SHARED DECISION
MAKING FOR
HAEMOPHILIA
TREATMENT



THE PERSON WITH HAEMOPHILIA MAY...

Have lots of experience with Be suspicious of new : .
: p p Not know what is the right
different treatments... or treatments due to past -
< : treatment for them

none experiences ™

- Need to try a different
Want to try different sports : R

: Have questions about all the treatment due to health

= and need a higher level of : :
different treatments available concerns, venous access

cover to be safe

concerns



INDIVIDUALISED CARE

* People with Haemophilia (PwH) are variable and
diverse — both physically and mentally

One size fits all does not apply any longer

Identify priorities and unmet needs for each person
— life goals, impact of haemophilia on these

Individual treatment & personalised prophylaxis
regimens

Holistic approach involving the PwH.



AGE SPECIFIC TREATMENT CHOICES

Different stages of life will mean different treatment choices!

Newborn — protect from ICH

Toddlers & school age - increasing activity levels but prone to accidents
Adolescents - active & healthy playing high level sport, risk taking

Early adulthood - travelling, sport, career choices

Older adults — jobs may be more sedentary? Family commitments take priority

May change over the life span with

* Therapies available (funded)
 Improvement in venous access
Level of activity

» Competitive sports

Lifestyle choices

Availability of gene therapy for age.



CASE STUDIES




MEET BABY H

e 2 days old

e No family history

e Severe haemophilia A

e Parents anxious about bleeds & risk of ICH
e Keen to protect their baby & start treatment




MASTER B

* Severe Haemophilia A

10 years old

* Currently administering an EHL 3 x a week due
to soccer involvement

« Wants to stop soccer and start drama classes

* Parents and Master B want to discuss options
with the team



MEET YOUNG MR ]

Severe Haemophilia A
18 years old

Currently administering
asubcutaneous monoclonal
antibody every 2 weeks.

Wants to start adult grade soccer
which involves 2 times a week
training and 1 game per week

Potential to require higher
factor levels

Mr J wants to discuss options
with the team



MR D

25-year-old male

Severe Haemophilia A

Currently infusing 2 x per week with an EHL

Wants to travel Europe for 6 months and work when able
Active, likes hiking and swimming

Doesn’t play competitive sport



10

MR ]

41-year-old male

Severe Haemophilia B

Currently infusing 1 x per week with an EHL
In a relationship, 2 children

Finished his family

Experiencing pain & arthritis symptoms in left ankle;
impacting family time




a relationship, 3 adu

hildren
Fused ankles
1 x knee replacement

Wrists. an issue at times with
dexterity

Suspicious of new therapies??




SHARED DECISION MAKING

 Seek participation with the PwH

* Help the PwH explore and compare treatment options
« Assess the PwH values, experiences, ambitions etc...

* Reach a decision together

 Evaluate the decision and outcome i.e. PwH achieving

goals and dreams!
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