


K irsty has always nown about haemophilia. 
Having other family members who were 

affe ted led her to believe she probably arried  
the altered gene. As  had grown up with a 
brother who had haemophilia and a mum who  
had symptoms be ause she was a arrier,  was 
always pretty sure  arried the gene. My fa tor 
levels were rst tested when  was quite young, 
and were found to be borderline . ou an have 
normal fa tor levels if you arry the gene so my 
results didn t give us a lear answer, but when  

A testing te hnology be ame available, my 
status was on rmed.  expe ted it  by that stage  
 had gured out that  too had symptoms that  
 needed to manage .

For irsty tal ing to others about her status 
has helped her ome to terms with it. m 
pretty upfront about it.  thin  that has been 
good be ause tal ing about it has made it feel 
normal for me. Tal ing to other women has been 
great too  nowing how others deal with it, 
how it affe ts their life, and what to loo  for is 

invaluable. As a bonus,  be ame great friends 
with another woman as a result of sharing our 
haemophilia journeys

ealing with health wor ers has sometimes had 
its hallenges. nowing her status has let irsty 
stay in ontrol and to plan for a future. t s a 
good thing to now about be ause you an ta e 
harge of your health and be informed. There 

have been times when ve had to stand rm 
with do tors and dentists who aren t as aware 
of the issues, and who have told me being a 
arrier won t affe t my health.  ve had to explain 

to them that women an have problems with 
bleeding too. Having all the information has  
also helped my partner and  ma e de isions 
going forward.

*Females with normal clotting factor levels  
can still be carriers. In Kirsty’s case her  
levels were ‘borderline’ but she still needed 
genetic testing to nd out if she carried  
the altered gene. 
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Jo carries the gene causing haemophilia and 
has bleeding symptoms. With her childbearing 

years behind her, she is now dealing with a range 
of health issues very familiar to other women her  
age. But for Jo, managing these issues requires 
extra vigilance.

Medical knowledge about women with bleeding 
disorders among health professionals in the 
community is still catching up and Jo’s experiences 
have taught her about the need to be proactive. 
Even recently, although her carrier status was 
known to her cardiologist, Jo was prescribed a 
combination of a non steroidal anti in ammatory 
drug and aspirin to help her heal after a heart 
operation and needed intervention from the 
Haemophilia Centre to manage the bleeding 
complications she experienced.

Bleeding disorders are rare in the community 
and it is not surprising that many of the health 
professionals Jo has encountered have not  
been familiar with the specialist care required.  
However, Jo has found that their attitudes  
can make a big difference to complications  
with medical procedures.

Some years ago Jo had a number of teeth 
extracted and bled quite badly. “My sister had 
tried to tell the dentist that there was haemophilia 
in the family and I could be a carrier,” said Jo, 
“but the dentist said that it doesn’t matter, 
haemophilia only affects boys.”

In contrast, she has found that when doctors 
speak with the Haemophilia Centre and nd out 
more, they are more likely to learn about the 
complications and short-circuit any potential 
problems. “My GP is a brilliant doctor but he 
didn’t know a lot about my bleeding disorder to 
start with,” Jo commented, “but I know that he 
has checked up a lot in between my appointments 
without him even saying so because every time  
I see him, he has so much more information.”

Jo’s experiences have taught her the importance of 
taking more control of her care. “It’s easy to think 
it’s not important, or that you haven’t had problems 
before so you won’t now,“ she said. “Or to be too 
embarrassed to ask questions or change doctors.  
But if something goes wrong, you are not in any 
position to argue. You need to be prepared.”

 Learn about your bleeding disorder and be 
well-informed yourself. Be vigilant about the 
medications you are prescribed and don’t  
be afraid to ask questions about everything

 Contact your Haemophilia Centre rst before 
you have a medical procedure and discuss 
the procedure with them and what you need 
to know. Ask your doctor to speak with your 
Haemophilia Centre before undertaking the 
procedure – and check that they have

 Shop around until you nd a doctor who 
works well with you and with the Haemophilia 
Centre. Listen to the answers they give to  
your questions – if they are a bit dismissive 
or are xed on knowledge they learned at 
university and are not prepared to talk to  
the Haemophilia Centre and nd out more 
about you and your bleeding disorder, or 
they do not want to treat someone with a 
complicated health problem, it might be time 
to nd another doctor. our Haemophilia 
Centre may also be able to tell you which 
specialists they have worked with before. 

“  
   ” said Jo. “   

      
       
        

        
       

      ” 
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* Jo is not her real name. 



Sometimes in the past I have needed an update 
on my factor level before a procedure. I always 
let a new GP or specialist know up front about 
my haemophilia. I had plans in place with the 
obstetrician and HTC working together for  
each of my three children.”

This also involves recognising the limitations  
of some health services. 

“Sometimes I have made compromises to t in 
with my care,” she commented. “For example, 
when living in a regional centre we decided I 
couldn’t have a hysterectomy for heavy periods 
there, and I had an endometrial ablation instead 
(burning off the lining of the uterus) and at the 
same time I had coils put into my fallopian tubes 
for permanent contraception instead of having  
a laparoscopy (little cuts in my tummy) to tie  
my tubes . It was brilliant. I still had treatment  
but it was managed locally.”

 Always know your factor level 
 Always work with your doctor and the 
Haemophilia Centre. Liaise with your 
Haemophilia Centre to see where and how  
the surgery or procedure needs to be 
carried out. I usually say to my GP or 
surgeon/physician, “I will contact my 
Haemophilia Centre before we book that.”

 Have a plan to manage your care, whether  
it is at a major centre or rural hospital

 Always look after your health so you are 
able to be there for your family. It teaches 
others to do the right thing for themselves 
too in relation to their bleeding disorder

 Contact your local Haemophilia Centre for 
advice. If you aren’t sure how to contact  
the Haemophilia Centre, ring your local  
Haemophilia Foundation or, if you have  
a child with a bleeding disorder, ask your  
child’s haematologist.

Sharron has mild haemophilia A. As a child her 
factor levels were considerably lower than they  

are now, but even though they have increased 
as she matured, they still remain in the mild 
haemophilia range.

“I have had the advantage of knowing from a 
young age that I had low factor levels and needed 
to advocate for myself if my parents weren’t 
around, especially as many health professionals 
didn’t understand that females could have 
haemophilia too,” explained Sharron.

For Sharron, this has meant involving her  
Haemophilia Centre in her care.

“I had to have a tooth out about 18 months ago, 
and I told the dentist I would need to have it 
removed at the hospital where my Haemophilia 
Centre is. We organised a referral to the dental 
department there, and all went well. A recent 
gastroscopy was also organised through this 
hospital and the Haemophilia Centre was involved 
in pre- and post-procedure care, as with the 
dental procedure. My care in both those cases 
was tailored to my haemophilia.”

What does Sharron think works best for her?

“I always ring my Haemophilia Centre and talk to 
one of the team before any procedure is booked. 
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