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Objective

m B-HERO-S was designed to better understand the psychosocial impact
of hemophilia on men, women, and children with mild-moderate-severe
hemophilia B, and in particular, to explore the impact of hemophilia on
engagement in activities.

Introduction
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— Impact on people with mild-moderate hemophilia, including affected
women/qirls

— Assessment of the vigorousness and duration of activity participation
— Treatment modifications to support ongoing participation in activities

Methods

Impact of hemophilia on current activities

m Overall, 98% of respondents reported a negative impact of hemophilia on
engagement in recreational activities (Figure 1).

— A “moderate” or “large” impact was reported by 64% of those with mild
hemophilia, 93% of those with moderate hemophilia, and 78% of those with
severe hemophilia.

— Greater numbers of participants receiving routine infusions (91%), compared
with those receiving on demand (55%) or on demand + extra infusions (58%),

On demand (31) 6

Routine infusions
238) 83
On demand + extra 12 46 4

infusions (26)
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Parentheses indicate the numbers of PWH in each category.

m The most common current activities reported were walking (44%), dancing

Figure 3 Reasons for not participating in activities

Risk of bruising or bleeding 49
Risk of injury due to direct contact with other athletes 31

Fear of joint bleeding during activity 26

Fear of muscle bleeding during activity 23

NHF, National Hemophilia Foundation.

Participation in activities across life stages

m Rates of participation in selected common current and high-risk activities are
shown in Figure 4.

— Participation in relatively low-risk activities (walking and dancing) increased
from young ages through adulthood.

Conclusions

m Hemophilia affected engagement in activities for nearly all
participants, regardless of gender or hemophilia severity.

m Adults with even mild/moderate hemophilia discontinued
activities that were generally of higher risk; most activities
were reduced by the time of college.

A

Significant change in treatment plan or switched to a
different regimen (eg, started prophylaxis)

Moderate change in treatment plan or regimen
(eg, changed time of doses)

Moderate change in treatment plan or regimen
(eg, added extra doses before vigorous activity)

Small change in treatment plan
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m Participants most commonly refrained from participating in activities because of

i o o ) ) 1. Forsyth AL et al. Patient Prefer Adherence. 2015;9:1549-1560.
fear and/or risk of bruising and muscle/joint bleeding (Figure 3).

2. Witkop M et al. Am J Hematol. 2015;90(suppl 2):S3-S10.
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