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Factor IX deficiency
Less common subtype
Prevalence: 1 case per 26,316
males.

Hemophilia B: 

Both types follow X-linked recessive inheritance pattern

Factor VIII deficiency
Most common subtype
Prevalence: 1 per 5,847 males

Hemophilia A:

How Many Women are Affected by Hemophilia?

True prevalence of hemophilia carriers is not known but is estimated that 

For every 
male 
with
hemophilia

There are
FOUR 

female
Hemophilia

carriers
2

Estimated prevalence numbers are not reflected in international and national registries
indicating high number of unidentified and undiagnosed hemophilia carriers.

How Hemophilia can Affect Women and Girls

Woman/girl with
mild hemophilia

Woman/girl with
severe hemophilia

Woman/girl with
moderate

hemophilia

Bleeding phenotype?

Symptomatic
hemophilia carrier

Asymptomatic
hemophilia carrier

Yes No

of all carriers will
manifest below normal
factor levels (FVIII/FIX
<0.40 IU/mL)

Even carriers with normal factor
levels can experience abnormal

bleeding symptoms
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Abnormal Bleeding Symptoms

Heavy Menstrual
Bleeding
Frequent epistaxis
Easy bruising
Excessive post-
surgical bleeding

Oral cavity bleeding ex. excessive
bleeding post-dental extractions
Post-partum hemorrhage including
delayed post-partum hemorrhage
Joint issues, both hemarthrosis and
sub-clinical joint bleeding

1

of cases have no known family history
due to spontaneous mutation.
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Factor Level Testing

Additional Testing

Genetic Testing

Bleeding Assessment

Desmopressin

<0.40 IU/mL

0.40-0.60 IU/mL

>0.60 IU/mL

Tranexamic Acid

Antifibrinolytic agent used to prevent
breakdown of blood clots in the
mucocutaneous parts of the body 
Can be used in women with
Hemophilia A, Hemophilia B and
symptomatic carriers with normal
factor levels
Useful for heavy menstrual bleeding,
post-partum bleeding, epistaxis, pre-
and post-dental procedures or other
minor procedures

Gynecologic Treatment for
Heavy Menstrual Bleeding 

Diagnostic Tests
If family history of hemophilia present, consider referral to hematologist for

further evaluation and diagnostic testing.

Management
Treatment options for women affected by hemophilia
depend on disease and symptom severity and may
include:

Factor VIII or Factor IX, depending on family
history

Molecular diagnostic testing for
Hemophilia A and Hemophilia B
(including carriership) 
Provides absolute confirmation of
carrier status 
Healthcare providers can find additional
information at the Canadian National
Inherited Bleeding Disorder Genotyping
Laboratory (https://www.nibdgl.ca/)

Can be done by healthcare
provider via Bleeding Assessment
Tool (ex. ISTH- BAT)
Can be done by patient via Self-BAT
available at www.letstalkperiod.ca

If final bleeding score is
abnormal, indicative of
abnormal bleeding phenotype

Consider CBC and Ferritin in presence
of abnormal bleeding symptoms

Synthetic hormone that can
significantly increase Factor VIII level
and activity
Not used for Hemophilia B (FIX
deficiency) but can be used in women
with Hemophilia A (FVIII deficiency) if
prior responsiveness has been
determined
Occasionally used in symptomatic
hemophilia carriers with normal factor
levels but significant bleeding
symptoms 

Hormone therapy via oral
contraceptive pill, vaginal ring,
dermal patches
Intrauterine device (IUD)
Tranexamic acid
Endometrial ablation
Hysterectomy 
Factor replacement (in rare cases)

Replaces the missing clotting factor
and can be used in women with
hemophilia

Factor Replacement
Therapy
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3. Plug I, Mauser-Bunschoten EP, Bröcker-Vriends AH, et al. Bleeding in carriers of hemophilia. Blood. 2006;108(1):52-56.
4. Paroskie A, Gailani D, DeBaun MR, Sidonio Jr RF. A cross‐sectional study of bleeding phenotype in haemophilia A carriers.
British journal of haematology. 2015;170(2):223-228.
5. James P, Mahlangu J, Bidlingmaier C, et al. Evaluation of the utility of the ISTH‐BAT in haemophilia carriers: a multinational
study. Haemophilia. 2016;22(6):912-918.
6. van Galen KPM, d'Oiron R, James P, et al. A new hemophilia carrier nomenclature to define hemophilia in women and girls:
Communication from the SSC of the ISTH. J Thromb Haemost. 2021 Aug;19(8):1883-1887.
 doi: 10.1111/jth.15397.

Abnormal and diagnostic of hemophilia
of corresponding severity (mild,
moderate, severe),
Likely abnormal bleeding symptoms

Indicative of hemophilia carriership
with normal factor level
Possible abnormal bleeding symptoms 

Does not rule out hemophilia carrier-
ship or 
Possible abnormal bleeding
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