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What is this?

HHT is a condition that can be passed down from your 
parents (inherited) that causes some of your bloods vessels 
to form abnormally. These abnormal blood vessels are called 
arteriovenous malformations (AVMs). They are most often found 
in the nose, lungs, and liver.

The European HHT expert group (VASCERN) recommends that 
all patients with HHT receive clear written advice about possible 
complications.

Nosebleeds

Nosebleeds are the most common symptom of HHT (more than 
90% of HHT patients experience them). Frequent nosebleeds can 
cause low iron levels and anaemia, and affect your quality of life.

Certain things can make nosebleeds more frequent. These 
include:

•	 blood thinning medication (such as aspirin, warfarin, 
clopidogrel, rivaroxaban and others)

•	 high blood pressure

•	 drinking a lot of alcohol 

•	 hay fever, nasal allergies and rhinosinusitis (sinus infections).

Please speak to your doctor if you have any questions about these.
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Managing a nosebleed

If your nose starts bleeding, follow these steps:

1.	 Stay calm.

2.	 Sit up or stand – don’t lie down.

3.	 Use your thumb and index finger to pinch your nose 
just above the nostrils continuously for 20 minutes. 
Don’t check if the bleeding has stopped until after  
20 minutes. 

4.	 Lean forward and breathe through your mouth.

5.	 Place an ice pack (or a bag of frozen peas or ice cubes 
wrapped in a tea towel) on the bridge of your nose.

6.	 Do not blow your nose or swallow any blood – spit it 
out instead. 

7.	 Do not plug your nose with tissue – this will irritate 
the lining and can make things worse. 

8.	 Once bleeding has stopped, do not touch or blow your 
nose for at least two hours.

9.	 Avoid hot drinks during this time.

10.	 If the bleeding hasn’t stopped after 30-60 minutes,  
go to a Minor Injuries Unit and tell them you have 
HHT. You will need review by an ENT specialist rather 
than standard nose packing.
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Aftercare and prevention

If you go to ENT, they may use a dissolvable packing (like 
Nasopore) and prescribe tranexamic acid to help stop the 
bleeding. Use saline nasal rinses (like Sterimar) for a few days 
afterwards to help the packing dissolve.

To prevent future nosebleeds:

Do

use saline rinses regularly 

apply nasal lubricants as prescribed by your HHT doctor or 
ENT specialist

Please speak to your doctor with any concerns about your 
recurrent nosebleeds and need for further treatment.

Antibiotics for patients with pulmonary 
AVMs

Pulmonary AVMs are abnormal blood vessels in your lungs. If you 
have these (treated or untreated) you are at increased risk of 
infection after dental or surgical procedures. This means you will 
need preventive (prophylactic) antibiotics before and after these 
procedures.
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Please tell your GP, dentist and any other healthcare 
professionals of your diagnosis and follow these 
recommendations to reduce your risk:

•	 Take antibiotics before and after any dental procedure 
(such as extractions, hygiene etc) or surgical procedures. 

•	 Keep a short course of antibiotics at home ready for 
when you have these procedures. Ask your doctor for a 
prescription.

For surgical or endoscopic procedures:

•	 antibiotic choice should be determined by the surgeon/
practitioner depending on the type of procedure. 

For dental procedures:

•	 If you are not allergic to penicillin – take a single  
co-amoxiclav tablet (375mg) about two hours before 
your appointment, and another 375mg tablet four hours 
after. 

•	 If you are allergic to penicillin – take metronidazole 
500mg plus doxycycline 100mg about two hours before 
your appointment, and repeat the same doses four 
hours after.
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Pregnancy advice

Women with HHT have a higher risk of certain pregnancy and 
delivery complications. Because of this, they should be assessed 
by doctors who specialise in HHT to make sure their pregnancy 
is carefully managed.

If you are pregnant or are planning a pregnancy, please speak 
to your GP or HHT specialist so the right care and monitoring 
can be arranged.
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