Hemophilia
GENE THERAPY:

Managing Shared Decision-making

CLINICAL COMPANION GUIDE

SHARED DECISION-MAKING (SDM) IN REAL LIFE

1. Seek your patient’s participation!

2. Help your patient explore and compare treatment options!
3. Assess your patient’s values and preferences!

4. Reach a decision with your patient!

5. Evaluate your patient’s decision!

Important Patient Questions to Address’

What treatment types are available to me?

Which specific products are available to me?

What is the process for switching to a new treatment?

Will this treatment be covered by my insurance?

Are there any expected future treatments | may be a better candidate for?
Will I still have to record my treatments?

What should | know about side effects and long-term or serious risks?
What will happen in the event of a bleed on this new treatment?
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. In'your opinion, what are the benefits compared to my current treatment?
10. In your opinion, what are the drawbacks compared to my current treatment?
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SHARED DECISION-MAKING IN REAL LIFE

Shared Decision-Making Pathway for HCPs and Patients'

TOOLS AND STRATEGIES
WFH SDM Tool

The World Federation of Hemophilia has developed
an SDM tool that facilitates patients and clinicians

Healthcare
making decisions together. The tool reviews: , Shared professionals
People with Decls_lon-
e Patient life goals and how they are affected by h;ggg/hoﬂr'?hﬁiﬂrr Making
hemophilia caregivers

e Available therapies
e Information on therapies
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Three-talk Model of SDM for Hemophilia?

The ‘three-talk model’ was developed in 2012 and refined with input from stakeholders and clinicians.

It involves three conversational steps:
1. Team talk: Introduction of the concept of choice and its importance
2. Option talk: Presentation of available options, emphasizing their similarities and differences

3. Decision talk: Guidance to help the patient explore preferences, set goals, and make informed decisions
collaboratively

The primary goal of this model is to facilitate decision-making based on informed preferences.
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Two-Sided Decision Tools: Physician Decision Box?

Decision boxes Patient decision aids
for physicians

Decision(s) to be considered X X
Intervention options X X
_Scientific eviflence about the benefits and harms of each option X X
in equal detail

Why patient and parent/caregiver preferences matter X

Narrative description of the quality of evidence X

Study references X

Population of interest X
Treatment objectives X
Value clarification and ranking X

The physician decision box provides more comprehensive information on relevant studies, evidence levels, and factors affecting
patient preferences. It includes a risk-benefit matrix for weighing factors and a list of intervention-specific goals for patients to

rank.?
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TOOLS AND STRATEGIES

Building an Individualized Treatment Plan?
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