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Haemophilia 2007

Clotting factor available for 
prevention and treatment of bleeding 
episodes
Optimise joint function
Allows for normal activity including 
participation in most sports



Early issues, lasting impact 

Adjusting to the diagnosis
Uncertainty, “on demand”
Venous access in infants/toddlers 

Distress of multiple attempts
Fear of next bleeding episode & 
treatment
Barrier to boys independently 
managing condition 



Empowering families
New diagnosis

Early education
Establishing support networks
Improved psychosocial care

Consumer feedback: social work & 
access to psychology/counselling

Strategies for managing painful 
procedures









Early Home Therapy

Infusaports
Easy access, reduces anxiety & fear
Home infusion of clotting factor
Prevent & treat bleeds at home
Life changing, parents gain control



Clotting factor via Clotting factor via infusaportinfusaport





Preparation for independence

Involve boys in their own treatment from 
an early age
Progress from port to peripheral early, 
gradual transition
Self infusion from around 8-9 years of 
age
Gradually take on ownership of condition
Clinic time alone for older boys



Maintaining home therapy  

Regular HTC review
Clotting factor dosage
Keep up with current recommendations
Update – prevent/managing bleeds
Joint health
General health

Isolation – HFV/HFA



School Camp
Important step (for kids & parents) 
towards managing haemophilia outside 
of home
Key elements to successful camp: 
Preparation and communication 
between the school, family & HTC
HTC assists with individual plan  





School Camp
Year 6 Camp

Developing venepuncture skills
Support plan in place

Local hospital for prophylaxis
Teachers aware of plan

Communication - documentation

Year 7 Camp
Confidently self infusing
Communication with new school/teachers



Travel
With family, then independently
Preparation (HTC there to help!):

Appropriate  amount of clotting factor
Prophylaxis &/or bleed doses

Storing/travelling with clotting factor
Documentation, airport security

I.D. card/letters of introduction
Treating bleeds, local medical contacts 

Global Treatment Centre Directory (WFH)



Independent Management 

Acute

Chronic

Play, Sport and Leisure



If you do have a bleed

Treat with Factor ASAP

Please remember FACTOR IS ONLY 
ONE ASPECT OF TREATING A BLEED

RICE 
Rehabilitation



If you do have arthropathy

See your Physio
Aims of PT

Reduce pain and strategies to deal with 
pain
Increase movement as able
Increase function

Improved muscle strength assists with 
pain



Child Development

Normalising childhood 
development.

Baby 
Tummy time
Crawling

Toddler
Walking 



Child Development

Pre school
Exploring the 
environment
Taking risks
Establishing the 
foundation of motor 
skills



Skill Acquisition

Primary school 5-12 
years
Learn skills in controlled 
setting
Modified sporting 
opportunities

Auskick
Goalkick
Kanga Cricket

Uncontrolled play



Consolidation of sport and 
leisure activities

Secondary school 
12-18 years
Structured sporting 
activities
School or 
community based
Less uncontrolled 
play



Why sport is so important.

Increased muscle strength and endurance
Improved joint stability. 
Improved confidence and self esteem
Improves normal motor development and enhances 
skill acquisition and co-ordination. 
Gives greater opportunities for socialisation at school 
and during sport and leisure activity.
Maintenance of appropriate body weight.



Why sport is so important.

Sport and Physical Activity 
reduce bleeding episodes!!!!!

Research
Anecdotally





Sports Played

Late 90’s, early 00’s
Increase number of sports being played
We would occasionally hear about this 
directly,  before participation was to begin.
However more often we found out after 
the fact

Aim was to minimise risk



Risk





Which sport is 
appropriate?

What do you or your son
have an interest in?
You have to consider the risk 
of injury/bleed
There are many factors that 
may influence how a person 
with Haemophilia copes with 
physical activity. 
Intrinsic: These are factors 
that are related to your body
Extrinsic: These are factors 
related to the inherent 
nature of the sport or 
environment in which the 
sport or activity is being 
played.



Summary

Encourage independence in all aspects 
of haemophilia care

Improved psychosocial care
Self-infusion
Acute and chronic musculoskeletal care
Normalising early play
Sport and leisure choice


