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Information for Women

1
! =aHemophilia is caused by a problem in one of the genes that tells
the body to make the clotting factors needed to form a blood clot. These genes are located on the X
chromosome. All males have one X and one Y chromosome (XY) and all females have two X
chromosomes (XX)

Hemophilia Carriers

A female who inherits one affected X chromosome becomes a “carrier” of hemophilia. She can pass
the affected gene on to her children. In addition, a female who is a carrier sometimes can have
symptoms of hemophilia. In fact, some doctors describe these women as having mild hemophilia

Females who carry the hemophilia gene and have any symptoms of the disorder should be checked

and cared for by a health care provider. Good quality medical care from doctors and nurses who know

a lot about the disorder can help prevent some serious problems. This type of specialty care can be
found at a comprehensive hemophilia treatment center (HTC). An HTC provides care to those with
hemophilia to address all issues related to the disorder, as well as education about the disorder. The
team consists of doctors (hematologists or blood specialists), nurses, social workers, physical
therapists, and other health care providers, all of whom are specialized in the care of people with

bleeding disorders

b

1t tml)

Find an HTC = (https://www2a cde gov/ncbddd htcweb/Dir_Report/Dir_Search.asp)

Pregnancy and Childbirth

-

‘A woman who is a carrier of the hemophilia gene can have low factor VIII (8) or
factor IX (9) levels, and have symptoms of hemophilia. During pregnancy, the levels of protein factor
VTII rise. This can make it difficult to determine the factor level and diagnose her carrier status if she

hasn't already been diagnosed before pregnancy. Levels of factor IX (9) do not increase during
pregnancy.
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Prepregnancy counselling and establishment of carrier status

Multidisciplinary care

Prenatal diagnosis and fetal gender determination

Clotting factor monitoring at booking, 28 and 34 weeks, and prior
to any invasive procedures.

At the onset of labour check coagulation screen and relevant
clotting factor assay (if not possible, use 3rd trimester factor
levels). Prophylactic treatment required if factor level
<50 1U dL™!

Avoid invasive feral monitoring techniques and instrumental
deliveries in affected male fetuses or when fetal sex or
coagulation status, if male, is unknown

Regional block can be used provided normal factor level and
coagulation screen

Obrain cord blood sample for the assessment of neonatal
coagulation status and result to be given by experienced
haemophilia centre staff

Avoid intramuscular injection in affected male infants or when
coagulation status unknown - give oral vitamin K and
immunization intradermally or subcutaneously

Follow-up care and registration of affected infants with the
haemophilia centre

3 MERHAREEDIEIE 90 OB

o0 i 13 mi i
7 carnier status unknown

| 85 offered PND* |——— 2 declined |

63 (07%) chose PND" |

14 fiDNA + 1*T USS 34 2T USS
14 CVS
{31 rskT21)

6 Female
g Male 13 Female
2 female (1 TOP, Tri 21) 21 Malo
4 Unaffected male
7 Affacted mals (5 TOP) i acua.
1 Affectad male

1 Unaffected male

Fig. 1. Uptake and result of prenatal diagnosis. *PND, prenatal
diagnosis include prenatal determination of fetal sex +/= haemo-
philia; fiDNA, analysis of free fetal DNA; T, trimester; USS,
ultrasound; CVS, chorionic villus sampling; T risk T21, increased
risk of chromosomal abnormality; TOP, termination of pregnancy.
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