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Symptomatic carriers of inherited bleeding
disorders, particularly female caregivers of
iIndividuals with diagnosed bleeding
disorders, represent a historically under-
recognized population with significant unmet
clinical need. Evidence shows that women,
girls, and people with the potential to
menstruate (WGPPM), including
heterozygous carriers, frequently experience
clinically meaningful bleeding symptoms
even with normal or near-normal factor
levels.,? Despite this burden, WGPPM
remain underdiagnosed and undertreated
due to persistent misconceptions that carriers
are asymptomatic and inconsistent screening
and referral practices." Recent efforts
emphasize recognizing symptomatic carriers
as a distinct clinical population requiring
evaluation and management.? However,
gaps persist across the care continuum,
iIncluding delayed diagnosis, limited
engagement with specialized care, and lack
of structured follow-up. This study aims to
quantify this gap by characterizing screening,
symptom burden, healthcare engagement,
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Figure 3 Symptom Impact on Daily Life
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and follow-up intent among caregivers of

iIndividuals with bleeding disorders.
Figures 4A & 4B

Spherix Global Insights conducted a Patient
Voice Dynamix™ study comprising a .
quantitative survey of 137 US patients with Sp0ke to PhySICIan
bleeding disorders and 28 caregivers. Of 4A

caregivers, 21 were women (18 mothers, 1 % of Respondents
grandmother, 2 aunt). Analysis here is based
on responses from 26 caregivers who
reported some experience with bleeding
symptoms. Respondents reported screening
history, bleeding symptoms in the past 12
months, symptom impact, treatment
openness, physician engagement, and follow-
up intent. Research was conducted in March—
April 2026.
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Women who carry genes for bleeding disorders, especially those caring for affected family members, can experience bleeding symptoms themselves, but their needs are often overlooked. This study explored the experiences of 26
caregivers of people with bleeding disorders, including 20 women (primarily mothers). Many caregivers reported symptoms such as easy bruising, frequent nosebleeds, and prolonged bleeding.

Over half had already been screened through blood tests, and nearly one in four had received a diagnosis. Most had taken the important step of talking to a healthcare provider, often by scheduling their own appointments. Despite this
strong engagement, a major gap remains. None of the caregivers reported plans to follow up on their care after speaking with a provider. This suggests that the challenge is not simply access to care, but a lack of clear guidance,

awareness, or confidence about what to do next. These findings highlight a critical “last-mile” gap in care: where conversations with providers are not translating into ongoing support or management. Addressing this gap will require better
education, stronger validation of symptoms, and clearer communication so that caregivers feel empowered to take the next steps in their care. Improving this pathway is essential to ensuring that caregivers receive the recognition, support,

and care they deserve.
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Despite healthcare engagement, gaps persist.
Over half reported prior laboratory screening
(54%), and 23% reported a diagnosis. Bleeding
symptoms were common, including easy
bruising (27%), nosebleeds (23%), and
bleeding from minor cuts (19%), with some
reporting muscle/joint bleeding and one brain
bleed. Symptom burden was notable: while
many impacts were minimal, nearly half were
rated moderate or severe.

Treatment openness was moderate (mean
3.07/5), while perceived physician openness
was higher (3.70/5). A majority (78%) had
discussed symptoms with a physician; 72% of
those did so via a dedicated appointment.

A critical drop-off occurs at the final stage.
While 73% of symptomatic respondents spoke
to a physician and 46% perceived physician
openness, none reported intent to pursue
follow-up care, indicating a complete
breakdown from consultation to action.

Conclusions:

Caregivers of patients with bleeding disorders
are potentially being screened, symptomatic,
and engaging healthcare providers, yet the
pathway fails at the final step: follow-up intent.
The absence of follow-up despite relatively high
physician engagement suggests the primary
barrier is not access, but a gap in confidence,
awareness, or perceived necessity of care.
These findings reinforce unmet needs among
symptomatic carriers and highlight a critical
“last-mile” failure in care delivery. Interventions
should focus on improving patient education,
validating symptom significance, and
strengthening provider communication to
ensure clinical encounters translate into
sustained management and follow-up.
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