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What does your diagnosis mean?
In the past women and girls with bleeding symptoms were generally all called  
‘symptomatic carriers’. 

In Australia, diagnosis is now more specific – but you may be wondering the terms mean.

Your diagnosis and treatment
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Meaning

The genetic test did not find a gene alteration known  
to cause haemophilia.

You are not a carrier and you do not have the medical  
condition haemophilia.

You have the gene alteration for haemophilia but you  
do not have any haemophilia bleeding symptoms.

You do not have the medical condition haemophilia.

However, you can pass the gene alteration on  
to your children and some of your children may  
have haemophilia.

You have the gene alteration for haemophilia.

Your clotting factor levels are on the borderline  
between normal and haemophilia, but you have 
haemophilia bleeding symptoms.

You will be treated as having haemophilia.

You can pass the gene alteration on to your children  
and some of your children may have haemophilia.

You have the medical condition haemophilia.

Therefore you are also a haemophilia carrier. You can 
pass the gene alteration on to your children and some  
of your children may have haemophilia.

Your male children may have more severe haemophilia 
than you do.

Diagnosis

genetic test negative

asymptomatic  
haemophilia carrier

symptomatic  
haemophilia carrier
(40-50% of normal  
clotting factor)

haemophilia
and haemophilia carrier
(less than 40% of normal  
clotting factor)

Treatment plan
If you have been diagnosed with haemophilia, you will have an individual treatment plan.

The plan will be worked out with your haemophilia treatment team and will cover the best 
option for each situation. You may be prescribed different types of treatment at different times.

You may also be referred to a gynaecologist (specialist women’s health doctor) if heavy 
menstrual bleeding is a problem for you.

If you have anaemia (low red blood cells or low iron levels) as a result of heavy menstrual 
bleeding, your doctor may suggest treatment such as iron supplements.

Your diagnosis and treatment
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Australian Bleeding Disorders Registry (ABDR)
If you have bleeding symptoms, it is important to register and stay in contact with your local 
Haemophilia Treatment Centre (HTC), even if you receive most of your care from another 
doctor, such as your general practitioner (GP).

If you are diagnosed with haemophilia or as a ‘carrier’, you may be asked by your HTC to register 
in the Australian Bleeding Disorders Registry (ABDR). This is the online system used by HTCs 
across Australia to manage and record the treatment and care of their patients.

Ask your HTC about an ABDR patient card. This is a wallet card which explains:

• Your diagnosis and severity

• Your treatment plan

• Who to contact for further medical advice.

Keep your ABDR patient card on you for quick reference and to show to other health 
professionals treating you.

Your diagnosis and treatment
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Your diagnosis and treatment

What can you tell your other doctors?
Haemophilia is rare. Many health 
care providers like doctors and 
dentists may not have treated 
female patients with haemophilia 
before and may not be familiar with 
the current treatment.

Planning is important! If you are 
going to have a procedure that will 
need preventive treatment, such 
as surgery, your doctors and HTC 
will need to organise the treatment 
ahead of time.

• Show your other doctors, dentist and health care providers your ABDR patient cardABDR patient card  
if you have one. 

• Ask them to liaise with your HTC.

• Always inform your doctor, dentist or surgeon you have a bleeding disorder before 
having any medical, dental or surgical procedures, no matter how minor.

• If you are planning surgery, contact your HTC beforehand and discuss the medical 
support you may need to prevent bleeding complications.

• Your HTC might also have specific brochures you can take with you, eg on surgery  
or dentistry.

• Before you start taking anything prescribed by your doctor, naturopath or other 
health practitioner, check with them or your pharmacy whether it is safe for 
someone with a bleeding disorder.

Pregnancy
If you are planning a pregnancy or are pregnant, speak to your HTC. You may wish to 
explore your reproductive options, such as testing for the sex of the baby, finding out if it 
has a gene alteration for haemophilia or options for having a child without haemophilia. 

Ask your obstetrics team to liaise with your HTC.

Where can your other doctors get information?
If you consent, your treating haematologist (specialist bleeding disorders doctor) or 
the team at your HTC would be happy to speak with your doctors and other health 
professionals about your diagnosis and treatment plan and liaise with them about  
your care. HTC contact details are on the HFA website – www.haemophilia.org.au.

Your other doctors may find other useful medical information on the Australian 
Haemophilia Centre Directors’ Organisation (AHCDO) website – www.ahcdo.org.au.


