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How do | register with the Haemophilia Centre?

It is recommended that all patients with a bleeding disorder such as haemophilia are
registered with a Comprehensive Care Centre. Once a diagnosis has been confirmed, you
will be registered with the Comprehensive Care Centre at the Royal Liverpool University
Hospital.

What is the National Haemophilia Database?

For us to be able to register you we need to use the National Haemophilia Database. This
is a register of UK patients (both adults and children) with all kinds of bleeding disorders.
The database is managed by the UK Haemophilia Centre Doctors’ Organisation
(UKHCDO). It collects information about you, which is needed by the NHS to help plan
haemophilia services, inform purchasing decisions, and learn more about the treatment
and complications of these conditions.

More information is available on the UKHCDO website www.ukhcdo.org

What is the Bleeding Disorder Alert Card?

Once registered, you will be issued with a Bleeding Disorder Alert Card. This card will hold
information about your bleeding disorder, the treatment needed, and your baseline factor
levels (the level of the clotting factor when we diagnosed your bleeding disorder). The card
will have the details on how to contact the Haemophilia Centre in and out of normal
working hours.

Please carry this card with you at all times.

If you are going to the dentist, doctor, or have an admission to hospital, please show staff
your card. Ask them to contact the Haemophilia Centre or the out of hours on-call
Consultant for Haemophilia on the numbers provided on the card.

The card will also have the following warnings:

o No aspirin or non-steroidal anti-inflammatory drugs

This is because anti-inflammatory drugs such as aspirin or ibuprofen can increase
the risk of bleeding.
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o No intramuscular injections

Intramuscular injections are avoided because of the risk of bleeding into muscle.
The majority of medications can be given as an injection just under the skin, which
would be safer and prevent bleeding into the muscle. If a medicine can only be
given as an intramuscular injection, then some treatment to minimise the risk of
bleeding may be needed.

What happens if | lose or damage my card?
If you lose or damage your Bleeding Disorder Alert Card or any of your details change,

please contact the Haemophilia Centre for a replacement. A new card will be issued to you
as soon as possible.

Feedback
Your feedback is important to us and helps us influence care in the future.

Following your discharge from hospital or attendance at your outpatient appointment you
will receive a text asking if you would recommend our service to others. Please take the
time to text back, you will not be charged for the text and can opt out at any point. Your
co-operation is greatly appreciated.

Further information

If you have any further questions, please ask a member of our medical /
nursing team. Please contact the Haemophilia Team

Available Monday — Friday

9am - 5pm

Tel: 0151 706 3397

Useful Websites

The Haemophilia Society:
https://haemophilia.org.uk/

World Federation of Haemophilia:
www.wfh.org

Author: Haematology Liverpool
Review date: December 2026

LUHFT P1 3024 V1


https://haemophilia.org.uk/
http://www.wfh.org/

All Trust approved information is available on request in

alternative formats, including other languages, easy read, large
print, audio, Braille, moon and electronically.
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