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How would you best describe your experience with your treatments 
for hereditary factor X deficiency?
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METHODS RESULTS

To our knowledge, this is the first analysis of 
its kind assessing disease burden and QoL 
impact of HFXD in patients who reported 
menorrhagia or heavy menstrual bleeding

In the subgroup of HFXD patients with heavy 
menstrual bleeding, patients also report 
high symptom burden in their daily lives

Two-thirds of patients reported using single 
factor replacement as monotherapy or in 
combination with other treatments

Menstrual bleeding limits work, physical 
activities and social/leisure activities

Improvements are needed to ensure 
appropriate management, increase QoL, and 
decrease disease burden in this population

CONCLUSION

No Report of Heavy Menstrual Bleeds 
(N=21)

Reported Heavy Menstrual Bleeds 
(N=9)

Age in years, mean (±SD) 24.7 (17.7) 24.8 (7.5)

Range 2-65 16-35

Ethnicity, N (%)

Hispanic or Latino 5 (23.8) 1 (11.1)

Not Hispanic or Latino 14 (66.7) 7 (77.8)

Prefer not to answer 2 (9.5) 1 (11.1)

Race, N (%)

White 9 (42.9) 5 (55.6)

Black or African-American 2 (9.5) 1 (11.1)

Asian 6 (28.6) 3 (33.3)

Native Hawaiian or Other Pacific Islander 0 (0.0) 0 (0.0)

American Indian or Alaskan Native 0 (0.0) 0 (0.0)

More than 1 race 0 (0.0) 1 (11.1)

Prefer not to answer 4 (19.0) 0 (0.0)

Age in years, at HFXD diagnosis

Response, N (%) 20 (95.2) 9 (100.0)

Mean (±SD) 3.5 (6.2) 5.5 (5.8)

Demographics

Assessment of Diagnostic Process
Although 4 of 9 patients found it very or somewhat easy to be accurately 
diagnosed, almost a quarter of patients (2 of 9) found the process at 
least somewhat difficult

Diagnosing Event

Average age at diagnosis5.5years

A prospective cross-sectional survey of patients 
with HFXD and their caregivers No exclusion criteria for this study

Inclusion criteria: physician-diagnosed HFXD or a current caregiver of patients with HFXD; provided 
electronic informed consent; complied with all study procedures and available for the duration of the 
study; able to take a survey online

Eligible patients diagnosed with HFXD and 
their caregivers were identified by Hemophilia 
Treatment Centers (HTC), physicians, specialty 
pharmacies, social media, and patient advocacy 
groups

A web-based survey addressing the patient 
journey, QoL, humanistic and unmet needs 
was developed based on literature and clinical 
expertise

The survey incorporated input from clinicians, 
caregivers, and health outcomes experts

Validated general and disease-specific patient-
reported outcomes measures were adapted for 
HFXD

INTRODUCTION

Hereditary Factor X Deficiency (HFXD) is a rare genetic coagulation disorder 
leading to delayed hemostasis and potentially life-threatening bleeding 
symptoms1,2

The patient experience with HFXD, specifically in those who have experienced 
menorrhagia or heavy menstrual bleeding, has not been well-characterized in 
the literature

Due to variable presentation, HFXD may be unrecognized or misdiagnosed, 
leading to delays in appropriate treatment

This analysis assessed a subgroup of HFXD patients that have experienced 
heavy menstrual bleeding and described the journey to diagnosis, disease 
burden, and quality of life (QoL) 

Survey Question: How would you describe the process of getting accurately diagnosed with hereditary factor X 
deficiency originally (such as going to doctor appointments, receiving tests or labs, etc.)?

Current Treatments

Over half N=6 of patients reported using SFR as monotherapy or in combination 
with other treatments while only 1 person reported the use of FFP
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Quality of Life and Well-Being
SF-12 HWBI

The 12 Item Short-Form Health Survey (SF-12) is used to assess overall QoL 
(Physical and Mental) and can be compared to the general population. Higher 
scores (0-100) indicate greater functioning. Overall patient QoL was lower 
when compared to the U.S. average (50).4

The Hemophilia Well-Being Index (HWBI) assesses patient well-being. Patients 
are asked about how their life has been negatively affected by hemophilia. 
Lower scores (0-32) indicate better well being. HFXD patients with HMB 
perceived an overall lower well-being.5

Menorrhagia Impact Questionnaire (MIQ)

During your most recent menstrual period, 
your blood loss was 
Mean (±SD):  

2.8 (0.8) 

Scale:  
1. Light  2. Moderate  3. Heavy  4. Very Heavy

During their most recent 
menstrual period 

4 patients  
reported moderate blood loss

3 patients 
reported heavy blood loss

2 patients  
very heavy blood loss

Most patients (66.7%, N=6) reported having  

 

while 3 patients reported no bleeding episodes

1

Bleeding Episodes

bleeding episodes in the  
4 weeks prior to taking the survey 3to

Disease Impact

Affirmative responses out of 9

Changing pads more frequently than every 2 hours 7(77. 8%)

Passing large clots in your menstrual period 8 (88.9%)

Time off work/school greater than 2 times per year 7 (77.8%)

Requiring antifibrinolytics or hormonal or iron therapy 3 (33.3%)

Requiring multiple treatments 5 (55.6%)

Sought medical evaluation or and was either referred to a specialist 4 (44.4%)

Bleeding requiring hospital admission or emergency treatment 3 (33.3%)

On a “heavy” bleeding day patients report needing to change protection (pads 
or tampons) because the item becomes saturated every 4-6 hours (N=4), every 
1-3 hours (N=4), every hour (N=2), and more often than hourly (N=1)

All patients who reported receiving treatment prior to surgery also reported 
receiving treatment intermittently (N=1) or episodically/on-demand (N=2). Of 
those on regular prophylaxis, 2 individuals receive prophylaxis weekly,  
2 individuals twice weekly, 1 individual monthly, and 1 individual reported 
taking oral contraceptives daily
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Treatment Schedule

On what type of schedule are you currently receiving treatments? 
Please select all that apply.

SFR: Single-factor replacement 
FFP: Fresh frozen plasma 
PCC: Prothrombin Complex Concentrate
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1 patient found it neither easy nor difficult and  
2 patients did not recall

Have you ever required any of the following for your menstrual period? 
(select all that apply)

During your most recent menstrual period, how much did bleeding limit the 
following:

Mean (±SD): 100% of patients reported 
that bleeding limited work and 
physical activities at least slightly 
while 88.9% reported that 
bleeding limited social/leisure 
activities at least slightly

Scoring Scale:  
1. Not At All  2. Slightly  3. Moderately  4. Quite A Bit  5. Extremely

MIQ is a subjective questionnaire that measures the impact of 
menorrhagia on QoL and evaluates blood loss as well as patient 
limitations in certain settings3

Subgroup analysis of patients who have experienced heavy menstrual 
bleeding (HMB)* was conducted

Of the 30 patients who completed the survey, 12 were females between 
the ages of 12 and 45 years old; 9 (75%) self-reported experiencing heavy 
menstrual bleeding. Two mutually exclusive groups were identified: those 12 
to 45 years old who reported heavy menstrual bleeding and those who did 
not (all ages).
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*Per responders’ own description, not predefined
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