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Afibrinogenaemia

A case study from a nursing perspective.

Olivia Hollingdrake
Clinical Nurse – Haemophilia

Overview

 What is Afibrinogenaemia?
 How rare is it?
 What are some of the issues for 

patients?
 What role do nurses play?
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Afibrinogenaemia 

 Autosomal recessive bleeding 
disorder.

 Lack of fibrinogen (Factor I)
 Occasional spontaneous muscle 

bleed but most often excessive 
prolonged bleeding and bruising 
after trauma.

Which Factor?
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How rare is rare?

 Australian population June 2010: 
22,500,000

 Registered patients with 
Afibrinogenaemia June 2010:

5
That makes them 1 in 4.5 million!

Case study

 2 Brothers – aged mid twenties.

 Born and raised in Australia by immigrant parents 
of Spanish and Argentinean background.

 One older brother – not affected

 One older sister – normal fibrinogen levels but 
possible carrier (current tests being done to 
isolate gene mutation).
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Family Tree

Father Mother

Sister Unaffected
Brother

Brother
1

Brother
2

How was it diagnosed?

 Brother 1 presented to Haematologist at 
Children’s Hospital in Brisbane at age 3 
days with prolonged bleeding from heel 
prick site.

 Also bled from umbilical vein where coag 
tests subsequently taken.

 “Lab tests revealed a complete absence of 
fibrinogen.”

 Brother 2 born two years later with same 
presenting signs.

 No known family history
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The start of an eventful journey..

 Mum and Dad struggled with the diagnosis in the 
beginning.

 Through necessity and with the help of the 
Haematologist at RCH, they developed a routine 
for hospital visits.

 Consistent visits approx every 6 to 8 weeks 
throughout lives.

 Active boys keen on sports.

Growing up with Afibrinogenaemia:
Nursing Entries in Case notes.

 Fell out of pram while being pushed by 
sister

 Fell from shopping trolley yesterday
 Kicked in the calf at soccer
 Hit in face playing basketball
 Hit on left hand while playing hockey
 Fell when playing with brother – twisted 

ankle 
 Pulled own tooth out last night – has not 

stopped bleeding.
 Cut foot on a rock while climbing
 Hit right knee on bike handlebar
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Sporting injury…

And it goes on……

 Hit right hand on a metal pole whilst 
swinging it around

 Bruising after go-kart racing
 Laceration (glass) to side of left foot
 Hit to R) side of face. Bruising to ear.
 Assault – nasal fracture, injury to one 

tooth and stitches to fingers of left hand.
 Dropped barbell on self at gym.
 Old shin injury but happens to be going 

racing in V8 cars tomorrow.
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Hazards of play…

Treatment

 Rest, Ice, Compression, Elevation

 Cryoprecipitate

 Physiotherapy

 Fibrinogen concentrate
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Treatment - Cryoprecipitate

About Cryoprecipitate

Blood product from donors
 1-2 hours outpatient time
 Takes 20 mins to thaw from 

frozen
 15 bags per treatment 
 Need IV cannula
 Allergic reaction
 Hydrocortisone and 

Phenergan pre-meds.
 Drowsiness – no driving
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Fibrinogen Concentrate

 Fibrinogen concentrates are 
available in some parts of the world.

 Derived from pooled plasma.

 This product is unfunded by the 
National Blood Authority in Australia 
at present.

What are the boys up to today?

 Brother 1 works with older brother in panel 
beater workshop

 Recent Nursing Note: Dropped car bonnet on 
both hands
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Occupational Hazards!

 Brother 2 works as head chef at inner-city pub.

o Recent Nursing Note: “Chopped finger tip while 
cutting capsicum”.

What has changed?



11

What has changed?

 The causes of the injuries!

 Funded treatment for 
Afibrinogenaemia has not changed 
in Australia. Cryoprecipitate is still 
the treatment available in Australia.

Points to take away

 People with bleeding disorders can 
encounter complications when accessing 
health and medical care, often having to 
explain things to health professionals.

 This is particularly the case for people 
with rare disorders such as 
afibrinogenaemia.

 Brother 2 is keen to move interstate, he 
is considering his options. 
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Continued…

It is important that nurses help teach 
and guide patients:

 To have a good understanding of 
their own disease and treatment. 
This helps them advocate for 
themselves.

 Always to put safety first (We are 
working on this!)

Thank you
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