women 
and their families to use.”

WHAT DID THEY DO WITH THE BOOKLETS?

68% other family members 
18% their health professionals

Why?

‘Was good showing my family.’

‘To educate carriers in the family who are considering 
starting a family who hadn’t been informed about their 
considerations or connected to an HTC yet.’

‘So that we are not alone and that we suffer as well.’

‘Acknowledging that these symptoms are real and do 
affect the person’s life is very helpful. It is also helpful if 
they are able to talk about them to their doctors and to 
get some help with their symptoms.’

What was the impact for them?

‘The desire to educate more family members/well 
wishers/school educators.’

re children and starting a family.’

‘More info and evidence of what I say is not rubbish.’

‘I have sought to talk with some others who I know have 
bleeding disorders to ask their advice.’

‘As a male, a broader understanding.’

WHAT’S NEXT
 

 

 

 

 

 
E:  
T: 1800 807 173

 
E:  
T: 1800 807 173

REFERENCES
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Cheryl Ellis

PEER SUPPORT FOR WOMEN IN A LOCAL CONTEXT

 

The Female Factors

 

based information in all The Female Factors 

A LITTLE BIT ABOUT ME

WOMEN AND P
members. 

both
 

N
a

ti
o

n
a

l 
H

a
e

m
o

p
h

il
ia

 N
o

. 
2

0
2

, 
Ju

n
e

 2
0

1
8



N
a

ti
o

n
a

l 
H

a
e

m
o

p
h

il
ia

 N
o

. 
2

0
2

, 
Ju

n
e

 2
0

1
8

11

EER SUPPORT
WOMEN’S GROUP MEETINGS 

around the table.

PEER EDUCATION

Finding Out You 
Carry the Gene and A Snapshot of Bleeding Disorders 
in Females

OTHER OPPORTUNITIES TO CONNECT

families in similar situations.
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Home

WHAT ARE VEINS?

 

 

EXERCISES FOR VEINS
1. 

2.  
 

 

How do these exercises improve your veins?

VEIN ROTATION

TIPS FOR TREATMENT

What can you do to make things go more smoothly 
when you need treatment?

Clean

LOOKING AFTER  
YOUR VEINS
Robyn Shoemark and Helen Starosta



Keep warm

Environment

Exercise

plump bouncy vein

Position

Use distraction

Pain relief 

Avoid pressure

Apply pressure

Rotate vein sites

blood test

Ask for help
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BONES

MUSCLES

GROWTH SPURTS

 Adults shrink, only children grow.

Children and adolescents can become clumsy during 
periods of growth. They are more at risk of injury.

traction apophysitis

avulsion fracture. 

WHY IS MY CHILD LIMPING? 

Auburn McIntyre
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is to try and determine if the sudden pain is a bleed 

not

not

Children with suspected bleeds should always be 
reviewed. Growth spurts are times when other issues 
arise and proper assessment is critical.

True joint bleeds improve with factor replacement 
therapy. They require proper PRICE (Protection Rest Ice 
Compression Elevation) and rehabilitation afterwards to 

 
is always lost after a bleed.

 
 

CHILDHOOD HIP ISSUES
 

 

Children should never have a temperature or  
be unwell with a haemophilic bleed. 

slipped upper 
capital femoral epiphysis
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Some children will complain of knee pain when the 
problem is actually in the hip joint. Both joints should 
always be checked.

If a child has a slipped upper capital femoral epiphysis 
or Perthes, they will not respond to factor replacement 
therapy. If they have a bleed, children should always 
improve and continue to improve if given factor.

FEET

SPINES

layers on.

IN SUMMARY

Contact your HTC if the “pattern” of the problem is 
different to a normal bleed or if the problem doesn’t 
settle or if the problem reoccurs. Act, don’t wait!
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National Haemophilia, 

BE PREPARED OR PLAN AHEAD

that happen months earlier and may also help you to 

the adult hospital. 

SET GOALS

 

Loretta Riley
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 Measurable, Achievable, 
Relevant/Realistic and Time Bound

 

Measurable  

Achievable  
 

Relevant/Realistic

Time bound  

 

REMEMBERING TO DO WHAT YOU PLANNED TO DO

YOU DON’T HAVE TO GET IT 100%  
CORRECT THE FIRST (OR SECOND) TIME



N
a

ti
o

n
a

l 
H

a
e

m
o

p
h

il
ia

 N
o

. 
2

0
2

, 
Ju

n
e

 2
0

1
8

19

IT’S OK TO ASK FOR HELP

is another step in this journey. We are all here to help 

SOURCES 

 OK  
ASK FOR HELP
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Go for it
Grants

Study

BusinessTraining
Conferences

Go for it!

Go for it Grants

WHO CAN APPLY?

Go 
For it

Go for it Grants

 

Applications close on 30 August 2018.

2018 GO FOR IT GRANTS

NEW ABOUT 
BLEEDING 
DISORDERS 
BROCHURE

About bleeding 
disorders

T: E:

diingng

About  
bleeding disorders
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YOUTH LEAD CONNECT

HFA’S INAUGURAL YOUTH CANOE JOURNEY

For more information, and to apply, head to  
factoredin.org.au.

Youth
Kassy Drummond
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of National Haemophilia, one of our youth members, 

WHY MEET THE DISABILITY TEAM?

be done to assist him. 
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PEER EDUCATION

‘All my friends were welcoming of the condition and it 

GETTING TO KNOW PEOPLE

same boat. Alan said ‘While we all were sitting on our 
lab benches everyone was quite friendly and I made a 

on it was much easier to speak to everyone and as 

National 
Haemophilia 

‘go to all the lectures 
(even if they aren’t compulsory) because it’s a great way 
to meet your course mates’

‘Sometimes you 
don’t gell straight away, and when you are doing a 
general type course with more subject choice it takes a 

‘I would just say not to be so nervous and to speak to 
as many people as possible to be able to connect and 

as him. 

anyone  and it  
to remember that most people 
are in the 

STARTING 
HIGHER 

EDUCATION



24

CALENDAR

NATIONAL HAEMOPHILIA is a publication of Haemophilia Foundation Australia.  Every effort is taken to ensure accurate and relevant content, 

Haemophilia Foundation Australia does not endorse or assure the products, programs or services featured in  

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

the next edition of National Haemophilia.
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